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Letter of Transmittal

The President

The President of the Senate

The Speaker of the House of Representatives

Sirs:

Pursuant to PubUc Law 103-419, the United States Commission on Civil Rights trans-

mits this report, TTie Health Care Challenge: Acknowledging Disparity, Confronting Dis-

crimination, and Ensuring Equality. With this two volume report, the Commission exam-
ines the efforts of the U.S. Department of Health and Human Services (HHS) Office for

Civil Rights (OCR) in enforcing title VI of the Civil Rights Act of 1964, title IX of the Edu-
cation Amendments of 1972, the requirements under the Hill-Burton Act of 1946, and the

nondiscrimination provisions of the community block grant programs administered by
HHS. In particular, the Commission's report focuses on the enforcement of these nondis-

crimination laws and their impact on ensviring equal access to quahty health care for all

Americans, particularly women and members of racial and ethnic minority groups.

Until this year, the Commission had not conducted a comprehensive evaluation of HHS.
Examining the issue of health care is critical, particularly from the civil rights perspective,

because it has impHcations for all individuals. Access to health care should be a fundamen-
tal right; however, it has not been viewed as such by the Federal Government or the health

care industry. The fact that disparities in health status continue to exist despite the poUti-

cal and economic rhetoric surrounding health care is an indication that civil rights en-

forcement efforts need to be reassessed and more clearly focused.

The first volume of this report, The Role of Governmental and Private Health Care Pro-

grams and Initiatives, examines the racial, ethnic, and gender disparities in health status,

health research, access to health services, and health care financing. The Commission
found that despite efforts to eliminate discrimination and improve access to health care for

minorities and women, there has been Httle change in the quaUty of, or access to, health

care for members of these groups. Discrimination in the health care system continues to

manifest itself in many ways, including: differential dehvery of health care services based

on race, ethnicity, and gender; inabiUty to access health care because of lack of financial

resources, culturally incompetent providers, language barriers, and the unavailabiHty of

services; and exclusion of minority and female populations from health-related research.

The result of these forms of discrimination is the perpetuation of striking disparities in

health status between minorities and nonminorities, among members of population sub-

groups, and between men and women. Such discrimination is furthered in part by the fail-

ure of appropriate Federal agencies to implement and enforce civil rights laws in the

health care context.

If the Nation is to fully eradicate health care disparities, unified efforts of Federal,

State, and local governments, as well as private organizations, are needed. Congress and
the President must design and implement a plan which ensures that all individuals, re-

gardless of race, ethnicity, gender, or socioeconomic status, have financial access to quality

health care. Funds should be allocated for an initiative specifically designed to identify

solutions and to close the health care financing gap—the gap between qualifying for exist-

ing public assistance programs and being able to afford private health insurance.
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However, universal coverage does not necessarily mean that everyone would experience

universal access to quality health care. Congress, the President, and HHS, with the legis-

lative and financial power to significantly affect all aspects of health care in the United

States, must reassess their agenda to include the perspectives of women and people of

color and must reevaluate the methodology of health care with these groups in mind. In

conjunction with the Office for Civil Rights, the offices of women's and minority health

throughout HHS should take a more proactive role in the incorporation of these popula-

tions' health issues in HHS. Treated as "peripheral," these offices are forced to operate un-

der the constraints of extremely limited budgets. HHS must recognize the potential impact

of these offices and increase funding accordingly.

The Office of the Secretary should direct OCR and the offices of women's and minority

health in undertaking several strategies to enhance the consideration afforded women and
minorities in health care dehvery and research. First, these offices should work in coopera-

tion to ensure that HHS and recipients of HHS funding take sociocultural contexts of indi-

viduals' hves into consideration when designing and reviewing health programs. Health

professionals must be educated about the severity of racial, ethnic, and gender disparities

in access to health care and strategies necessary to ehminate such ineqviities. Most impor-

tant, education and training to enhance the provision of ciilturally effective health care

must be integrated into lifelong learning for health care providers.

Another focus of the Office of the Secretary, OCR, and the offices of women's and mi-

nority health should be the lack of medical research by and about minorities and women.
HHS must take the lead in enforcing the mandated inclusion of females and minorities in

health-related research, both as participants in and recipients of Federal funds for re-

search. OCR and the offices of women's and minority health can assist this effort by moni-

toring progress made by research organizations in including females and minorities in re-

search. Offices of women's and minority health should also encourage HHS researchers

and scientists in making efforts to reach underrepresented communities and reevaluating

scientific protocol so that it is congruent with the behefs and practices of those communi-
ties. Further, although there have been many important gains made in research on the

health of women and people of color, adequate funding is critical to address additional

questions, confirm what initial studies have found, and engender understanding of the im-

pHcations of such research.

Third, the Office of the Secretary should ensure coordination among the offices of

women's and minority health, OCR, the HHS operating divisions, and State and local gov-

ernments, to integrate civil rights objectives into all health care initiatives during initial

planning stages, as weU as throughout implementation. HHS must take a proactive ap-

proach in integrating civil rights concerns into health care rather than attempting to ad-

dress discrimination after it occurs. OCR and the offices of women's and minority health

must remain informed of all departmental activities affecting health care, nationally as

well as locally, including those of the operating divisions. In addition they must be aware
of initiatives at the State and local levels, coordinating with them whenever possible.

Fourth, for health care programs to be effective in reducing disparities and improving
conditions for women and people of color, they must be implemented at the community
level, particvdarly in conjunction with community-based organizations. The ultimate goal

shovdd be the inextricable integration of the health of women and people of color into every

project, every grant, and every program from the initial stages of development. The offices

of women's and minority health should provide leadership in accompUshing this goal.

However, it also is necessary to recognize that new programs and initiatives alone can-

not improve the health of the Nation. OCR, as the civil rights enforcement office of the

Federal agency responsible for the Nation's health, must be actively involved in eliminat-

IV



ing health care practices that result in unequal access to and receipt of quality health care.

Failure to do so results in an unstated acceptance of poor or nonexistent health care for

minorities and women, and a perpetuation of inequality in the Nation's health care system.

Volume II of this report assesses OCR's performance in enforcing civil rights in HHS-
funded health care programs.

Respectfully,

For the Commissioners,

/ ^J'-'Vt'<^ ^^^2^2^^<z,^^^/S^^t<_^

Mary Frances Berry

Chairperson





Preface

Introduction

Equal access to quality health care is a crucial issue facing our Nation today. For too long,

too many Americans have been denied equal access to quahty health care on the basis of race,

ethnicity, and gender. Cultural incompetence of healthcare providers, socioeconomic inequities,

disparate impact of facially neutral practices and pohcies, misunderstandingof civil rights laws,

and intentional discrimination contribute to disparities in health status, access to health care

services, participation in health research, and receipt of health care financing. Such disparities

persist in part because of inadequate enforcement of Federal civil rights laws relating to health

care by the U.S. Department of Health and Human Services (HHS). For many years, title VI of

the Civil Rights Act of 1964, the community service assurance provisions of the Hill-BurtonAct,

title IX of the Education Amendments of 1972, and the nondiscrimination provisions of block

grant statutes have not been fully enforced and implemented by HHS' Office for Civil Rights

(OCR).

Equal access to quahty health care is a civil right. Although Congress has enacted civil

rights laws designed to address specific rights, such as equal opportunity in employment, edu-

cation, and housing, it has not given health care the same status. Regardless, unequal access to

health care is a nationwide problem that primarily affects women and people of color. The lack

of availabihty and quahty of health care, the lack of affordable financing of health care, and the

hkehhood of minorities and women not being included appropriately in medical research are

reahties as we approach the 21st century. Despite the many initiatives and programs imple-

mented at the Federal, State, and local levels, the disparities in health care will not be allevi-

ated unless civil rights concerns are integrated into these initiatives and programs.

The Commission's Evaluation of Civil Rights Enforcement at HHS
The Commission's two reports on equal access to health care as a civil right develop com-

plementary themes, with volume I setting the stage for volume II. With these reports, the

Commission provides recommendations focusing on eUminating racial, ethnic, and gender dis-

parities in health care and improving HHS' civil rights enforcement activities. These reports

clearly demonstrate that OCR has been operating in a vacuum for many years, has not asserted

its enforcement authority, and is not necessarily aware of the many initiatives and programs

aimed at improving access to health care for women and minorities. Volume I docixments the

need for more collaboration between OCR and Federal, State, and local agencies; the deficien-

cies and disparities highhghted in volume I can be significantly reduced through proper civil

rights enforcement, as identified in voliune II.

This report is the result of months of research and carefvd assessment of materials gathered

from a wide variety of sources. In an effort to conduct balanced research. Commission staff so-

hcited diverse scientific viewpoints by contacting numerous private research and advocacy or-

ganizations, including organizations representing alternative viewpoints. Further, in gathering

information, a request was sent to more than 150 health care organizations, professional

groups, research institutes, and advocacy groups representing a wide range of constituents and
from all points on the pohtical spectrum. In addition, medical schools, teaching hospitals, and
State health agencies across the country were contacted for input.

Statements in these reports are based on interviews, HHS documents, and research find-

ings. The pertinent health care issues presented have been identified by the Federal Govern-

ment as well as private health care organizations and researchers. The discussions in both vol-

umes of the report were informed by multiple sources, as is evidenced by the bibUography

which includes more than 350 documents, articles, and interviews. Included are HHS docu-
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ments, studies and surveys by national organizations, articles in health care research journals,

and other research that cites experts in the field.

As the law must comprise the foundation for any enforcement evaluation, the Commission

consulted law review articles, as well as statutes, regulations, guidehnes, and poUcy gmdance.

In addition, to encompass the medical aspects of the issue, the report includes the viewpoints of

numerous physicians and medical experts (researchers and practicing physicians) by way of the

medical journals, government and private reports, and law review articles. Data cited are from

reputable sources such as the American Medical Association, the Association ofAmerican Medi-

cal Colleges, the National Institutes of Health, the National Center for Health Statistics, and

other agencies in the Department of Health and Human Services. The stories told by the ma-

jority of these sources reveal the findings presented in this report: that health care disparities

continue to exist, and proactive, effectual remedies are imperative.

Health Disparities

Barriers to Access to Health Care

In developing this report, it was discovered that there is no universal agreement on the

causes of racial, ethnic, and gender disparities in health status, nor is there only one sovirce of

such disparities, but there are a few that have the most direct effect. One obvious determinant

of health status is access to health care, including preventive care and necessary treatment.

Factors that impede access to care are discussed in detail throughout this report. For example,

health care financing, particularly the abihty to obtain health insurance, is one of the most
prevalent health care concerns of all Americans and presents a particular challenge for minori-

ties and women.i Other barriers to access identified in this report include language barriers,

cxiltural misunderstanding on the part of both the provider and the patient, lack of available

services in some geographical areas (such as inner cities and rural communities), and lack of

transportation to services.

Behavioral Factors and Health

Critics will often cite lifestyle and behavioral habits as defining factors of health status;

however, this is a faulty assumption in many instances. Wliile it is true that certain lifestyle

behaviors—smoking, alcohol consumption, poor diet, etc.—can be correlated to poor health

status, this report demonstrates that these behaviors actually account for only a modest portion

of health disparities across age, sex, and race categories.^ This argument also fails to take into

consideration the extent to which personal choice is Umited by opportunities, such as low in-

come, the unavailability of nutritious foods, and lack of knowledge about healthy behaviors.

When personal responsibihty is cited as the sole explanation for poor health, factors that are

not entirely within an individual's control can become a source of blame. This is not to suggest

that individuals shovdd not take responsibihty for their own health, rather it is acknowledged
that personal responsibihtyshould become part of the regimen for improving health.^

Socioeconomic Status and Poor Health

A major premise of volume I of this report is that the combined variables of race, ethnicity,

gender, and socioeconomic status intersect to have an undeniable adverse effect on the ability of

many Americans to obtain health care. Certainly, health status is related to poverty; and socio-

economic status and race are intimately hnked.^ As the findings here indicate, overall, minori-

ties have a lower median weekly income and are more hkely to be below the poverty Une than

' See vol. I, chap. 3.

2 See vol. I, chap. 2.

^ See vol. I, chap. 2.

* See vol. I, chap. 2.
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whites.^ Inequalities in education, income, and occupation account for some, but not all, of the

race- and gender-related differences in health status, access to health care, health research, and
health care financing. For example, persons with lower income are more hkely to report being

in fair or poor health. Similarly, the associationbetween poverty and health status can be seen

within racial and ethnic groups, but racial and ethnic disparities remain even within income
groups.^ Thus, income does not explain all the racial and ethnic disparities in health status.

Volume I also addresses how poverty affects the ability to obtain health insurance coverageJ
Again, it was shown that income level has a large effect on the number of individuals who are

uninsxared or privately insured. However, as this report confirms, race and ethnicity compound
the effects of poverty, as demonstrated by differences in insurance rates. Disparities in insur-

ance coverage vary markedly by race and ethnicity beyond the effects of income on that cover-

age.

Many studies have shown that even when income and other factors (such as age, severity of

disease, and health insurance coverage) are taken into account, there are still statistically sig-

nificant racial differences in health status, treatments received, and other measures of access to

health care.* Further, other measures of disparity, such as waiting times, should not be affected

by gender, race, or ethnicity; yet disparities are found between population groups. Thus, major

racial, ethnic, and gender disparities remain in health status and access to health care even

after socioeconomic factors are taken into account. These remaining disparities give rise to con-

cerns that discriminationand bias exist in our health care system.

Discrimination and Disparate Impact

The evidence of discriminationby health care providers and insurers is overwhelming. Each
volume of this report presents numerous instances where individuals have been either treated

differently or denied treatment due to race, national origin, or gender. For example, volume I

presents evidence which shows that certain procedxares are less frequently prescribed for mi-

norities. Whether this disparate treatment arises directly from the fact that they are minorities

or because of other factors which disproportionately affect minorities is a matter of sphtting

hairs. The effect is the same: discrimination.

This report, particvdarly in volume II, demonstrates that disparities in health status and ac-

cess to quaUty health care may be the result of the disparate impact that certain poUcies or pro-

cedvires have on women and members of racial/ethnic groups. Critics of disparate impact theory

of discrimination have contended that it is not a valid basis for discrimination charges or com-

plaints. These critics often assume that, in the context of allegations of discrimination relating

to a health care provider or insixrer, if intentional discrimination is not involved, no legal issue

exists. However, the Supreme Court has held that disparate impact is a form of discrimination,

prohibited by the implementing regulations of title VI of the Civil Rights Act of 1964 and by

5 In 1997, for example, 8.6 percent of white families lived below the poverty line, compared with 26.5 percent of

black famihes, 27.1 percent of Hispanic families, and 14.0 percent of Asian American and Pacific Islander families.

U.S. Department of Commerce, Bureau of the Census, "Poverty 1997," accessed at <http://www.census.

gov/hhes/poveryty/poverty97/pv97estl.html>. In 1998 the median weekly earnings for white men was $615, com-

pared with $468 for white women and black men, $400 for black women, $390 for Hispanic men, and $337 for His-

panic women. U.S. Department of Labor, Bureau of Labor Statistics, Employment and Earnings, January 1999,

table 37, accessed at <http://stats.bls.gov/cpsaatab.htm>.

8 See vol. I, figure 2.2.

^ See vol. I, chap. 2.

8 American Medical Association, Council on Ethical and Judicial Affairs, "Black-White Disparities in Health Care,"

Journal of the American Medical Association, vol. 263, no. 17 (May 2, 1990), pp. 2344-46. See, e.g., G. Caleb Alex-

ander and Ashwini R. Sehgal, "Barriers to Cadaveric Renal Transplantation Among Blacks, Women, and the Poor,"

Journal of the American Medical Association, vol. 280, no. 13 (Oct. 7, 1998), pp. 1148-52 (finding that after adjust-

ing for income, sex, age, cause of renal failure, and years on dialysis, blacks and women were less Ukely than white

men to receive transplants).

ix



title IX of the Education Amendments of 1972.^ Congress further recognized disparate impact

as an appropriate theory of discrimination in the Civil Rights Act of 1991.

The Importance of Physician Diversity and Cultural Competence
Research suggests that minority physicians and dentists are more likely to serve minority

patients and communities where a shortage of health care providers exists, and are more Likely

to provide services at reduced fees. In addition, studies have found that physicians of the same
race and/or sex of the patient may be more effective than physicians with different backgrovmds

from their patients. A recent report in the Journal of the American Medical Association stated

that both black and white patients feel more involved in their health care when their physicians

are of the same race.^° The result is higher patient satisfaction, increased likelihood that the

patient will foUow through on treatment, and ultimately better medical care. According to the

researchers who conducted the study, these findings suggest that doctors need better training

to improve cross-culturalcommunication.

Cultural barriers in the form of misunderstood customs, the inability to express one's health

needs, and lack of trust in the health care system are factors that might hinder a physician's

ability to provide adequate treatment to his or her patients. Thus, what this report finds is that,

within the context of patient care, it is necessary to open up medical knowledge to include mul-

ticioltural perspectives to health, health care, and patient-provider interaction. This view does

not assume that race is a major determinant of how patients select their doctors or that doctors

cannot communicate with people of other cultures. The reason for cultural competency training

for health care professionals is to enhance the quahty of health care deUvery. Ciiltiiral compe-

tency training is essentially a measure to help medical professionals gain more knowledge

about their patients. Further, this report calls for a mandate that health care information be

translated into languages for beneficiaries who have difficulty communicating in English, ena-

bhng patients to comprehend and participate in the decisions related to health care.

A major finding of the research conducted here is that clearly more minorities are needed as

health care professionals. This report supports affirmative action programs that increase the

opportunities for minorities in the health professions while maintaining high standards and
qualifications for physicians and other health care professionals. For example, the findings in

this report suggest that HHS and the Department of Education must support efforts to raise

minority students' interest in pursviing medical professions, to increase the academic qualifica-

tions of minority students so that they can pursue medical study, and to promote the valuing of

diversity within the medical profession.ii

Affirmative action must be construed more broadly than through the admissions standards

for acceptance into medical schools. For instance, initiatives to improve educational opportuni-

ties, particularly in math and science, at the elementary, secondary, and postsecondary levels

will better prepare all students to piorsue medical studies. In conjunction with these initiatives,

some of which are illustrated through innovative examples in this report, recruitment efforts

can potentially increase the pool of qualified medical school appHcants. Thus, rather than sug-

gesting that affirmative action efforts have failed or that admission standards should be low-

ered, this report indicates that affirmative action efforts should be broadened to include other

initiatives.

Volume II of this report highlights the important role the Department of Health and Human
Services' Office for Civil Rights must play in promoting initiatives to increase the number of

minority physicians. OCR has numerous mechanisms to address issues relating to its civil

9 See Guardians Assoc, v. Civil Service Coram., 463 U.S. 582 (1983).

10 Lisa Cooper-Patrick, Joseph J. Gallo, Junius J. Gonzales, Hong Thi Vu, Neil R. Powe, Christine Nelson, and
Daniel E. Ford, "Race, Gender, and Partnership in the Patient-Physician Relationship," Journal of the American
Medical Association, vol. 282 (Aug. 11, 1999), pp. 583-89.

" See vol. I, chap. 2.



rights enforcement mission. For example, with regard to affirmative action, the report recom-

mends that OCR develop poHcy gviidance to clarify what vmiversities may and may not do un-

der existing law to increase student, facvdty, and curricular diversity.^^ Jn addition, OCR can

provide technical assistance and outreach and education to medical schools to assist them in

increasing the pool of qualified apphcants through extensive recruitment efforts. The fact that

numerous universities actively engage in diversity-enhancement programs in itself demon-
strates the need for OCR to disseminate gtiidance on educational institutions' legal responsibih-

ties in this important area.

In addition, the report finds that it is important to encourage girls and women to pvirsue ca-

reers in medicine. Data from the American Medical Association cited in volume I indicate that

in 1995 nearly 60 percent of the women practicing medicine were clustered in five areas: inter-

nal medicine, pediatrics, family practice, obstetrics/gynecology, and psychiatry. ^^ Additional

evidence indicates that women face difficulty breaking into medical research careers, further

hmiting the "choices" available to them. The fact that women physicians are clustered into a
few areas of specialties presents a curious phenomenon. While it is true that there is some de-

gree of choice involved in the election of medical specialty, the extent to which women "choose"

certain areas is unclear.

Researchers have found subtle signs that many women are discouraged from entering new
high-tech medical fields, and there is evidence that women medical students are steered into

more "accepted" specialties. For example, one study cited in the report found that of female

medical students svirveyed, only 8 percent had originally named pediatrics as their chosen spe-

cialty, but one-third eventually entered pediatric residencies. i"* This suggests that some occur-

rence during the course of medical training steered these women toward a field that was not

originally intended. The consistent low number of women in certain specialties, including new
high-tech medical fields, raises the concern that if this trend continues, the medical profession

may become gender identifiable, whereby women are centered in the areas of family medicine

and primary care, and men are more concentrated in the new speciaHzed medicines or surgical

subspecialties.

Evidence presented here also indicates that women researchers receive a disproportionately

smaller share of research funds, compared with their male counterparts. Overall, the report

recommends that HHS ensure that funds are awarded in a nondiscriminatory manner. Fund-

ing should be based on merit, and both male and female researchers should be provided an
equal opportunity to apply for and receive funding. The fact that fewer women apply for grants

is one part of the problem which needs to be addressed.

Inclusive Research
Research indicates that minorities and women—^particularly minority and poor women

—

have been excluded from clinical trials for decades. However, this exclusion is not attributed in

all cases to discrimination or intentional omission. In some instances, women and minorities

have been excluded from trials because the illness under study was thought to be more relevant

to men or to certain subpopulations. These medical assvmiptions (which have sometimes proven

erroneous) must be reassessed and based on scientific fact, which cannot be determined unless

all populations are studied.

Many women of color, in particular, do not participate in research studies not because of dis-

crimination per se, but because many of them are not informed of such studies or are unaware

of the importance of participating in such studies. While the demographic makeup of a commu-
nity being studied will usually dictate the sample of participants, those residents need to have

information about such research. This report strongly urges implementation of Federal, State,

12 See vol. II, chap. 7.

13 See vol. I, chap. 2.

!> See vol. I, chap. 2.
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and local education and outreach activities that emphasize the importance of medical research.

It does not necessarily advocate special research projects for women and minorities, but rather

focuses on strategies to include them in medical research, so that medical findings are appUca-

ble to all populations.

The scientific research community acknowledges that women and minorities have been ex-

cluded from research, and in recent years emphasis has been placed on the medical necessity of

inclusion. As a resvilt, the major research divisions at HHS (National Institutes of Health, Food

and Drug Administration, and Centers for Disease Control) have all passed guidelines man-
dating the inclusion ofwomen in chnical trials. ^^ The fact that the issue of includingwomen and

minorities in research has become a major poUtical and scientific concern is further proof that

there is indeed a problem, and a solution is necessary. In addition to studying female-specific

health issues, it is necessary to examine how "gender- neutral" conditions are experienced dif-

ferently by women and men. If women are not included, the data gathered do nothing to ad-

vance the knowledge ofthose diseases in women.

Conclusion
The recommendations offered by the Commission in this report are largely based on one

foundation: the moral behef that, hke education, housing, and employment, health care is a

fundamental element of the human experience, and should be pursued by all on equal ground.

The disparities documented by this report, however, indicate that existing laws have not suc-

ceeded in reahzing this goal. One critical reason for ineffective enforcement of existing law has

been the lack of commitment to equal access to quaUty health care as a civil right. That is why
this report upholds the necessity of a statute that expHcitly recognizes health care as occupying

the same position of social importance as education, housing, and employment, and that creates

an agency to ensvire that health care maintains that stature.

In addressing disparities and subtle forms of discriminationinfecting our health care system

and adversely affecting health care access and outcomes for minorities and women, we as a na-

tion have two options. The first option is to do nothing. Under this plan not a single Federal

dollar is spent to conduct civil rights enforcement efforts or to support programs and initiatives

designed to reduce these disparities. This option requires the Nation to conceptuaHze the dis-

parities in ovir health care system in one of three ways. The first is to simply accept that there

have always been disparities in access to employment, education, and even health care, and to

ask the question, "Why change now?" The second is to manipulate statistics to show that such

disparities do not really exist; so again, we may teU ovirselves that no change is needed. Finally,

those who actually have access to quality health care can insist that "personal responsibiUty"

and the sense to make "good choices" are the solutions to aU of our societal ills. These senti-

ments justify the abdication of our responsibiUty as a nation to eradicate discrimination and
disparities in the health care system.

The second option it to take action. This option requires that we recognize health as the

foundation of our weU-beingas individuals and ovir productivity as a nation. To do this we must
first develop a national vision for the ehmination of disparities in access to quality health care,

and the subsequent reconcihation of health status between minorities and non-minorities and
women and men. This option requires a collaboration between Federal, State, and local gov-

ernments, as weU as private organizations to: (1) raise pubhc awareness of health care as a fun-

damental component of the Nation's agenda, (2) acknowledge community-specific needs to en-

sure that aU individuals have the opportunity to participate in their own health care, (3) im-

plement initiatives designed to promote access to health care for the underserved, and (4) foster

vigorous enforcement of civil rights as the vehicle by which equahty in heath care is ultimately

achieved.

i5 5eevol. I, chap. 3.
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Chapter 1

Introduction

Equal access to health care for all Americans is a
fundamental goal that the Nation has sought to

achieve for many years. However, under the exist-

ing health care delivery system, there are many
people for whom this goal remains unattained.

In particular, women and members of racial and
ethnic minority groups, especially those with

lower socioeconomic status, generally do not have

adequate access to quality health care.

Prologue
More than three decades ago, the U.S. Com-

mission on Civil Rights described the treatment

received by African Americans in hospitals be-

fore the passage of the Civil Rights Act of 1964:^

Prior to 1963, Negro patients at St. Dominic-Jackson

Memorial Hospital in Jackson, Mississippi, were

housed on the first floor. The hospital's obstetrical

ward, delivery room, and nursery were on the second

floor of the buUding. After delivery, Negro mothers

were returned to the first-floor Negro ward and their

babies were segregated in a separate section of the

nursery. Negro fathers could not see their newborn
children until they left the hospital because [the fa-

thers] were not allowed on the second floor.^

Despite the passage of time, in 1994 the New
York Times reported that hospitals in New York
City were in violation of title VI of the Civil

Rights Act because of the practice of segregating

maternity ward patients on the basis of their

insiirance (private versus medicaid). ^ Given that

the medicaid patients at these hospitals were

1 Pub. L. No. 88-352, 78 Stat. 241 (codified as amended in

scattered sections of 42 U.S.C. (1994 & Supp. II 1996)).

2 U.S. Commission on Civil Rights, Title VI . . . One Year

After: A Survey of Desegregation of Health and Welfare Serv-

ices in the South, 1966, p. 5.

3 Kevin Sack, "Inquiry Finds Hospitals Had 2 Categories,"

New York Times, Apr. 30, 1994, section 1, p. 5.

primarily minorities, this practice had the effect

of segregating new mothers on the basis of race.^

There is substantial evidence that discrimi-

nation in health care dehvery, financing, and
research continues. ^ Such discrimination stems

from historical inequities; the failure of health

care facihties to understand, and Federal agen-

cies to implement. Federal civil rights laws in

the health care context; and pohcies, practices,

and pervasive changes in the health care indus-

try that continue to result in a dispgirate impact

on women and minorities. Evidence that dis-

crimination continues to exist in health care

suggests that Federal laws designed to address

inequahty have not been adequately enforced by

Federal agencies such as the Office for Civil

Rights (OCR) within the U.S. Department of

Health and Human Services (HHS). HHS' in-

abihty to enforce civil rights laws and OCR's
isolation from the rest of the agency and the civil

rights community have resulted in the persis-

tence of barriers to access to quahty health care

for women and minorities.^

Access to Health Care in America
Federal statutes created to protect crucial civil

rights of all Americans must be vigorously en-

forced by the agencies entrusted with the imple-

mentation of such statutes.

The Federal Government has long sought to

address the need for equal access to quality

^ Arnold Loperena, Patricia Holub, and Victor Hidalgo,

equal opportunity specialists, Office for Civil Rights (OCR),

Region II, U.S. Department of Health and Human Services

(HHS), telephone interview, Feb. 3, 1999, p. 3.

5 See generally chaps. 2-3, and vol. II, chaps. 3-4.

6 See U.S. Commission on CivU Rights, Federal Title VI En-

forcement to Ensure Nondiscrimination in Federally Assisted

Programs, June 1996; Gordon Bonnyman, managing attor-

ney, Tennessee Justice Center, Nashville, TN, telephone

interview, Feb. 4, 1999, p. 3.



health care. During the past 35 years in par-

ticular, Federal civil rights laws and pohcies

have addressed the need to ensure equal access

to health care and nondiscrimination in health

care programs for minorities and women. Con-

gress has created several Federal statutes de-

signed to achieve equal protection of the laws

through an emphasis on equahty of access to

institutions, including the Nation's health care

system. These statutes have helped to estabhsh

the framework for the Federal Government's

efforts to ehminate discrimination in the health

care deUvery system.

Two statutes are particularly relevant to

health care: (1) the Hill-Burton Act, formally

titles VI and XVI of the Public Health Service

Act of 1964;7 and (2) title VI of the Civil Rights

Act of 1964,8 which has served as a model for

more recent civil rights laws affecting health

care, such as title IX of the Education Amend-
ments of 1972.9 These Federal civil rights stat-

utes enacted to fight discrimination on the basis

of race, color, national origin, or sex also can

have a significant effect on ensuring equal access

to quahty health care, if enforced. i" Title VI, one

of the most important of these laws, provides

that:

7 Pub. L. No. 79-725, 60 Stat. 1040 (1946) (codified as

amended at 42 U.S.C. §§ 291-291-0 (1994)) (enacting title

VI of the Public Health Service Act); Pub. L. No. 93-641, 88

Stat. 2225 (1974) (codified at 42 U.S.C. §§ 300q-300t (1994))

(enacting title XVI of the Public Health Service Act). The
Hill-Burton Act was originally designed as a means of facili-

tating hospital construction, especially in rural communi-
ties, when it was first enacted in 1946. In 1964 Congress

reformulated Hill-Burton as a key provision in its Public

Health Service Act to include the modernization of existing

hospital facilities. In 1974 the Hill-Burton Act was amended
yet again, this time requiring that facilities prove their ne-

cessity and acquire approval from States before receiving

funding. Hospitals receiving funds were required to provide

a specified amount of service to those unable to pay. Addi-

tionally, a facility receiving funds was to be made available

to all members of the community in which it was located,

regardless of race, color, national origin, or creed. See vol. II,

chap. 3.

8 Pub. L. No. 88-352, title VI, 78 Stat. 252 (codified as

amended at 42 U.S.C. §§ 2000d-2000d-7 (1994)). See vol. II,

chap. 3.

9 Pub. L. No. 92-318, title IX, 86 Stat. 373 (codified as

amended at 20 U.S.C. §§ 1681-1688 (1994)).

1" Commission findings indicate that HHS and the former

Department of Health, Education, and Welfare (HEW) have

not adequately enforced title VI since its inception. See vol.

II, chap. 1.

No person in the United States shall, on the ground of

race, color, or national origin, be excluded from par-

ticipation in, be denied the benefits of, or be subjected

to discrimination under any program or activity re-

ceiving Federal financial assistance. ^^

From block grants to States, to research pro-

grams funded by the National Institutes of

Health (NIH), Federal funds are used in various

ways in health care organizations and programs.

For example, many hospitals received funds for

construction and improvements under the Hill-

Biirton Act of 1946.^2 The nondiscrimination re-

quirements of the act are still in effect today for

hospitals that remain nonprofit organizations. ^3

In addition, block grants authorized under the

Omnibus Reconcihation Act of 1981^4 provide for

nondiscrimination in State and local programs
designated in the grants. ^^

Congress has charged various Federal agen-

cies with implementing the nondiscrimination

provisions of title VI. HHS is the Federal agency

with primary responsibihty for enforcing title VI

in the health care context, as weU as other civil

rights statutes and provisions addressing equal

access to quahty health care. HHS seeks to en-

sure compliance with the nondiscrimination pro-

visions of these laws by relying on implementing

regvdations, pohcy gmdance, comprehensive full-

scope comphance reviews, complaint investiga-

tions, mediation, settlement agreements, techni-

cal assistance, outreach, and education pro-

grams, and, in some cases, enforcement action.

While HHS has striven to accomphsh its mis-

sion, several significant deficiencies, including a

" 42 U.S.C § 2000d (1994).

12 42 U.S.C. §§ 291-291-0 (1994).

13 Paul Cushing, director. Region III, OCR, HHS, statements

at HCFA/Advocates Monthly meeting, Dec. 19, 1998.

14 Pub. L. No. 97-35, § 901, § 2192(a), §§ 2601-2611, §§ 671-

683, § 2352(a), 95 Stat. 357, 535, 543, 552, 818, 893, 511, 867

(1981) (codified as amended at 42 U.S.C. §§ 300w-300w-10;
300x-300x-63; 701-710; 8621-8629; 9901-9926; 1397-1397f

(1994 & Supp. II 1996)). The social services block grant,

codified at 42 U.S.C. §§ 1397-1397f, does not contain a non-

discrimination provision. The primary care block grant, Pub.

L. No. 97-35, sec. 901, §§ 1921-1932, 95 Stat. 357, 552

(codified at §§ 42 U.S.C. §§ 300y-300yl0) was repealed in

1988.

15 Pub. L. No. 97-35, sec. 901, §§ 1908, 1918, sec. 2192(a), §

708, § 2606, § 677, 95 Stat. 357, 542, 551, 825, 900, 516

(codified as amended at 42 U.S.C. §§ 300x-7(a)(l)-(2); 300w-
7(a)(l)-(2); 708 (a)(l)-(2); 8625(a); 9906(a) (1994 & Supp. II

1996)).



serious shortage of resources and funding, ^^

have hampered its abihty to ensvire nondis-

crimination in health care dehvery, finance, and
research programs.

Moreover, HHS is presented with innumer-

able challenges beyond its funding and resource

limitations. The U.S. health care system exists

in a complex and constantly evolving environ-

ment in which widespread discrimination con-

tinues to necessitate vigorous enforcement of

civil rights statutes. The health care system en-

compasses hospitals, medical research centers,

universities, health care practitioners, managed
care organizations, home dehvery health organi-

zations, and nursing homes. Lack of access to

health care manifests itself in many ways, af-

fecting both the quahty and longevity of hfe.

Poor health and high mortahty rates among ra-

cial and ethnic minority groups are due, in part,

to the absence of adequate and accessible health

care services in their communities. In addition,

racial and ethnic minorities have suffered from

medical redhning, which hmits the number of

doctors and hospitals located in poor and minor-

ity communities. Compounding the problem of

receiving quahty care is the lack of research tar-

geting special needs and concerns of certain

populations. Without research concerning the

effects of medications on and treatments needed

by women and minorities for various conditions,

medical professionals may not be able to provide

quahty care to all individuals.

Women and members of minority groups face

several unique health disparities compared with

other segments of the population:!^

• African Americans experience disproportion-

ately high mortahty rates from certain

causes, including heart disease and stroke,

homicide and accidents, cancer, infant mor-

tahty, cirrhosis, and diabetes. ^^

• Native Americans are 579 percent more
likely to die from alcohohsm, 475 percent

more likely to die from tuberculosis, and 231

percent more likely to die from diabetes,

than the Nation as a whole. i^

• The primary source of health care for His-

panics is the emergency room. Hispanics are

less hkely than other groups to have a regu-

lar source of care, to be covered by health in-

surance, and to receive prenatal care.^o

• Racial and ethnic minorities are more likely

than whites to hve in areas that are medi-

cally underserved.2i In addition, Hispanic

Americans, Asian Americans, and members
of other language minority groups face com-

munication and cultural barriers that im-

pede their access to quahty health care. 22

• Many Americans who are among the work-

ing poor (primarily women and minorities)

are not provided medical coverage by their

employers, and, thus, are Cininsured.^^

• Black and Hispanic physicians are more
hkely than other physicians to treat black,

Hispanic, and medicaid or uninsured pa-

tients; yet blacks, Hispanics, and other mi-

norities are underrepresented in schools for

health professionals. 24

• The maternal mortahty for Hispanic women
is 23 percent higher than the rate for non-

Hispanic women; black women have a 5 per-

cent higher death rate due to childbirth than

non-Hispanic white women.^s
• Women have less access than men to certain

diagnostic and therapeutic procedvires, such

as kidney dialysis, kidney transplants, and
catheterization for coronary bjrpass sur-

gery 26

le See vol. II, chap. 2.

17 See chaps. 2-3.

18 See HHS, Health Resources and Services Administration,

Health Care Roc: Access for All, the President's Initiative on

Race, 1998 (hereafter cited as HRSA, Health Care Rx).

19 HHS, Indian Health Service, 1997 Trends in Indian

Health, p. 6.

20 American Medical Association, Council on Scientific Af-

fairs, "Hispanic Health in the United States," Journal of the

American Medical Association, vol. 265, no. 2 (Jan. 9, 1991),

p. 249 (hereafter cited as AMA, "Hispanic Health").

21 HRSA, Health Care Rx, p. 10.

22 AMA, "Hispanic Health," p. 248.

23 HHS, National Center for Health Statistics, Health,

United States, 1998 with Socioeconomic Status and Health

Chartbook, 1998, p. 203 (hereafter cited as NCHS, Health,

U.S., 1998).

24 HRSA, Health Care Rx, pp. 12-14.

25 NCHS, Health, U.S., 1998, p. 11.

26 American Medical Association, Council on Ethical and
Judicial Affairs, "Gender Disparities in CUnical Decision

Making," Journal of the American Medical Association, vol.

266, no. 4 (July 24/31, 1991), p. 559.



• Women and members of racial and ethnic

minority groups have historically been ex-

cluded from cHnical trials; thus, insufficient

research has been done on their unique

health problems.^^

• Female physicians are concentrated primar-

ily in internal medicine, pediatrics, family

practice, obstetrics/gynecology, and psychia-

try, and are less likely than males to hold re-

search positions.28

Social scientists and legal researchers have

produced volumes documenting the inequahties

of the health care system. It is through their ef-

forts and the persistence of vocal advocacy

groups that have pubhcized many of these is-

sues, that policymakers, at the Federal, State,

and local levels have taken up the health care

agenda and made it a central focus of reform

initiatives. Reform efforts made over the past

decade, although slow, have served as the cata-

lyst for changes in the health care dehvery sys-

tem.

In the 1990s, Congress and the President

have proposed major changes to the health care

system. Although Congress failed to enact a

major health care reform package in 1994, Con-

gress currently is proposing major changes to

medicaid as part of its effort to balance the Fed-

eral budget. Furthermore, both States and the

private sector are moving ahead to implement
reforms without waiting for Federal action.29 It

is likely that the pressure to balance the Federal

budget and to reform health care delivery at the

national. State, and local levels will lead to ma-
jor changes to medicaid, medicare, and health

care delivery over the next few years. Any
changes that are implemented are likely to have

a great effect on minorities' and women's access

to quality health care. At this critical juncture,

27 Judith H. LaRosa, Belinda Seto, Carlos E. Caban, and
Eugene Hayunga, "Including Women and Minorities in

Clinical Research," Applied Clinical Trials, vol. 4, no. 5 (May
1995), p. 31. See also Lawrence Freedman, et al., "Inclusion

of Women and Minorities in Clinical Trials and the NIH
Revitalization Act of 1993—The Perspective of NIH Clinical

Trialists," Controlled Clinical Trials, vol. 16 (1995), pp. 277-

85.

28 American Medical Association, Department of Data Sur-

vey and Planning, Physician Characteristics and Distribu-

tion in the US, 1996-97 (Chicago: American Medical Asso-

ciation, 1997), p. 14.

29 See vol. II, chap. 6.

the Federal Government has an opportunity to

create significant positive changes in the Na-

tion's health care dehvery system.

Addressing Health Care Disparities
and Discrimination

Governmental and Private Reform Efforts

"fNJowhere are the divisions of race and ethnicity

more sharply drawn than in the health of our

people. . . fnjo matter what the reason, racial and
ethnic disparities in health are unacceptable in a
country that values equality and equal opportu-

nity for all. And that is why we must act now
with a comprehensive initiative that focuses on
health care and prevention for racial and ethnic

minorities . .
."^^

In his weekly radio address of February 21,

1998, President WiUiam Jefferson Chnton an-

nounced a comprehensive Federal initiative to

ehminate health care disparities between white

and minority Americans by the year 2010.31 The
President detailed nearly a dozen fatal or poten-

tially life-threatening disorders that dispropor-

tionately attack African Americans or other mi-

norities, such as Latinos, Asian Americans, and
Native Americans. He observed:

Infant mortality rates are twice as high for African-

Americans as for white Americans. African-American

men suffer from heart disease at nearly twice the

rates of whites. African-Americans are more likely to

die from breast cancer and prostate cancer. Overall,

cancer fatalities are disproportionately high among
both Latinos and blacks. Vietnamese women are five

times as Likely to have cervical cancer; Chinese-

Americans four to five times as Likely to have liver

cancer. Hepatitis B is much more prominent among
Asian-Americans than the rest of the populations.

Native Americans suffer higher rates of infant mor-

taUty and heart disease. And for diabetes, Hispanic

rates are twice the national average, and Native

American rates three times the national average.^^

The President emphasized the need for immedi-

ate action to address these disparities and will

rely largely on the U.S. Department of Health

30 President William Jefferson Clinton, "Radio Address to

the Nation," Feb. 21, 1998, accessed at <http://raceand

health.hhs.gov.>

31 Ibid.

32 Ibid.



and Human Services, along with other depart-

ments and agencies in the Federal bureaucracy,

and at the State and local levels.

Much of the effort to accompUsh the goal of

eliminating racial/ethnic disparities in health

care has focused on the development and imple-

mentation of different programs and initiatives.

The emphasis on programs to ehminate dispar-

ity has been, in many ways, an effective means
of addressing the health care needs and concerns

ofAmericans who are confronting discrimination

or other barriers to the health care system. For

example, by targeting specific groups, these pro-

grams have been able to address the differing

needs and concerns among racial/ethnic minori-

ties. However, HHS has not effectively inte-

grated the development and implementation of

programs and initiatives with civil rights en-

forcement efforts. As a result, its efforts to

eliminate disparities in health care have been

largely unsuccessful.

In this report, the Commission explores ex-

ternal factors that affect the success of an
agency's civil rights enforcement efforts. The
first of these factors relates to OCR's participa-

tion within HHS. Nowhere is OCR's involvement

more necessary than in initiatives and programs
designed to ehminate racial/ethnic or sex dis-

parities in health care. Assessing how HHS has

involved OCR in developing and implementing

these programs and initiatives is necessary to

evaluate OCR's role within the agency. In par-

ticular, the extent to which these programs and
initiatives include a civil rights component dem-
onstrates whether OCR is being utUized thor-

oughly. A second factor the Commission explores

is the partnership between Federal, State, and
local agencies in developing and implementing

programs and initiatives to ehminate ra-

cial/ethnic and gender disparities in health care.

A third factor is the health care reform efforts

Congress currently is considering.

These factors reflect the fact that OCR's ef-

forts do not exist in a vacuum. Although OCR is

tasked with ensuring civil rights compUance,

upholding the mandates of civil rights laws, and

working toward the goal of eradicating dispari-

ties and discrimination, many other agencies

and organizations share these responsibihties.

The methods of achieving these objectives vary

from agency to agency. For example, OCR rehes

on poHcy development, comphance reviews of

recipients, complaint investigations, technical

assistance, and outreach and education efforts to

ensvire that racial/ethnic minorities and women
will no longer be deprived of equal access to

health care. Other agencies within HHS, such as

the Office of Minority Health and the Office of

Women's Health, use programs and initiatives to

fulfill their missions.

In fact, OCR's mission is tied closely to the

missions of all the other HHS components, and
OCR's interaction with HHS operating divisions

(OPDIVS), in particular, is crucial to the success

of its mission. HHS operating divisions, as well

as State and local agencies and organizations,

play an important role in supporting OCR's civil

rights enforcement efforts. By working with out-

side governmental and private agencies, OCR
can receive assistance in such activities as com-

phance reviews, complaint investigations, and
technical assistance, outreach, and education.

Equally important, OCR can work with these

other agencies and organizations to develop and
implement programs and initiatives designed to

ehminate racial/ethnic disparities in access to

quahty health care.

By designing programs focusing on the barri-

ers confronting specific racial/ethnic minority

groups, HHS and its counterparts at the State

and local levels can focus on addressing dispari-

ties in health care confronting individuals in

each group. Differences among racial/ethnic mi-

norities' experiences, needs, and concerns are

evident. One commentator, writing about the

"four generally recognized minority groups,"

Asian Americans and Pacific Islanders, African

Americans, Latinos, and Native Americans,

noted, "the health care status of minorities var-

ies widely, both within and among groups."^^ For

example, "the status of and prejudices against

African Americans have different characteristics

than those of Mexican Americans, and the biases

against the latter group are much more intense

in certain areas of the Southwest than in other

parts of the country ."^^

Because there are differences within and
among minority groups, OCR and other agencies

at HHS must embrace diversity. The differing

33 Herbert W. Nickens, "The Health Status of Minority

Populations in the United States," Western Journal of Medi-

cine, vol. 155, no. 1 (July 1991), pp. 27-32.

34 Ibid.



experiences of individuals within distinct groups

with distinctive cultures and identities must be

recognized to enable the provision of quality,

culturally competent health care services. Fail-

vire to acknowledge differences and address het-

erogeneity leads to the perpetuation of ineffec-

tive health care practices.

In volume I of this report, the focus is on the

role of other HHS, State, and local agencies in

developing and implementing programs and ini-

tiatives that seek to ehminate disparities in

health care. Volume I demonstrates the need to

enhance these programs and initiatives through

strong civil rights enforcement efforts. First, it

highhghts the differences in the health status of

Americans and reveals the depth of the barriers

confronting specific racial/ethnic minorities and
women. Second, it shows how programs and ini-

tiatives designed to ensvire equahty in access to

health care assist OCR's efforts to combat dis-

crimination by addressing the differing needs

and concerns among minority groups.

Civil Riglits Enforcement

"So what can we do to eliminate health dispari-

ties? We are all in agreement about the need to

adopt a comprehensive approach that focuses on
a number of areas: research, education of both

patients and health care providers, disease pre-

vention and health promotion, measures to en-

sure that our medical profession reflects the di-

versity of our nation, and, last, but not least, ag-

gressive enforcement of antidiscrimination

laws."35

Effective civil rights enforcement efforts can
play a significant role in confronting ra-

cial/ethnic or sex discrimination and in removing
health care disparities. In particular. Federal

oversight and monitoring of health care facihties

can be a remarkably effective way to ensure that

the Nation's health care system is meeting the

requirements of civil rights mandates embedded
in Federal law. In addition, appropriate outreach

and education can ensvire that all Americans are

famihar with the protections accorded them in

these laws.

Strong civil rights enforcement efforts at the

Federal, State and local levels are needed if the

Nation is to be successful in ensuring equal ac-

cess to quahty health care for every American.

In volume II of this report, the Commission
evaluates the degree to which OCR has achieved

its mission of civil rights protections in health

care. Volume II explores factors that affect the

quahty and effectiveness of an enforcement pro-

gram, including OCR's approach to conducting

enforcement activities. The Commission also as-

sesses OCR's interactions with State health care

agencies receiving HHS funds and the effect of

those interactions on civil rights enforcement

programs.

The Commission also assesses the stature ac-

corded to OCR and its role within HHS, espe-

cially its interactions with operating divisions

and internal elements, or staff divisions. Of par-

ticular significance is the role the operating and
staff divisions play in supporting OCR's en-

forcement efforts. The Commission identifies

major deficiencies in all these areas, including

the agency's passive approach to enforcement

activities and how the overall isolation of OCR
within HHS has weakened not only the civil

rights enforcement efforts of OCR, but HHS pro-

gram initiatives.

Overall, it appears, HHS/OCR's enforcement

of civil rights laws has been far too weak for far

too long to play a significant role in ehminating
disparities and discrimination in the U.S. health

care system. Based on findings in this report, the

Commission makes recommendations to assist

HHS in its future civil rights enforcement ef-

forts.

The Commission's Objectives
The Commission seeks to further improve

and enhance civil rights enforcement in federally

assisted health care facihties, and, in turn, pro-

mote nondiscrimination and ehminate barriers

to equal access in America's health care system

through recommendations for OCR to enforce

the law more effectively. With this report, the

Commission intends to accompHsh the following

objectives:

35 Thomas E. Perez, director, OCR, HHS, statement at the

U.S. Commission on Civil Rights, Consultation: Crisis of the

Young African American Male in the Inner Cities, Apr. 16,

1999.

President and Congress
• Advise the President and Congress on OCR's

efforts to enforce civil rights laws relating to

the provision of health care through an as-



sessment of OCR's civil rights enforcement

operations.

• Recommend changes in statutory or regula-

tory law that would improve civil rights en-

forcement, promote nondiscrimination, and
assist in ehminating barriers to equal access

to health care in the Nation's health care

system.

U.S. Department of Health and Human Services

• Assist HHS in improving its efforts to en-

force civil rights and promote equal access to

health care in service delivery, financing,

and research.

• Offer recommendations for the improvement

of HHS' existing efforts to implement and
enforce civil rights laws.

• Provide HHS with new perspectives on

health care through a summary of contem-

porary Hteratiare on health care, and by re-

porting experiences of members of minority

communities and women in the health care

system.

• Report on civil rights efforts undertaken at

the State and local levels and recommending
ways HHS can continue to improve civil

rights efforts in dealing with State and local

health care agencies.

State and Local Health Care Agencies and
Health Care Recipients

• Clarify and assess the responsibihties of

State and local health care agencies under

the law and under HHS regulations.

• Emphasize for State and local health care

agencies and health care funding recipients

(including hospitals, nursing homes, home
health care agencies, managed care systems)

the continuing need for strong civil rights

enforcement by presenting a discussion of

the experiences of members of minority

communities and women in the health care

system.

• Assist State and local health care agencies in

improving their mechanisms to address civil

rights enforcement.

• Assist in identifying barriers to equal health

care access by providing suggestions and ex-

amples of how civil rights considerations

should be factored into the development, im-

plementation, and modification of health

care programs.
• Encourage State and local health care agen-

cies and HHS funding recipients to make
civil rights a primary consideration to ensure

that all individuals have equal access to

health care programs.

General Public

• Increase understanding of civil rights per-

spectives relating to health care programs.

• Increase awareness among the pubhc of the

inequities many people face in gaining access

to quality health care.

Beneficiaries of Federally Funded Health Care

• Work to ensure that members of minority

communities and women receive health care

dehvery in a nondiscriminatory manner by

assisting in the improvement of civil rights

enforcement at the Federal, State, and local

levels.

• Facilitate the development of health care

delivery, financing, and research programs

that help each individual, regardless of race,

color, national origin, or sex to receive the

same high-quality health care.

• Work to ensure that all individuals, regard-

less of race, color, national origin, or sex, will

not unnecessarily suffer from debihtating

and potentially Hfe-threatening effects be-

cause of unlawful discrimination in the pro-

vision of health care services.

Finally, the Commission intends to use this

report to ensure that no one will be relegated

unfairly to poor quahty health care; that mem-
bers of minority communities and women will be

included in health care research studies; and
that they will not be accorded any lesser quahty

of care based on their relative inability to pay for

health care services due to their race, color, na-

tional origin, or sex.



Chapter 2

Background:

Disparities, Discrimination, and Diversity in Healtti Care

"Health care is more than just a peculiar struggle

over who gets what kind of care and who gets

stuck with the bill. . . . [HJealth care is an ethical

and moral matter. Lack of access to adequate

health care can restrict an individual's normal
range of opportunities and raises basic issues of

fairness and social justice.
"^

Access to health care is affected by several

factors: availability and quaUty of health care

services (medical facilities, hospitals, nursing

homes, medical personnel, etc.), availabiHty and
affordabihty of financing (managed care, private

insvirance, medicare/medicaid, etc.), and the ex-

tent of medical research (chnical trials, research

on the causes and consequences of diseases, etc.).

These factors, because they affect access to

health care, ultimately affect the health status of

women and minorities. The extent to which
problems in access are the result of discrimina-

tion or improper administration must be ad-

dressed. 2

The U.S. Department of Health and Human
Services (HHS), the agency responsible for en-

forcing civil rights laws relating to health care,

recognizes that unequal access to health care is a

nationwide problem:

[DJespite notable progress in the overall health of the

Nation, there are continuing disparities in the burden
of illness and death experienced by blacks, Hispanics,

American Indians and Alaska Natives, and Pacific

Islanders, compared to the U.S. population as a

whole. The demographic changes that are anticipated

over the next decade magnify the importance of ad-

1 David Barton Smith, Health Care Divided: Race and Heal-

ing A Nation (Ann Arbor, MI: University of Michigan Press,

1999), p. 9.

2 David Barton Smith, "Addressing Racial Inequities in

Health Care: Civil Rights Monitoring and Report Cards,"

Journal of Health Politics, Policy & Law, vol. 23, no. 1

(February 1998), pp. 75-105 (hereafter cited as Smith,

"Racial Inequities").

dressing disparities in health status. Groups cur-

rently experiencing poorer health status are expected

to grow as a proportion of the total U.S. population;

therefore, the future health ofAmerica as a whole will

be influenced substantially by our success in improv-

ing the health of these racial and ethnic minorities. A
national focus on disparities in health status is par-

ticularly important as major changes unfold in the

way in which health care is dehvered and financed.^

HHS has also recognized the importance of

looking at gender-based disparities in health

care. According to the National Institutes of

Health (NTH):

Women's health issues in general, and women's
health care needs in particular, are foremost among
the Nation's pubHc health priorities. Meeting the

health care needs of women requires a comprehensive

understanding of several interrelated issues, includ-

ing: the social, cultural, economic and physical envi-

ronments of women; financial access to health care

services; provider awareness of the need for women's
health services; and the content, quahty and out-

comes of health services provided to women."*

Despite the Department's apparent concern

for women's and minorities' health issues, HHS'
Office for Civil Rights (OCR) generally has failed

to enforce civil rights laws vigorously and appro-

priately. ^ Thus, there remain disparities in ac-

^ U.S. Department of Health and Human Services (HHS),

"EUminating Racial and Ethnic Disparities in Health: Over-

view," accessed at <http://raceandhealth.hhs.gov/over.htm>

(hereafter cited as HHS, "Eliminating Racial and Ethnic

Disparities").

* HHS, National Institutes of Health, "Health Care for

Women: Access, Utihzation, Outcomes, January 1990 thru

July 1993," 1993.

5 See U.S. Commission on Civil Rights (USCCR), The Health
Care Challenge: Acknowledging Disparity, Confronting Dis-

crimination, and Ensuring Equality, Vol. H. The Role of

Federal Civil Rights Enforcement Efforts, September 1999,

chap. 1 (hereafter cited as USCCR, The Health Care Chal-

lenge, vol. II).
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cess to health care, disparities in health re-

search, and unequal distribution of health care

financing in the United States. HHS has ac-

knowledged these disparities and has pubUcly

committed itself to ehminating disparities in

health status by the year 2010, through its

Healthy People 2010 objectives:

Compelling evidence that race and ethnicity correlate

with persistent, and often increasing, health dispari-

ties among U.S. populations demands national atten-

tion. . . . These disparities are even greater if com-

parisons are made between each racial and ethnic

group and the white population. . . . These disparities

are not acceptable. We must do more than work to-

ward reduction; we must work toward ehmination.^

Nonetheless, initiatives alone cannot improve

the health of the Nation. To address issues re-

lated to unequal access to health care, HHS
must focus its attention on vigorous civil rights

enforcement.

The failure of HHS/OCR to play an active role

in the monitoring and regulation of health care

has resulted in the continuance of pohcies and
practices that, in many instances, are either dis-

criminatory or have a disparate impact on mi-

norities and women. OCR must be actively in-

volved in addressing health care issues that can

potentially resxdt in unequal access to and re-

ceipt of quality health care. Failure to do so re-

sults in an unstated acceptance of poor or non-

existent health care for minorities and women,
and a perpetuation of inequahty in the United

States. 7

A Profile of Health Status in the U.S.

"There are significant inequalities in health

status among Americans. Racial and ethnic mi-

norities living in the United States bear a dispa-

rate burden of death and illness as compared
with the population as a whole. They are more
likely to suffer from chronic and disabling condi-

tions such as hypertension and cancer and to die

prematurely. . . Of all minority groups, African

Americans are in the poorest health. Compared
to white Americans, African Americans are dis-

advantaged at every stage of life, from cradle to

grave. "^

A look at the health status of minorities and
women reveals the importance of civil rights

laws to the health care system. Unequal access

to health care services, financing, and research

translates into racial, ethnic, and gender differ-

ences in health in the United States. Inequahties

in income, education, and occupation account for

some of differences in health status and access to

health care, but these factors are not the only

ones.9 Inequities, based on gender, race, and
ethnicity, abound in the health care system. i"

Health care reform is required to address these

issues.

To be effective, health care reforms and other

health-related legislation must focus on im-

proving health status in the United States. ^^

However, health status is intimately finked to

race, ethnicity, and gender. Thus, programs that

do not consider racial, ethnic, and gender varia-

tions in health, income, etc., run the risk of con-

tinuing or widening such disparities. For exam-
ple, some commentators contend that the ad-

ministration of medicaid and medicare have the

potential for racial bias, and thus unequal

treatment. 12 According to one study:

Because racial minorities are overrepresented among
older persons living in poverty, health policies that

hurt low-income elders will correspondingly worsen
the racial gap in receipt of health care. Proportionally

^ HHS, Office of Public Health and Science, Healthy People

2010 Objectives: Draft for Public Comment, Sept. 15, 1998,

Goals, pp. 19-20 (hereafter cited as HHS, Healthy People

2010 Objectives).

7 See generally USCCR, The Health Care Challenge, vol. II,

chaps. 3, 4, and 5, for an indepth discussion of deficiencies in

OCE's enforcement efforts.

8 Jane Perkins, "Race Discrimination in America's Health

Care System," Clearinghouse Review, special issue, 1993, p.

372, citing U.S. General Accounting Office, Census Reform:

Early Outreach and Decisions Needed on Race and Ethnic

Questions, GAO/GGD-93-36, January 1993, pp. 2-3.

3 H. Jack Geiger, "Race and Health Care—^An American
Dilemma?" New England Journal of Medicine, vol. 335

(Sept. 12, 1996), pp. 815-16.

10 See chap. 3.

11 VerneUia R. Randall, "Does CUnton's Health Care Reform
Proposal Ensure Equality of Health Care for Ethnic Ameri-

cans and the Poor?" Brooklyn Law Review, vol. 60 (spring

1994), p. 167. See also Stephen P. Wallace, Vilma Enriquez-

Haas, and Kyriakos Markides, "The Consequences of Color-

BHnd Health PoHcy for Older Racial and Ethnic Minorities,"

Stanford Law & Policy Review, vol. 9 (spring 1998), pp. 329—

40 (hereafter cited as Wallace et al., "Color-Bhnd Health

Pohcy").

2 See generally Wallace et al., "Color-Blind Health PoHcy."



more older minorities than older whites will be af-

fected by increases in out-of-pocket spending re-

quirements, making it more difficult for them to ob-

tain the necessary medical care. The increasing shift

to Medicare managed care holds uncertain conse-

quences for minority elders. ^^

Thus, failure to recognize differences in health

care deUvery, financing, and research are dis-

criminatory barriers to health care access and
create and perpetuate differences in health

status. 14

Indicators of Health Status

There are several indicators of health

status. 15 Among these are death rates, disease

rates, and self-assessment of health status,

which are discussed below. However, research-

ers have noted that "[h]ealth status is a complex

concept and difficult to measure." ^^ Thus, statis-

tical indicators must be used with caution when
"poUcy questions of equity and resource alloca-

tion are to be decided using indicators of health

status."!'^ Nonetheless, a review of the indicators

of health status suggests areas where there are

disparities in health care by race, ethnicity, and
gender and unequal access to quahty health care

services, health care financing, and medical re-

search.

Several indicators of health status show dis-

parities among racial and ethnic groups, and by
gender. One of the most glaring examples of dis-

parity in health status is the difference in age-

adjusted death rates for various segments of the

U.S. population. As shown in appendix 2.1, the

total annual death rate (deaths from all causes)

13 Ibid., p. 338.

14 See generally Wallace et al., "Color-Blind Health Policy."

See also American Medical Association, Council on Ethical

and Judicial Affairs, "Black-White Disparities in Health
Care," Journal of the American Medical Association, vol.

263, no. 17 (May 2, 1990), pp. 2344-46 (hereafter cited as

AMA, "Black-White Disparities"); American Medical Asso-

ciation, Council on Ethical and Judicial Affairs, "Gender
Disparities in CUnical Decision Making," Journal of the

American Medical Association, vol. 266, no. 4 (July 24/31,

1991), pp. 559-62 (hereafter cited as AMA, "Gender Dispari-

ties").

15 Ronald M. Andersen, Ross M. Mullner, Llewellyn J.

Cornelius, "Black-White Differences in Health Status:

Methods or Substance?" Milbank Quarterly, vol. 65, suppl. 1

(1987), p. 72.

16 Ibid., p. 76.

i'^ Ibid., p. 97.

is 491.6 deaths per 100,000 people. ^^ However,
the death rate for males is 623.7 and for females

only 381.0. Similarly, blacks have a much higher

death rate (738.3) than all other race/ethnic

categories. Asian Americans/Pacific Islanders

have the lowest death rate (277.4). i^

Death rates for certain diseases and other

causes also vary greatly by race and ethnicity.2°

For example, the death rate for diabetes for

blacks (28.8) and American Indian/Alaska Na-
tives (27.8) is more than twice that of whites

(12.0), and greater than that of other minority

groups. 21 Note that blacks have the highest

death rates for 15 of the 20 causes of death listed

in appendix 2.1. Blacks are significantly more
likely to die from heart disease, cancer, HIV, and
homicideAegal intervention, than are other

groups.22

Similarly, estimates of life expectancy vary by
race and gender.23 Figvire 2.1 shows the changes

in life expectancy at birth since 1900. Although
life expectancy for all Americans has increased

by almost 30 years since the turn of the century,

there are still great differences by race and gen-

der.24 Women, overall, can expect to five longer

than men, but while white women have an aver-

age hfe expectancy of 79.7 years, the average life

expectancy for black women is 74.2 years. White

18 The death rate represents the number of deaths in a

population divided by the total population at mid-year.

Death rates are expressed as the number of deaths per

100,000 people. The age-adjusted death rate is calculated

using age-specific death rates per 100,000 population

rounded to the 1 decimal place. Age adjustment is the apph-

cation of age-specific rates in a population to a standardized

age distribution to eliminate differences in observed rates

that result from age differences in population composition.

HHS, National Center for Health Statistics, Health, United

States, 1998 with Socioeconomic Status and Health Chart-

book, 1998, app. II, pp. 419, 442 (hereafter cited as NCHS,
Health, U.S., 1998). See also app. 2.1.

19 Ibid., p. 203. See also app. 2.1.

20 Ibid. See also app. 2.1.

21 Ibid. See also app. 2.1.

22 Ibid. See also app. 2.1.

23 HHS, Public Health Service, Health Resources and Serv-

ices Administration, Health Status of Minorities and Low-
Income Groups: Third Edition, 1991, p. 16 (hereafter cited

as HRSA, Health Status ofMinorities).

24 NCHS, Health, U.S., 1998, p. 200.
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Figure 2.1

Life Expectancy at Birth, 1900-1996

White females

Black females

White males

Black males
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Source: U.S. Department of Health and Human Services,

National Center for Health Statistics, Health, United States,

1998 with Socioeconomic Status and Health Chartbook, 1998,

p. 200.

males can expect to live 73.9 years, compared
with only 66.1 years for black males.^s

Another indicator of health status is self-

assessed health. This measiire, which includes

physical, emotional, and personal components of

health, has been shown to be a vahd measvire of

health status and a good indicator of mortahty.^s

According to the National Center for Health Sta-

tistics (NCHS), black and Hispanic persons are

more likely to rate themselves as being in fair or

poor health than are white persons. NCHS
notes, however, that within race and gender

groups, health assessments are related to in-

come. 2'' As shown in figvire 2.2, those in higher

income groups are least Likely to report having

fair or poor health, while those in the lower in-

come groups are most likely to report fair or poor

health.28

Recognizing these obvious disparities is the

first step toward searching for explanations and
then finding solutions. Such disparities may be

caused by socioeconomic, biological, or cultural

factors; the nature of the health care industry;

institutionahzed forms of discrimination; or fa-

25 Ibid. For an explanation of women's longer life expectancy

compared with men, see "Disparities in Health Status by

Gender" below.

26 Ibid., p. 102.

27 Ibid.

28 Ibid., p. 154.

cially neutral pohcies which result in an adverse

impact on certain groups. Although HHS is

making extensive efforts to address disparities

in health care status and access to health care,

the disparities persist. Such starthng disparities,

no matter who is at a disadvantage, are cause

for concern. Thus, it is critical to determine if

such disparities are the result of civil rights vio-

lations, or other systemic problems in the Na-
tion. It is HHS/OCR's mission to analyze dispari-

ties in health status and health care access from
the civil rights perspective, a task which it has

yet to fully accomphsh.

Disparities In Healtti Status by Race/Ethnicity

To better understand disparities in health

status, it is important to look at differences in

disease prevalence rates, health care service

utihzation, and other indicators of access to

quahty health care services. There are many
tangible indicators of the differences in health

status by race and ethnicity in the United

States. According to statistics compiled by HHS:

• Infant mortahty rates are 2% times higher for

blacks than for whites, and 154 times higher

for American Indians than for whites.

• Black men under age 65 have prostate cancer

at nearly twice the rate of white men under
age 65.

• The death rate for heart disease for blacks is

higher than for whites (147 deaths per

100,000, compared with 105 deaths per

100,000).

• Individuals from racial and ethnic groups

account for more than 50 percent of all AIDS
cases, although they account for only about

25 percent of the U.S. population.

• The prevalence of diabetes among American
Indians and Alaska Natives is more than

twice that for the total population; diabetes

rates are 70 percent higher for blacks than

for whites, and the rate among Hispanics is

twice that of whites.

• Black children are three times more hkely

than white children to be hospitahzed for

asthma.
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Racial and ethnic minorities are more likely

than whites to Hve in medically underserved

areas 29

Similar to death rates, incidence rates for cer-

tain conditions vary by race and ethnicity. For

example, according to the 1995 National Health

Interview Survey, among persons 46 to 64 years

old, blacks report higher incidence rates of ar-

thritis, visual impairments, ulcers, diabetes,

anemia, and high blood pressure. Whites have a

higher incidence of hearing impairments, ortho-

pedic impairments, and heart disease. ^o Among
American Indians ages 25 to 44, the leading

causes of death are accidents and chronic hver

disease; for ages 45 to 54, the leading causes of

death are diseases of the heart and mahgnant
neoplasms.31 An alarming difference in incidence

rates can be seen in the number of cases of ac-

qviired immunodeficiency syndrome (AIDS). Al-

though the spread of the disease is decreasing in

some groups, it is increasing in others. For ex-

ample, the number of new cases for black men
exceeds the number of new cases for white

men.32 The incidence rate of AIDS is greater for

29 HHS, Health Resources and Services Administration,

Health Care Rx: Access for All, the President's Initiative on

Race, 1998, pp. 2-10 (hereafter cited as HRSA, Health Care

Rx). See app. 2.2. The term "underserved" is defined as when
the percentage a group of patients (e.g., minority or medi-

caid) constitutes in a hospital's service population is signifi-

cantly less than the percentage the group constitutes in the

hospital's user population. Conversely, a group of patients is

"overserved" if the percentage the group constitutes in a

hospital's service population is significantly greater than the

percentage the group constitutes in the hospital's user

population. A hospital's "service population" often refers to

all inpatients receiving service firom the hospital regardless

of where they reside. A hospital's "user population" is the

totality of persons who reside in the hospital's service area

and who use the inpatient services of any acute care hospital

during a specified time period. HHS, Office for Civil Rights

(OCR), "Analysis of Civil Rights Data Training Workbook,"

April 1998, pp. 11-12 (hereafter cited as OCR, "Analysis of

Civil Rights Data Training Book").

3" HHS, Centers for Disease Control and Prevention, Na-
tional Center for Health Statistics, "Current Estimates from

the National Health Interview Survey, 1995," Vital and
Health Statistics, series 10, no. 199 (October 1988), pp. 81-

82. Incidence rates are reported as the number of reported

conditions per 1,000 persons. Ibid.

31 HHS, Indian Health Service, 1997 Trends in Indian

Health, pp. 58-59 (hereafter cited as IHS, 1997 Trends in

Indian Health).

32 HRSA, Health Care Rx, pp. 2-3.

Figure 2.2
Fair or Poor Health Status among Adults 18 Years

and Older by Race and Income, 1995

Males

Hispanic

Black

White

All races

'mm/HTK?

High income

D Middle income

D Near poor

MPOOT

^^^^^B^S ^sm
-i

m'!!mT>'^!!!:wmm'!sy:'!Wf-m'm:sp
10 20 30 40

Females

10 20 30 40

% reporting fair or poor health

Source: U.S. Department of Health and Human Services,

National Center for Health Statistics, Health, United States,

1998 with Socioeconomic Status and Health Chartbook, 1998,

p. 154

blacks and Hispanics than for other groups.33

The ratio of AIDS cases to the popidation for

black men is almost seven times that of white

men. Asian Americans and Pacific Islanders

have the lowest prevalence ofAIDS. ^^

According to one study, although the health

of minorities, senior citizens in particular, is

worse than that of whites, older minorities often

do not have the same access to health insurance

as their white counterparts.^5 Although medicaid

33 NCHS, Health, U.S., 1998, p. 265.

34 Ibid.

35 Robert H. Binstock, "Pubhc Policies and Minority Elders,"

Jan. 27, 1998, p. 10, prepared as a chapter for May L. Wykle
and Amasa B. Ford, eds., Serving Minority Elders in the 21st

Century (New York: Springer Publishing Company, in

press).
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and medicare fill some of the gap, concerns re-

main over the quaUty of care older minorities

receive. The author states, "PoUcy trends focused

on Umiting governmental expenditures on Medi-

care and Medicaid suggest that access to and
quaUty of care financed by these programs may
become diminished generally and, perhaps, es-

pecially so for minorities."36 The author also

noted that "[t]he health care safety net for older

members of minority groups may also be weak-
ened by the contemporary poHcy trends that fo-

cus on controUing the costs of long-term care

reimbursements paid by Medicare and Medi-

caid."37

As shown in table 2.1, there also are great

differences in birthweights and infant mortaUty

rates. Blacks have the highest prevalence of low-

birthweights of all racial and ethnic categories. ^s

In 1995, 13.1 percent of African American babies

had a low birthweight, which is defined as

weighing less than 5.5 pounds. Comparatively,

less than 7 percent of the babies of other ra-

cial/ethnic categories had a low birthweight.^^

Table 2.1

Percentage of Low Birthweight Births and Infant

Mortality Rates by Race and Hispanic Origin, 1995

Infant

Race and % of births with mortality

Hispanic Origin low birthweight rate

White 6.2 6.3

Black 13.1 14.6

American Indian/Alaska Native 6.6 9.0

Asian/Pacific Islander 6.9 5.3

Chinese 5.3 3.8

Japanese 7.3 5.3

Filipino 7.8 5.6

Hawaiian and part Hawaiian 6.8 6.5

Other Asian or Pacific Islander 7.1 5.5

Hispanic 6.3 6.3

Mexican American 5.8 6.0

Puerto Rican 9.4 8.9

Cuban 6.5 5.3

Central and South American 6.2 5.5

Other and unknown Hispanic 7.5 7.4

Source: Federal Interagency Forum on Child and Family

Statistics, America's Children: Key National Indicators of Weil-

Being, 1998 (Washington, DC: Government Printing Office)

(NCES98-140), pp. 80-81.

36 Ibid., p. 11.

37 Ibid., p. 12.

38 Federal Interagency Forum on Child and Family Statis-

tics, America's Children: Key National Indicators of Well-

Being, 1998 (Washington, DC: U.S. Government Printing

Office) (NCES 98-140), p. 80. There is relatively little in-

formation available on the health status of children in cer-

tain minority groups, particularly immigrants. Children in

immigrant families are the fastest growing component of the

child population. Although a recent Presidential Executive

order mandates the Federal Interagency Forum on Child

and Family Statistics to publish an annual report on chil-

dren, there is stiU very httle pubUc dissemination of infor-

mation on even the most basic indicators of the conditions

and well-being of children in immigrant families.

Few national information systems collect the full array of

data needed on country of origin and immigrant status; few

have samples large enough to support conclusions for more
than three or four specific countries of origin; and none has

progressed significantly in collecting information on aspects

of healthy development and adjustment that may be unique

to children in immigrant famihes. Thus, most conclusions

regarding children in immigrant families in the United

States must be viewed as first steps toward acquiring more
definitive knowledge. Donald J. Hernandez and Evan Char-

ney, eds.. From Generation to Generation: The Health and
Weil-Being of Children in Immigrant Families (Washington,

DC: National Academy Press, 1998), p. 15.

39 Federal Interagency Forum on Child and Family Statis-

tics, America's Children, p. 80.

An interesting paradox, however, is the fact

that children born to recent immigrants have
rates of low birthweights that are lower than for

those who are born to individuals who have been
in the United States for more generations.^" This

is true for most subgroups of Hispanic and Asian

immigrants. While the reasons for this phe-

nomenon have not yet been clearly documented,

it has been speculated that examination of life-

style differences, such as nutrition and stress,

could shed some hght on these differences, de-

spite the fact that immigrants tend to also have

lower rates of prenatal care.'*^

Infant mortahty rates also vary significantly

by race and ethnicity.^^ The infant mortaUty

rates for both white and Hispanic infants is 6.3

deaths per 1,000 births (see table 2.1). The mor-

tahty rate for black infants, 14.6 per 1,000, is

more than twice the infant mortality rate of

4" Hernandez and Charney, From Generation to Generation,

p. 60.

«i Ibid, pp. 60-61.

^2 The infant mortahty rate is defined as the number of in-

fant (under 1 year of age) deaths per 1,000 lives births. Fed-

eral Interagency Forum on Child and Family Statistics,

America's Children., p. 81.
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whites and Hispanics. The American In-

dian/Alaska Native infant mortality rate (9.0) is

also higher than that of whites and Hispanics.

Asian Americans and Pacific Islanders have the

lowest infant mortaUty rate (5.3).'*3

Disparities in Healtti Status by Gender
One of the most obvious differences in health

indicators between men and women is life expec-

tancy. As noted earher, women can expect to live

on average 5.8 years longer than men."*'* The
longer life expectancy for women may appear at

first to contradict claims that women face diffi-

cvJty accessing health care and, in general, have

fewer health needs met. However, the reasons

for women's longevity can be explained by many
factors, and may not necessarily indicate better

health status. Women appear to experience more
disease and disabihty than men throughout most
of their hfespan.'*^ Men tend to develop more se-

rious illnesses much earher in life and die from

them at an earher age, whereas women are 11

times more likely to have acute or short-term

illnesses. ^6 The contradiction of lower mortahty
but higher morbidity has been the subject of

much investigation.'*'' While there is no clear ex-

planation, several factors have been attributed

to longer life expectancy.

Women tend to live longer than men because

they take more preventive measures in avoiding

poor health.48 Sociologists have argued that

women more readily admit that they are sick

and consult with physicians more often.'*^

Women are also less likely to adopt unhealthy

lifestyle behaviors, including smoking, alcohol

consumption, and illegal drug use.^" In addition,

high rates of death from coronary heart disease

43 Ibid.

^* See "Indicators of Health Status" above.

45 Carol S. Weisman, Women's Health Care (Baltimore, MD:
The Johns Hopkins University Press, 1998), p. 96.

46 Kenneth C.W. Kammeyer, George Ritzer, and Norman R.

Yetman, Sociology: Experiencing Changing Societies Sixth

Edition (Boston, MA: Allyn and Bacon, 1994), p. 479
(hereafter cited as Kammeyer et al., Sociology: Experiencing

Changing Societies).

47 Weisman, Women's Health Care, p. 96.

48 Kammeyer et al., Sociology: Experiencing Changing Socie-

ties, p. 480.

49 Ibid.

50 Ibid., p. 479.

in men have been attributed to high stress occu-

pations.^^ Women are also less likely to die from

accidents, including automobile accidents, and
firearm homicide. ^^ Higher accident rates among
men may be attributed to exposure to jobs or

other activities where the risk of death or injury

is higher.53

Further, the predominant causes of male
mortahty result in more sudden death, whereas
women typically die from diseases that consvune

wider timeframes before death. In 1995 patterns

in the leading causes of death varied by sex. For

males and females 7 of the 10 leading causes of

death were the same, but differed by rank. While
accidental death was the fourth leading cause of

death for males, it was the seventh leading cause

for females. Suicide and homicide were ranked
9th and 10th respectively among men, but were
not ranked among the 10 leading causes of death

for women.5'*

Men and women display differences in other

health status indicators (aside from life expec-

tancy), as well as different tendencies toward
use of health care services, which result in dis-

parities in the type of care received. There are

several indicators of disparities in health status

between men and women. The Agency for

Health Care and Pohcy Research provides ex-

amples of the results of studies it has supported:

• Women are 20 percent more likely than men
to die from a heart attack.

• Women receive less aggressive treatment than

men following a heart attack.

• Women are 1.6 times more likely then men to

die after coronary angioplasty.

• More women than men require bypass siir-

gery or suffer a heart attack after an-

gioplasty.

• Women are less hkely than men to receive

life saving drugs, such as aspirin, beta block-

ers, or hdocaine, for heart attacks.

• Women with AIDS receive fewer health care

services than men.

51 Ibid.

52 Ibid., p. 480.

53 Ibid.

54 HHS, Centers for Disease Control and Prevention, Na-
tional Center for Health Statistics, "Monthly Vital Statistics

Report," vol. 45, no. 11, suppl. 2 (June 12, 1997), accessed at

<http://www.cdc.gov/nchswww/data/mv451152.pdf^.
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• Women are less likely than men to receive

major diagnostic procedvires.

• Women are less Ukely than men to be cor-

rectly diagnosed with tuberculosis. ^s

There are several explanations for gender dif-

ferences in health status. Experts in health re-

search acknowledge that women's health issues

often have been overlooked,^^ despite documen-
tation of significant differences between men's

and women's health. Some commentators have

hnked these differences to discrimination. Ac-

cording to an article in the New England Jour-

nal of Medicine, women's access to health care

can be dependent upon their relationships with

men.57 Two commentators stated, "Adequate ac-

cess to health care for women reqviires that they

be married to men who do not abuse them or

that they have well-paying jobs, hold pubhc of-

fice, or occupy other positions of power, access to

which is impeded by institutional biases in favor

of men."58

Other authors have noted the link between
gender and race and ethnicity. For example, one

author contends that women of color often have

low-pa3dng jobs with no insurance, and thus are

likely to have poorer health than other women or

men. For minority women, health status is af-

fected by income, employment, and other

threads in the "fabric of oppression.''^^ The
author notes:

Many Puerto Rican and Asian-American women work
in the textile industry under sweatshop conditions.

They spend grueUng hours in poorly ventilated rooms,

working with toxic chemicals. Others work in the

health care industry where they are harmed by their

55 HHS, Agency for Health Care Policy and Research,

"AHCPR Women's Health Highlights," accessed at

<http://www.achpr.gOv/research/womenhl.htm#newl> and
<http://www.achpr.gOv/research/womenh2.htm#order>.

56 Nicole Lurie et al., "Preventive Care for Women—Does

the Sex of the Physician Matter?" New England Journal of

Medicine, vol. 329 (Aug. 12, 1993), pp. 478-82.

57 Steven MUes and Kara Parker, "Men, Women, and Health

Insurance," New England Journal of Medicine, vol. 336

(January 1997), pp. 218-21.

58 Francoise BayUs and Hilde Lindemann Nelson, "Access to

Health Care for Women," New England Journal of Medicine,

vol. 336 (June 19, 1997), p. 1841.

59 Judy Scales-Trent, "Women of Color and Health: Issues of

Gender, Community, and Power," Stanford Law Review, vol.

43 (July 1991), pp. 1359-60. See "Women of Color" below.

proximity to anesthetic gases and X-rays. They harm
themselves by performing heavy Ufting. Authorities

estimate that 75 percent of migrant farmworkers are

Mexican-American and another 20 percent are black.

Many of these, of course, are women—women who
work and Hve in an environment filled with pesti-

cides.^"

Socioeconomic Factors and l-iealth Status

"Whether the racial disparities in treatment deci-

sions are caused by differences in income and
education, sociocultural factors, or failures by the

medical profession, they are unjustifiable and
must be eliminated. Not only do the disparities

violate fundamental principles of fairness, jus-

tice, and medical ethics, they may be part of the

reason for the poor quality of health. . .in the

United States."^^

Several studies have shown that access to

health care is associated with improved health

outcomes.^2 However, experiences with health

care services dehvery appear to differ signifi-

cantly by race, ethnicity, and gender. Moreover,

overall health status among racial and ethnic

minority groups and women underscores signifi-

cant problems in access to health care.

The U.S. Department of Health and Human
Services (HHS) has been regularly tracking the

health status of disadvantaged popvdations since

the 1970S.63 In 1985 HHS noted:

Despite the unprecedented explosion in scientific

knowledge and the phenomenal capacity of medicine

to diagnose, treat, and cure disease. Blacks, Hispan-

ics, and Native Americans, and those of Asian/Pacific

Islander heritage have not benefited fuUy or eqmtably

firom the firuits of science or firom those systems re-

sponsible for translating and using health sciences

technology.

. . . Although tremendous strides have been made in

improving the health and longevity of the American
people, statistical trends show a persistent, distress-

60 Scales-Trent, "Women of Color and Health," p. 1359

(citations omitted).

61 AMA, "Black-White Disparities in Health Care," p. 2346.

62 Peter Franks, Martha R. Gold, and Carolyn M. Clancy,

"Use of Care and Subsequent Mortality: The Importance of

Gender," Health Services Research, vol. 31, no. 3 (August

1996), pp. 347-63.

63 HRSA, Health Status ofMinorities, p. 5.
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ing disparity in key health indicators among certain

subgroups of the population.^*

These disparities in health status persist almost

15 years later.

Several socioeconomic factors influence the

analysis of disparities in health care and health

status relating to race, ethnicity, and gender.^^

Any discussion of socioeconomic status in the

United States requires a discussion of

race/ethnicity and gender, since these factors are

entwined in complex, inextricable ways.^^ Ine-

quaUties in education, income, and occupation,

the primary determinants of socioeconomic

status, account for some of the race- and gender-

related differences.^'' For example, individuals

with lower incomes and less education (usually

women and members of racial/ethnic groups)

have higher death rates than better educated,

wealthier persons, and the differences between

these groups are increasing.^^ HHS has noted

the relationship between health status and so-

cioeconomic indicators:

Income- and education-related differences in knowl-

edge and time to pursue healthy behaviors, adequate

housing, nutritious foods, safe communities to live in,

and healthy environments to work in may influence

the health and well-being of Americans in different

socioeconomic positions. Certainly the stresses and
strains of individuals with lower incomes imposes an
emotional and psychological cost that is reflected in

poorer health. Alternatively, individuals with higher

education may have greater exposure to health re-

lated information that assists them in adopting

health promoting behaviors.^^

Data compiled by NCHS confirm that health

status, health-related behaviors, health care ac-

cess, and health care utilization are related to

6* HHS, Report of the Secretary's Task Force on Black and
Minority Health, vol. I, executive summary, August 1985,

pp. 1-2.

85 Geiger, "Race and Health Care," pp. 815-16.

86 Erica Goode, "For Good Health, It Helps to be Rich and
Important," New York Times, June 1, 1999, section F, p. 1.

87 HRSA, Health Status of Minorities, pp. 11-13.

88 Gregory Pappas et al., "The Increasing Disparity in Mor-
tahty Between Socioeconomic Groups in the United States,

1960 and 1986," New England Journal of Medicine, vol. 329
(July 8, 1993), pp. 103-09. Socioeconomic differences in

health status are discussed further below.

89 HHS, Healthy People 2010 Objectives, Goals, p. 20.

socioeconomic characteristics, such as income,

educational attainment, and occupation, all of

which vary by race, ethnicity, and gender. ''°

Education, income, and occupation are related to

many measures of health status. '^

Education

Educational attainment varies by age, race,

and ethnic origin. Whites and Asian Ameri-
cans/Pacific Islanders are more Likely than
blacks and Hispanics to have more than 12 years

of education. Fvirther, 44 percent of Hispanics

have less than 12 years of education. Only about

15 percent of blacks have a college degree, com-
pared with 28 percent of whites and 45 percent

of Asian Americans/Pacific Islanders^^ (gee ap-

pendix 2.2). Although Asian Americans/Pacific

Islanders have high educational attainment as a

whole, variation is great among the various eth-

nic subgroups. ''3

According to NCHS, education influences

health through cultural, Social, and psychologi-

cal means. For example, education can increase

exposvire to information about health and dis-

ease prevention.''^ Educatioii can also be Hnked
to health-related behaviors such as getting pre-

natal care. In 1996, atmong women with 16 or

more years of education, 94.7 percent of white

women and 88.9 percent of black women re-

ceived prenatal care during the first trimester of

pregnancy.''^ Less than 70 percent of women
with less than a high school education received

prenatal care.'^

Death rates for chronic diseases, commvinica-

ble diseases, and injuries are also associated

with educational attainment. In 1995 the death

rate for men with chronic diseases who had less

than 12 years of education was 2.5 times that of

men with chronic diseases who had more than

12 years of education. The comparable ratio

among women was 2.1.''''

70 Health, U.S., 1998, pp. 25-31.

71 HRSA, Health Status ofMinorities, p. 13.

72 NCHS, Health. U.S., 1998, p. 145.

73 HHS, "Asian Americans and Pacific Islanders: Action

Agenda," accessed at <http://www.omhrc.gov/aamain.htm>.

See Asian Americans and Pacific Islanders below.

74 NCHS, Health. U.S., 1998, p. 30.

75 Ibid., p. 149.

78 Ibid.

77 Ibid., p. 6.
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Income
Education determines income, which also is

strongly correlated to health status and access to

health care. Data from the Bvireau of the Census
show that non-Hispanic whites and Asian
Americans/Pacific Islanders, on average, earn

more than blacks and Hispanics. The median
household incomes for whites and Asian Ameri-
cans/Pacific Islanders in 1997 were $40,577 and
$45,259, respectively.'^^ Comparatively, blacks

earned a median household income of $25,050.

The median household income for Hispanics was
$26,628.''9 Although Asian Americans and Pacific

Islanders as a group have higher median house-

hold incomes than other minority groups, their

income-per-household-member estimate is lower

than that of whites due to the larger size of

Asian American and Pacific Islander house-

holds—3.17 people compared with 2.58 for white

households.80

These disparities in median income, indicate

that overall more blacks and Hispanics Hve in

poverty than whites or Asian Americans. In

1996, 28 percent of blacks and 29 percent of His-

panics Hved below the poverty level. Eleven per-

cent of whites and 14.5 percent of Asian Ameri-

cans/Pacific Islanders lived in poverty.^i How-
ever, as with education, there is a great varia-

^8 U.S. Department of Commerce, Economics and Statistics

Administration, Bureau of the Census, Current Population

Reports, P60-200, Money Income in the United States: 1997
(with Separate Data on Valuation of Noncash Benefits), Sep-

tember 1998, p. viii (hereafter cited as Census, Money In-

come in the United States).

^9 Ibid., p. viii. However, even within educational categories,

income varies. According to NCHS:

P]ncome and education vary by race and ethnicity, but even

within the same category of educational attainment, median
family income varies by race and ethnicity and also gender.

For men and women across all race and ethnic groups, the

higher the level of education, the higher the median family

income. However, within education level categories, men
have higher median and family incomes than women, and
median family incomes of Asian and Pacific Islander and
white persons are higher than median family incomes of

black or Hispanic men and women. Some of these differ-

ences, especially differences between men and women, may
be attributed to the number of family members who are

employed and to whether family members work full time or

part time.

NCHS, Health, U.S., 1998, p. 30 (references to figures omit-

ted).

80 Census, Money Income in the United States, p. ix.

81 NCHS, Health, U.S., 1998, p. 171.

tion among poverty rates within racial/ethnic

groups. For example, among Asian American
groups, South East Asians have the highest pov-

erty rates (Hmong 62.6 percent, Laotion 50.6

percent, Cambodian 47.3 percent) while FiHpino

and Japanese Americans have the lowest pov-

erty rates (5.8 percent and 6.5 percent, respec-

tively).82

Another indicator of economic status, besides

median income, is asset holdings. Greater

wealth allows a household to maintain its stan-

dard of hving when income falls due to job loss

or health problems.^^ Disparities in asset hold-

ings between racial and ethnic groups exceed

disparities in income. In 1993 the net worth of

white households was 10 times that of black or

Hispanic households.^'* These differences persist

even among households with similar monthly
incomes.

The abihty to obtain health insurance cover-

age is directly related to income and wealth. For

example, in 1994—95, low-income men were six

to seven times more likely to be uninsured than

high-income men, depending on race/ethnicity. ^^

Further, children under 18 from low-income

famihes often did not receive needed health care.

Almost 20 percent of children from poor and
near-poor families had no health insurance,

whereas only 9 percent and 4 percent of middle-

and high-income children, respectively, were

uninsured. 86

Income also is related to the amount of pre-

ventive care received, which is associated with

health outcomes. ^'^ However, according to NCHS,
"[t]he use of sick care, preventive care, and den-

82 Ignatius Bau, Asian and Pacific American Health Forum,
San Francisco, correspondence to Mireille Zieseniss,

USCCR, March 1999 (re: information for health care proj-

ect), enclosure, "Community Health Status Brief: Asian/

Pacific Islander Community in California," p. 1

83 Council of Economic Advisers for the President's Initiative

on Race, Changing America: Indicators of Social and Eco-

nomic Weil-Being by Race and Hispanic Origin

(Washington, DC: September 1998), p. 34.

84 Ibid.

86 NCHS, Health, U.S., 1998, p. 7. In addition, Hispanic

adults were less likely than non-Hispanic white and black

adults to be insured. Ibid.

86 Ibid., p. 5.

87 For example, regular mammography screening has been

shown to reduce the death rate due to breast cancer. Ibid.,

pp. 126-28.
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tal care by adults varies with income ."^s High-

income women 50 years of age and older are al-

most 70 percent more likely than poor women to

have had a mammogram recently. Similarly, 77

percent of those with high family income have

had a dental visit within the past 12 months,

compared with only 41 percent of the poor.^s

Occupation

There is an obvious relationship between in-

come and occupation; therefore, type of occupa-

tion can have an effect not only on health care

access (such as through insvirance availabihty),

but also on health status. Studies have shown
that racial differences in risk of injury and ill-

ness are at least as great as racial differences in

earnings.^" Type of occupation also may affect

health because of the exposure to health hazards

and job-associated stress presented by certain

occupations. For example, data from the Bureau
of Labor Statistics show that, in 1996, in private

industry, operators, fabricators, and laborers

accounted for 42.4 percent of all occupational

injuries resvdting in days away from work.

Service occupations; precision, craft, and repair

occupations; and technical, sales and adminis-

trative support occupations each accounted for

more than 15 percent of occupational injuries.

Those in managerial and professional specialty

occupations accounted for less than 6 percent of

all occupational injuries, while those in farming,

forestry, and fishing occupations accounted for

less than 3 percent of all occupational injuries.^^

Race and ethnicity are not evenly distributed

across occupational categories; thus, exposure to

occupational injviry varies among groups. The
issue of racial differences in exposure to the risk

of work-related injury and illness is partially the

result of the disjunction between equal employ-

ment opportunities and occupational health.^^

88 Ibid., p. 7.

89 Ibid.

90 James C. Robinson, "Trends in Racial Inequality and Ex-

posure to Work-related Hazards, 1968-1986," Milbank
Quarterly, vol. 65, suppl. 2 (1987), p. 404.

91 U.S. Department of Labor, Bureau of Labor Statistics,

"Table 2. Percent distribution of nonfatal occupational inju-

ries and illnesses involving days away from work by selected

workers characteristics and industry division, 1996," ac-

cessed at <http://stats.bls.gov/news.release/osh2.t02.htm>

(hereafter cited as BLS, "Occupational Injuries").

92 Robinson, "Trends in Racial Inequality," p. 404.

For example, of the relatively small number of

injuries occurring in the agriculture, forestry,

and fishing industries, 43.1 percent are suffered

by Hispanics, while American Indians and
Alaska Natives represent only 0.7 percent of oc-

cupational injuries in those industries. Whites,

blacks, and Asian Americans/Pacific Islanders

account for 39.1 percent, 3.9 percent, and 0.4

percent of the occupational injuries in that in-

dustry.93 Similarly, blacks and Hispanics ac-

count for 9.1 percent and 10.4 percent of the oc-

cupational injuries in the finance, insurance,

and real estate industries, while Asian Ameri-

cans or Pacific Islanders account for only 2.2

percent of such injuries. Whites account for 49.3

percent of such injuries, and American Indians

and Alaska Natives account for only 0.4 percent

of such injuries.^"*

Environmental, Behavioral,

and Biological Influences

Differences in income, education, and occupa-

tion alone do not explain all of the disparities in

health status, as health is multidimensional.

What other determinants can account for the

fact that certain groups are affected differently

by diseases such as HIV, heart disease, and can-

cer? There is no consensus on the answer to such

questions, but there are several possible expla-

nations. As suggested above, one answer is eco-

nomic stratification. Because of socioeconomic

disparities, there are class differences in access

to health care and, thus, exposure to illness, dis-

ease, and injury. Others have suggested cultural

reasons. 95 Factors such as social stress, diet, and
physical activity, and genetic differences (such

as metabohsm and tolerance for certain drugs

and diseases) also may be related to racial dif-

ferences in health.96 Speaking from a global per-

spective, one expert has stated:

93 BLS, "Occupational Injuries."

94 Ibid.

95 See, e.g., Vernelia R. Randall, "Racist Health Care: Re-

forming an Unjust Health Care System to Meet the Needs of

African-Americans," Health Matrix, vol. 3 (1993), p. 131

(stating "Factors affecting health include socioeconomic

status, biology, and environment" which are all affected by
race).

96 Anthony P. Polednak, Racial and Ethnic Differences in

Disease (New York: Oxford University Press, 1989), p. 285-

87. The author notes that some researchers have found

greater genetic homogeneity than differences among various
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Racial/ethnic differences in infectious diseases are

clearly due largely to factors subject to modification.

These factors include nutritional deficiencies and poor

host immune status, as well as poor sanitation and
certain cultural practices. Population differences in

infectious diseases such as hepatitis B include ra-

cial/ethnic variation in risk and modes of transmis-

sion, reflecting SES [socioeconomic status] and so-

ciocultural differences.^'^

This author also stated:

Regarding the major chronic diseases, risk of hyper-

tension, cerebrovascvdar diseases, and ischemic heart

disease (IHD) varies considerably among countries

and racial/ethnic groups, and these differences de-

mand adequate explanation. In cardiovascular dis-

eases differences in dietary habits affecting choles-

terol fractions (high vs. low density) and so-

dium/potassium ratios, perhaps modulated by genetic

differences that may themselves reflect past adapta-

tions to diet, have emerged as most important. Popu-

lation differences and time changes in smoking and
alcohol habits are also important. This also holds for

various cancers.^^

As this author points out, several lifestyle be-

haviors can affect one's health, including ciga-

rette smoking, heavy alcohol use, being over-

weight, and being sedentary.^^ For instance,

according to NCHS:

Smoking is the leading cause of preventable death

and disease in the United States. Smoking leads to an

increased risk for heart disease, lung cancer, emphy-

sema, and other respiratory diseases. Each year ap-

proximately 400,000 deaths in the United States are

attributed to smoking and smoking results annually

in more than $50 billion in direct medical costs.^""

The prevalence of cigarette smoking is related to

age, education, and income, and, thus, race, eth-

nicity, and gender. The percentage of persons

smoking decreases as income increases. lo^ Simi-

racial/ethnic groups. However, the author notes that further

research is required and that differences in behaviors such

as dietary habits, sexual and reproductive behaviors, stress,

and migration "are important from an epidemiological per-

spective." Ibid., pp. 295-96. See also HRSA, Health Status of

Minorities, pp. 44—48.

^'' Polednak, Racial and Ethnic Differences, pp. 285.

98 Ibid., p. 286.

99 NCHS, Health, U.S., 1998, pp. 108-23.

100 Ibid., p. 108 (citations omitted).

101 Ibid., p. 110.

larly, among both men and women, those with

less than a high school education were almost

twice as likely to smoke as those with a college

degree or higher education. ^^^

According to NCHS, the "[h]igher prevalence

of cigarette smoking among those of lower socio-

economic status was manifested in elevated lung

cancer and heart disease death rates for lower

income adults during 1978—89."i03 As shown in

table 2.2, in the poor, near-poor, and middle-

income groups, Hispanic women are least likely

to smoke cigarettes. Similarly, Hispanic males

are less likely to smoke than all other groups,

except Hispanic women. In the poor and near-

poor income groups, white males and black

males are the groups with the highest percent-

ages of adults who smoke. ^^^^ Thus, those persons

are at greater risk for health problems. ^^^

Table 2.2

Percentage of Adults 18 Years and Older Who
Smoke Cigarettes by Race and Income, 1995

Near Middle High

Poor poor income income

All races men 37.9 34.3 27.9 18.3

All races women 31.2 28.0 24.6 16.8

White men 42.3 37.5 24.6 —

White women 38.6 31.6 22.2 —

Black men 41.3 40.1 20.9 —

Black women 29.3 24.9 15.7 —

Hispanic men 26.3 19.7 16.3 —

Hispanic women 16.6 14.7 13.9 -

Source: U.S. Department of Health and Human Services,

National Center for Health Statistics, Health, United States.

1998 with Socioeconomic Status and Health Chartbook, 1 998,

p. 155. (Data not available for all groups in the high-income

category.)

Another risk factor that varies by gender,

race, and ethnicity is obesity. Overweight advilts

face an increased risk of hypertension, heart dis-

ease, diabetes, and certain cancers. i^^ Between
1988 and 1994, the number of men and women
who were overweight increased by 38 percent

and 33 percent, respectively, placing more peo-

102 Ibid., p. 108.

103 Ibid., p. 6.

104 Ibid., p. 155.

105 Ibid., p. 108.

106 Ibid., p. 114.
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pie at risk of developing certain health prob-

lems. 1°'^ Further, minority women are more

likely to be overweight than white women or

men of all racial and ethnic groups. For example,

the prevalence of obesity is 58 percent higher for

black women than for black men.^°8

Because certain lifestyle behaviors, such as

those mentioned above, can be correlated to

health status, it can be argued that poor health

may be partially attributed to personal choice.

However, research indicates that, contrary to

popular opinion, behavioral risks such as smok-

ing and substance abuse account for only a mod-

est portion of health disparities across age, sex,

and race categories, lo^ Further, not only does

this viewpoint disregard the impact of uncon-

trollable influences, such as racism, on health

status, but it fails to take into consideration the

extent to which personal choice is limited by op-

portunities. In other words, poor nutrition and
subsequent obesity are not always a matter of

"choice" but rather a function of low income, the

unavailability of nutritious foods, and lack of

education about healthy diets. Rather than dis-

miss "risky" behaviors as elective, it is necessary

to understand the complexities of social status

that contribute to these unhealthy behaviors and
to recognize possible cultural influences, par-

ticularly in the case of nutrition and diet. When
personal responsibility is cited as the sole expla-

nation for poor health status, factors that are not

entirely within an individual's control can be-

come a source of blame. As one scholar states:

While the emphasis on personal responsibility for

health and health behavior is desirable as a shift

away from the established biomedical model of

healthcare, it also has some inherent dangers. There

is concern that, if taken to the extreme, it may result

in "victim blaming" by attributing responsibility of

107 Ibid.

108 Ibid.

109 Paula M. Lantz, James S. House, James M. Lepkowski,

David R. WiUiams, Richard P. Merc, and Jieming Chen,

"Socioeconomic Factors, Health Behaviors, and Mortality,"

Journal of the American Medical Association, vol. 279, no.

21 (June 3, 1998), pp. 1703-46. These authors found that

while behavioral factors do affect health, they are not the

primary mechanisms linking socioeconomic status and mor-

tality. They conclude that public health policies and inter-

ventions that focus exclusively on individual risk behaviors

have limited potential for reducing socioeconomic disparities

in mortality. Ibid., p. 1707.

individuals for health problems that are influenced by
biological and contextual factors beyond their con-

trol.110

Further, attributing poor health status to a

matter of choice merely serves to abdicate re-

sponsibiHty for the health of communities, par-

ticularly those of minorities and lower socioeco-

nomic status individuals. The health care indus-

try has a responsibihty to understand and rem-

edy unhealthy behavior to the extent that it dis-

proportionately affect the health status of spe-

cific populations. Unless poHcymakers recognize

that lifestyle behaviors are significantly influ-

enced by the natural and social environment in

which personal health decisionmaking occurs,

their efforts to address the health care needs of

all Americans will not be successful,m
This is not to suggest that individuals should

not take responsibiUty for their own health. It is

reasonable to expect individuals to assume some
responsibiUty. Greater individual involvement in

health care can increase the likelihood of posi-

tive health outcomes. ^12 The President's Advi-

sory Commission on Consumer Protection and
Quahty in the Health Care Industry advocates

that individuals maximize healthy habits in-

cluding exercise and diet; become more involved

in specific health care decisions; and work to-

ward carrying out agreed upon treatment

plans. 113

In addition to environmental and behavioral

factors, biological differences also have been
cited as an explanation for some of the gender

and racial disparities in health. For example, it

has been argued that racial differences in the

incidence of hip fracture and osteoporosis can be

attributed to racial differences in bone density,

particularly at menopause, and in the produc-

tion of certain hormones after menopause. i^'*

110 Susan Nicole Walker, "Health Promotion and Prevention

of Disease and Disability Among Older Adults: Who Is Re-

sponsible? Preventive Healthcare and Health Promotion for

Older Adults," American Society on Aging Generations, vol.

18, no. 1 (Mar. 22, 1994), p. 45.

111 Ibid.

112 President's Advisory Commission on Consumer Protection

and Quality in the Health Care Industry, "Consumer Bill of

Rights and Responsibihties, Executive Summary," accessed at

<http://www.hcqualitycommission.gov/final/append_a.html>.

113 Ibid.

114 Kenneth G. Manton and Eric Stallard, "Health and Dis-

ability Differences Among Racial and Ethnic Groups, in
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One study found that African American women
had higher levels of serum estrone and 23 to 27

percent higher bone mass, resisting in a rela-

tively low occurrence of hip fracture. ii^ These
researchers also suggested that changes in vita-

min D metabohsm and absorption of calcium

cause osteoporosis. However, blacks and whites

have different sensitivity levels to vitamin D and
parathyroid hormone, which may explain the

lower incidence of osteoporosis for black

women. 116

Despite the many explanations for differences

in health status, discrimination in health care

dehvery, financing, and research cannot be dis-

counted as a major factor leading to disparities.

According to one author:

The delivery of health care in the United States is

multitiered; the greatest levels of security and many
of the benefits of medical research and advanced
technology are reserved for selected segments of

American society. Structural forms of racial discrimi-

nation and practices of segregation by providers of

medical services are common and entrenched, and
they ensure that such security and benefits are not

available to many African Americans and most of the

poor 117

Exploring Diversity and
Confronting Disparities

"The term 'minority' falsely suggests a homoge-
neous groups of nonwhites. The reality is ex-

traordinary diversity both within and among
minority groups. "118

National Research Council, Linda G. Martin and Beth J.

Soldo, eds., Racial and Ethnic Differences in the Health of

Older Americans (Washington, DC: National Academy
Press, 1997), p. 48.

'15 Ibid., p. 49, citing Cauley et al., "Black White Differences

in Serum Sex Hormones and Bone Mineral Density," Ameri-

can Journal of Epidemiology, vol. 139, no. 10 (1993),

pp. 1035-46.

"6 Manton and Stallard, "Health and Disabihty Differ-

ences," p. 49.

'i'' Marianne L. Engleman Lado, "Breaking the Barriers of

Access to Health Care: A Discussion of the Role of Civil

Rights Litigation and the Relationship Between Burdens of

Proof and the Experience of Denial," Brooklyn Law Review,

vol. 60 (spring 1994), p. 239.

"8 Herbert W. Nickens, "The Health Status of Minority

Populations in the United States," Western Journal of Medi-

cine, vol. 155, no. 1 (July 1991), pp. 27-32.

"Growing ethnic diversity has placed new de-

mands on the health care system to provide care

that is culturally sensitive. Despite their practice

locale, clinicians are increasingly likely to care

for patients who have different values, beliefs,

customs, and responses to illness than those of

whites."''»

The United States comprises more than 270
milhon people, all of whom have different health

care needs and experiences. Disparities in health

status, barriers to access, and discriminatory

pohcies and practices have resulted in a national

health care crisis for women and minorities. i^o

Although several components of the U.S. De-

partment of Health and Human Services, in-

cluding the Office for Civil Rights, have at-

tempted to address disparities in health care

overall, relatively httle attention has been paid

to the different needs of minority subgroups. As
a result, barriers to equal access to quahty

health care remain pervasive throughout the

health care industry. HHS, and the Nation as a

whole, must aggressively confront group -specific

disparities and eradicate all forms of discrimina-

tion in the health care industry. Strong civil

rights enforcement efforts are one element of

this struggle. 121 Recognition of diversity within

the United States, and within the Nation's racial

and ethnic communities, is another necessary

element. According to HHS:

Many health programs are not designed with sensi-

tivity to the diverse health beliefs, practices, use pat-

terns, and attitudes of the many ethnic, cultural, gen-

der, and age groups Living in America today. In order

to reduce health disparities and increase access to

care for ethnic and cultural minorities and for the

elderly in the United States, health programs must be

culturally competent, age appropriate and gender

specific. 1^^

1'^ Jeanette G. Kernicki, "A Multicultural Perspective of

Cardiovascular Disease," Journal of Cardiovascular Nurs-

ing, vol. 11, no. 4 (July 1997), p. 31.

120 See also chap. 3.

121 See USCCR, The Health Care Challenge, vol. II in which
the Commission provides several recommendations for im-

proving the effectiveness of HHS' civil rights enforcement

efforts.

122 HHS, Healthy People 2010 Objectives, Educational and
Community-Based Programs, p. 4—8.

21



Figure 2.3

Resident Population of the U.S., Percentage by

Race and Hispanic Origin, 1990 and 1998

-+n,^ dt
White African Asian Native Hispanic

American American American Origin

D1990 HigSS

Source: U.S. Department of Commerce, Bureau of the Census,

"Resident Population of tiie United Stated: Estimates by Sex, Race,

and Hispanic Origin, with Median Age," Dec. 28, 1998, accessed at

<http:www.census.gov/population/estimates/nation/intfile3-1.txt>.

Federal, State, and local programs and initiatives

aimed at addressing the health care needs of mi-

nority subgroups can not only assist in eliminat-

ing disparities, but they also can enhance and im-

prove the effectiveness of OCR's civil rights en-

forcement. It is crucial that these two compo-

nents, vigorous civil rights enforcement and coor-

dinated program implementation, are both ad-

dressed if health disparities are to be eliminated

for all Americans.

In this section, the Commission explores the

diversity of the Nation's health status and the

within-group differences among minority groups.

Federal statistics agencies rely on four racial clas-

sifications, and one ethnic classification, to de-

scribe the popvdation of the United States: white,

black, Asian American/Pacific Islander, American
Indian/Alaska Native, and Hispanic origin.i23 As
shown in figure 2.3, white Americans, those of

Evu-opean descent, compose 72 percent of the

123 The Office of Management and Budget (0MB) controls

the definition of race and ethnicity used for data collection

in all Federal agencies, including HHS and its operating

divisions, such as the Centers for Disease Control. For a

more detailed discussion of racial and ethnic categories used

by the Federal Government, see "Racial/Ethnic Categories in

Federal Data Collection," below.

Nation's population. African Americans are the

largest minority group, representing 12 percent

of the popvdation. Asian Americans account for

almost 4 percent of the population, while Native

American groups represent just under 1 percent

of the population. Persons of Hispanic origin,

who can be in the "white" or 'T)lack" race catego-

ries, account for approximately 11 percent of the

population. 124

However, several commentators have sug-

gested that analyzing only these five groups

masks the intricacies of health status. For ex-

ample:

Cultural variations, combined with variations in SES
[socioeconomic status] suggest that there will be con-

siderable heterogeneity in the distribution of disease

and risk factors for disease in racial or ethnic minor-

ity populations. . . . Failure to attend to the variations

in health indicators within a racial category can pre-

vent the identification of health needs for some spe-

cific groups. 125

Thus, it is important to note the differences in

health care status and access between whites

and minorities, and men and women, as well as

to take into account the heterogeneity of the mi-

nority groups themselves. Within each minority

group, as well as among the white popvdation,

there exists broad diversity in both health status

and use of health services which makes targeted

examination of subgroups critical to under-

standing the needs of groups as a whole. Pro-

grams and initiatives must address these

groups, while recognizing the unique circum-

stances and health care needs experienced by all

members of the groups. All individuals develop-

ing Federal policies and designing civil rights

enforcement strategies also must recognize these

differences if health care disparities are to truly

be eradicated.

i^'t U.S. Department of Commerce, Bureau of the Census,

"Resident Population of the United States: Estimates, by Sex,

Race, and Hispanic Origin, with Median Age," Dec. 28, 1998,

accessed at <http://www.census.gov/population/estimates/

nation/intfile3- 1 .txt>.

125 David R. Wilhams, Risa Lavizzo-Mourey, and Reuben C.

Warren, "The Concept of Race and Health Status in Amer-
ica," Public Health Report, vol. 109 (January/February

1994), pp. 26-41 (hereafter cited as Williams et al., "The

Concept of Race and Health Status").
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Profile of Five Communities

"Research dedicated to a better understanding of

the relationships between health status and dif-

ferent racial and ethnic minority backgrounds

will help us acquire new insights into eliminat-

ing the [health] disparities and develop new
ways to apply our existing knowledge toward this

goal. Improving access to quality health care will

require working more closely with fall] communi-
ties to identify culturally-sensitive implementa-

tion strategies. "^^^

An understanding of minority groups, and
the characteristics of subcommunities within

them, is crucial to recognizing the discriminatory

barriers faced by many Americans in obtaining

equal access to quality health care. It will be im-

possible to close the gap in health status be-

tween minorities and nonminorities unless sub-

populations are closely examined. Looking at

only the four racial/ethnic categories on a certain

health risk behavior, such as substance abuse,

reveals some differences by race/ethnicity, but

does not reveal the entire story. As shown in ta-

ble 2.3, breaking out data by race/ethnicity re-

veals differences in health risk factors among
the minority groups, and also reveals dramatic

differences among Hispanic subgroups. For ex-

ample. Native Americans have a higher preva-

lence of cigarette, heavy alcohol, iUicit drug, and
marijuana use than any other racial/ethnic cate-

gory. Further, marijuana use varies within the

Hispanic community from 2.7 percent of Central

Americans using marijuana in the past year, to

10.8 percent of Puerto Ricans.^^? Knowledge of

these subtle differences is important when at-

tempting to address health issues. Unfortu-

nately, as shown by this example, data are not

always broken down in this manner for other

racial/ethnic categories. ^^s

It also is important to examine the health ex-

periences of these distinct groups apart from

other groups, so that the issues specific to each

group can be better understood. According to a

report of the Washington State Department of

126 HHS, "Eliminating Racial and Ethnic Disparities," p. 2.

•27 HHS, Substance Abuse and Mental Health Services Ad-

ministration, Office of Applied Studies, Prevalence of Sub-

stance Use Among Racial/Ethnic Subgroups in the United

States, 1991-1993, April 1998, p. 49, table 4.1.

128 See "Limitations of Racial/Ethnic Data" below.

Health, such an approach "avoids the suggestion

of competition between groups that can arise

from presenting side-by-side data (i.e., who is

doing worst?) ."129 Jn addition, it may be useful in

certain instances to compare one racial/ethnic

group with "all others." For example, it can be

useful to compare African Americans, for exam-
ple, with aU other groups, to focus on the specific

disparities unique to those groups. ^^o Such a

comparison would show how a certain group

fares compared to the rest of the country, thus

highhghting significant disparities. Nonetheless,

it is important that detailed data be collected on
aU racial and ethnic minority groups.

African Americans

"African Americans are at high risk for health

problems, no matter what measures are used—
birth risk factors, death rates, or sexually related

conditions. Some of these problems may be re-

lated to socioeconomic factors, as reflected in

higher African American use of social and health

services and higher African American poverty

rates. . . . The lack of data specific to African

Americans has been cited as a major con-

cern. "131

African Americans experience health care dif-

ferently from whites and other populations

within the Nation. However, because of their

long history in the United States and assump-
tions of homogeneity within the group, ^32 there

has been httle research on diversity within the

African American community. Further, while it

may appear that data collected on minorities

primarily focuses on African Americans, ^^^ data

129 Washington State Department of Health, Washington

State Health Data Report on People of Color, October 1992,

p. 1 (hereafter cited as WA State Dept. of Health, Data Re-

port on People of Color).

130 See, e.g., Missouri Department of Health; Division of

Chronic Disease Prevention and Health Promotion; Office of

Surveillance, Research and Evaluation, Prevalence of Activ-

ity Limitation and Arthritis Among African Americans in the

City of Saint Louis, Kansas City and the Bootheel Region of

Missouri, January 1999. In this study, African Americans
were compared with whites/others together "because of the

small number of 'other' ethnic/racial respondents and to

highlight findings among African Americans." Ibid., p. 5.

131 WA State Dept. of Health, Data Report on People of

Color, p. 22.

132 Nickens, "Health Status of Minority Populations."

133 Ibid.
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Table 2.3
Prevalence of Substance Use in the U.S. by Race/Ethnicity, 1991-1993

Cigarette use, Heavy alcoliol Any illicit drug Marijuana use,

Race/Ethnicity past year use, past montli use, past year past year

Total U.S. Population 30.9% 5.1% 11.9% 9.0%

African Americans 29.9% 4.7% 13.1% 10.6%

Asian/Pacific Islanders 21.7% 0.9% 6.5% 4.7%

Caucasians 31.5% 5.3% 11.8% 8.9%

Hispanics

Caribbean American 21.2% 2.5% 7.6% 5.6%

Central Americans 17.9% 2.2% 5.7% 2.7%

Cuban Americans 27.3% 2.8% 8.2% 5.9%

Mexican Americans 29.1% 6.9% 12.7% 9.1%

Puerto Ricans 32.7% 4.0% 13.3% 10.8%

South Americans 31.3% 3.0% 10.7% 8.4%

Other Hispanics 25.9% 4.9% 10.6% 9.1%

Native Americans 52.7% 4.6% 19.8% 15.0%

Source: U.S. Department of Health and Human Services, Substance Abuse and Mental Health Services Administration, Office of

Applied Studies, Prevalence of Substance Use Among Racial/Ethnic Subgroups in the United States, 1991-1993, April 1998, p. 49,

table 4.1.

on the health status of African Americans are far

from complete. 134 In addition, although some
initiatives have targeted African American cul-

ture, the health care industry and researchers

have not articulated the cultural harriers Afri-

can Americans routinely have to overcome. For

example, a report of the Washington State De-

partment of Health observed:

Major concerns about African American health relate

to disparities in health care and the responsiveness of

the system to meet African American needs, combined
with the disparities of African American health status

at each stage of life. Another concern is the difficulty

of getting disaggregated data for African Americans
and the lack of data targeted to the needs of African

Americans. 1^^

African Americans as a group have been in

North America for longer than most racial/ethnic

minorities, 13^ with the exception of Native

134 See WA State Dept. of Health, Data Report on People of

Color, p. 17.

135 Ibid.

136 See Nickens, "Health Status of Minority Populations,"

HHS, Substance Abuse and Mental Health Services Admini-

stration, Center for Mental Health Services, Cultural Com-
petence Standards in Managed Mental Health Care for Four
Underserved/Underrepresented Racial/Ethnic Groups, Fi-

nal Report from Working Groups on Cultural Competence in

Managed Mental Health Care, prepublication copy, p. 2

Americans. As such, African Americans are con-

sidered to be a homogeneous group, with few

cultural differences. 137 However, the category

"black" or "African American" often is inter-

preted to include more recent immigrants from

Egypt, Ghana, Nigeria, Haiti, Panama, Jamaica,

Trinidad, Barbados, and other Caribbean na-

tions. i^s Recent African refugees include persons

from Ethiopia, SomaUa, Sudan, and Liberia, i^s

Thus, there is diversity in the national origins,

cultures, reUgions, and languages within the

African American and black populations in the

United States. i'*° One author notes:

Pndividuals] now described as African American
come from several specific cultural experiences that

are different in terms of language, learned behavior,

behefs, and values. They come from the African con-

(hereafter cited as SAMHSA, Cultural Competence Stan-

dards).

13'' Nickens, "Health Status of Minority Populations."

138 SAMHSA, Cultural Competence Standards, p. 2.

139 Clay Simpson, Deputy Assistant Secretary for Minority

Health and director, Office of Minority Health, HHS, state-

ment, "Healthy People 2000: Black American Progress Re-

view," accessed at <http://www.cdc.gov/nchs/nchswww

/about/otheract/hp2000/blkprog.htm>.

140 Lorna Scott McBarnett, "African American Women," pp.

43-66 in Marcia Bayne-Smith, ed.. Race, Gender, and
Health (Thousand Oaks, CA: Sage Publications, 1996), p. 45;

Williams et al., "The Concept of Race and Health Status."
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tinent, from the English-, French-, Dutch-, Portu-

guese-, and Spanish-speaking nations of the Carib-

bean, and from the Americas, including the urban and

rural areas of the United States. They mingle and live

together in neighborhoods in the United States; be-

cause of their commonality of black skin and features,

society regards them all as African Americans and
aggregates their health and social problems as though

they all share the same backgrounds, famUy struc-

ture, and beUef systems. Unfortunately, this type of

analysis, though relatively easy to do and report in

the context of health policy and health status indica-

tors, masks issues of cultural diversity, illness be-

havior, and preferences among these [individuals]. !*'

Nonetheless, little research has been done

and there is Uttle information available on the

relationship between health and cultvire for Afri-

can Americans. One article in the Journal of

Cardiovascular Nursing discussed the Unk be-

tween nature and heaUng by some African and
Caribbean American persons. For example, the

author noted that lemon juice, vinegar, and/or

Epson salts are sometimes used as remedies for

certain illnesses. In addition, root teas, herbal

teas, and garUc tablets may be used to treat hy-

pertension. ^^^ Further, according to the author,

some African Americans may turn not to physi-

cians but to other caregivers for health care ad-

vice, such as ministers in a church environment

or older women in the community. This is in

keeping with values focusing on family net-

works, rehgion, and rehance on traditional home
remedies. i'*3

According to the Centers for Disease Control

(CDC), in 1996, 77,641 African Americans died

from heart disease, the leading cause of death

for blacks. Another 60,766 African Americans

died from various cancers. The other eight most

common causes of death for African Americans

are cerebrovascular disease, human immunode-

ficiency virus (HIV), accidents, diabetes, homi-

cide, pneumonia and influenza, chronic obstruc-

tive pulmonary diseases, and conditions origi-

nating in the perinatal period. 1^4 To effectively

treat such health problems, and to reduce the

disparities between African Americans and other

racial/ethnic groups on such measures, it is im-

portant to recognize how culture can vary within

the African American community, and how so-

cial factors are related to health.

For example, African American women in the

District of Columbia have the highest death

rates due to child birth in the country, i^^ Almost
26 out of every 100,000 live births to black

mothers in the District of Columbia result in

maternal death, compared with a national rate

of 19.6 deaths per 100,000 live births, which re-

flects the "dismal health status of African

Americans in the District." i^^ One reason may be

the lack of prenatal care, which is compounded
by African American women's distrust in the

health care system. According to the Washington

Post, many women "suffer so rauch social ahena-

tion that they simply withdraw and refuse to

trust health care.''^^'^ Such distrust may be the

result of miscommunication, lack of culturally

competent care, and discriminatory practices.

Cancer

In a recent telephone survey conducted for

the New America Wellness Group and the More-

house School of Medicine, 27 percent of African

Americans identified cancer as the medical

problem of greatest concern.i'*^ Compared with

all other racial/ethnic groups, African Americans

have the highest overall age-adjusted death rate

for cancer. 14^ According to HHS:

African Americans have a vastly different cancer ex-

perience from whites. Statistics show that African

Americans have higher age-adjusted incidence and

mortality rates for many cancers and lower survival

rates that do whites for all but 6 of 25 primary cancer

sites. This difference between the races represents

both a challenge to understand the reasons, and an

i'*i McBarnett, "African American Women," p. 45.

142 Kernicki, "A Multicultural Perspective," p. 33.

143 Ibid., p. 34.

144 HHS, Centers for Disease Control, National Vital Statis-

tics Report, vol. 47, no. 9 (Nov. 10, 1998), p. 33, table 8

(hereafter cited as CDC, National Vital Statistics).

145 Avram Goldstein, "Mothers' Childbirth Deaths Still High

in D.C.: Rate for Black Women Reflects Racial Disparity,"

Washington Post, June 18, 1999, p. B-1.

146 Ibid., p. B-4. The national maternal mortaUty rate is 7.7

for all women, and 5.3 for white women. Ibid.

147 Ibid.

148 New America Wellness Group/Morehouse School of

Medicine Multiethnic Healthcare Attitudinal Research,

Quantitative—Telephone Study, Hispanics/African-

Americans/ Caucasians, March 1999, p. 44 (hereafter cited

as New America Wellness Group, Telephone Study).

149 NCHS, Health, U.S., 1998, p. 203. See app. 2.1.
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opportunity to lower morbidity and mortality and to

raise survival rates. ^^^

In 1994 African American men had higher rates

of prostate, lung, and oral cancer compared with

other groups. 1^1 African American women had
higher rates of cancer of the lung, colon, and rec-

tvmi than other racial and ethnic groups, except

Alaska Natives. ^^^ jn 1996 the death rate due to

breast cancer for African American women was
26.5 (per 100,000 people), compared with 19.8

for white women. ^^s Although the incidence of

breast cancer is somewhat lower for African

American women compared with white women
(100.5 cases per 100,000 and 112.8 cases per

100,000, respectively), African American women
are more likely to develop breast cancer at

younger ages, and are more likely to die as a re-

sult of breast cancer. i^^

There has been httle research on health dif-

ferences among the various African American
populations. However, one study in the early

1980s found that, among Enghsh-speaking Afri-

can Americans in the Northeastern United

States, American-born black women had higher

rates of breast cancer than Haitian and Carib-

bean immigrants. Further, both American-born

and Haitian women had higher rates of cervical

cancer than EngUsh-speaking Caribbean immi-

grants, ^^s

Risk factors also vary among and within ra-

cial and ethnic categories. According to the

American Cancer Society, risk factors related to

cancer include being overweight and smoking.

Approximately 28 percent of African American
men and 38 percent of African American women

150 HHS, Healthy People 2010 Objectives, Cancer, p. 17-5.

15J American Cancer Society, "Cancer Facts & Figures—1997:

Racial and Ethnic Patterns," accessed at <http://www.cancer.

org/statistics/97cf£'racial.html#group> (hereafter cited as

American Cancer Society, "Racial and Ethnic Patterns").

152 Ibid.

153 NCHS, Health, U.S., 1998, p. 203. See app. 2.1.

154 American Cancer Society, "Breast Cancer Facts & Fig-

ures 1997: Who Gets Breast Cancer?" accessed at <http://

www.cancer.org/statistics/97bcf£'who.html>.

155 Williams et al., "The Concept of Race and Health Status,"

citing R.B. Hill, "Comparative Socioeconomic Profiles of

Caribbean and non-Caribbean Blacks in the U.S.," paper

presented at the International Conference on Immigration

and the Changing Black Population in the United States,

University of Michigan, Center for Afro American and Afi:i-

can Studies, May 18-21, 1983.

are overweight. Further, 34 percent of African

American men smoke, as do 22 percent of Afri-

can American women. ^^^ Failure to take preven-

tive measures also is related to high incidence

rates of cancer. For example, only 55 percent of

African American women over the age of 50 re-

ported having had a mammogram and a cHnical

breast exam within the last 2 years. ^^7

Diabetes

According to survey data, diabetes is another

disease that African Americans are greatly con-

cerned about—12 percent of the African Ameri-

can survey respondents identified diabetes as

the medical problem of greatest concern to

them. 158 One reason for this concern is that

many African Americans have experienced dia-

betes through family members who have the dis-

ease. ^^^ Data from the Centers for Disease Con-

trol show that 2.3 million non-Hispanic blacks

(10.8 percent) suffer from diabetes, i^o Further,

25 percent of African Americans between the

ages of 65 and 74, and 25 percent of African

American women over 55 have diabetes, i^^

Diabetes also is of concern because of the de-

bUitating consequences it can have, including:

heart disease, stroke, high blood pressvire,

bhndness, kidney disease, amputations, and
dental disease. ^^^ According to HHS' draft objec-

tives for Healthy People 2010, "Diabetes is a

major chnical and pubUc health challenge, espe-

cially in minority communities where both the

prevalence of diabetes and the risk of devastat-

ing associated compHcations is substantially

156 American Cancer Society, "Racial and Ethnic Patterns."

157 Ibid.

158 New America Wellness Group, Telephone Study, p. 44.

159 Andrew Ehrlich, president, Ehrlich Transcultural Con-

sultants, statement at New America Wellness Group Press

Conference, Apr. 27, 1999, transcript, p. 9.

16° HHS, Centers for Disease Control and Prevention, Na-

tional Center for Chronic Disease Prevention and Health

Promotion, National Diabetes fact sheet, Nov. 1, 1998, p. 2

(hereafter cited as CDC, Diabetes Fact Sheet).

161 American Diabetes Association, African American Pro-

gram, "Diabetes in African Americans," accessed at

<http://www.diabetes.org/africanamerican/diabetesin.asp>.

162 CDC, Diabetes Fact Sheet, pp. 3-4. See also Edward J.

Sondik, director, National Center for Health Statistics, Of-

fice of Minority Health, HHS, statement, "Healthy People

2000: Black American Progress Review," accessed at

<http://www.cdc.gOv/nchs/nchswww/about/otheract/hp2000/b

lkprog.htm>.
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greater than in the majority community." i^^ The
National Institute of Diabetes and Digestive and
Kidney Diseases (NIDDK) also notes that the

compHcations of diabetes disproportionately af-

fect minorities. African Americans, for example,

have higher rates of kidney failvire and amputa-
tions resulting from diabetes than do whites. i^^

In addition, African Americans are 40 to 50 per-

cent more hkely than whites to develop diabetic

retinopathy. 1^5

To increase awareness of diabetes within the

African American community, the American
Diabetes Association's African American Pro-

gram has partnered with churches. According to

the association:

[Churches] provide an excellent setting for grassroots

diabetes awareness programs. Churches have always

played a critical role in the African American commu-
nity. They provide strong community leadership, they

have a genuine concern about the health of their

members, and they can serve as a Hnk between

church members and the general community. ^^^

Programs such as these will help increase

awareness of diabetes and, it is hoped, assist in

eliminating disparities in the prevalence of dia-

betes among racial and ethnic groups. Nonethe-

less, it is important to address the extent of civil

rights violations that may contribute to differ-

ences in identification and treatment of diabetes.

HIV/AIDS

According to a survey by the Kaiser Family

Foundation, more than one half of African

Americans identified AIDS as the most urgent

health problem facing the Nation. ^^'^ The preva-

lence of HIV/AIDS is critical among minority

populations in general, but particularly so

among African Americans in the United States.

African Americans and Hispanics exhibit rates

163 HHS, Healthy People 2010 Objectives, Diabetes, p. 18-4.

16'* Jean Oxendine, "Who Has Diabetes?" Closing the Gap,

February/March 1999, p. 5.

165 Ibid. Diabetic retinopathy is a condition in which blood

vessels in the retina are damaged. "Keep Sight of Diabetic

Eye Disease," Closing the Gap, February/March 1999, p. 13.

166 American Diabetes Association, African American Pro-

gram, "Diabetes Sunday," accessed at <http://www.diabe

tes.org/africanamerican/sunday.asp>.

167 Kaiser Family Foundation, National Survey of African

Americans on HIV/AIDS, accessed at <http.7/hivinsite.

ucsf.edu/sociaiykaiser_family_found/2098.393b.html>.

of infection at approximately three times that of

whites. 1^^ AIDS is the fourth leading cause of

death among African American men and women
combined. 169 Tragically, the number of those in-

fected continues to grow, as AIDS cases in the

black community multiply. In 1995, for every

100,000 African Americans, there were 92.6 re-

ported cases of AIDS, a rate 6 times higher than

that for whites and two times that for Hispan-

ics. ^'o African American men account for 39 per-

cent of all new AIDS cases among men; African

American women account for 60 percent of all

new cases among women. ^''^ AIDS is the number
one cause of death for African American men
and women 25 to 44 years old.^''^

A large proportion of African American
women of childbearing age also have AIDS.
Studies show that HIV in African American
childbearing women is 15 times that of white

women. 1^3 This has the potential to resvdt in a

dramatic increase in the rates of pediatric AIDS
in African American communities, particularly if

these cases go untreated.

There are identifiable disparities in the mor-

taUty rates among minorities infected with HIV
due to the late identification of the disease and
lack of health insurance to pay for expensive

drug therapies. Inadequate recognition of risk,

detection of infection, and referral for foUowup
care are major issues for African Americans as a

high risk population. i'^^ Lack of detection is

caused in part by the stigmatization African

Americans associate with infection, because of

the inferred association with other high risk

groups such as intravenous drug users and ho-

les Nickens, "Health Status of Minority Populations."

169 HHS, Office of Minority Health Resource Center,

"African American Health Facts," fact sheet, April 1997

(hereafter cited as OMHRC, "African American Health

Facts").

i™ Ibid.

I'^i Kaiser Family Foundation, Survey of African Americans

on HIV/AIDS.

"2 OMHRC, "African American Health Facts." See also

HHS, Healthy People 2010 Objectives, HIV, p. 2\-A.

™ WA State Dept. of Health, Data Report on People of

Color, p. 22.

17^ HHS, "Ehminating Racial and Ethnic Disparities in

Health."
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mosexual men.'^'^s As a result, approximately

one-third of blacks who are at risk have never

been tested. ^'^^ Better prevention strategies,

which have a community specific approach, are

necessary if the AIDS epidemic is to be con-

trolled and the growth in infection rates cur-

tailed.

Asian Americans and Pacific islanders

"During our 160-year history, most portrayals of

Asian Americans have perpetuated insidious

stereotypes including the Eurocentric perception

of Asian Americans as foreign, exotic, and non-

American. There have been few images that re-

flect the complexity of Asian American experi-

ences."^^^

"In order to provide adequate health services to

all Americans, health researchers must incorpo-

rate knowledge of the great diversity of Ameri-

cans into our health services. "^^^

Demographic Profile

In 1997 the Asian American and Pacific Is-

lander (AAPI) population in the United States

was estimated at 10.1 miUion people, which is

3.8 percent of the total population. ^'^^ By the year

2000, this population is expected to reach 12.1

milUon and represent about 4.0 percent of the

total population. 180 Asian Americans and Pacific

"5 HHS, Office of Public Health and Science, Office of Mi-

nority Health, "The Minority AIDS Crisis," Closing the Gap,

April 1999, p. 2

1''^ HHS, "Eliminating Racial and Ethnic Disparities in

Health."

'^'^ Maria Hong, ed.. Growing Up Asian American (New
York: Avon Books, 1993), p. 15.

I'^s Valentine M. Villa, Steven P. Wallace, Ailee Moon, and
James E. Lubben, "A Comparative Analysis of Chronic Dis-

ease Prevalence Among Older Koreans and Non-Hispanic

Whites; Vulnerable Populations, Part 2," Family and Com-
munity Health, vol. 20, no. 2 (July 1997), p. 12 (hereafter

cited as Villa et al., "Chronic Disease and Prevalence Among
Older Koreans and Non-Hispanic Whites").

1™ U.S. Department of Commerce, Census Bureau, Eco-

nomics and Statistics Information, Bureau of the Census,

Current Population Reports, "The Asian and Pacific Islander

Population in the United States: March 1997 (Update),"

accessed at <http://www.census.gov>.

18" U.S. Department of Commerce, Economics and Statistics

Administration, Bureau of the Census, Statistical Brief,

"The Nation's Asian and Pacific Islander Population—1994,"

accessed at <http://www.census.gov> (hereafter cited as

Islanders are not a homogeneous group. Sub-

groups differ in language, culture, and recency of

immigration. Asian immigrants in the United

States come from more than 30 countries and
speak more than 100 different languages. In

1990 the largest subpopulations were Chinese,

Fihpino, Japanese, Asian Indian, Korean, and
Southeast Asian. By the year 2000, Fihpinos are

projected to be the largest Asian subpopulation

followed by Chinese, Vietnamese, Korean, and
Japanese Americans. ^^^ (For a projected popula-

tion comparison with other racial and ethnic mi-

norities, see appendix 2.3).

Asian Americans and Pacific Islanders had a

higher rate of population growth between 1990

and 1998 than any other race or ethnic group at

37 percent. 182 The AAPI population is young,

with an estimated median age of 31.2 years—

4

years younger than the median for the U.S.

popxilation as a whole. The largest percentage of

Asian Americans and Pacific Islanders reside in

the Western United States (55.7 percent).i83 The
States with the highest concentration of AAPIs
were Hawaii (63 percent of the total population),

California (12 percent), Washington (6 percent),

and New York and New Jersey (5 percent

each).i84 In 1997, 24 percent of the Nation's for-

eign-born residents were Asian Americans and
Pacific Islanders. Six in 10 AAPIs in the United

States were foreign born.i^s China (including

Hong Kong) and the Phihppines were the lead-

ing countries of origin, after Mexico, for the Na-
tion's foreign-born residents in 1997.186

Census, "The Nation's Asian and Pacific Islander Popula-

tion—1994").

181 HHS, National Institutes of Health, Office of the Direc-

tor, Women of Color Health Data Book, NIH Publication No.

98-4247, p. 16 (hereafter cited as NIH, Women of Color

Health Data Book).

'82 U.S. Department of Commerce, Economics and Statistics

Administration, Bureau of the Census, "Census Bureau
Facts for Features," accessed at <http://www.census.gov

/Press-Release/www/1999/cb99fR)6.html> (hereafter cited as

Bureau of the Census, "Facts for Features").

183 U.S. Department of Commerce, Economics and Statistics

Administration, Bureau of the Census, Statistical Abstract

of the United States, 1998, October 1998, p. 31 (hereafter

cited as Census, Statistical Abstract, 1998).

184 Census, "Facts for Features."

185 Ibid.
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Often Asian Americans are considered to be a

privileged and prosperous minority. While this is

true for a few subgroups of Asian Americans,

there are many who are economically disadvan-

taged. Although the median household income of

Asian American and Pacific Islander families

was $45,259 in 1997, approximately 14 percent

of all AAPIs have income below the poverty

level. 187 This is higher than the poverty rate for

non-Hispanic whites and reflects the degree of

disparity between subgroups. For example,

Vietnamese Americans have an average family

income that is about half that of the Asian

American and Pacific Islander population as a

whole. 188 Further, because AAPI households are,

on average, larger than white households, their

estimated income per member is lower ($18,569

compared with $20,093). Nationally, AAPI
households have a median of 3.15 persons as

compared with 2.23 in metropolitan white

households. 189 AAPIs are more hkely than non-

Hispanic whites to reside in metropolitan areas

(95 percent compared with 75 percent), and the

proportion of AAPIs hving in central cities is al-

most twice that of non-Hispanic whites. i^o

Educational attainment rates differ among
the groups, with high school graduation rates

varying from 31 percent for Hmongs to 88 per-

cent for Japanese. Among Pacific Islanders the

proportion with a high school diploma ranges

from 64 percent for Tongans to 80 percent for

Hawaiians.191 In 1994, 46 percent of AAPI men
and 37 percent of AAPI women held at least a

bachelor's degree. Among the specific groups,

Asian Indians had the highest proportion at 58

percent, and Tongans, Cambodians, Laotians,

and Hmongs were the least likely to have a

bachelor's degree with proportions of 6 percent

or less. 1^2

187 Ibid.

188 Nickens, "Health Status of Minority Populations," p. 27.

189 U.S. Department of Commerce, Economics and Statistics

Administration, Bureau of the Census, Statistical Brief,

"Housing in Metropolitan Areas-Asian or Pacific Islander

Households," accessed at <http://www.census.gov> (here-

after cited as Census, "Asian or Pacific Islander House-

holds").

190 Census, "The Nation's Asian and Pacific Islander Popula-

tion—1994."

191 Ibid.

192 Ibid.

The Myth of the "Model Minority"

Some commentators contend that the "model

minority" image surrounding Asian Americans
was constructed to provide proof that the U.S.

social system does work for minorities. i^^ The
"model minority" label has impUcations for the

health and economic status of Asian Americans
because their health problems are often ignored

or triviahzed, suggesting that they can take care

of things on their own. Such a classification fur-

ther overlooks the diversity among Asian Ameri-

cans and some of the unique problems faced by

recent refugees and immigrants.

By describing Asian Americans as socio-

economically and educationally successful, the

"model minority" myth masks the needs of AAPI
communities.!^'* This claim of success is used as

proof that racism does not cause disadvantage

and, it has been argued, "The myth makes Asian

Pacific Americans racial wedges to maintain

white privilege against African Americans and
Latinos. At the same time, that claim casts

Asian Pacific Americans as honorary whites, de-

nying both the racial identity of and the effects

of racism on Asian Pacific Americans ."^^^

When good health is assumed based on this

myth of success, specific health problems may be

overlooked. 196 It is ironic that the "positive"

stereotypes of Asian Americans have such a

negative effect and may be one reason for the

lack of available health information. When
stereotyping is positive, it can lead to hostility on

the part of other minorities and the majority. It

can further stifle assimilation by reinforcing

public perceptions of the minority as "generic

and unidimensional."i9'' The image of Asian

Americans as generally healthier than their

white counterparts has been difficult to dispel. i^^

193 NIH, Women of Color Health Data Book, p. 18.

i9'< Lisa C. Ikemoto, "The Fuzzy Logic of Race and Gender in

the Mismeasure of Asian American Women's Health Needs,"

University of Cincinnati Law Review, vol. 65 (spring 1997),

p. 812.

196 Ibid., p. 813.

196 Ibid.

197 Charles R. Taylor and Barbara B. Stern, "Asian-

Americans: Television Advertising and the 'Model Minority

Stereotype," Journal of Advertising, vol. 26, no. 2 (June 22,

1997), p. 47.

198 Ann Saphir, "Asian Americans and Cancer: Discarding

the Myth of the Model Minority," Journal of the National

Cancer Institute, vol. 89 (Nov. 5, 1997), pp. 1572-74.
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Health Concerns

In 1992 the Commission reported that two
factors appear to Umit Asian Americans' access

to health services in the United States: language

and cultural barriers, and a lack of data depict-

ing the health status of Asian Americans. ^^^

Seven years later, those barriers persist, com-

pounded by cultural, hngmstic, structural, and
financial barriers to health care, particularly

among specific groups of Asian Americans and
Pacific Islanders.200

Differences in health status are a direct re-

flection of differences in abihty to access health

care services. One study showed that visits to

the emergency room represent 18.8 percent of

total visits to health care facihties by AAPIs as

compared with 11.7 percent for whites. 201 If re-

siding illegally in the United States, AAPIs may
not seek out health care for fear that their resi-

dential status will be exposed and they will be

deported.

Health insurance coverage also varies by
subpopulation. Despite high rates of coverage in

general, some subpopulations lack health insur-

ance, which results in the inability to access

health services and subsequently higher use of

emergency room care. There are 2 million Asian

Americans/Pacific Islanders without health in-

surance, with Korean Americans the most likely

of any ethnic group to be uninsured.202 Fifty per-

cent of Korean Americans under the age of 65

Hving in Los Angeles have no health insvir-

ance 203

While there is relatively Uttle information

about specific within-group differences among
the AAPI population, there is evidence that dis-

parities exist, particularly for cardiovasc\ilar

disease, cancer, and tuberculosis. There have

been few studies done on cardiovascular disease

in Asian Americans and Pacific Islanders. Of the

few that are available on coronary heart disease,

most focus on Japanese Americans. Those stud-

ies reveal that Japanese Americans have higher

199 USCCR, Civil Rights Issues Facing Asian Americans in

the 1990s (Washington, DC: Government Printing Office,

1992) (hereafter cited as USCCR, Civil Rights Issues Facing
Asian Americans).

200 NIH, Women of Color Health Data Book, p. 18.

201 Mayeno and Hirota, "Access to Health Care," p. 359.

202 Bau, "We're Not All a Picture of Health," p. 5.

203 NIH, Women of Color Health Data Book, p. 19.

rates of coronary heart disease than do those

hving in Japan. The same is true for Fihpinos,

with higher rates for those hving in the United

States as compared with those in the Phihp-

pines.204 Asians tend to have lower overall cho-

lesterol levels and lower incidence of coronary

heart disease than whites, but coronary heart

disease is still the leading cause of death for all

Asian Americans. 205 The risk of hypertension

also varies by subpopulation, being more of a

concern for FiHpino Americans (25 percent) than
for Chinese Americans (16 percent) or Japanese

Americans (13 percent).206 Not only do rates of

cardiovascular disease differ, but the ways in

which these illnesses are manifested and de-

tected differ between racial and ethnic minori-

ties, based on cultural behefs and norms. Ac-

cording to one study:

A belief in the Chinese culture is that the heart is the

center of emotion. Thus, when Chinese Americans
express strong emotion they frequently report cardiac

symptoms. Careful screening of patients who com-

plain of chest pain may help to delineate whether
symptoms related to such emotional events as loss of

a loved one are cardiac in origin or are manifestations

of emotional upheaval.20''

A major cardiovascular risk factor for Viet-

namese males is cigarette smoking. When com-

pared with other ethnic groups in the United

States, Vietnamese males smoke at higher rates

than white males and other Asian/Pacific males.

Because so many Asian Americans and Pacific

Islanders in the United States are immigrants,

their lives have been influenced by a history of

tobacco use in Asia and the Asian Pacific.^os

Smoking is prevalent among AAPIs in general,

but rates vary according to ethnicity and gender.

For example, among AAPI women, Japanese

20'* Kernicki, "A Multicultural Perspective," p. 34.

205 Ibid.

206 NIH, Women of Color Health Data Book, p. 19.

207 Kernicki, "A Multicultural Perspective," p. 35.

208 HHS, Centers for Disease Control and Prevention, Na-

tional Center for Chronic Disease Prevention and Health

Promotion, Office on Smoking and Health, Tobacco Use

Among U.S. Racial/Ethnic Minority Groups: A Report of the

Surgeon General, 1998, p. 211, accessed at <http://www.

cdc.gov/tobacco/sgr-min-pdfchap4.pdfi> (hereafter cited as

CDC, Tobacco Use).
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American women are most likely to smoke and
Chinese American women are the least likely.^oa

Tuberculosis (TB) is more common among
Asian American popvdations than among any
other racial/ethnic group, and is nearly four

times that of the general population.210 The inci-

dence of TB is 41.6 per 100,000 among AAPls,

compared with 2.8 for whites, 22.4 for blacks, 16

for Hispanics, and 14.5 for American Indi-

ans/Alaska Natives.211

With the exception of Native Hawaiians,

overall cancer rates among Asian Americans are

lower than for whites. However, cancer killed

more people than heart disease in only one racial

or ethnic group in 1995: Asian American and
Pacific Islander women. Cervical cancer is

nearly five times more likely among Vietnamese

American women than white women.212 Liver

cancer among Vietnamese Americans is more
than 11 times higher than among whites. Chi-

nese Americans have the highest rate of naso-

pharyngeal cancer of any racial/ethnic group. 213

Other prevalent types of cancer among AAPIs
include hepatoma, Iving, breast, gastric, and co-

lon cancers.214 Breast cancer incidence is lower

among AAPIs than whites, but ranges from 29

cases per 100,000 among Korean women to 106

per 100,000 among Native Hawaiian women.
Fvirther, women whose famihes have hved in the

United States longer are at greater risk than

new immigrants.215

Compared with other racial/ethnic groups,

Asian Americans and Pacific Islanders as a

whole have relatively low rates of HIV/AIDS in-

fection.216 In 1996 Asian Americans reported 8

209 Ikemoto, "The Fuzzy Logic of Race and Gender," p. 814.

210 NIH, Women of Color Health Data Book, p. 20.

211 Ignatius Bau, "We're Not All a Picture of Health," Asian

Week, The Voices of Asian Americans, Feb. 18, 1999, p. 5.

212 Ibid.

213 OMHRC, "AAPI Executive Summary."

21'' Saphir, "Asian Americans and Cancer."

215 Ibid.

216 Although Asian Americans stiU exhibit low rates of

AIDS, Asia faces the most rapidly growing epidemic of HTV
in the world, with the number of Asians infected with HIV
doubling between 1992 and 1996. In 1998 experts estimated

that 7 miUion Asians are edready infected with HIV. The
World Health Organization specxilates that if current trends

continue, there may be more new HIV infections in Asia at

the beginning of the 21st century than in either Africa or

Latin America. See "Epidemiology AIDS Experts Say HIV is

cases of AIDS per 100,000 people as compared
with 111 cases among African Americans, and 52

among Hispanics. ^i'' In June 1997, the Centers

for Disease Control and Prevention reported

4,370 known AIDS cases among AAPIs.218 These

low rates may reflect many factors, including

differences in intravenous drug use and sexual

behavior, but also the underreporting of infec-

tion.219 AIDS outreach workers suggest that

AIDS is vastly underreported among Asian

Americans, partly because of a reluctance to dis-

cuss the sensitive topics surrounding AIDS. The
result is that many Asian Americans do not seek

medical attention until very late stages of the

disease.220

The overall low rate of HIV infection has im-

portant impHcations for Asian Americans be-

cause it may result in a degree of complacency

and lack of knowledge about the disease and
high risk behaviors, despite recent growth in

disease prevalence. The low numbers have also

reinforced the denial of many Asian Americans
that AIDS is indeed a threat.221 Moreover, it has

been speculated that because of the geographic

and social isolation of many AAPI communities,

the effect of HIV is magnified once it is intro-

duced.222

Experts agree that education about the

transmission of HIV is particularly important in

populations where incidence rates are low be-

cause people may erroneously perceive them-

selves not to be at risk,223 and because early edu-

cation can be an effective prevention strategy.
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219 Jenny K. Yi, "Vietnamese CoUege Students' Knowledge

and Attitudes Toward HTV/AIDS," Journal of American
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(March/April 1994), pp. 176-77.
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According to one AIDS activist, "Other popula-

tion groups were not given much time to perform

outreach and primary prevention before the

caseloads in their communities reached tragic

peaks, but if we are effective as a community, we
may succeed in thwarting a peak before it hap-

pens "224

However, efforts to educate Asian American
and Pacific Islander communities appear to be

lacking. According to an NCHS study that com-

pares the health status of Asian American sub-

groups, Vietnamese Americans are more likely

than any other group to report not knowing any-

thing about AIDS (21 percent).225 in addition, 9

out of 10 Vietnamese Americans and three-

fourths of those in other Asian American sub-

groups have never been tested for HIV/AIDS.226

A study by the San Francisco Health Depart-

ment revealed that Chinese, Japanese, and Fili-

pino Americans have a strong awareness of

AIDS, but exhibit a "high level of ignorance"

about how the disease is transmitted.227

There is also a degree of disparity in AIDS in-

cidence rates among AAPI subgroups. For ex-

ample, Filipino Americans have the highest per-

centage of AIDS cases among all Asian Ameri-

cans and Pacific Islanders.228 They account for

45 percent of all AIDS cases among Asians na-

tionally. But, until recently, there has been Uttle

data collected on various Asian American ethnic

groups, and yet State and Federal agencies have

cited lack of statistics about AAPIs as a reason

not to fund AIDS and HIV-related research and
programs targeting Asian American communi-
ties.229

Underreporting, coupled with the failure of

health agencies to collect data on HIV/AIDS in

224 Valerie Chow Bush and Angelo Ragaza, "A Community
Fights Back: Asians and AIDS," Ethnic Newswatch, vol. 1,

no. 1 (Apr. 30, 1991), p. 16.

226 Sandra Smith, "First NCHS Study to Compare Health

Status of Asian Groups," Public Health Report, vol. 113

O^ovember/December 1998), pp. 557-58.

226 Ibid.

227 Elaine Herscher, "Asian Americans Uninformed About
AIDS Virus, Survey Says," San Francisco Chronicle, Aug. 1,

1990, p. A-4.

228 Stacy Lavilla, "Filipino AIDS Summit Held in San Fran-

cisco: Health Advocates Call for Better Data," AsianWeek,

vol. 19, no. 49 (Aug. 5, 1998), p. 13.

229 Wes Young, "A Positive Response," Ethnic Newswatch,
Nov. 30, 1997, p. 22.

Asian American communities, contributes to the

perceived low rates of occurrence. In 1994 the

CDC mandated that all local and State health

agencies perform community needs assessments

and epidemiological profiles of their communi-
ties. Despite this mandate, many agencies have

continued to fail to include Asian Americans and
Pacific Islanders in their svirveys and evalua-

tions. 23° As a result, thorough data have not

been collected on this population, particularly on
the prevalence of AIDS. The Asian American
and Pacific Islander population is also often mis-

represented in the data that are available be-

cause AAPIs are categorized as "other" rather

than a separate subgroup. 231

Relatively Uttle is known about other health

concerns of specific Asian American populations,

particularly those that have immigrated to the

United States more recently. It has been argued

that the data that are available have been used

to make inferences about the health of all Asian
American populations, but these conclusions are

inadequate and exclude poHtically invisible mi-

norities within the AAPI population, such as Ko-

reans.232 Translation of current available health

data to include these subgroups is inaccurate,

particularly due to socioeconomic differences and
demographic diversity among Asian populations,

as indicated above. This is especially true with

older Asian Americans, since their cultural and
immigration experiences differ greatly from

those of younger Asian Americans and the gen-

erations of those who have been born in the

United States:

The need to tailor both the targeting of needs and
interventions make it obvious that there is no single

Asian formula that can work for the diversity of older

Asians. The third-generation Japanese American, the

Filipino World War II veteran who has been in the

United States for 40 years, and the recently arrived

older Korean will each have very different needs in

addition to different cultures and experiences.233

230 Asian Pacific Islander American Health Forum, fact

sheet, "Asian and Pacific Islanders and HIV/AIDS," accessed

at <http://www.apiahf.org/>.
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The case of the growing Southeast Asian

populations, including Vietnamese, Sino-

Vietnamese, Cambodian, Lao, and Hmong, is

unique as well. Many Southeast Asian refugees

have severe health problems due to malnovir-

ishment, abuse, confinement and servitude in

camps, and inadequate health care, particularly

dviring war years.234 Fiorther, many have been

forced to Uve in poverty-stricken and overcrowd-

ed conditions in the United States. Health prob-

lems that disproportionately affect these groups

include tuberculosis, hepatitis B, malaria, mal-

nutrition, conjunctivitis, trichinosis, anemia,

leprosy, and intestinal parasites.^^s Approxi-

mately 40 percent of Southeast Asian refugees

have encountered major difficulties in obtaining

medical services.236 Difficulties include lack of

famiharity with the process of obtaining care,

language problems, lack of financial resources to

pay for care, and difficulties getting to health

care faciHties.

Pacific Islanders and Native Hawaiians make
up only 5 percent of the total AAPI category and
have somewhat different health concerns and
thus different health needs than other Asian

American groups. The needs of Native Hawai-

ians in particiilar are akin to those of Native

Americans, as they share many health charac-

teristics, including overall poorer health. For

example:

• Compared with whites, Native Hawaiians

experience excess death rates from heart dis-

ease, cancer, diabetes, infant mortaHty, and
unintended injury.237

• Native Hawaiians are twice as hkely as white

residents of Hawaii to have diagnosed diabe-

tes.238

• Native Hawaiians have the shortest life ex-

pectancy of any ethnic group in Hawaii, as

weU as the highest incidences of chronic dis-

eases such as diabetes and heart disease of

any ethnic group in the State.

234 Laura Uba, "Cultural Barriers to Health Care for South-

east Asian Refugees," Public Health Report, vol. 107

(September/October 1992), pp. 544-48.

235 Ibid., p. 544.

236 Ibid., p. 547.

237 Williams et al., "The Concept of Race and Health Status."

238 CDC, Diabetes Fact Sheet.

• The age-adjusted death rate for Native Ha-
waiians is 901 per 100,000 persons, compared
with 524 per 100,000 for the total U.S. popu-

lation.239

• Nationally, Hawaiian males rank second only

to African Americans in overall cancer death

rates.240

Health experts in Hawaii have attributed the

poor health status of Native Hawaiians to sev-

eral factors, including poor diet and lack of exer-

cise, failure to seek timely medical care because

of conflicts in cultviral values, and hmited access

to treatment by medical specialists. 24i Other Pa-

cific Islanders also have some unique heath is-

sues. For instance, in aU the U.S.-associated Pa-

cific Island jurisdictions, the rate of infant mor-

tahty exceeds that of the United States. Infant

mortahty rates range from 9.5 per 1,000 in

Guam to 52 per 1,000 in the Federated States of

Micronesia.242

Cultural Competency

Because of the great diversity among Asian

American and Pacific Islander populations, one

of the priority concerns for these commxinities is

the need for cvilturaUy competent and culturally

and hnguisticaUy appropriate health services.243

Asians may avoid medical services that seem
irrelevant to them; thus, for health care practi-

tioners to provide culturally competent care,

they must londerstand the importance of dis-

cussing health care issues and treatments with

patients so that they understand why a particu-

lar action is necessary. For example, health care

providers offering nutritional counseling to

Asian Americans must be aware of the types of

foods they generally eat.244 Many times, the cul-

tviral behefs of AAPIs are blamed for their un-

239 Bau, "We're Not All a Picture of Health."

240 Donne Dawson, "Healing Through Culture: Hawaiians

Look to Heritage for Better Health," Island Scene Online,

Oct. 7, 1998, accessed at <http://www.island scene.com/health/

1998/981007/heaHng_culture/index.html>.

241 Ibid.

242 HHS, Office of Minority Health Resource Center, "Asian

Americans and Pacific Islanders: Executive Summary," ac-

cessed at <http://www.omhrc.gov/overview2.htm> (hereafter

cited as OMHRC, "AAPI Executive Summary").

243 Ibid.

244 Uba, "Cultural Barriers to Health Care for Southeast

Asian Refugees," p. 547.
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deruse of services; however, this perspective ig-

nores the responsibihty of health systems to re-

spond to the multicultural changes in society.^^s

In Vietnamese cvdture, health is viewed as a

facet of unity, harmony, and balance with the

imiverse. Imbalance is beUeved to lead to dis-

comfort and illness.246 Dietary habits are also

considered extremely important as demon-
strated by the Vietnamese proverb, "Illness en-

ters from the mouth."^'*? When ill, many Viet-

namese Americans will combine traditional cul-

tural understandings of illness with Western
medicine, which could lead to a divergence from

prescribed treatments.^^s Vietnamese culture

also ideaUzes stoicism, associating strength of

character with the abihty to withstand pain or

discomfort. This behef may cause delay in seek-

ing medical care until a disease is in an ad-

vanced state.

Despite their poor health conditions, there is

evidence that Southeast Asian refugees un-

deruse health services. Several cultiu-al reasons

have been cited for the lack of utUization of

health services by Southeast Asians. One expla-

nation may be a cultural attitude about the na-

ture of life and the behef that suffering is inevi-

table.249 As a result, medical treatment may be

viewed as an inappropriate response to physical

pain. For example, Hmong beheve that the

length of a person's life is predetermined, and
therefore that life-saving health care is worth-

less.250

Another explanation for reluctance to use

health services may be that Southeast Asian be-

Hefs about sovirces of illness and treatment

methods differ from Western models.^si For in-

stance, it is beUeved that illnesses are caused by
a combination of organic problems and super-

natviral causes, such as an imbalance of the yin

245 Laurin Mayeno and Sherry M. Hirota, "Access to Health
Care," pp. 347-75 in Nolan W. S. Zane, David T. Takeuchi

and Kathleen N.J. Young, eds., Confronting Critical Health

Issues of Asian and Pacific Islander Americans (Thousand
Oaks, CA: Sage Publications), p. 355.

2^6 Kernicki, "A Multicultural Perspective," p. 35.

z^T Ibid.

248 Ibid.

2'*9 Uba, "Cultural Barriers to Health Care for Southeast

Asian Refugees," p. 544.

250 Ibid., p. 545.

251 Ibid.

and yang, an obstruction of hfe energy, or failure

to be in harmony with nature.252 To remedy the

resulting ailments, many rely on herbal reme-

dies and reUgious healers. Since Western medi-

cine only vaUdates organic or psychological

causes of illnesses. Southeast Asians may feel

that it is inappropriate in many cases.^ss There
is also a degree of mistrust toward medical pro-

viders, resulting in part from their inability to

cvire many illnesses due to the patient's delay in

obtaining care. This distrust is further com-

pounded by unfamiharity with medical methods
and diagnostic techniques:

[Mjany Southeast Asians misinterpret the functions

of various diagnostic techniques. For example, some
beheve that X-rays are curative. If they undergo an X-

ray procedure and do not become well, they may think

that Western medicine is ineffective for their illness

and not seek further Western medical services. Many
Southeast Asian refugees beheve that surgery upsets

the soul or causes the spirit to leave the body. Some
Lao, for example, beheve that immunizing babies can

be dangerous for the baby's spirit. Thus, they may
balk at immunization, invasive diagnostic techniques,

or surgery 254

The health care system has not yet responded

to the growing and changing Asian American
population by incorporating cvilturaUy sensitive

health care deUvery methods and adopting al-

ternative approaches to health science. Many
traditional culturally accepted medical treat-

ments, such as acupunctvire and herbal medi-

cines, are not covered by health insurance plans,

which further hmits access to health care for

those who subscribe to traditional Asian medical

practices. Nearly all Cambodian women (96 per-

cent), 18 percent of Laotian women, and 64 per-

cent of Chinese women report using traditional

health practices.^ss This rehance on non-Western
health practices serves to deter Asian Americans
from using westernized services, further disen-

franchising their health needs. According to an
NIH report:

If Asian Americans get to health care providers and
translators are available, communication stdl is not

252 Ibid.

253 Ibid.

254 Ibid., pp. 545-46.

255 NIH, Women of Color Health Data Book, p. 20.
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guaranteed and appropriate care may not be received.

For example, differences between the medical systems

in the United States and China constitute a further

deterrent to Chinese Americans born in China but in

need of health care in the United States. In China,

physicians generally prescribe and dispense medica-

tion, charging only a nominal fee for their services;

the major cost for the visit is the medications. Be-

cause the idea of a visit to a medical professional for a

checkup without getting prescriptions for medications

does not Live up to the expectations of many Chinese

Americans, they are reluctant to make visits for rou-

tine or preventive care. In addition, 90 percent of the

obstetricians and gynecologists in China are female, a

fact that makes it very difficxilt for foreign-born Chi-

nese American women to be examined by or receive

care from the predominantly male practitioners in

these medical specialties in the United States. ^56

American women from certain Asian cultures

may avoid seeking Western health care until

something is seriously wrong because being ex-

amined by a male physician may be uncomfort-

able or even traumatic.257

Health care providers in the United States of-

ten lack understanding about the various Asian

behefs and cvdtures and thus are unable to pro-

vide adequate health care to these popvilations.

However, it should be emphasized that the ex-

amples of cultural differences cited here do not

necessarily apply to all Asian Americans, and, in

their attempts to provide culturally competent
health care, providers must be careful not to ap-

ply individual behaviors too broadly to entire

groups. As one health care expert states,

"Cvdture is dynamic and manifests constant

change. Understanding another cultvire is a con-

tinuous and not a discrete process. It requires

experience as well as study to grasp the many
subtleties of another culture."258

Language Barriers

Of Asian Americans over 5 years old, 56 per-

cent do not speak Enghsh "very well," and 35

percent are HngviisticaUy isolated.259 However,
locally based surveys suggest that Enghsh skills

are even more hmited than Census figures indi-

cate. 26o Being unable to communicate symptoms
and health concerns clearly can be frustrating.

In addition, being unable to understand the phy-

sician's explanation of symptoms or treatments

can be intimidating and can result in poor out-

comes. Because there are relatively few health

care providers who speak many Asian lan-

guages, translators are often rehed upon. This

can serve as a barrier to effective health care in

itself if untrained translators embeUish or

minimize symptoms to the provider or unneces-

sarily frighten patients when convejdng a diag-

nosis. 26i Frequently, translators are untrained

family members or even children. Using children

as translators presents unique issues; the par-

ent-child relationship can reverse as the child

becomes the mediator.262 In addition, the child

interpreter may lack comprehension, may not

have sufficient vocabulary, or may not be mature
enough to handle medical information.263 Yet

many patients accept this practice because they

are not comfortable challenging the health care

provider's authority.264

Even when translation services are made
available, not all EngUsh medical terminology

can be easily translated into the various South-

east Asian languages; hkewise, many Southeast

Asian expressions cannot be directly translated

into Enghsh. Many Southeast Asian medical

terms or health conditions when translated ht-

erally may mislead or confuse health care pro-

viders, resulting in inadequate or ineffective

treatment.265

Poor communication between patient and
physician can result from more than linguistic
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differences. Southeast Asian styles of communi-
cating emphasize respect for authority and po-

liteness. Because of their respect for the health

care provider as a person of authority, many
Southeast Asians will not ask questions and wiU
not voice reservations about techniques or

treatment plans.^^s Commiuiication may be

worsened by insensitive behaviors. For example,

crossing one's leg and letting one's foot point at

the patient is insulting to some Southeast

Asians.267

Hispanics

"Using risk factors associated with White middle

class perceptions of health may eliminate impor-

tant aspects of Hispanic illness and health care.

For Hispanics it is crucial to recognize that the

health care system may have less influence on

health behavior than the family or the Church. '^^*

"Latin Americans share many values and per-

spectives among themselves, stemming from the

continuing powerful influence of their common
Iberian heritage. . . . But each country has its

own historical experiences which make it unique,

and stereotyping 'Latin Americans' is not only

wrong, it creates resentment. Latin Americans

take great pride in their own country of origin

and see themselves as Mexicans or Colombians,

Chileans, Brazilians or whatever their national-

ity. They dislike being lumped together as 'Latin

Americans.' (Hispanics in the United States are

also highly heterogeneous and feel as strongly on
this issue.)"^^'

The Hispanic American population is the sec-

ond largest, and the fastest growing, minority

group in the United States. In 1990 there were

more than 20 miUion persons of Hispanic origin

Uving in the United States, accounting for 9 per-

cent of the total population. By 1995 that num-
ber had increased to more than 27 miUion, ac-

2S6 Uba, "Cultural Barriers to Health Care for Southeast

Asian Refugees," p. 546.

267 Ibid.

268 WA State Dept. of Health, Data Report on People of

Color, p. 69.

269 WilMam A. Naughton, president, Inter-American Under-

standing, Inc., "Ten Mistakes to Avoid in Working with Latin

Americans," cited in Bob Compton and Lonzo Kerr, Accessing

Services by the Hispanic Community (Austin, TX: Texas De-

partment of Health, Civil Rights Department), p. 30.

coiuiting for 10.4 percent of the U.S. population.

It is projected that by the year 2050, Hispanics

will account for 22 percent of the U.S. popula-

tion.270

Table 2.4
Hispanic Population by Type of Origin, 1990

Origin

Mexican

Puerto Rican

Central American

Cuban
South American

Spaniard

Other Hispanic

Dominican

Percent

61.2%
12.1%

6.0%
4.8%
4.7%
4.4%
3.9%
2.4%

Source: U.S. Department of Commerce, Economics and

Statistics Administration, Bureau of the Census, We the American

. . . Hispanics, September 1993, p. 4.

The Hispanic population is diverse by many
measures, including ancestry, culture, and socio-

economic conditions.271 As shown in table 2.4, in

1990 Mexican Americans accounted for the ma-
jority of Hispanics (61.2 percent), followed by
Puerto Ricans who made up approximately 12

percent. Among Central Americans in the

United States in 1990, 20.3 percent were Gua-
temalan, 15.3 percent were Nicaraguan, 9.9 per-

cent were Hondiu-an, 7.0 percent were Panama-
nian, and 4.3 percent were Costa Rican. Of
South Americans, 36.6 percent were from Co-

lombia, 18.5 percent were from Ecuador, and
16.9 percent were from Peru. Chileans and Ar-

gentineans accounted for 6.6 percent and 9.7

percent of South Americans in the United

States, respectively.2''2

The diversity of countries of origin is magni-

fied by differences in year of entry, immigration

status, and EngUsh proficiency. Data from the

1990 census show that approximately 50 percent

of the Hispanic popvdation immigrated to the

United States since 1980, yet this varies by

270 Census, Statistical Abstract, 1998, table 19. See app. 2.3.

271 U.S. General Accounting Office, Hispanic Access to

Health Care: Significant Gaps Exist (Washington, DC: Gen-
eral Accounting Office, January 1992), p. 7 (hereafter cited

as GAO, Hispanic Access to Health Care).

272 U.S. Department of Commerce, Economics and Statistics

Administration, Bureau of the Census, We the American . . .

Hispanics, September 1993, p. 4.
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group. Among Mexican Americans, Dominicans,

and South Americans in the U.S., approximately

30 percent immigrated to the United States

during the 1970s, and abnost 50 percent have

arrived since 1980.2^3 However, 46.3 percent of

Cuban Americans arrived in the United States

between 1960 and 1969; approximately 19 per-

cent arrived in the 1970s, and another 26 per-

cent have come to the country since 1980.2^4

Central Americans are the most recent arrivals,

with close to 70 percent having arrived in the

United States since 1980.2^5 in the 1980s, 47

percent of all immigrants to the United States

were from Latin America.^^s

At the 1990 census count, Spanish was spo-

ken by almost one-half of all non-Enghsh speak-

ers in the United States, and almost half of per-

sons of Hispanic origin stated that they did not

speak Enghsh "very well." Seventy-eight percent

of Hispanics spoke a language other than Eng-

hsh at home.277 Enghsh proficiency, however,

varies by Hispanic subpopulation. Hispanic

Americans with Spanish and Puerto Rican back-

grounds have the highest Enghsh proficiency;

68.1 percent and 58.6 percent of those popula-

tions, respectively, reported speaking Enghsh
"very well."278 Only about one-third of Central

Americans and Dominicans in the United States

reported high Enghsh proficiency.2^9

273 Ibid., p. 6.

274 Ibid.

275 Ibid.

276 Ibid., p. 7.

277 Ibid.

278 Ibid.

2™ Ibid. In analyzing the impact of language on the health

care of Hispanics, one study found that persons with Umited

English proficiency tended to be in poorer health, uninsured,

and living in poverty. Those persons were less likely to have a

regular source of health care services and, thus, less likely to

have seen a physician or had their blood pressure checked

recently. The researchers found that not speaking Enghsh was

a barrier that affected the health care for members with lim-

ited English proficiency, regardless of the subgroup. Claudia

L. Schur and Leigh Ann Albers, "Language, Sociodemograph-

ics and Health Care Use of Hispanic Adults, Journal of Health

Care for the Poor and Underserved, vol. 7, no. 2 (1996), pp.

144—47, 156-57. See also Eliseo J. Perez-Stable, Anna Na-

poles-Springer, and Jose M. Miramontes, 'The Effects of Eth-

nicity and Language on Medical Outcomes of Patients with

Hypertension or Diabetes," Medical Care, vol. 25, no. 12

(1997), pp. 1212-19 (hereafter cited as Perez-Stable et al.,

"The Effects of Ethnicity and Language").

Such within-group diversity also affects the

way Hispanic subcommunities view and seek

health care. For example, according to an NTH
report, Hispanics with greater proficiency in

English would be expected to have better access

to health care services than recent Hispanic im-

migrants who, because of hmited Enghsh profi-

ciency, stronger ties with their homeland, and
less famiharity with American tradition and cul-

ture, are less likely to understand and seek

medical attention.280 Further, although Hispan-

ics share the same language, they do not neces-

sarily share the same cultural, rehgious, and
health behefs and practices:

[Hispanics'] cultural backgrounds are diverse, in-

cluding Spanish, Aztec, Mayan, Incan, and Caribbean

cultures, and Native American, White, and African

American racial/ethnic origins. Their common lan-

guage and Hnk with Spanish culture serve as a means
of considering them in unison, but their diverse re-

hgious, folk, famUy, and health behefs and values as

well as diverse hnguistic idioms make them one of the

most culturally rich groups in America.28i

According to a report by the Washington

State Department of Health, it is important to

analyze the health concerns of Hispanics sepa-

rately from other minority groups for several

reasons. For example, several demographic fac-

tors unique to the Hispanic population affect

their health needs, including: population growth

rates in rural areas, low teenage abortion rates,

large famihes, low birth weights, and low death

rates.282 These demographic considerations can

also vary greatly among the various Hispanic

subpopulations. However, according to one

commentator:

Few data are available on Hispanics in general, and

the data [that] do exist tend to focus on the largest

Hispanic subgroup, the Mexican American popula-

tion. These data, however, do not address the prob-

lems of cultural, national, and lifestyle differences

that may affect the health of other Latino popula-

tions. Nor do the data allow for differences in levels of

acculturation, immigration history, or socioeconomic

status, all of which have been shown to affect the

rates and tjT)es of certain diseases, as well as patient

280 NIH, Women of Color Health Data Book. p. 10.

281 SAMHSA, Cultural Competence Standards, p. 7.

282 WA State Dept. of Health, Data Report on People of

Color, p. 75.
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access to the health care system. Levels of education,

literacy, assimilation, and socioeconomic status simi-

larly reflect the diversity of the Hispanic population

in the United States.283

The program coordinator for the Children's

Health Initiative at the National Council of La
Raza stated that the most prevalent health care

issues and concerns of the Hispanic community

are HIV/AIDS, teen pregnancy, diabetes, and the

lack of research on the different Hispanic sub-

groups.284 Several major issues that result in

Umited access to quaUty health care for the His-

panic population include: work demands, the

type of work that does not provide health insur-

ance, the lack of preventive care, immigration

laws may dissuade undocumented immigrants

from seeking medicaid or other government

health aid, and the language barrier that Hmits

access to services and information about medical

terms and problems,285

Socioeconomic Issues

Although the Hispanic American population

has grown steadily over the past decade, and
members of the population now reside through-

out the United States, the socioeconomic status

of Hispanic Americans has not improved with

their growth in numbers. In fact, the economic

status of Hispanics has generally dechned over

the past 25 years.^se This is due in part to the

large numbers of immigrants who often have

lower average levels of education and thus lower

income.287 In addition, lower rates of employ-

ment and labor force participation account for

some of the high poverty level of Hispanics.^sa In

1995, 30 percent of the Hispanic American

popvdation had incomes below the poverty

level.289

Location and hving conditions of the Hispanic

population also influence access to quaHty health

care.290 For example, 10 miUion Hispanic Ameri-

cans, on both sides of the U.S.-Mexico border

between California and Brownsville, Texas, Uve

in areas lacking septic tanks, sewers, and run-

ning water.291 Hispanics make up 75 percent of

the farm workers in the country, and therefore

are more likely to hve in rural areas with fewer

available medical services. The life expectancy

for the farm worker population is 49 years; the

infant mortahty rate is 25 percent higher than

the United States average; and the Hispanic

rates of cancer and reproductive disorders

within this group are higher than the general

population.292

The high rate of poverty among Hispanics

has compounded the difficulty many Hispanics

face in accessing health care. A 1992 GAO report

cites the lack of health insurance for Hispanic

Americans as a primary barrier to accessing

health care.293 GAO looked at the issue in terms

of employment, type of employer, and income,

and concluded that Hispanic famihes were more
likely to be uninsured than white or black fami-

hes, even if there was an adxdt worker in the

family; Hispanics were less likely than whites or

blacks to be employed in industry that provides

such coverage; and income levels of Hispanic

males affected the rate of those Hispanics with

insvirance. The higher the income, the more
likely the Hispanic male had insxxrance; the

283 Aida L. Giachello, "Latino Women," pp. 121-71 in Marcia

Bayne-Smith, ed., Race, Gender, and Health (Thousand

Oaks, CA: Sage Publications, 1996), p. 129.

284 Sonia Ruiz, program coordinator. Children's Health Ini-

tiative, Latin American Research and Service Agency
(LARAZA), telephone interview, Mar. 9, 1999, p. 2 (hereafter

cited as Ruiz Interview). LARAZA is a nonprofit organiza-

tion estabhshed in 1968 with the objectives of reducing pov-

erty and discrimination, and improving opportunities for

Latinos in the U.S. Ibid.

286 Ibid., pp. 2-3.

286 Council of Economic Advisers for the President's Initia-

tive on Race, Changing America, p. 2.

28T Ibid.

288 However, this also varies by subgroup. For example,

unemployment rates for Mexican Americans and popula-

tions &om Central and South America are near the Hispanic

average, while rates for Puerto Ricans are above and rates

for Cubans and other Hispanics are below this level. NIH,
Women of Color Health Data Book, p. 9, citing to U.S. De-

partment of Commerce, Bureau of the Census, Statistical

Tables for the Hispanic Origin Population from the March
1994 Current Population Survey (Washington, DC: 1995).

289 NIH, Women of Color Health Data Book, p. 9, citing to E.

Baugher and L. Lamison-White, Poverty in the United

States: 1995, Current Population Reports, Series P60-194,

1996.

290 See EU Ginzberg, "Access to Health Care for Hispanics,"

Journal of the American Medical Association, vol. 265, no. 2

(1991), p. 239.

291 NIH, Women of Color Health data Book, p. 9. See also

Ginzberg, "Access to Health Care for Hispanics," p. 239.

292 NIH, Women of Color Health Data Book, p. 9.

293 GAO, Hispanic Access to Health Care, pp. 9-10.
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lower the income, the less likely the coverage.294

The report also found that regardless of the

three factors, Hispanic undociunented immi-
grants were less likely than other Hispanics to

have insurance coverage.^95

Another study describes the rates of health

care access among a random sample of 501

Mexican Americans from San Antonio, Texas.

Using a questionnaire, the researchers collected

information on demographics, health status,

health insurance coverage, and sources of health

care.296 Health care access was determined by

having insvirance coverage, as Mexican Ameri-

cans, regardless of whether or not they were
"poor," who had health insurance coverage had
higher health care access rates.297 Interestingly,

more than one-third of the study population was
vtninsured; the women were overrepresented in

the vininsured and pubUc insurance groups; and
those uninsured and pubUc insurance partici-

pants had lower education and higher unem-
ployment and poverty rates.298 Although the

study used a small sample, it confirmed the high

rates of Mexican Americans from South Texas
without health insurance coverage. The study

shows that the uninsvu-ed Mexican Americans
studied, who were mostly poor and less edu-

cated, were most in need of health care but also

the least likely to receive it. The study also

shows that when Mexican Americans have

health insurance, they will use available serv-

ices.299 The researchers concluded that because

high mortahty from cancer and diabetes among
minorities is assumed to reflect the effects of

delayed medical care, it is important to increase

their health care access rates through health

insurance coverage. As the Hispanic population

increases, young Mexican Americans will be a

large part of the Nation's future workforce;

therefore, health insurance and health care ac-

294Ibid., pp. 11-13.

295 Ibid., p. 10.

296 Robert P. Treviiio, Fernando M. Treviiio, Rolando Med-
ina, Gilbert Ramirez, and Robert R. Ramirez, "Health Care

Access Among Mexican Americans with Different Health

Insurance Coverage," Journal of Health Care for the Poor

and Underserved, vol. 7, no. 2 (1996), p. 112 (hereafter cited

as Treviiio, et al., "Health Care Access Among Mexican
Americans").

297 Ibid., pp. 112, 116.

298 Ibid., p. 116.

299 Ibid., p. 120.

cess will be imperative to improve the health

status of this group.

While lack of insurance coverage is an impor-

tant factor explaining the inabihty to access care

for Hispanics, there are other factors that also

contribute to lack of access, such as not having a

usual source of care.3°° In addition to having

high rates of uninsurance, Hispanic Americans
are also substantially less likely than any other

racial/ethnic group to have a usual sovirce of

health care.^oi One study found that the propor-

tion of Hispanic Americans lacking a usual

source of hesdth care rose substantially during

the period from 1977 to 1996—from 19.7 percent

to 29.6 percent.302 Thus, simply increasing

health insvirance coverage is not enough to

eliminate inequahties in access to care.^os

Other variables should also be addressed

when assessing the barriers to health care faced

by Hispanic Americans. According to one re-

searcher, factors such as poverty, employment,

language, and culturally competent care are

"often neglected in the analyses of the health

and health care access problems of His-

panic[s]."304 For example, language barriers Umit
the choices of Hispanic women and their abiUty

to acquire knowledge that enables them to have

access to health care; cultural factors are disre-

garded in services and institutions that do not

consider or recognize sociocviltural differences in

groups they serve, as a lack of vinderstanding,

myths and stereotypes, and prejudice prevail.^o^

Cultural Considerations

As with many other groups of racial and eth-

nic minorities, some Hispanics may share cul-

tural beUefs that can have an effect on the provi-

sion of health services. For example, many His-

'"^ Samuel H. Zuvekas and Robin M. Weinick, "Changes in

Access to Care, 1977-1996: The Role of Health Insurance,"

HSR: Health Services Research, part II, vol. 34, no. 1 (April

1999), p. 277. Having a "usual source of care" is defined as

having regular access to the same provider or facility; this

not only improves one's chances of receiving care when
needed, but ensures consistency of care.

301 Ibid., p. 272.

302 Ibid., p. 275.

303 Ibid., p. 279.

304 Teresa C. Juarbe, "Access to Health Care for Hispanic

Women: A Primary Health Care Perspective," Nursing Out-

look, vol. 43 (1995), p. 24.

305 Ibid., p. 26.
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panic Americans believe in the integration of

physical, mental, and spiritual health. Those

who subscribe to this theory beUeve that health

exists when "the body, mind, and spirit are hoHs-

tically balanced in relation to one's environ-

ment."306 Some Hispanics may also incorporate

traditional heaUng practices into their health

regimens, such as the use of prayer, herbs, and
folk remedies.307

One aspect of Hispanic culture that can affect

the health status of Hispanics is the importance

of family. FamiUes provide a network of support,

and Hispanics may rely more on relatives and
friends for health services and advice than on
health care professionals.308 Another important

institution is reUgion.^os These two institutions,

and traditional roles and values associated with

each, may have an effect on access to health care

and health-related activities. For example, it has

been argued that "[t]raditional values inhibit the

discussion of past sexual and drug history, areas

that are critical as they relate to health educa-

tion for women, early screening and treatment of

women with sexually transmitted diseases, and
women with dependency on alcohol and other

drugs."3io

Cultural influences on interpersonal relation-

ships also affect the receipt of quahty health

care. For example, one Hispanic physician noted

that Hispanic patients must feel comfortable

that their doctors understand their culture. He
stated:

You go to an American doctor, it is very strange . . .

the most he will do is shake hands with you. . . . You
go to a Hispanic doctor and you see the patient, they

come, they shake the hand of the doctor, they kiss the

doctor, they hug . . . You go to an Hispanic doctor's

office and every patient wUl bring cake, food, what-

ever. They see the doctor different. I mean, you never

see that in an American doctor's office.^"

tant to have a doctor of the same ethnicity as

themselves. However, only 40 percent of the

Hispanic respondents said that they had a His-

panic physician.312

Diabetes

In a recent multicvdtural survey of health

care attitudes, researchers found that diabetes

was of great concern to Hispanics.^13 In the

1990s, diabetes in Hispanic Americans is a

health challenge because of the greater incidence

of the chronic illness that is found within this

population, and the lack of early detection and
treatment.3^^ For example, about 5 percent of

Hispanic Americans between the ages of 20 and
44 and 20 percent of those between the ages of

45 and 74 have diabetes.3i5 Fixrther, diabetes is

two to three times more common in Mexican
American and Puerto Rican adults than in non-

Hispanic whites.316 The prevalence of diabetes in

Cuban Americans is lower, but still higher than
among non-Hispanic whites. 31'^

A 1998 Department of Health and Human
Services fact sheet on diabetes reported that 1.2

miUion Mexican Americans, or 10.6 percent of aU
Mexican Americans, have diabetes and that they

are 1.9 times as likely to have diabetes as non-

Hispanic whites of similar age. Other His-

panic/Latino Americans, on average, are almost

twice as likely as non-Hispanic whites of similar

age to have diabetes.3i8 More research needs to

be done to explain the high rate of the disease in

Hispanics, particidarly in Mexican Americans.

HIV/AIDS

HIV/AIDS has become a major medical threat

in the Latino community. In 1998, 20 percent of

new AIDS cases were among Latinos even
though Latinos account for only 11 percent of the

total population. Approximately 110,000 to

In fact, survey results show that 61 percent of

Hispanics beHeve it is very or somewhat impor-

so^ Kernicki, "A Multicultural Perspective," p. 36.

307 Ibid.

308 Giachello, "Latino Women," p. 133.

309 Ibid., p. 134.

310 Ibid., p. 133.

311 Rene Rodriguez, president, Interamerican College of Physi-

cians and Surgeons, statement at New America Wellness

Group Press Conference, Apr. 27, 1999, transcript, pp. 16-17.

312 New America Wellness Group, Telephone Study, p. 14

313 Ibid., p. 44.

314 HHS, National Institutes of Health, National Diabetes

Information Clearinghouse, "Diabetes in Hispanic Americans,"

accessed at <http://www.niddk.nih.gov/health /diabetes/pubs/

hispan.htm#ll> (hereafter cited as NIDDK, "Diabetes in

Hispanic Americans").

315 Ibid., p. 1.

316 Ibid., p. 2.

317 Ibid.

318 CDC, Diabetes Fact Sheet, p. 2.
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170,000 Latinos are currently infected with HIV,

an estimated 45,4000 of whom are living with

AIDS.319 In 1996 Latinos represented 17 percent

of aU cases among men and 20 percent of the

total number of cases reported among women.320

For Latino men, the AIDS case rate was nearly

three times that for white non-Hispanic men
(94.5 cases per 100,000, compared with 32.5

cases per 100,000), for women the rate was six

times higher (23 cases per 100,000, compared
with 3.8 cases per 100,000.321

Researchers studjdng the disease in the La-

tino community identified cultural factors that

may impede members of this group from seeking

medical care for HIV/AIDS. Issues such as per-

ceptions of family responsibiHty and privacy,

limited Spanish counsehng and treatment serv-

ices, lack of Spanish-speaking practitioners, and
concepts of social relationships, may affect how
members of the Hispanic community address the

HIV/AIDS problem.322 A 1993 study assessed

AIDS prevention among non-Puerto Rican His-

panics, including Mexican Americans, Cuban
Americans, and persons of Central and South

American origin Hving in cities throughout the

United States.323 The report found a lower

prevalence of HIV/AIDS among these groups,

citing less usage of drugs and alcohol, and more
cultural influence in their decisions, as reasons

for the disparities in AIDS among the groups.324

Recent treatment advances and effective drug

therapies have led to optimism about controlling

the AIDS epidemic in the future, and there has

been a dechne in the mortahty rate as many
HIV-positive people are Uving longer. In 1996

Latino AIDS-related deaths declined by 20 per-

319 See Kaiser Family Foundation, National Survey of Lati-

nos on HIV/AIDS, accessed at <http://hivinsite.ucsf.edu/

social/kaiser_family_foundy2098.3a7e.html> (hereafter cited

as Kaiser Family Foundation, Survey of Latinos on

HIV/AIDS).

320 Ibid.

321 Ibid.

322 Barbara V. Marin and Cynthia A. Gomez, "Latinos, HIV
Disease, and Culture: Strategies for HIV Prevention," p. 9,

accessed at <http://hivinsite.ucsf.edu/akb/1994/10-8/index.

html>.

323 Barbara V. Marin, "AIDS Prevention for Non-Puerto

Rican Hispanics," NIDA, Monograph 93, "AIDS Intravenous

Drug Use: Future Directions for Community-Based Preven-

tion Research, accessed at <http://www.health.org/pubs/

nida-m93/chapter3.htm>.

324 Ibid., pp. 1-4.

cent, but for non-Hispanic whites, the rate de-

clined by 32 percent.325 Thus, Latinos continue to

die from AIDS at a rate two and a half times

that of non-Hispanic whites.326

These disparities in HIV/AIDS between His-

panic and non-Hispanic whites may reflect dif-

ferent access to health care services for members
of this minority group. One report attributes the

disparities to the lack of health insurance for a

significant proportion of the Latino community
and their inabihty to pay for HIV/AIDS treat-

ment as major barriers to receiving health care

for these disease s.32''

Preventing the transmission of HIV is one of

the objectives identified by HHS' Healthy People

2010 initiative. According to HHS:

The disproportionate impact of HIV/AIDS on African

Americans and Hispanics underscores the importance

of implementing and sustaining effective prevention

efforts for all communities of color. HIV prevention

efforts must take into account not only the multiracial

and multicultural nature of our society, but also other

social and economic factors, such as poverty, under-

employment, and poor access to the health care sys-

tem, that impact health status and disproportionately

affect African American, Hispanic, Asian/Pacific Is-

lander, Alaska Native, and American Indian popula-

tions.328

Maternal and Child Health Care

There are "serious differences" in patterns of

health service utihzation among Cuban, Mexi-

can, and Puerto Rican women.329 Cuban and
Puerto Rican women are more hkely to receive

preventive services than are Mexican women.
These patterns of service utUization for Cuban
and Puerto Rican women are attributed to the

greater availabihty of health insurance. Cuban
women are more likely to be covered by private

medical insurance, and Puerto Rican women by

medicaid.330

For Hispanic women, the most frequently

used health care services are related to child-

bearing and reproductive roles. However, His-

325 Kaiser Family Foundation, Survey of Latinos in

HIV/AIDS.

326 Ibid.

327 Ibid.

328 HHS, Healthy People 2010 Objectives, HIV, p. 21-8.

329 Juarbe, "Access to Health Care for Hispanic Women," p. 24.

330 Ibid.
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panic women receive prenatal care only a third

as frequently as white women, and their birth

rate is 50 higher than that of white women.^ai To
explain some of these rates, many Hispanic

women who are "undocvimented" tend not to re-

ceive prenatal care or are more likely to have

waited until late pregnancy to seek medical at-

tention. Newly arrived immigrants may be

afraid of using the hospital or cannot afford the

cost because they do not have medical insur-

ance.332

Native Americans "^

"We, the American Indians and Alaska Natives,

are the original inhabitants of America. . . . Our
long and proud heritage continues in our many
traditional foods, medicines, and names all

Americans use. We have survived numerous dis-

ruptions of our lives and dislocations from our
native habitats. Today, while still maintaining
our tribal traditions and languages, we strive to

accept new technologies which address our

needs."^^'*

A Washington State Department of Health

report identifies two myths about Native Ameri-

cans' health that are commonly heard. First, it is

often assumed that the Indian Health Service

(IHS) of the U.S. Department of Health and
Human Services addresses the health care needs

of all Native Americans.337 IHS is the principal

Federal "health care provider and health advo-

cate for Indian people."338 As such, it is esti-

mated that close to 50 percent of the total Native

American population is not served by IHS hospi-

tals and clinics.339 Further, IHS only provides

services to enrolled members of federally recog-

nized tribes and not aU American Indians.^^o The
second myth is that the Native American popu-

lation is diminishing, thus rendering services for

Native Americans unnecessary. However, since

1980 the Native American popvdation has in-

creased more than the general population, par-

ticularly in densely popvilated urban areas. ^^i In

addition to natural popvdation increase (excess

of births over deaths), there has also been a

growth in the strength and prominence of Native

A fourth racial category identified by the

Federal Government includes American Indians,

Eskimos, and Aleuts. The 1990 census counted

437,079 American Indians, 192 Eskimos, and 97
Aleuts Uving in the United States on reserva-

tions and trust land.^ss However, not all Native

Americans five on reservations and lands set

aside by the Federal Government, or in rural

areas. Among all three groups, approximately

one-third of the members Uve on reservations,

one-third five in virban areas, and another third

"move back and forth between the two."336

331 Ibid.

332 See Ibid., p. 26.

333 For the purpose of this report, the term Native American
is used to include American Indians, Alaska Natives, Eski-

mos and Aleuts. The terms American Indian and Alaska
Natives are used only when referring to those specific

groups. Data presented here reflect the classification used in

the various sources cited, however, it is often unclear

whether the sources made the distinction between the clas-

sification of "Native American" and the various subgroups.

33'! U.S. Department of Commerce, Economics and Statistics

Administration, Bureau of the Census, We the . . . First

Americans, September 1993, p. 1 (hereafter cited as Census,

First Americans).

335 Census, First Americans, p. 1.

336NIH, Women of Color Health Data Book, pp. 1-2. See also

David Satcher, Surgeon General, HHS, interview in Wash-

ington, DC, Apr. 30, 1999, p. 11. According to Dr. Satcher,

when a Native American returns to a reservation, there is

up to a 90-day waiting period before he or she is eligible for

care through the IHS. Ibid.

337 WA State Dept. of Health, Data Report on People of
Color, p. 51.

338 IHS, Trends in Indian Health, p. 1. The mission of the

IHS is to provide "residual" health services to Native Ameri-
cans and to assist Native Americans in accessing Federal,

State, and local health care services. HHS, Public Health
Service, Health Care Financing Administration, and OCR,
Memorandum of Agreement, re: Provision of Medical Serv-

ices to American Indians and Alaska Natives, March 1986,

p. 1. However, IHS has developed "a health service delivery

system designed to provide a broad spectrum of preventive,

curative, rehabilitative, and environmental services" which
"integrates health services delivered directly through IHS
facilities, purchased by IHS through contractual agreements
with providers in the private sector, and delivered through

Tribally operated programs and urban Indian health pro-

grams." IHS, Trends in Indian Health, pp. 1-2.

339 Les Hanson Lakota, "AIDS in the Native American
Community: An Overview," Ethnic News Watch, July 1,

1994, p. 7. The Indian Health Service reported serving over

1.2 million American Indians and Alaska Natives in 1995,

which is approximately 63 percent of the 1990 population of

Native Americans. HHS, Indian Health Service, Regional

Differences in Indian Health, 1996, p. 4.

340 Stinson letter, p. 3.

341 WA State Dept. of Health, Data Report on People of

Color, p. 52.
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American cvdtures due to changes in laws that

permit the practice of cviltural traditions. ^'^^

According to an NIH report, because of the

cultural diversity among Native American
groups, "it often becomes meaningless to classify

them together for any but the most gross com-

parisons."343 As such, it also is difficult to pro-

vide uniform, accessible, and quahty health care

for these groups.^44 Thus, it is important to rec-

ognize the diversity among Native Americans

and to understand cultiiral differences.

Alaska Natives, Eskimos, and Aleuts

In 1990 there were 85,698 Alaska Natives

living in Alaska. Among Alaska Natives, more
than half are Eskimos. The two main Eskimo
groups, characterized by the languages they

speak, are the Inupiat, who Uve in the north and
northwest parts of Alaska, and the Yupik, who
live the south and southwest.^^s American Indi-

ans account for 36 percent of Alaska Natives.

These individuals are members of the Alaskan

Athabaskan, THngit, Tsimsian, and Haida

tribes.346 Twelve percent of Alaska Natives are

Aleuts, who Hve primarily on the Aleutian Is-

lands.347

There is relatively Httle information on the

health of Alaska Natives, Eskimos, and Aleuts.

Much of the research and information on Native

American health is focused on American Indian

popvdations, who face several obstacles to ac-

cessing quahty health care. Many of these obsta-

cles represent barriers to quahty health care for

other Native Americans, and other minorities, as

well. Nonetheless, it is important for researchers

and government agencies to recognize the health

care needs unique to these communities.

American Indians

At last census count, there were 1,937,391

American Indians in the United States. Accord-

ing to the Census Bureau, the American Indian

Tribes with the largest populations are the

Cherokee, Navajo, Sioux, and Chippewa, aU of

342 Ibid., p. 51.

343 NIH, Women of Color Health Data Book, p. 2.

344 Ibid., p. 1.

345 Census, First Americans, p. 13.

346 Ibid.

347 Ibid.

which have more than 100,000 members (see

table 2.5).348

California, Oklahoma, Arizona, New Mexico,

Washington, Alaska, North Carohna, and Texas

have the largest Native American populations.349

Table 2.5

Top 25 U.S. American Indian Tribes, 1990

Percent

change
Tribe Number Percent 1980-90

Cherokee 369,035 19.0 31.0

Navajo 225,298 11.6 59.0

Sioux 107,321 5.5 42.0

Chippewa 105,988 5.5 36.5

Choctaw 86,231 4.5 44.0

Pueblo 55,330 2.9 71.7

Apache 53,330 2.8 30.0

Iroquois 52,557 2.7 48.7

Lumbee 50,888 2.6 37.5

Creek 45,872 2.4 77.7

Blackfoot 37,992 2.0 62.2

Canadian and

Latin American 27,179 1.4 73.0

Chickasaw 21,522 1.1 248.0

Tohono O'Odham 16,876 0.9 108.6

Potawatomi 16,719 0.9 26.9

Seminole 15,564 0.8 72.1

Pima 15,074 0.8 50.2

Tlingit 14.417 0.7 28.6

Alaskan Athabaskans 14,198 0.7 51.6

Cheyenne 11,809 0.6 40.1

Comanche 11,437 0.6 26.6

Paiute 11.369 0.6 19.4

Osage 10.430 0.5 51.5

Puget Sound Salish 10,384 0.5 57.5

Yaqui 9,838 0.5 89.3

Total 1,396,658 72.1

Source: U.S. Department of Commerce, Bureau of the Census,

Table 1. Top 25 American Indian Tribes for the United States:

1990 and 1980," August 1995, accessed at <http://www.census.

gov/population/socdemo/race/indian/ailang1.txt>.

348 U.S. Department of Commerce, Bureau of the Census,

"Table 1. Top 25 American Indian Tribes for the United

States: 1990 and 1980," August 1995, accessed at

<http://www.census.gov/population/socdemo/race/indian/aila

ngl.txt>.

349 U.S. Department of Commerce, Bureau of the Census,

"States ranked by American Indian population in 1997,"

Sept. 4, 1998, accessed at <http://www.census.gov/ popula-

tion/estimates/state/rank/sori97.txt>.
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There are 535 federally recognized tribes,^^^

seven nations, and approximately 300 American
Indian reservations. Fvirther, there are more
than 300 American Indian languages spoken in

the United States. ^^i A report of the Washington
State Department of Health describes some of

the issues concerning health care for American
Indians:

For some American Indians, geographic isolation,

lack of transportation, and economic factors are barri-

ers [to receiving quaUty health care]. For many, cul-

turally rooted differences can pose significant barriers

to accessing mainstream services. Important factors

are language and communication styles, family values

and structure, tribal lifestyles, and spiritual beliefs.

Mainstream health services, which are predicated on

dominant cultural assumptions, are often unaccept-

able to and sometimes ineffective for many Indian

people. A high probability for misunderstanding and
alienation occurs when mainstream providers are

unfamiliar with tribal lifestyles, family values, or

communication styles.^^^

There are several issues related to health

status and equal access to quahty health care for

Native Americans. Among these are cultural dif-

ferences within the Native American popvilation,

language barriers, traditional behefs and prac-

tices, and differences between rural and virban

Native American populations. Crowded Uving

conditions, unchlorinated water, and inadequate

sewage disposal systems contribute to the Native

American's high rate of communicable gastroin-

testinal diseases.353 Further, while the five

leading causes of death for Native Americans as

a whole are heart disease, cancer, accidents, dia-

betes, and chronic fiver disease, ^54 several health

conditions deserve attention. This portion of the

Commission's report touches on but a few of

these issues.

^50 An additional 100 tribes are not federally recognized.

NIH, Women of Color Health Data Book, p. 1.

351 Ibid.

352 Washington State Department of Health, Office of Com-
munity and Rural Health, American Indian Health Care De-

livery Plan, July 1997, p. 2 (hereafter cited as WA State Dept.

of Health, American Indian Health Care Delivery Plan).

353 \YA State Dept. of Health, American Indian Health Care

Delivery Plan, p. 1; NIH, Women of Color Health Data Book,

p. 3.

354 IHS, Trends in Indian Health, p. 62.

Traditional Beliefs and Practices

One issue of concern to many Native Ameri-

cans is cultural insensitivity and the lack of ac-

ceptance of traditional healing practices and
traditional medicines. Some have argued that

Native spirituafity is often ignored or banned by
health care practitioners. For example, tradi-

tional practices, such as alternative medicine,

burning tobacco, and dream catchers, may be

discouraged or befittled in a hospital setting.^ss

Ultimately, this could have a long-lasting effect

on the culture. According to an NIH report:

Poverty has combined with the historical suppression

of indigenous religions and medical practices to place

American Indians/Alaska Natives at health risks due
to environmental degradation. . . . The loss of tradi-

tional environments or ecosystems and the suppres-

sion of religions and medical practices threaten the

body of knowledge developed fi-om plants and herbs.

As the environments supporting plant-derived com-
pounds such as digitoxin and ephedrine are vanish-

ing, the knowledge base among American Indi-

ans/Alaska Natives about the use of plants and herbs

is vanishing even more rapidly.356

Traditional medicine has received fittle atten-

tion from researchers and medical practitioners,

partly because of a lack of information concern-

ing Native American, particularly American In-

dian, traditions. However, according to the

Wasfiington State Department of Health,

"Within the broad scope of American Indian Re-

figion, each tribe has its own befief system, ritu-

als, and practices."357 Refigion and medicine are

"inextricably finked"; and a priest or shaman is

often the medicine man or woman. According to

traditional befiefs, iUness results from dishar-

mony:

Some of the core concepts held by many tribes include

the beUef of a Supreme Creator and in the universal-

ity of "spirit," which permeates aU aspects of the

world—animate and inanimate. Each person is

viewed as a three-fold being of body, mind, and an

355 Mark Anthony Rolo, "Native Americans with HIV/AIDS:
The Invisible Victims; Native Community Develops Culture-

Based Services," Ethnic News Watch, vol. 16, no. 11 (Nov.

30, 1995), p. 6 (hereafter cited as Rolo, "The Invisible Vic-

tims").

356 NIH, Women of Color Health Data Book, p. 3.

357 WA State Dept. of Health, American Indian Health Care
Delivery Plan, p. 125.
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immortal spirit. American Indians believe that well-

ness is harmony of body, mind, and spirit and that

unwellness is disharmony that affects all three com-

ponents.^^*

Traditional beliefs dictate that each individual is

responsible for his or her own health and, as

such, must play an active role in any illness re-

covery.^^^

Traditional heahng practices include sweat

lodges, ceremonial dances, singing, and
prayer.360 According to the Association of Ameri-

can Indian Physicians, alternative medicine,

such as chiropractic services, hypnosis, biofeed-

back, and Native herbal therapy, should be

available to Native Americans. ^^i Those who
practice traditional medicine and heahng in-

clude healers, midwives, bone setters, and herb-

aHsts.3^2 Commentators have argued that tradi-

tional healers are important in that they often

are famUiar with diseases common to their lo-

cahty, are aware of changes in the common local

diseases, and often are the first to treat such ill-

nesses.^63

A doctor practicing in Washington State pro-

vides an example of the importance of medical

professionals working closely with Native

American healers:

[The doctor] and his traditional healer colleagues

collaborate closely to discuss case histories, medici-

nals and treatments used, and to follow the progress

of their mutual patients. This sharing of information

is especially important to avert potential negative

interactions between Western and traditional medi-

cines and practices. For example, he reports the case

of a diabetic patient who was taking Glyburide to

lower blood glucose levels and who made three visits

to the emergency room for severe hypoglycemia. After

questioning her closely he learned that she was con-

sulting a traditional healer and was participating in

358 Ibid., pp. 125-26.

359 Ibid.

360 Ibid., p. 127.

361 Ray Begay, president, Association of American Indian

Physicians, "Unmet Health Care Needs of Native Ameri-

cans," May 21, 1998, accessed at <http://www.aaip.

com/poUcy/testimonay.html>.

362 Nora Ellen Groce and Mary Elizabeth Reeve,

"Traditional Healers and Global Surveillance Strategies for

Emerging Diseases: Closing the Gap," accessed at

<http://www.aaip.com/tradmedycdc.html>.

363 Ibid.

ceremonies that required her to drink 20 cups a day of

an herbal tea made from devil's club, which has a

potent hypoglycemic effect. He consulted with the

traditional healer and learned that the ceremonies

would last several more months, and so had his pa-

tient temporarily discontinue the Glyburide. "I knew
it would be safe for my patient to go off this medica-

tion for awhile. In fact, the tea maintained good con-

trol of her blood sugar levels . . .
," he said.364

In addition, several IHS facUities permit tradi-

tional healers and medicine men and women to

treat patients in those facihties.365

Another cultural practice that has an effect

on health is tobacco use. According to the Sur-

geon General's report on tobacco, although atti-

tudes about tobacco use have changed, some Na-

tive Americans have retained traditional prac-

tices surrounding tobacco. For example, in some
American Indian communities tobacco is consid-

ered to be a medicine "that can improve health

and assist in spiritual growth when used in a

sacred and respectful manner."366

HIV/AIDS

Commentators have noted the unique prob-

lems experienced by Native Americans infected

with HIV. One problem is that many tribes do

not recognize AIDS as a serious health concern;

another is that those infected fear that their con-

fidentiahty will not be protected in their small

communities. 3^'' According to one writer:

Many Natives who have been infected, or are at risk,

are living outside their community. They are living on

the dark edge of dominant society. They have been

underserved by traditional Indian Health Services,

and by the mainstream AIDS outreach community.

They are an invisible Native population plagued by a

disease that does not discriminate between creed,

class or race. 3^8

Another barrier to addressing HIV/AIDS in the

Native American community is the lack of a cul-

tural definition of the disease. For example,

there is no word for HIV or AIDS in the Lakota

364 WA State Dept. of Health, American Indian Health Care

Delivery Plan, p. 129.

365 NIH, Women of Color Health Data Book, p. 3.

366 CDC, Tobacco Use, p. 210.

367 Lakota, "AIDS in the Native American Community."

368 Rolo, "The Invisible Victims."
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language, and there are no traditional healing

methods for the disease.^^s

A report of an HHS work group on health

care access issues for American Indians and
Alaska Natives noted that data on the extent of

HIV/AIDS in the Native American population

are Umited. Such data are often based on the

nvunber of chnic attendees, which is then gener-

ahzed to the larger popvdation.^^o Thus, the work
group argues, the percentage of Native Ameri-

cans with HIV infection probably is underesti-

mated. ^'^^

Diabetes

Diabetes is the fourth leading cause of death

for Native Americans.3^2 American Indians and
Alaska Natives are twice as likely to have diabe-

tes than the rest of the population: the 1996 Na-
tive American death rate due to diabetes was
27.8, compared with 7.3 for whites.^'^^ Over age

44, the death rate due to diabetes is higher for

women than for men.^'^^ There are other within-

group differences in diabetes rates. The Pima
Indians of Arizona, for example, have the high-

est rate of diabetes in the world.^^s Half of the

adult Pima Indians have type 2 diabetes.^'^

369 HHS, Public Health Service, Health Resources and
Services Administration, American Indian Alaska Native

Work Group on Barriers to HIV Care, HIV/AIDS Work
Group on Health Care Access Issues for American Indi-

ans/Alaska Natives, DHHS Publication No. HRSA-RD-SP-
93-6, 1992, p. 20 (hereafter cited as HRSA, Health Care

Access Issues for American Indians/Alaska Natives).

3™ HRSA, Health Care Access Issues for American Indi-

ans/Alaska Natives, p. 18.

3" Ibid.

3''2 IHS, Trends in Indian Health, p. 62.

373 NCHS, Health, U.S., 1998, pp. 96, 302. See app. 2.1.

374 IHS, Trends in Indian Health, p. 119.

375 Begay, "Unmet Health Care Needs."

376 Oxendine, "Who Has Diabetes?" p. 5. Type 2 diabetes is

non-insulin-dependent diabetes, which occurs during adult-

hood. Type 2 diabetes accounts for 90 to 95 percent of all

diagnosed diabetes cases. CDC, Diabetes Fact Sheet, p. 3.

Researchers at the National Institute of Diabetes and Diges-

tive and Kidney Diseases have studied the nature of diabe-

tes among the Pima Indians of Arizona since 1965, leading

to several discoveries concerning the nature and treatment

of diabetes. National Institute of Diabetes and Digestive and
Kidney Diseases, National Institutes of Health, HHS, "The

Pima Indians: Pathfinders for Health," accessed at

<http://www.niddk.nih.gov/health/diabetes/pima/pathfind/pa

thfind.htm>.

Mental Health

According to a report of the U.S. Department
of Health and Human Services Substance Abuse
and Mental Health Services Administration

(SAMHSA), Native Americans are more likely to

experience mental disorders than other racial

and ethnic groups in the United States. "Of great

concern is the high prevalence of depression,

anxiety, substance abuse, violence, and suicide.

Other common mental health problems of Native

American individuals are psychosomatic symp-
toms and emotional problems resulting from dis-

turbed interpersonal and family relation-

ships."377 According to SAMHSA, failure to ad-

dress the "historic trauma" and cvQture of Native

Americans in health care and other areas "will

only add to the oppression experienced by Native

Americans for decades."378 Nonetheless, disen-

tangling socioeconomic factors, cultural influ-

ences, civil rights issues, and the effect of

race/ethnicity is difficult for any health condi-

tion, particularly mental health disorders. HHS
cautions:

Discussion of racial and ethnic differences in the

prevalence of mental illness must be approached cau-

tiously. Studies focusing on the prevalence rates

among ethnic subgroups are Limited and often incon-

clusive. Socioeconomic status, education, and em-
ployment status have been found to be related to the

prevalence of mental disorders and explain some of

the variance in the prevalence of mental Ulnesses

across racial, ethnic, and economically diverse groups.

It is difficult to determine the specific influence of

social conditions such as discrimination and stereo-

typing on disorders with paranoid, depressive, and
antisocial symptomology. However, low socioeconomic

status and education, regardless of ethnicity, have
been found to be contributing factors in the onset of

certain disorders. Equally important, a discussion of

prevalence rates must consider the cultural meaning
of mental illness. Mental health behaviors need to be

defined in the context of each individual's culture to

determine normative behaviors.'^^

Women of Color

As has been demonstrated thus far,

race/ethnicity and gender are two of several

categories that can, to a large degree, determine

377 SAMHSA, Cultural Competence Standards, p. 11.

378 Ibid., pp. 11-12.

379 HHS, Healthy People 2010 Objectives, Mental Health and
Mental Disorders, p. 23-4.
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one's health. Groups occupying multiple social

categories may have especially poor health

status, such as poor women of color, since the

effects of being among multiple disadvantaged

groups can lead to cumulative vulnerabihty.^^^

Women of color share the disadvantages of

women and racial/ethnic minorities, thus their

health concerns warrant further examination.

Unfortunately, the current health system in the

United States has failed to address the intersec-

tion of the many social factors as they affect

health care and as a result has, to a large de-

gree, ignored the unique yet pressing concerns of

women of color. Minority women in the United

States represent many diverse populations,

however, collectively they use fewer health

services and are in poorer health than white

women.38^

Who Are "Women of Color"?

Approximately 26 percent of the total female

popvdation are members of racial and ethnic mi-

nority groups.3^2 Minority women are more likely

than white women to have lower income levels

and to Hve in poverty. They tend to have less

education overall, but even when they have the

same amount of education as white women, they

tend to earn less and have fewer assets.^83 Many
women of color have marginal jobs with httle

training, Uttle security, and no possibility of ad-

vancement.384 For example, many Puerto Rican

and Asian American women work in the textile

industry under sweatshop conditions; other mi-

nority women work as migrant farm workers

under grueling conditions.^ss Fvu-ther, studies

have shown that households headed by women
of color are at a particular disadvantage in the

rental market, making obtaining decent housing

difficult.386 Poor health is connected to danger-

ous jobs and to marginal low-wage jobs. The in-

abihty to find good work, in tvirn, is related to

380 Williams et al., "The Concept of Race and Health Status."

381 HHS, Office of Pubhc Health and Science, Office on

Women's Health, "The Health of Minority Women," fact

sheet (hereafter cited as OWH, "The Health of Minority

Women").

382 OWH, "The Health of Minority Women."

383 Ibid.

384 Scales-Trent, "Women of Ck)lor and Health," pp. 1357-68.

385 Ibid., p. 1359.

386 Ibid., p. 1360.

poor education, which is related to segregated

housing, which in tvirn affects health and then

abUity to work.^s^ The cycle repeats itself. There-

fore, health issues are only one thread in a com-

phcated fabric of oppression.^ss

The "fabric of oppression" that is ingrained in

the hves of women of color requires an under-

standing of how race/ethnicity-specific and gen-

der-specific discriminations intersect to create a

luiique experience for women of color. These

specific experiences have been neglected in part

because of the failure to recognize them as more
complex than the concerns of women or minori-

ties when examined independently:

The term "women of color" can be a helpful political

tool. It is a phrase which is affirming and generous, a

phrase which brings together a powerful coalition of

women. However, there appears to be some uncer-

tainty as to whether there is such a thing as a "true"

women of color issue because these issues are often

subsumed within the issues of others—^white women,
poor women, men of color.^*^

Often those issues of concern to women of

color are categorized with issues of an entire mi-

nority commtinity. Other times, issues of concern

to poor women are collapsed with issues of con-

cern to women of color. There is some confusion

as to what women of color issues are. Are they

the same issues faced by poor white women? Are

they the same issues faced by minority men?
One response is that women of color are faced

with the problems of white women as well as

those faced by minority men. For example, His-

panic and Asian American women deal with the

issues of language and crdtvu-al differences just

as their male counterparts must, but they also

must deal with issues related to pregnancy and

childbirth as do aU women.^^o One commentator

gives the example of a Latina who is pregnant.

Her inabihty to get good prenatal care may be

influenced by her status as an undocumented

worker or by her lack of fluency with EngHsh.

She faces difficvilties because she is a woman
and difficulties because she is part of the His-

panic community, which makes this a "women of

387 Ibid., p. 1361.

388 Ibid., p. 1360.

389 Ibid., p. 1364.

390 Ibid., p. 1365.
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color" issue. 391 Thus, when there is a greater im-

pact or differential treatment from a general mi-

nority issue or women's issue, a women of color

issue has been identified. In other words:

A women of color issue can be located by looking at a

woman's issue, or at an Asian or black or Indian or

Latino issue, and by pushing further into that issue to

locate the point where women of color look different

—

either because they suffer disproportionately or be-

cause they suffer differently.^®^

Specific Health Concerns

Barriers faced by minority women to health

education, health promotion, preventive serv-

ices, and medical care have resulted in dispari-

ties between minority and nonminority women
in mortahty and life expectancy, the extent and
severity of illness, and the risk factors for devel-

oping major diseases.^93 As one commentator

states:

The health status of women of color in the United

States has been determined to a large extent by the

powerful abihties of race and gender to define as well

as institutionahze who has access to resources, how
much and what kind of resources are available to cer-

tain groups, and the manner in which those resources

are provided. ... In the area of health, more than in

any other sphere of hfe, the structural restrictions of

race and gender become hnked to hfe and death.^®'*

Unfortunately, however, women of color have

traditionally been a low research priority, with

relatively Httle data available on health issues

specific to minority women. Even though there

have been attempts made to improve the inclu-

sion of women in research, this does not neces-

sarily mean that there will be diversity among
the women studied. Likewise, the inclusion of

minorities in research trials does not guarantee

that women wUl be among the various racial and
ethnic subjects. Often, when studies look at race

as weU as gender, they look at either race or

gender and not a combination of the two.^^s In

391 Ibid.

392 Ibid., p. 1367.

393 OWH, "The Health of Minority Women."

394 Marcia Bayne-Smith, "Health and Women of Color: A
Contextual Overview," p. 1 in Marcia Bayne-Smith, ed.,

Race, Gender, and Health (Thousand Oaks, CA: Sage Publi-

cations, 1996).

395 Scales-Trent, "Women of Color and Health," p. 1364.

addition, the inadequate or inaccvirate data on
minority popvdations, which is caused by small

sample sizes, misclassification, and over-

generaUzed data collection, are major impedi-

ments to a full luiderstanding of minority

women's health status.^^^

The Umited research that is available demon-
strates that there are many health-related dis-

parities between minority women and nonmi-
nority women. For instance:

• Asian American and Pacific Islander women
have higher rates of death than white women
for injuries and suicide.^^'^

• American Indian/Alaska Native women have

higher death rates for diabetes and chronic

hver disease.398

• African American women have higher death

rates than white women for heart disease,

stroke, HIV/AIDS, homicide, and alcohol and
drug induced causes.399

• Compared with white women, the death rate

from HIV/AIDS for Cuban women is 2.4 times

higher; for Mexican American women it is 5.4

times higher; and for Puerto Rican women it

is 20 times higher. (More than 75 percent of

women Uving with AIDS are women of

color.)40o

• Nearly half of all black women over the age of

60 have hypertension, and black women have
40 percent higher stroke rates than white

women.^oi

• The incidence rate for uterine cancer for

black women is twice that for white women,
and black women have a higher mortahty
rate from breast cancer.^o^

• Black women are twice as likely to die fi*om

diabetes as white women, but Chinese Ameri-

can and Latina women face greater risk of

developing diabetes during pregnancy than

do black or white women.'*03

396 OWH, "The Health of Minority Women."

397 Ibid.

398 Ibid.

399 Ibid.

400 Ibid.

»oi Scales-Trent, "Women of Color and Health," pp. 1361-62.

402 Ibid.

403 Ibid., p. 1362.
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• Black women are three times more likely to

die while pregnant than white women.'*"'*

• Alcohohsm is a more prevalent problem for

Native American women and Latinas.^^^

• Respiratory diseases are more common
among Latinas. Puerto Rican women have

the highest death rate due to pneumonia and
influenza.^os

• Ultimately, life expectancy is lower overall

for minority women, including American In-

dian/Alaska Natives, Native Hawaiians, His-

panics (except for Puerto Ricans), and African

Americans. '*"''

One explanation for these disparities is the

unavailabiHty and inaccessibihty of preventive

health care services and, when services are

available, differences in utihzation patterns. For

example, in 1991 sizable portions of all women
18 years and older reported that they had not

had a Pap test within the past year. At that

time, 37 percent of black women, 43 percent of

Hispanic women, and 55 percent of Asian

American women reported not having had a Pap
test in the previous year.*"^ These numbers have

improved since 1991, but there are still dispari-

ties in use of preventive services among groups

of women. A 1998 svirvey found that among Afri-

can American women aged 50 and older, mam-
mography rates increased from 37 percent in

1993 to 66 percent in 1998; for Hispanic women
the rate of mammography increased from 54 to

64 percent.'*"^ However, Asian American women
continue to have the lowest rates of preventive

care; although the sample size of Asian Ameri-

can women over the age of 50 in the survey men-
tioned above was too small to estimate the per-

centage of these women who had had a mammo-
gram, the survey indicates that less than half

received a Pap test in 1998.'*!" This is particu-

larly disturbing considering the high rates of

cervical and breast cancer among Asian Ameri-

^oi Ibid., pp. 1361-62.

»05 NIH, Women of Color Health Data Book, p. 41.

406 Ibid.

«7 Ibid.

408 Ibid., p. 62.

409 The Commonwealth Fund, Health Concerns Across A
Woman's Lifespan; 1998 Survey of Women's Health, (New
York: The Commonwealth Fund, May 1999), p. 2.

«o Ibid., p. 40.

can women. Hispanic women and Asian Ameri-

can women were also less likely than either

white or African American women to have had a

physical exam in the past yeax.^^'^

Yet another pertinent health issue for women
of color is violence. This is a major pubhc health

concern for all women, but specific attention

needs to be given to the high rates at which vio-

lence affects minority women. African American
women are three times more likely to experience

violent crimes than white non-Hispanic women,
and are much more likely to experience incidents

of violence by acquaintances or strangers.'*i2 Al-

though there is Uttle data on domestic violence

in the Asian community, women's shelters have

revealed an overwhelming need for multicul-

tural and multilingual counseling and advocacy

services for Asian American women.'*!^

These examples demonstrate the dire neces-

sity to address the health needs of women of

color. Researchers, health care providers, and
advocacy groups must make a concerted effort to

include minority women in their health care ob-

jectives. Health must become viewed as multi-

dimensional, and as more than merely the ab-

sence of disease. The forces of race and gender

clearly define the economic, social, environ-

mental, and cultviral components that shape

health status.'*^'* The complexities of the health

status of women of color reqiiire that health be

redefined to include these factors, and that the

health care system reassess the practices that

cause minority women's health care needs to

remain unmet. It has been stated that:

Significant and sustainable improvement in the

health status of women of color requires the develop-

ment of new paradigms that expand or redefine con-

cept of health in order to encompass many of the cur-

rently ignored essential elements of well-being. Good
health status, as a product, is best defined as the re-

411 Ibid.

412 OWH, "The Health of Minority Women."

413 California Commission for Economic Development, Asian

Pacific Islander Health Coalition, California Asian Health

Issues in the 1990s, A Pubhc Hearing, Apr. 20, 1990.

414 Bayne-Smith, "Health and Women of Color," p. 37.
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suit of various kinds of investments in the total per-

son. 415

Underreporting and Misciassification of Race

"Particularly lacking are data which recognize

that concepts and measurements of health may
differ within racial /ethnic groups and that tra-

ditional medical practices are often at odds with

Western medical practice, making standard defi-

nitions of 'care' inappropriate. "^^^

Racial/Ethnic Categories in Federal Data Collection

Currently, Federal agencies are reqviired to

collect data only on the following racial/ethnic

groups:

• American Indian or Alaskan Native: "A per-

son having origins in any of the original peo-

ples of North America, and who maintains

cvdtural identification through tribal affiHa-

tion or community recognition."

• Asian or Pacific Islander: "A person having

origins in any of the original peoples of the

Far East, Southeast Asia, the Indian subcon-

tinent, or the Pacific Islands. This area in-

cludes, for example, China, India, Japan, Ko-

rea, the Philippine Islands, and Samoa."
• Black: "A person having origins in any of the

black racial groups of Africa."

• Hispanic: "A person of Mexican, Puerto Ri-

can, Cuban, Central or South American or

other Spanish culture or origin, regardless of

race."

• White: "A person having origins in any of the

original peoples of Europe, North Africa, or

the Middle East."^"

New racial and ethnic categories will be used for

the year 2000 census, and must be incorporated

into new and revised reporting forms by January
2003.418

The revised racial and ethnic definitions have

five categories. They divide the Asian or Pacific

Islander category into two groups. A "Native

Hawaiian or Other Pacific Islander" category

includes any "person having origins in any of the

original peoples of Hawaii, Guam, Samoa, or

other Pacific Islands." It does not include indi-

viduals who are native to the State of Hawaii by
virtue of being born there. The second category,

"Asian," includes any "person having origins in

any of the original peoples of the Far East,

Southeast Asia, or the Indian subcontinent in-

cluding, for example, Cambodia, China, India,

Japan, Korea, Malaysia, Pakistan, the Phihp-

pine Islands, Thailand, and Vietnam." The other

definitions remain much the same, although the

"Hispanic" category is now designated as

"Hispanic or Latino," and the "Black" category is

now "Black or African American."4i9 To accom-

modate persons of mixed racial heritage, another

change permits respondents to select one or

more racial designations.^20

Misciassification of Race/Ethnicity

Proper classification of illnesses and assess-

ment of health status require accurate data on
members of certain populations. However, Na-
tive Americans, Asian Americans, and Hispan-

ics, in particular, are often misclassified in sur-

veys, censuses, vital statistics, and disease regis-

tries.421 As noted by the Washington State De-

partment of Health, difficulties identified with

racial and ethnic data collection efforts include

inconsistent definitions; misciassification of race

and ethnicity, particularly on death certificates;

lack of understanding of racial/ethnic categories

by respondents; and changes to race/ethnic cate-

gories and responses over time.422

^15 Marcia Bayne-Smith and Lorna Scott McBarnette,

"Redefining Health in the 21st Century," pp. 173-74 in Mar-

cia Bayne-Smith, ed.. Race, Gender, and Health (Thousand

Oaks, CA: Sage PubUcations, 1996).

4ie WA State Dept. of Health, Data Report on People of

Color, p. 33.

41'' Office of Management and Budget, Statistical Policy Di-

rective No. 15, "Race and Ethnic Standards for Federal Sta-

tistics and Administrative Reporting," 1977. See Joseph W.
Duncan, director, Office of Federal Statistical Pohcy and
Standards, U.S. Department of Commerce, Statistical Policy

Handbook, May 1978, pp. 37-38.
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In addition, there is often confusion over clas-

sification of individuals. For example, although

Native Hawaiians are often placed in the Asian

American/Pacific Islander category, in some cir-

cumstances this group can be considered Native

Americans. For the purposes of title VTII of the

Native American Programs Act, ^23 for instance,

Native Hawaiians, Somoans, and other native

Pacific Islanders are considered to be Native

Americans.^24

Limitations of Racial/Etfinic Data

There are several Umitations of existing data

on race and ethnicity. A report by the Utah De-

partment of Health for the University of Utah,

Department of Health Promotion and Education,

identified many of the difficvdties in studying the

health status of minorities:

The great diversity in health needs and actions

among people within each study population emerged
as the greatest limitation on the breadth and depth to

which we were able to examine health issues. Such

factors as gender, age group, country of origin, docu-

mentation status, generational status or length of

residence in the U.S., geographic location within [the

State], level of family or community support, un-

measured psychological characteristics, health status,

cultural factors and the varied avadabiHty of health

insurance and health services within each population

and sub-group made it impossible to simultaneously

address all issues with aU possible combinations of

ethnicity and these other characteristics.'*^^

In addition, using general racial/ethnic catego-

ries often masks the differences within a par-

ticular community .426 Yot example, as discussed

earUer, Asian Americans are often considered

the "model minority"; however, when viewed in a

group-specific context, variation is demon-

423 Pub. L. No. 88-452, title VIII, § 801, as added Pub. L. 93-

644, § 11, Jan. 4, 1975, 88 Stat. 2323 (codified as amended at

42 U.S.C. §§ 2991-2992d (1994 and Supp. II 1996)).

"24 42 U.S.C. § 2991a (1994). See also SAMHSA, Cultural

Competence Standards, p. 9 (which classifies Native Ha-

waiians as Native Americans along with American Indians

and Alaska Natives).

425 University of Utah, Research and Evaluation Program,

Department of Health Promotion and Education, Final Re-

port: Utah Health Status Survey on Ethnic Populations-

Qualitative Component, report prepared for Utah Depart-

ment of Health, Bureau of Surveillance and Analysis and

Statewide Ethnic and Health Committee, Nov. 24, 1997.

426 NIH, Women of Color Health Data Book, p. 93.

strated. The erroneous assumption of homoge-
neity is compounded by lack of data:

Common data sets combine aU subgroups as 'Asian'

or, even worse, combine all Asian Pacific Americans
with 'Other Non-White', which minimizes Asian Pa-

cific American health needs and reduces the possibil-

ity of identifying high-risk Asian Pacific American
subgroups. Furthermore, national and statewide

health and behavior surveys do not sample enough
Asian Pacific Americans to provide meaningful esti-

mates of health status, health care utilization, and
risk factors.42'7

Similarly, the length of time a minority group

has been in the United States can affect how
they relate to medical practitioners and take

care of their health. For example, among Asian

Americans, three groups—Chinese, Japanese,

and Fihpino Americans—have the longest his-

tory in the United States and, thus, are more
famUiar with Western medical practice and life-

style than other Asian American groups. Thus, it

is "dangerous to generaHze the findings from

these groups to recent immigrants, most of

whom are included in the 'Other Asian Pacific

American' group, which is itself a large group

with a diverse population."428

There is also a lack of disaggregated informa-

tion on, and information targeted to the specific

needs of, specific minority groups.'*29 For exam-
ple, there is httle information on the differences

between American Indians who five on reserva-

tions and those who five in lu-ban areas. Because

of the mobUity between reservation and non-

reservation areas, it often is difficult to collect

data and provide services to many American In-

dians.430 Similarly, because the classification

"Hispanic" refers to the country of origin of a

person or his or her ancestors, the Hispanic

population comprises several ethnic, cvdtviral,

and racial groups, which further bliors the differ-

ences within the category. ^31

42T WA State Dept. of Health, Data Report on People of

Color, p. 33.

428 Ibid.

429 Ibid., p. 17, 51.

430 Ibid., p. 51; HRSA, Health Care Access Issues for Ameri-

can Indians/Alaska Natives, p. 18.

431 WA State Dept. of Health, Data Report on People of

Color, p. 69.
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Although a discussion of the intricacies of

collecting racial and ethnic data are beyond the

scope of this report, it should be noted that sev-

eral solutions to the problem of incomplete ra-

cial/ethnic data and insufficient samples have

been suggested. In 1997 the Secretary of HHS
issued the "HHS Pohcy for Improving Race and

Ethnicity Data," thereby affirming the need for

comprehensive data collection efforts throughout

HHS.432 The purpose of the poHcy is to empha-
size the importance of the inclusion of data on

minority groups in HHS research, to monitor

HHS programs to ensure that funds are being

used in a nondiscriminatory manner, and to

promote the standardization of data collection

across the Department.433 This pohcy is consis-

tent with poUcies already adopted by NIH and

CDC regarding the inclusion of minorities in re-

search.^34 However, one NIH report takes data

collection one step further by recommending the

oversamphng of racial and ethnic groups in na-

tional surveys and/or surveying racial/ethnic

subpopIllations in the areas where they pre-

dominantly are found.^^^ The report also recom-

mends collecting information on immigration,

language, and accxiltviration to fully understand

the health status of different subpopvilations.^^^

As one commentator stated:

Additional data that capture the specific factors that

contribute to group differences in disease must be

collected. However, reductions in racial disparities in

health will ultimately require change in the larger

societal institutions and structures that determine

exposure to pathogenic conditions. More attention

needs to be given to the ways racism, in its multiple

forms, affects health status. Socioeconomic status is a

432 Donna E. Shalala, Secretary, HHS, memorandum to

Heads of Operating Divisions and Heads of Staff Divisions,

Oct. 24, 1997 (re: HHS Policy for Improving Race and Eth-

nicity Data).

433 Ibid.

434 For discussion on NIH and CDC inclusion policies, see

chap. 3.

435 NIH, Women of Color Health Data Book, p. 93. In sample

surveys, based on the national population, the number of

minorities in the sample is often too smaU to develop na-

tional estimates. Thus, it is necessary to "oversample"

groups by, for example, increasing the sample size in areas

where minorities Uve. See Ronald M. Andersen, Ross M.

MuUner, and Llewellyn J. Cornehus, "Black-White Differ-

ences in Health Status: Methods or Substance?" Milbank

Quarterly, vol. 65, suppl. 1 (1987), pp. 73-74.

436 NIH, Women of Color Health Data Book, p. 93.

central determinant of health status, overlaps the

concept of race, but is not equivalent to race. Inade-

quate attention has been given to the range of varia-

tion in social, cultviral, and health characteristics

within and between racial or ethnic populations.

There is a growing emphasis, both within and without

the Federal Government, on the collection of racial

and ethnic identifiers in health data systems, but

noncoverage of the Asian and Pacific Islander popula-

tion, Native Americans, and subgroups of the His-

panic population is still a major problem. However,

for all racial or ethnic subgroups, we need not only

more data but better data. We must be more active in

directly measuring the health-related aspects of be-

longing to these social categories.437

Despite the hmitations of and difficulties in data

collection, it is important to continue to strive to

collect the most complete data on racial and eth-

nic minorities, and subpopulations. To the extent

that national estimates are unavailable, com-

munity studies and local censuses are crucial to

the understanding and ehmination of health

disparities. An absence of appropriate data

should not be an excuse to continue to disregard

the health needs of certain segments of society,

and minorities as a whole.

Absence of Cultural Competency
in Service Delivery

"The widening gap in healthcare between people

of color and white America is not due solely to

economics, but to the lack of culturally relevant

healthcare treatment and medical information

designed to reach the nation's fastest growing
populations effectively. "^^*

As demonstrated, both the deHvery of and ac-

cess to health care services are dependent on
many factors. One issue of particular concern to

racial and ethnic minorities, and which is often

neglected, is the cultural competency with which
health care services are rendered. Culturally

competent care is defined as care that "is sensi-

tive to issues related to culture, race, gender and
sexual orientation. . .

."439 According to HHS,

437 WiUiams, et al., "The Concept of Race and Health

Status."

438 New America Wellness Group, "Economics Not Sole Rea-

son for Healthcare Inequality Among Minorities," press

release, Apr. 27, 1999, p. 1.

439 Juarbe, "Access to Health Care for Hispanic Women," p.

26.
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cultural competency involves ensiiring that a

system (e.g., agency, program, individual) can

function effectively in a cultviraUy diverse set-

ting; it involves understanding and respect for

cultural differences.^^°

In particular, cultural competency ensures

that health care needs are identified and care is

provided within the cvdtural context of the pa-

tient. A cultiu"al group shares common origins,

customs, and styles of Hving, and provides a

sense of identity and common language. Mem-
bers' shared history and experiences shape the

group's values, goals, expectations, behefs, per-

ceptions, and behaviors.4'11

When cultural competency is not addressed,

health care may be compromised. There are many
examples of cultural insensitivity/ignorance on

the part of health care providers:

In an effort to be friendly, a doctor greets an African

American grandmother by her first name. The woman
does not respond warmly to what she considers to be

disrespectful behavior.

A Thai patient speaks to an intake worker who takes

notes in red ink. The patient is alarmed because in

Thailand red ink is only used in criminal proceedings.

A Laotian patient at a rural California clinic is told to

give her child one teaspoon of medicine every four

hours. The only spoon in her house is a porcelain soup

spoon; the medication runs out long before the pre-

scribed ten days.'*^^

The result is the creation of additional obsta-

cles to health care, which in turn results in inef-

ficient and inappropriate use of health care re-

sources. Patients come to rely on the emergency

room because they avoid seeing a doctor until

medically necessary; they use traditional reme-

dies in addition to or in Heu of Western medicine

because of a reluctance to trust the doctor; and

they do not comply with prescribed treatments

because of a lack of understanding or trust.^'*^

440 HHS, "HHS and Cultural Competency," draft report, p. 1.

Hispanic Agenda for Action Steering Committee identified

cultural competency as an issue that must be addressed by

all components of HHS. See chap. 4, for a discussion of HHS
initiatives.

441 SaUy Kohn, "Dismantling Sociocultural Barriers to

Care," Healthcare Forum Journal, May/June 1995, p. 30.

442 Ibid., p. 32.

443 Ibid.

As one element of cultural incongruence, hn-

guistic barriers play an important role in the

inabdity to access quahty medical care, particu-

larly for Hispanics and Asian Americans. Poten-

tial mechanisms to address linguistic and cul-

tural barriers in health care services are pro-

vided in the protections of title VI of the Civil

Rights Act of 1964.444 However, a survey of State

medicaid managed care by the Association of

Asian Pacific Community Health Organizations

(AAPCHO) found variabHity in enforcement of

the requirements for linguistically appropriate

care. The survey also found an absence of uni-

form guidehnes, limited availabihty of accurate

information on the number of enroUees who do

not speak Enghsh, and a lack of data on the ac-

tual costs incvirred in providing bihngual serv-

ices 445

The lack of interpretive services ultimately

results in inequities in treatment and service

utHization rates. Findings from a study of Chi-

nese women in California indicate that women
who do not speak Enghsh fluently are less likely

to have had mammograms.446 Additionally, the

Korean Health Survey found that only 29 per-

cent of Korean American women had had breast

exams within the previous year, compared with

50 percent of all American women; only 35 per-

cent had ever had Pap smears, compared with

half of all women in the United States.447

Health care services are often unacceptable

for minority groups because they have been de-

signed by members of the medical community
who are not of the same culture. In particular,

women from racial and ethnic minority groups

often face difficulties overcoming the cultural

barriers that may preclude them from accessing

health services. For example, the experiences,

cviltiaral norms, and roles of Hispanic women are

too frequently ignored, fostering a sense of frus-

tration and increasing distrust of the health care

444 Grace M. Wang, "Managed Care and Asian Pacific Island

Women," Journal of the American Medical Women's Associa-

tion, vol. 51 no. 4 (August/October 1996), p. 146.

445 Ibid.

446 Ibid., citing to A. Chen, R. Lew, V. Thai, et al, "Behavioral

Risk Factor Survey of Chinese-Cahfornia, 1989."

447 Ibid., citing to E. Han, "Korean Health Survey in South-

ern California: A Preliminary Report on Health Status and

Health Care Needs of Korean Immigrants," a paper pre-

sented at the Asian American Health Forum Conference in

Bethesda, MD, Nov. 17, 1990.
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system. 4'*8 Traditional health care beUefs and
practices of Hispanic women are rarely recog-

nized or integrated, nor are Hispanic women
included in the process of developing the serv-

ices:

Although Hispanic women's roles, daily lived experi-

ences and forms of social support have been consid-

ered relevant in understanding their health care

needs, the literature has most often focused on issues

that relate to their reproductive roles. While the cur-

rent literature provides valuable knowledge, most
studies lack a theoretical perspective that (1) permits

an analysis of the sociopolitical and cultural environ-

ment of Hispanic women, (2) recognizes that health

care organizations, structures, and ideologies are of-

ten oppressive to women, and (3) values political ac-

tion and social change as a precursor to women's
health.449

Asian Americans, particularly those who are

recent immigrants, often face similar difficvdties

when seeking health care.*^^ For many Asian

Americans and Pacific Islanders, Western bio-

medical health care practices conflict sharply

with traditional health and heahng practices. '*5i

As demonstrated earlier, among many Southeast

Asian refugees, traditional concepts of illness,

folk remedies, and unfamiUarity with the U.S.

health system combine with Hngvustic barriers to

create a pattern of "unexpressed health

needs."452 For example, the concept of waiting 2

or 3 weeks for an appointment may seem inap-

propriate to many Southeast Asians, so it may
be difficult getting them to accept the appoint-

ment system.453 j^ has also been argued that cul-

tural barriers are built into the way Western
medicine is practiced, with a biomedical model
emphasizing isolation and the treatment of spe-

cific ailments rather than a more hohstic ap-

4^8 Juarbe, "Access to Health Care for Hispanic Women," p.

26.

«49 Ibid., p. 24.

450 Many Asian Americans, particularly third, fourth and
fifth generation Americans, are very assimilated and accept

Western medical practices. Cultural insensitivity also in-

cludes instances where assumptions are made about an
individual's English proficiency or degree of assimilation

based solely on his or her race or ethnicity.

451 Mayeno and Hirota, "Access to Health Care," 354.

•452 Ibid.

«3 Ibid., p. 354-55.

proach-^S"* Often the cvdtural behefs of Asian
Americans are cited as the reason for their un-

deruse of services; however, this perspective

nullifies the responsibihty of the health system

to adapt to the increasing mvdticulturaUsm of

society.455

The idea of cultiiral competency merits fur-

ther examination in the context of immigrant
health. Immigrants face barriers to health care

access not only from the standpoint of language

difficulties, but also from less tangible social and
legal isolation. Cultural values and role issues,

along with unique fears and stressors, must be

taken into account when assessing the health

care needs of the immigrant community. There
need to be studies done from a quahtative per-

spective that can bring understanding to immi-
grants' daily experiences with regard to their

immigration and refugee status, roles, forms of

social support, and how these experiences influ-

ence their health, health care access, and health

care use.'^^e Additionally, efforts must be made to

overcome barriers created by increasing diver-

sity.

Sociocultiiral contexts of individuals' hves

must be taken into consideration when design-

ing health programs if they are to adequately

meet the needs of the communities they serve.

CultioraUy competent care is compromised be-

cause of prejudice, racism, lack of understand-

ing, and cultural myths.^57 The result is that

many racial and ethnic minorities attempt to

seek care outside the norm of pubUc health care,

such as in more expensive private facihties, if

they can afford it; through folk medicine or non-

traditional heahng processes; or if these are not

available options, only when an acute need is

present.'*^^

Further, for cultural competence to be com-
pletely integrated into health service deHvery,

not only must health care providers understand

the cviltural context of their patients, but they

must recognize how their own behaviors and
practices are influenced by cultvire. According to

one minority health expert:

«! Ibid., p. 355.

455 Ibid.

456 Juarbe, "Access to Health Care for Hispanic Women," p. 27.

457 Ibid., p. 26.

458 Ibid.
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To fully appreciate cultural differences, providers

must also recognize and acknowledge how their day-

to-day behaviors and thoughts have been shaped by

cultural norms and values of the dominant society,

and reinforced by families, peers and social institu-

tions. A more purposeful self-examination of cultural

influences can lead to a better understanding of the

impact of culture on one's own life. Only then can the

complexities of cross-cultural interactions be fully

appreciated.*^'

In addition, the development of cxUtural com-

petence must occvir beyond the level of the indi-

vidual provider, to include local. State, and Fed-

eral health care agencies. All health care pro-

grams must assess their level of cultural compe-

tence and devise strategies for achieving broad

based cultural inclusion if equaUty in health care

is to be attainable.

Profile of the Health Care industry

"Authorities who predicted that all Americans

would have access to a single health care system

were wrong. The separate and unequal health

care system is alive and well, thriving in an envi-

ronment that views health care as a marketplace

commodity to be bought rather than as a societal

good to be provided as a matter of right. "^^'^

The health care industry has several compo-

nents, including health care professionals, facih-

ties, financing organizations, and research or-

ganizations. Federal, State, and local agencies

are involved in the dehvery and oversight of

health care services in the United States. The
structvire of the industry, and changes within it,

may affect the health status of certain groups

differently.

Health Care Professionals

Race and Ethnicity

According to the Principal Deputy Assistant

Secretary for Health and the U.S. Department of

Health and Hiiman Services, "Recruitment, re-

tention, training, and promotion of racial and

ethnic minorities within the Nation's health pro-

fessions workforce will not only help ehminate

disparities in health care received by all minori-

ties, it will improve the health of all Ameri-

cans.""*^! However, despite initiatives to increase

minority enrollment in health professional

schools, and to improve the health and science

education of students at earher ages, there re-

mains a shortage of minority health care profes-

sionals.

There were 737,764 medical doctors in the

United States in 1996.4^2 However, there are

disparities in where doctors are located. Ac-

cording to HHS, minorities are likely to hve in

medically underserved areas. For example, poor

urban communities with high proportions of

blacks and Hispanics average only 24 physicians

per 100,000 people; however, poor urban com-

munities with low proportions of blacks and His-

panics average 69 physicians per 100,000 peo-

ple.463 To address the shortage- of health care

providers in these areas, HHS has estabhshed

the National Health Service Corps Program
through which cultvirally competent primary

care professionals are recruited to practice in

underserved communities.*^* The benefits of

such programs are numerous. As one proponent

states, "There is no doubt that trainees who
spend a significant amount of time in an under-

served community are more likely to understand

those communities better, relate to those com-

munities better, and be more likely to return to

serve in those communities in the long term."*^^

Programs such as the National Health Serv-

ice Corps should place an emphasis on vinder-

served minority commimities, and on the re-

cruitment of minority health care providers.

HHS data show that minority physicians are

more likely than other doctors to serve minority

patients. Black physicians are five times more
likely than other doctors to treat black patients.

Similarly, Hispanic physicians are 2.5 times

more likely than other doctors to treat Hispanic

*59 Stinson letter, p. 4.

^60 Geraldine Dallek, "Health Care for America's Poor: Sepa-

rate and Unequal," Clearinghouse Review, special issue,

summer 1986, p. 362.

461 Nicole Lurie, "Putting the Right People in the Right

Places: Minority Health Professionals Service Community
Needs," Closing the Gap, May/June 1999, p. 1.

462 NCHS, Health, U.S., 1998, p. 324.

463 HRSA, Health CareRx, pp. 10-11.

464 See chap. 4.

465 Carol Greene, U.S. Senate Committee on Health, Educa-

tion, Labor and Pensions, statement at the Capitol Hill

Health PoUcy Roundtable, "Health Professions Education in

Underserved Communities: Supporting Partnerships

Through PubUc PoUcy," Washington, DC, June 3, 1999.
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patients. '*66 In addition, black, Asian Ameri-

can/Pacific Islander, and Hispanic physicians are

"far more Hkely to treat Medicaid or vininsured

patients than white physicians from the same
area."46v

A lack of minority doctors may lead to limited

access to health care for minority patients.'*^^

One study of California communities showed
that, independent of income, communities that

had a high proportion of black and/or Hispanic

residents were likely to have a shortage of physi-

cians. Because black and Hispanic doctors gen-

erally tend to practice in poor areas and areas

with a high proportion of residents of their own
race or ethnic group, minority doctors fill an im-

portant role in the commvinity.^^^ The authors of

the study conclude that a decrease in the num-
ber of physicians from minority groups may re-

siilt in reduced access to health care, reduced

health, and reduced well-being for a large por-

tion of the minority population.'*''^ Another

author noted that blacks (and other minorities)

have limited sovirces of health care available to

them:

obtain care or Limits their choices among health

care providers."^'^

Thus, it is of grave importance to increase the

number of minority doctors and health profes-

sionals. According to a recent svirvey of medical

school graduates, racial/ethnic minority physi-

cians are more hkely to provide health care to

poor and uninsured patients and to practice in

underserved areas.*''^ An article in the Journal

of the American Medical Association confirmed

that minority physicians:

• Have a high proportion of minority patients.

• Have a "greater wUhngness" to practice in

lower income areas.

• Enter primary care specialties (such as gen-

eral internal medicine, family practice, and
general pediatrics) at higher rates than non-

minority physicians (thus providing continu-

ity of care and having "the greatest potential

to improve the health status of popula-

tions"474).

• Are more culturally sensitive than other phy-

sicians.475

Black communities are much more likely to have a

limited number of health care providers. This in-

cludes both inner cities and rural areas in relatively

poor states. As of 1985, for example, one-third of the

750 American counties with the highest proportion of

black population had been designated by the federal

government as "critical shortage areas" for primary
care physicians; this is half again as common as for

aU other counties in the country. Consequently a dis-

proportionate number of blacks rely on hospitals and
community health centers to provide primary care.^'^^

This author notes that even when health care

services are available, 'Tjlacks may face racial

discrimination that makes it difficult for them to

466 HHS, Health Care Rx, p. 12.

467 Ibid., p. 13.

4G8 Miriam Komaromy et al., "The Role of Black and His-

panic Physicians in Providing Health Care for Underserved

Populations," New England Journal of Medicine, vol. 334

(May 16, 1996), pp. 1305-10.

469 Ibid.

470 Ibid.

471 Mark Schlesinger, "Paying the Price: Medical Care, Mi-

norities, and the Newly Competitive Health Care System,"

Milbank Quarterly, vol. 65, suppl. 2 (1987), p. 276.

Thus, minority physicians "have had a positive

impact on increasing the access to care of mi-

nority populations."^''^ Because minority physi-

cians often share and understand the cultural

background of their patients, they understand

the ethnic differences in attitudes, behefs, and
behaviors that can affect health status and how
patients communicate their health problems.^''''

Fvirther, students who overcome financial barri-

ers to medical training, who are often minorities,

are more likely to work in medically underserved

areas and are more likely to understand how

472 Ibid., p. 277.

473 Lurie, "Putting the Right People in the Right Places," p. 1.

474 Herbert W. Nickens, "The Rationale for Minority-

Targeted Programs in Medicine in the 1990s," Journal of the

American Medical Association, vol. 267, no. 17 (May 6,

1992), pp. 2390, 2395.

475 Ibid., p. 2395. See also Donald L. Libby, Zijun Zhou, and
David A. Kindig, "WiU Minority Physician Supply Meet U.S.

Needs? Projection for Reaching Racial Parity of Physicians

to Population," Health Affairs, July-August 1997 (hereafter

cited as Libby et al., "Will Minority Physician Supply Meet
U.S. Needsr).

476 Nickens, "Minority-Targeted Programs," p. 2395.

477 Perez-Stable et al., "The Effects of Ethnicity and Lan-

guage," p. 1212.
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cultural and economic circumstances affect

healtli.478

An examination of the demographic composi-

tion of the work force in the health care industry

reveals that minorities are underrepresented in

the health professions that require extensive

training. As shown in table 2.6, African Ameri-

cans are most hkely to be nursing aides, order-

Hes, and attendants, holding 34 percent of these

jobs. Hispanics are most likely to be in the field

of dental laboratory and medical appHance tech-

nician, and account for 12.6 percent of that occu-

pational category. ^''9 While African Americans
are well represented in some of the health pro-

fessions requiring substantial formal education,

such as dietitian and social worker, they remain
iinderrepresented as many other professionals,

including speech therapists, dentists, pharma-
cists, and physicians. Similarly, Hispanics are

well represented among dental assistants and
dental laboratory and medical apphance techni-

cians, but are not found in large numbers in

other health professions requiring formal train-

Recently much emphasis has been placed on
the racial composition of medical schools and
other institutions for training in health-related

fields.'*8i As shown in figure 2.4, white students

far outnumber minority students in all health-

related fields. Of the almost 67,000 students

studjdng allopathic medicine in 1995-96, 67 per-

cent were white. Asian Americans accounted for

11 percent of such students, while blacks, His-

panics, and Native Americans represented 8

percent, 7 percent, and 1 percent, respectively, of

the student popvdation.^^^ Similarly, white stu-

dents accounted for 68 percent of the dentistry

students, while Asian Americans, blacks, and
Hispanics accotmted for 21 percent, 6 percent,

and 5 percent of the dental students in 1995—
96. "^^^ ii shovdd be noted that while Asian Ameri-

^™ Claude Earl Fox, "HRSA Opens Doors for Minorities in

Health Professions," Closing the Gap, May/June 1999, p. 3 .

479 Miguel R. Kamat, "Educating Health Professionals: Are

We Failing Minorities?" Closing the Gap, May/June 1999, p.

8.

480 Ibid.

^si American Association of Medical Colleges, Project 3000

by 2000: Progress to Date, Year Four Progress Report, April

1996 (hereafter cited as AAMC, Project 3000 by 2000).

482 NCHS, Health, U.S., 1998, p. 331.

483 Ibid.

cans as a group are no longer considered

"underrepresented" in many fields of medicine,

certain Asian subpopulations, such as Native

Hawaiians, Pacific Islanders, and Southeast

Asians, are stOl significantly absent.^s^

Table 2.6
Minority Employment in Health Professions, 1998

Health profession % Black % Hispanic

Speech therapist 1.9 6.3

Dentist 2.8 2.0

Dental hygienist 3.9 3.9

Pharmacist 4.1 5.1

Physical therapist 4.2 5.4

Physician 4.9 4.8

Dental assistant 6.1 12.1

Occupational therapist «.5 0.7

Dental laboratory and medical

appliance technician 6.8 12.6

Radiologic technician 8.2 2.0

Registered nurse 9.3 3.2

Psychologist 10.2 4.0

Physician assistant 10.6 2.8

Respiratory therapist 11.7 2.0

Clinical laboratory

technologist/ technician 15.0 6.4

Licensed practical nurse 17.4 5.8

Dietitian 18.2 4.3

Social worker 23.4 6.4

Health aide (except nursing) 24.4 9.3

Nursing aide, orderly,

attendant 34.0 9.8

Source: Miguel R. Kamat, "Educating Health Professionals:

Are We Failing Minorities?" Closing the Gap, May/June 1999,

p. 8 (using Current Population Survey data).

One factor that contributes to the dearth of

minorities in medical professions is the high cost

of medical education. Because minorities are

more likely to come from low-income famihes,

they are less likely to be able to afford medical

education. This presents not only a financial

barrier, but a psychological one. According to one

commentator:

For a youngster from a poor family that is earning

$20,000 or less, the idea of going to medical school

and owing more than $100,000 in debt at the time of

graduation is a critical psychological impediment,

much more so for such a student than for a student

from a middle income family. So again, the major im-

484 Stinson letter, p. 5.
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pediment for minorities and the poor is the cost of

medical education and the lack of available financial

resources for scholarships.*^^

Figure 2.4
Enrollment of Minorities in Schools for Selected

Health Occupations, 1995-1996
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Source: U.S. Department of Health and Human Services,

National Center for Health Statistics, Health, United States,

1998 with Socioeconomic Status and Health Chartbook, 1998,

pp. 331-32.

Another barrier to entering medical school

and other postgraduate health professional pro-

grams is lack of preparation and academic skills.

According to research by the Association of

American Medical Colleges (AAMC), the Na-
tion's schools and colleges have not academically

prepared minority students for health profes-

sional schools.'*^^ Although the proportion of mi-

norities taking advanced math and science

courses doubled between 1982 and 1992, com-

pared with Asian Americans and whites, African

Americans, Hispanics, and Native Americans

still are more likely to be in remedial math

classes in high school.'*^'' There also are substan-

tial differences between whites' and minorities'

scores on achievement tests. Using data from the

U.S. Department of Education's National As-

sessment of Education Progress, the AAMC es-

timated that there are approximately 334,000

white 17-year-olds with advanced skills in the

science, and only 3,500 black and 4,500 Hispanic

17-year-olds with equivalent skills.'*^^ According

to the Administrator of the Health Resources

and Services Administration:

Before minorities can become health professionals,

they have to become health profession students. This

is a feat often more difficult for racial and ethnic mi-

norities and students from disadvantaged back-

grounds. Math and science requirements are de-

manding. Test scores must be high. Students have to

be motivated. They also have to believe they can suc-

ceed.'**^

The American Medical Association has rec-

ommended several measures to increase minor-

ity representation in medicine, including:

(1) expansion of recruitment efforts, including special

premedical and precollegiate programs for minority

students, (2) greater government financial aid to

those in need at both the collegiate and medical

school levels, (3) affirmative action in medical school

admission and faculty-hiring decisions, (4) more sup-

portive academic programs for minority students

(through tutorials and academic assistance, deceler-

ated schedides as required, and early orientations),

and (5) competent and sensitive student counseling

and advisory services.'*^"

According to HHS, several schools and
training programs that have received funds from

HHS have made progress in increasing the

number of minorities graduating from their pro-

grams. Minorities represent 33 percent of the

professionals in general practice dentistry resi-

dency training programs and 32 percent of those

''85 Louis Sullivan, president, Morehouse School of Medicine,

telephone interview, May 2, 1999, p. 11.

186 Herbert Nickens and Timothy Ready, "Project 3000 by

2000: Expanding Our Network," Closing the Gap, May/June

1999, p. 4 (hereafter cited as Nickens and Ready,

"Expanding Our Network").

^87 Kamat, "Educating Health Professionals," p. 9.

488 Nickens and Ready, "Expanding Our Network," p. 4

489 Fox, "HRSA Opens Door," p. 2. HRSA has implemented
several programs aimed at recruiting minorities in medical

professions. For example, the Health Careers Opportunity

Program was designed to increase the number of minority

physicians, dentists, nurses, and other health professionals.

See chap. 4.

490 AMA, "Black-White Disparities in Health Care," p. 2346.
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in physician assistant training programs.^^i In

addition, minorities account for 26 percent, 21

percent, 20 percent, and 19 percent, respectively,

of the persons enrolled in HHS-funded public

health traineeships, advanced nurse education,

nurse special projects, and preventive medicine

residency. "^^^

To address the shortage of minority students

in medical schools, the American Association of

Medical Colleges instituted Project 3000 by 2000

in 1991. The goal of the project is to "increase

the number of underrepresented minority

(URM) students entering the nation's 125 medi-

cal schools each year to 3,000 by the year
2000."493 The AAMC has found that underrepre-

sentation of minorities in health professions is

related to two factors: (1) a scarcity of minorities

who are interested in the health professions, and

(2) the relatively small number of minority stu-

dents who have the academic qualifications

needed to pursue medical study. According to

the AAMC, these factors are due to "educational

disadvantages that disproportionately affect the

same minority communities that have borne the

brunt of prejudicial treatment throughout most
of American history ."^94

Progress reports for Project 3000 by 2000, as

it nears the end of its projected goal date, indi-

cate that although its ultimate goal has not been

reached, progress has been made in minority

student enrollment. The AAMC attributes the

lack of goal attainment to some extent to the af-

firmative action backlash of the early 1990s. De-

spite this, there has been an 18 percent increase

in the number of underrepresented minority ma-
triculants since the project began, and the num-
ber of underrepresented minority appUcants has

increased by 24 percent.495 Project 3000 by 2000

is just one example of the types of initiatives

necessary to foster an increase in minority par-

ol HHS, Health Care Rx, p. 16.

«2 Ibid.

*^^ AAMC, Project 3000 by 2000, p. 1.

•tS'' Ibid.

"6 Information on "Project 3000 by 2000" was obtained

through correspondence with Timothy Ready of the Associa-

tion of American Medical Colleges. Statistics were taken

from William T. Butler, MD, "Project 3000 by 2000: Progress

during Tumultuous Times," Academic Medicine, vol. 74, no.

4 (April 1999), pp. 308-09. See USCCR, The Health Care

Challenge, vol. II, chap. 3, for a discussion of medical school

admissions.

ticipation in medical professions. This initiative,

and other similar ones supported by the Na-

tional Science Foundation and the National In-

stitutes of Health, indicate a recognition of the

necessity of an ethnically and racially diverse

medical community.^^6

Nonetheless, according to a recent article in

HHS' Office of Minority Health's newsletter,

Closing the Gap, the United States is "nowhere

near eliminating the gaping racial disparities in

health and education that have plagued oiu- na-

tion" and there is now "a backlash against initia-

tives designed to enhance racial and ethnic di-

versity in higher education and the profes-

sions."'*97 According to the article, efforts to in-

crease minority enrollment in medical schools

have been in place since the 1970s. However,

elementary schools, high schools, and colleges

failed "to produce a svifficient number of aca-

demically well-prepared minority students."'*98

Thus, the AAMC's approach to increasing mi-

nority enrollment in health professional schools

includes addressing the academic of needs of

students from the precollege years through post-

graduate medical education, and creating part-

nerships among elementary, junior high, and
high schools; colleges; health professional

schools; and other organizations.^99

The American Dental Association (ADA)
similarly is aware of the need to address diver-

sity in its programs and initiatives, and has de-

veloped a program to increase minority dental

school enrollments, which is modeled after the

AAMC's Project 3000 by 2000.50° According to its

strategic plan for 1998 to 2001, "the ADA is

committed to creating an inclusive environment

that values and embraces diversity ."^oi For ex-

ample, in 1997 the ADA pubHshed a Resource

Kit for Recruitment of Women Dentists into Or-

•96 See Butler, "Project 3000 by 2000." See also USCCR, The
Health Care Challenge, vol. II, chap. 3.

''9'' Nickens and Ready, "Expanding Our Network," p. 5.

498 Ibid., p. 4.

«9 Ibid., p. 5.

600 John S. Zapp, executive director, American Dental Asso-

ciation, letter to Mireille Zieseniss, USCCR, Apr. 5, 1999,

pp. 1-2 (hereafter cited as Zapp letter).

601 American Dental Association, Strategic Plan: 1998-2001,

"Guiding Principles, Values and Beliefs." The ADA also be-

lieves that "[e]nhancing the quality, availability, affordabil-

ity and utilization of oral health care benefits the public's

general health and well-being." Ibid.
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ganized Dentistry, and, in 1998, the ADA con-

ducted a session on cvdtural diversity in its an-

nual conference on membership risk.^oz In addi-

tion, the ADA has done several siorveys ad-

dressing race, ethnicity, and gender issues in

dentistry.503

The 1996 ADA survey of all individuals en-

rolled in or who graduated from an accredited

dental school in the United States revealed sev-

eral reasons why an increase in the number of

minority dentists is beneficial. Minority dentists

are more likely to serve patients of their own
race or ethnicity. In fact, in the study, 62 percent

of the patients of black dentists were black;504 45

percent of the patients of Hispanic dentists were

Hispanic;505 25 percent of the patients of Asian

American dentists were Asian, a larger percent-

age of Asian patients than were served by den-

tists of any other race or ethnicity;506 and 10 per-

cent of the patients of American Indian dentists

were American Indian. Only 1 percent of the to-

tal patients that dentists of other races and eth-

nic backgrounds served were American In-

dian.507

Minority dentists in private practice are also

more likely than whites to provide free or re-

duced rate dental care to patients who may have
difficulty in paying for, or otherwise obtaining,

dental care. For example, 27 percent of black

private practitioners, 25 percent of American
Indian private practitioners, 21 percent of His-

panic private practitioners, and 19 percent of

Asian American private practitioners provided

free or reduced rate dental care to HIV/AIDS

^''2 Zapp letter, enclosure, "Summary of Diversity Initiatives:

American Dental Association," p. 3.

503 See, e.g., American Dental Association (ADA), "1995 Sur-

vey of Dentists: A Comparison of Male and Female Dentists:

Work-Related Issues," November 1997; ADA, "1996 Dentist

Profile Survey: Black Respondents," February 1998

(hereafter cited as ADA, "Blacks"); ADA, "1996 Dentist Pro-

file Survey: Hispanic Respondents," February 1998

(hereafter cited as ADA, "Hispanics"; ADA, "1996 Dentist

Profile Survey: White Respondents," February 1998

(hereafter cited as ADA, "Whites"); ADA, "1996 Dentist Pro-

file Survey: American Indian Respondents," March 1998

(hereafter cited as ADA, "American Indians"); ADA, "1996

Dentist Profile Survey: Asian Respondents," March 1998

(hereafter cited as ADA, "Asians").

504 ADA, "Blacks," figure 11, p. 12.

505 ADA, "Hispanics," figure 11, p. 12.

506 ADA, "Asians," figure 11, p. 12.

507 ADA, "American Indians," figure 8, p. 11.

patients, but only 15 percent of white private

practitioners did.^"^ Similarly, private practitio-

ners of minority groups are more likely to pro-

vide free or reduced rate dental care to migrant

workers (31 percent, 24 percent, 24 percent, and
20 percent of Hispanic, Asian, American Indian,

and black dentists served migrant workers, re-

spectively) than were whites (of whom only 19

percent served migrant workers).^09

At the same time, minorities who went to

dental school have lower incomes, less prestig-

ious jobs and, in the case of blacks, are less likely

to actually be practicing dentistry than whites.

Fifty six percent of black, 52 percent of Hispanic

and Asian American, and 42 percent of Ameri-

can Indian dentists make less than $100,000

gross annual income, compared with 38 percent

of whites.510 Minority dentists are also less likely

to be speciahsts than whites. Fovirteen to 16 per-

cent of black, Hispanic, Asian American, and
American Indian dentists are speciahsts; but 18

percent of whites are.^n Finally, 3 percent of

blacks who graduated from dental school were
not practicing, compared with 1 or 2 percent of

whites or other persons of color.^^^

Gender
Like racial and ethnic minorities, women also

traditionally have been absent from the high

ranks of the health care profession, particularly

as physicians and researchers. In 1995 women
made up only 20.7 percent of all physicians.

While this number is up from 11.6 percent in

1980, it demonstrates a continuing scarcity of

females in medicine. Of these women, 84.7 per-

cent are in patient care, and only 1.6 percent are

in research positions; in fact, in 1995, women

508 ADA, "Blacks," table 9, p. 20; ADA, "American Indians,"

table 9, p. 17; ADA, "Hispanics," table 9, p. 20; ADA,
"Asians," table 9, p. 20; ADA, "Whites," table 8, p. 20.

509 ADA, "Hispanics," table 9, p. 20; ADA, "Asians," table 9,

p. 20; ADA, "American Indians," table 9, p. 17; ADA,
"Blacks," table 9, p. 20; ADA, "Whites," table 8, p. 20.

510 ADA, "Blacks," figure 6, p. 8; ADA, "Hispanics," figure 6,

p. 8; ADA, "Asians," figure 6, p. 8; ADA, "American Indians,"

figure 5, p. 8; ADA, "Whites," figure 6, p. 8.

511 ADA, "Blacks," table 6, p. 6; ADA, "Hispanics," table 6, p.

6; ADA, "Asians," table 6, p. 6; ADA, "American Indians,"

table 6, p. 6; ADA, "Whites," table 5, p. 6.

512 ADA, "Blacks," table 6, p. 6; ADA, "Whites," table 5, p. 6;

ADA, "Hispanics," table 6, p. 6; ADA, "Asians," table 6, p. 6;

ADA, "American Indians," table 6, p. 6. For a statistical

summary, see app. 4.
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Table 2.7
Female Physicians by Activity, 1980 and 1995

1980 1995
Total Women Total Women

Total physicians 467.679 54,284 720,325 149,404
Activity:

Patient care 376,512 39,969 582.131 126,583

Office-based practice 272,000 20,609 427,275 79,843
Hospital-based practice 104,512 19.360 154,856 46,740

Resident/fellows 62,042 13.332 96,352 32,797

Full-time staff 42,470 6.038 58,504 13,943

Other professional activity 38.404 4.737 43,312 7.621

Medical teaching 7.942 1,090 9,469 2.142

Administration 12.209 1.178 16,345 2.399

Research 15,377 2.077 14,340 2.442

Other 2,876 392 3,158 638
Not classified 20,629 4.030 20.579 5,924

Inactive 25.744 3.773 72.326 ~ 8,755

Unknown 6,390 1.775 1.977 521

Source: American Medical Association, "Physician Characteristics and Distribution in the U.S. 1996-97," table ee.

only made up 17 percent of all medical research-

ers (see table 2.7).5i3

These numbers are expected to increase, as

more women are entering medical professions

than ever before. In academic year 1997—98,

women made up 42.6 percent of all students en-

rolled in medical school and 41.5 percent of all

graduates.514 Despite gains in medical school

enroUment, women currently make up only 11

percent of clinical faculty in medical schools and
only 9 percent of tenured professors.^^^ Women's
salaries in academic medical institutions are 5 to

11 percent lower than their male counterparts,

and among practicing physicians, women's sala-

ries are 30 percent lower for comparable jobs.^i^

This is true in dentistry as well. Women dentists

513 American Medical Association, Department of Data Sur-

vey and Planning. Physician Characteristics and Distribu-

tion in the US, 1996-97 (Chicago, IL: American Medical

Association, 1997), p. 14 (hereafter cited as AMA, Physician

Characteristics 1996-97).

5" Barbara Barzansky, Harry S. Jonas, and Sylvia I. Etzel,

"Educational Programs in US Medical Schools, 1997-1998,"

Journal of the American Medical Association, vol. 280, no. 9

(Sept. 2, 1998), p. 806 (hereafter cited as Barzansky et al.,

"Educational Programs in US Medical Schools.")

515 Elena V. Rios, and Clay E. Simpson, Jr., "Curriculum

Enhancement in Medical Education: Teaching Cultural

Competence and Women's Health For a Changing Society,"

Journal of the American Medical Women's Association, vol.

53, no. 3 (suppl. 1998).

51S Ibid.

earn, on average, $26,000 (22 percent) less per

year than men, even when controlling for age

and experience. 517

Fixrthermore, there still appears to be a clus-

tering of women in specific areas of medicine.

Several scholars have theorized that this is due
to the categorization of medical students and the

subsequent steering of female students toward

the more "accepted" specialties such as pediat-

rics and general practice.^i^ One study concluded

that medical schools do indeed steer women into

traditional medical fields. Only 8 percent of the

women in the study had originally named pedi-

atrics as their chosen specialty, but one-third of

the respondents eventually entered pediatric

residencies.^i^ As one commentator states, "If

this trend continues, medicine will become a

two-tiered system, with women in the moder-

ately remvmerated areas of family medicine and
primary care, and men in the richly rewarding

51'' L. Jackson Brown and Vicki Lazar, "Differences in Net
Incomes of Male and Female Owner General Practitioners,"

Journal of the American Dental Association, vol. 139 (March

1998), pp. 373-78.

518 Leslie Laurence and Beth Weinhouse, Outrageous Prac-

tices: The Alarming Truth About How Medicine Mistreats

Women (New York: Ballantine Books, 1994), p. 37.

519 See ibid.
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surgical subspecialties/'^^o Almost 60 percent of

the women practicing medicine in 1995 were

clustered in five areas: internal medicine, pedi-

atrics, family practice, obstetrics/gynecology, and
psychiatry.521

It is often assumed in the male-dominated

medical arena that women are "good with pa-

tients," so female physicians are frequently

guided toward cHnical medicine, while their

male counterparts dominate the more lucrative

and prestigious research arena.^22 The difficulty

women face breaking into medical research is

compounded by the uneven distribution of grant

support. Women receive only 21.5 percent of all

research project funds, and their grant awards

are, on average, $30,000 less than those of male

researchers.523 In addition to the lack of research

funding, women face other barriers in biomedi-

cal careers. The Office of Research on Women's
Health (ORWH) at the National Institutes of

Health (NIH) has made the development of re-

search opportunities and support for recruitment

and advancement of women in biomedical ca-

reers one of its main objectives.524 The ORWH
has identified nine general barriers and issues

that are common to female biomedical profes-

sionals, regardless of race, ethnicity, culture, or

scientific discipHne. Among the barriers to bio-

medical success are low visibiUty and the lack of

role models and mentors; reentry into a biomedi-

cal career after professional separation; family

responsibihties; and sexual discrimination and
sexual harassment.525

Despite the growing numbers of women prac-

ticing medicine, Hispanic women are still se-

verely underrepresented, making up less than 2

percent of those in health professions that re-

quire advanced degrees.^26 Current rates of

medical school enrollment among Hispanic

women suggest that this percentage is not likely

to change unless these women are actively re-

crviited into medicine.^2? In academic year 1997—

98, Hispanic women made up less than 3 percent

of all medical students.^28

In much the same way that minority physi-

cians have had a positive impact on minority

communities, women physicians have the poten-

tial to affect positively female patients. Increas-

ing the numbers of women in medicine has the

potential to encourage the development of mul-

tidiscipUnary and community-based curricula,

contribute to the expansion of information on
women's health, and increase attention to

women's health research.529 Evidence also indi-

cates that the practices of women physicians also

have the potential to improve the quahty of pa-

tient care, particularly for female patients. Pa-

tient-doctor communication has been cited as an
important mechanism for effective health care

treatment. For example: "Recent evidence of dis-

parities in the use of major diagnostic and
therapeutic interventions for women compared
with men, particularly in terms of coronary

heart disease, may be a reflection of failed com-
munication between patients and their physi-

cians that might be partly attributable to gen-

der."530

There are many potential benefits to having

female health care providers, including in-

creased access to diagnostic procedures for

women's specific health needs. A study of medi-

cal visits also revealed that female physicians

spend more time with their patients, particu-

larly with women patients:

Female physicians engaged in significantly more posi-

tive talk, partnership building, question asking, and
520 See ibid. Also see USCCR, The Health Care Challenge,

vol. II, chap. 3, for a discussion of the need for OCR policy

guidance on affirmative action measures for minorities and
women in medical schools admission and placement.

621 AMA, Physician Characteristics 199e-97, p. 14.

522 Laurence and Weinhouse, Outrageous Practices.

623 Ibid., citing to "Women in NIH Extramural Grant Pro-

grams," Fiscal Years 1981 to 1992, Division of Research

Grants, National Institutes of Health.

624 HHS, National Institutes of Health, Office of Research on

Women's Health, "Biomedical Career Development for

Women," fact sheet, revised November 1998.

626 Ibid. For a more indepth discussion of NIH initiatives to

address women in biomedical careers, see chap. 4.

626 Ruth E. Zambrana, "The Underrepresentation of His-

panic Women in the Health Professions," Journal of the

American Women's Medical Association, August/October

1996, pp. 147-52.

627 Ibid.

628 Barzansky et al., "Educational Programs in US Medical

Schools," p. 807.

629 Rios and Simpson, "Curriculum Enhancement in Medical

Education."

630 Sheryle J. Gallant, Gwendolyn Puryear Keita, and Renee
Royak-Schaler, eds., Health Care for Women: Psychological,

Social, and Behavioral Influences (Washington, DC: Ameri-

can Psychological Association, 1997), p. 57.
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information giving, both biomedical and psychosocial.

Patients, both male and female, engaged in signifi-

cantly more positive talk and more partnership talk

and were more likely to ask questions, give substan-

tially more biomedical information, and engage in

almost twice as much psychosocial talk when with

female rather than male physicians. . . . This effect

was especially evident when female doctors were with

female patients.^^^

This extended interaction covild not only have a

positive effect on the wiUingness of women to

receive medical attention, but also on the quahty

of care women receive.

Health Care Facilities

In 1996 there were 6,201 hospitals in the

United States providing more than 1 miUion

hospital beds. Of these hospitals, 290 were oper-

ated by the Federal Government and the re-

maining 5,911 were non-Federal hospitals.^32 In

1994 there were more than 3,000 mental hospi-

tals/organizations, including State and county

mental hospitals, private psychiatric hospitals,

non-Federal hospital psychiatric services. De-

partment of Veterans Affairs psychiatric serv-

ices, and residential treatment centers.^33 jn ad-

dition, in 1996 there were more than 17,000

nursing homes in the United States.^34 Despite

the many choices of facilities, it has been argued

that discrimination continues to exist in health

care dehvery, as the hngering effect of a history

of discriminatory practices.^35 According to one

scholar:

Federal efforts at eliminating segregation [in nursing

homes] have been more limited [than in hospitals],

given the Hmited involvement of the Medicare pro-

gram and the direct financing of long term care. In

addition there is far more pubHc ambivalence in

forcing the issue of integration for nursing homes.

There is a persistent assumption that cultural differ-

ences explain the differences in use of nursing homes
between whites and nonwhites, even though this does

not hold up well under scrutiny.^^^

This erroneous assumption makes it imperative

that OCR become involved in resolving instances

of discrimination in nursing homes and other

health facilities to ensure that practices resist-

ing in differential treatment are eliminated.

Hospitals

Prior to the 1960s, hospitals were voluntary

organizations and, as such, did not face the same
legal requirements as pubUc institutions. In ad-

dition, hospital medical staffs were self-

governing, which gave them freedom to select

members, choose patients, and adopt payment
pohcies as they saw fit.537 Health care services

and providers also were segregated in most of

the country. Separate medical schools, nursing

programs, and hospitals for blacks were devel-

oped to provide services to those who were dis-

criminated against.538

Another important facihty providing health

care services as well medical research is the

teaching hospital, a facility that plays a major

role in serving underserved populations. Ac-

cording to the Association of American Medical

Colleges, 52 percent of patients hospitahzed in

major teaching hospitals have one or more risk

factors for underservice.^39 Risk factors include

being medically indigent, of a racial or ethnic

minority group, or poor. The AAMC also con-

cludes that as the number of uninsured or un-

derinsured people in the United States continues

to grow, and hospital survival increasingly be-

comes a business venture, teaching hospitals will

be less able to provide care to these populations.

Currently, teaching hospitals receive funds

from various sources: direct and indirect medical

education, known as graduate medical education

payments which provide for the salaries and
training of residents and faculty, and for over-

head expenses; and disproportionate share ad-

justments which are given to hospitals that

serve a high volume of medicare and medicaid

531 Ibid., p. 61.

532 NCHS, Health. U.S., 1998, p. 334.

533 Ibid., p. 335.

534 Ibid., p. 339.

535 Smith, "Racial Inequities."

536 David Barton Smith, "The Racial Integration of Health

Facihties," Journal of Health Politics, Policy and Law, vol.

18, no. 4 (winter 1993), pp. 851-€9.

537 Smith, "Racial Inequities."

538 Ibid.

539 Association of American Medical Colleges, "Meeting the

Needs of Communities: Teaching Hospitals and Their Poten-

tially Underserved Patient Populations," fact sheet, vol. 2,

no. 9 (August 1998), accessed at <http: //www.aamc. org/

about/progemph/camcam/factshts/vol2_no9.htm>.
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patients.^^" With the shift toward managed care,

and movement toward reductions in medicare

spending, however, teaching hospitals are in

particular jeopardy for losing much needed op-

erational funds. ^^^

Nursing Homes
Nursing homes are also a large segment of

the Nation's health care industry. However, be-

fore the 20th centvuy, nursing homes were vir-

tually indistinguishable from hospitals. Volun-

tary and pubhc hospitals provided most of the

long-term care for indigents, while the more af-

fluent elderly received in-home care.^'*^ Gradu-

ally, however, the facihties that offered acute

and long-term care separated into hospitals and
nursing homes. Medicaid offered reimburse-

ments for indigent care, which spurred an in-

crease in the number of nursing homes.^^^ The
niu-sing home industry by 1975 was character-

ized by corporate chains that took advantage of

the economies of scale brought about by the in-

creased standardization induced by medicaid

regulations. In general, these institutions

boasted more beds than hospitals.^44 In addition,

the medicaid program paid more for indigent

care in nursing homes than it did for acute care

for indigents in hospitals. In 1995 pubhc funds

(overwhelmingly medicaid funds) accounted for

58 percent of all nursing home revenue. 5"*^

State governments were also apprehensive

about ensuring title VI comphance by nursing

homes, because of the increasing costs of medi-

caid.^46 Requiring nursing homes to admit more
indigent and minority patients would increase

State costs. Moreover, the failure of nursing

homes to absorb these patients would usually

result in a backlog of hospitahzed patients on
waiting hsts. These patients would continue to

be ehgible for medicare while awaiting nursing

home placement, which came directly from the

S'lo Rebecca Adams, "Teaching Hospitals Lobby to Block

Medicare Cuts," Congressional Quarterly Weekly, May 15,

1999, p. 1149.

541 See Ibid.

542 Smith, Health Care Divided, p. 238.

543 Ibid., p. 243

544 Ibid., pp. 244-45.

545 Ibid.

546 Ibid., p. 249.

Federal budget, easing the State medicaid budg-

ets.547

As medicaid costs for long-term care in-

creased, State medicaid agencies and nvirsing

homes were in constant battles over medicaid

funds. States fought to keep costs down, and
niirsing homes pushed for higher reimbursement
rates.548 After much debate, most States devised

compromise plans with the nursing homes they

regulated. Each plan was based on State control

of the number of medicaid patients ehgible for

nursing home benefits, and nursing home con-

trol of admissions decisions. The States accom-

phshed their end of the bargain through three

methods: (1) restricting the number of nursing

home beds, (2) reducing payments to the homes,

and/or (3) restricting ehgibility for medicaid

benefits.549

Health Care Financing

Americans pay for health care primarily

through health insurance. However, before

World War II few people had health insurance.

People received care at teaching hospitals or

paid what they could to a physician when health

care was needed.^so By the 1940s, private insur-

ance plans began to compete with Blue Cross

and Blue Shield, which had been developed in

the 1920s and 1930s in response to the Depres-

sion.551 After World War 11, Government price

controls, unionization (and collectively bargained

547 Ibid.

548 Ibid., pp. 252-53. Nursing homes rely on medicaid and
other public funds for a substantial portion of their reve-

nues. For example, in 1995 almost 60 percent of nursing

home revenues nationally came from public funds. Ibid.

549 Ibid. See also Gordon Bonnyman, managing attorney,

Tennessee Justice Center, letter to Angel Hebert, Office of

U.S. Representative Pete Stark, Sept. 10, 1997 (re: medicaid

fraud and abuse in the nursing home industry) (citing the

practice of limited bed certification). See USCCR, The
Health Care Challenge, vol. II, chap. 3, for a discussion of

the need for OCR policy guidance on nursing homes.

550 Curtis P. McLaughlin, "Managed Care and Its Relation-

ship to Public Health: Barriers and Opportunities," pp. 41-

72 in Paul K. Halverson, Arnold D. Kaluzny, Curtis P.

McLaughlin, and Glen P. Mays, Managed Care and Public

Health (Gaithersburg, MD: Aspen Publishers, Inc., 1998), p.

43 (hereafter cited as McLaughhn, "Managed Care").

551 Joseph A. Snoe, American Health Care Delivery Systems

(St. Paul, MN: West Group, 1998), pp. 18-21 (hereafter cited

as Snoe, American Health Care Delivery Systems). Blue

Cross provided insurance for hospital services; Blue Shield

provided for medical services. Ibid., p. 21
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fringe benefits), and medical innovations (such

as antibiotics) changed the way health providers

and consumers related to one another. ^52

Today, financing for health care is provided

by a number of entities. Employer-provided

health plans cover some of the costs of health

care; others rely on private health insvirers, in-

cluding managed care organizations, such as

health madntenance organizations. However,

other individuals, including those without insur-

ance, must rely on financial assistance to obtain

health coverage. Those who do not have health

insurance may qualify for certain types of pubhc

assistance, such as supplementary secvirity in-

come (SSI).553

Private Insurance

Private insurance is often provided through

managed care organizations. Generally, the term

"managed care" describes a network of health

service providers governed by rules that are de-

signed to lower health care costs and provide

greater access to health care. For example, most

managed care organizations require their mem-
bers to receive health services only from provid-

ers participating in the network and to work
with a primary care physician who is required to

make referrals to speciahsts, when needed.^54

Managed care organizations focus on coordina-

tion of services through a case manager, con-

trolled access to services, and identification of

treatment alternatives.^55 The American Medical

Association (AMA) defines managed care as

"processes and techniques used by any entity

that dehvers, administers, and/or assumes risk

for health services in order to control or influ-

ence the quahty, accessibihty, utihzation, costs

and prices, or outcomes of such services provided

to a defined popxilation."^^^

552 McLaughlin, "Managed Care," p. 43. See also Snoe,

American Health Care Delivery Systems, chap. 1.

553 NCHS, Health, U.S., 1998, p. 428. See "PubUc Insurance"

below.

554 Lourdes A. Rivera, Carolyn V. Brown, Lisa Handwerker,

and Paula Ortiz, "What is Managed Care?" Network News
(National Women's Health Network), vol. 22, no. 3 (May

1997), p. 1 (hereafter cited as Rivera et al., "What is Man-
aged Care?").

555 American Medical Association, "Principles of Managed
Care," accessed at <http://www.ama-assn.org:80/advocacy/

mgdcare/preface.htm>.

556 Ibid.

Managed care systems include a variety of

components, such as point of service arrange-

ments, health maintenance organizations

(HMOs), and preferred provider organizations.

An HMO is a health plan that provides prepaid

health care to members through designated pro-

viders. ^s^ Members pay a monthly payment as

well as a deductible, copayment, or coinsurance

at the time of services. ^ss HMOs are often set up
in the following ways: in the form of a group of

physicians who provide all health services, by
rehance on contracts with individual practice

associations (IPAs), or a hybrid of the two.^sa

Physicians usually are paid a fee for each pa-

tient enrolled in the plan, an arrangement

known as capitation. ^^^ With an HMO, a physi-

cian serves as the primary care provider who
must approve referrals to speciahsts. ^^i

Similar to an HMO, preferred provider or-

ganizations (PPOs) provide health services to

plan members (usually an employer or an insur-

ance company) at discounted rates. ^^^ Financial

incentives are provided for members to use

health care providers who are under contract to

the PPO.5^3 Point of service plans permit mem-
bers to use providers who are not within the

plan network. Members pay a higher fee for such

services. 5^4

Enrollment in managed care plans has in-

creased rapidly in the past 20 years. In 1976

there were 174 health plans with 6 milhon peo-

ple (2.8 percent of the population) enrolled. By
1997 that number had increased to 651 plans

with enrollment of almost 67 milhon people (25.2

percent of the population). ^^^ However, enroll-

ment in HMOs varies across the country. Be-

tween 30 and 40 percent of the population in

Connecticut, Delaware, the District of Columbia,

Florida, Maryland, Minnesota, Missouri, New
York, Pennsylvania, and Utah were enrolled in

HMOs in 1997. Comparatively, in Alabama, Ar-

kansas, Georgia, Idaho, Mississippi, Montana,

557 Snoe, American Health Care Delivery Systems, p. 361.

558 NCHS, Health, U.S., 1998, p. 428.

559 Ibid.

560 Rivera et al., "What is Managed Care?" p. 1.

5ei Ibid.

562 Snoe, American Health Care Delivery Systems, pp. 357-58.

563 NCHS, Health, U.S., 1998, pp. 440-41.

564 Rivera et al., "What is Managed Care?"

565 NCHS, Health. U.S., 1998, p. 365.
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North Dakota, South Dakota, West Virginia, and
Wyoming, less than 10 percent of the population

was enrolled in an HMO at that time.^^^

As enrollment in managed care organizations

increases, pohcymakers have begun to examine

managed care. Several bills are pending in Con-

gress that woiold address consumers' concerns

related to the administration of health plans.^^^

Concern also has been expressed about the po-

tential for managed care organizations to dis-

criminate against individuals of certain

groups.568 Restrictions on service areas, enroll-

ment, and formation of provider networks may
restrict access to certain groups.^69 For example,

plans often fail to include inner cities in their

service areas, thereby excluding members of mi-

nority groups who may be concentrated in the

inner city.^'o Others have noted that because

managed care organizations are not fee-based

but prepaid, there may be an incentive for man-
aged care networks to lower costs by excluding

those providers who treat more costly patients,

resulting in discrimination against patients who
have poorer health. According to one commenta-
tor:

Doctors who serve poor and minority patients will not

fare well in [a managed care] environment. When
making decisions regarding the selection or dismissal

666 Ibid., p. 378.

667 See Mary Agnes Carey and Sue Kirchoff, "GOFs Managed
Care Bill Rushes Through House," Congressional Quarterly

Weekly, July 25, 1998, pp. 2007-09; David Nather, "Fore Helps

Senate Democrats Push GOP For Debate on Patients' Bill of

Rights," Daily Labor Report, Aug. 3, 1998, p. A-9; "Chnton
Threatens to Veto Repubhcan Bills, Sets Tests for 'Real Pa-

tients' Bill of Rights'," Daily Labor Report, Aug. 11, 1998, p. A-
8.

668 Sara Rosenbaum, Rafael Serrano, Michele Magar, and
Gillian Stern, "Civil Rights in a Changing Health Care Sys-

tem," Health Affairs, vol. 16, no. 1 (January/February 1997),

pp. 90-105 (hereafter cited as Rosenbaum et al., "Civil

Rights in a Changing Health Care System"); see also Smith,

"Racial InequaUties."

669 Under the Hill-Burton Act, a service area is defined as

the geographic area designated by the facility in the most
recent State plan approved by the Secretary under title VI of

the Pubhc Health Service Act. The term is often used loosely

to refer to the geographic areas where the users of the facil-

ity reside. A hospital's service area is the geographical area

from which the hospital draws, or is supposed to draw, the

bulk of its inpatients. OCR, "Analysis of Civil Rights Data
Training Workbook," p. 12.

6''0 Rosenbaum et al., "Civil Rights in a Changing Health

Care System," p. 98.

of physicians, HMOs value cost-effectiveness in addi-

tion to medical quality. They value doctors who per-

form few procedures, order a low number of prescrip-

tions, and minimize referrals. Because physicians

serving poor and minority communities are faced with

a high percentage of sick patients who necessarily

demand a more intense and costly provision of serv-

ices compared to a healthier groups of patients, these

physicians, no matter how skilled and diligent, wiU
appear to be less attractive to managed care groups

as a result of the needs of the population that they

serve. Therefore, managed care groups will not value

physicians who treat poor and minority communities

as highly as physicians who serve more affluent

communities.6''i

Some commentators caution that as the

health care system moves to a new form of or-

ganization—managed care—^there may be incen-

tives for discrimination. 5''2 Qne of the regional

managers for HHS/OCR stated that the issue of

managed care presents a challenge to civil rights

enforcement in that many of the traditional civil

rights issues are not appUcable in a managed
care setting.^'^ According to one group of

authors:

[T]he very characteristic that gives managed care its

power—^the promise of care—also gives the system a

powerful reason to discriminate against patients who
are costly, difficult, and above all, undesirable. At
their extreme, managed care plans' controls can re-

sult in the segregation of certain racially identifiable

enrollee groups into health care systems that are less

accessible and of poorer quality than are plans offered

to other organization members. . . . these differentials

in treatment may have no legitimate business ba-

sis 574

According to these authors, the characteristics of

managed care may lead to discrimination. For

example, managed care plans may hmit their

service areas to suburban areas, which tend to

have a smaller percentage of minority residents

than inner cities. Plans also can select which

671 "The Impact of Managed Care on Doctors Who Serve

Poor and Minority Patients," Harvard Law Review, vol. 108

(May 1995), pp. 1628-29.

672 Geiger, "Race and Health Care," pp. 815-16; Rosenbaum,
et al., "Civil Rights in a Changing Health Care System."

673 Ira Pollack, regional manager, Region IX, OCR, HHS,
telephone interview, Feb. 17, 1999, p. 7.

674 Rosenbaum, et al., "Civil Rights in a Changing Health

Care System," p. 96.

66



health services providers to contract with, poten-

tially leaving out providers that have tradition-

ally served the minority population.^'^s

These authors state that there is evidence

that managed care plans foster "segregated pro-

vider networks for both primary care and spe-

ciahzed services that cannot be explained by the

residential location of the providers, the special

skill s or services of certain providers, or the spe-

cial needs of patients.''^^^ por instance, managed
care plans have been found to hmit medicare

enrollees to only certain providers in their net-

works of providers, essentially segregating the

network. Similarly, minority physicians may
find themselves receiving selected member as-

signments from the managed care plan. In other

cases, managed care organizations have required

member physicians to hold board certification,

although many minority health care providers

are not board certified.^^^

These authors note that "it is important to

ensure that the new health care system does not

perpetuate and deepen practices found in the old

system."^'^^ To do this, the authors recommend
that Federal and State agencies collect informa-

tion on plan structvu-es, care processes, and
treatments for all groups served. The authors

also suggest that the Federal Government pro-

vide State officials and officials in the health

care industry guidance on the unlawful prac-

tices.
^''9

Other criticisms of managed care plans come
from enroUees who have complained that they

have had problems getting permission from

managed care plans to see medical speciahsts or

pay emergency room bills, and they have no

place to turn when a claim is denied. ^^^ Practices

such as these have the potential to dispropor-

tionately affect low-income individuals who may
be unable to pay for services denied by their

managed care plan. Managed care plans have

also been attacked for shortening patients' bos-

ses Ibid., pp. 98-99.

576 Ibid., p. 99.

577 Ibid., pp. 98-99.

578 Ibid., p. 101.

579 Ibid., pp. 101-102. See USCCR, The Health Care Chal-

lenge, vol. II, chap. 3, for a discussion of the need for OCR
policy guidance on managed care issues.

580 Adriel Bettelheim, "Anxiety Over Health Care Quality,"

Congressional Quarterly Outlook, May 1, 1999, pp. 8-15.

pital stays in an effort to cut costs. In addition,

customers have been denied important consumer
information before enrolling, such as the back-

ground of network physicians and the level of

satisfaction of current enroUees.^^^

Repubhcans and Democrats agree on broad

principles for overhavding the managed care sys-

tem, including greater protection for patients

when deahng with their health plans. Proposed

improvements would include better access to

emergency care, greater choice in the selection of

doctors, and the abihty to appeal a health plan's

denial of treatment.^^^ However, the resulting

"Healthcare Research and QuaUty Act of 1999,"

bill S. 326, which was approved by the Senate

Health, Education, Labor, and Pensions Com-
mittee, does not provide comprehensive protec-

tion for all managed care plan enroUees.^83 The
bill extends protection to the 48 miUion Ameri-

cans who are insured through an employer, since

these plans are exempt from State regvJations,

including patient protection laws.584 The other

113 miUion Americans who are enrolled in man-
aged care plans—including State employees,

those who have independently purchased health

insurance, and those whose jobs provide fully

insiired health coverage—are covered by State

regxolations, and will not be protected by S.

326.585

Public Insurance

As defined by NCHS, pubUc assistance for

health care takes the form of receipt of medicaid,

medicare. Aid to Famihes with Dependent Chil-

dren (AFDC), or supplemental security income

(SSI). 586 Although the idea of a Government fi-

nanced health insurance program has existed

since the early 1900s,587 it was not until the mid-

1930s that legislation was enacted. In response

581 Ibid., p. 9.

582 Karen Foerstel, "Debate on Managed Care Legislation

Diverges Along Familiar Lines," Congressional Quarterly

Weekly, Mar. 20, 1999, p. 701.

583 S. 326, 106th Cong. (1999). This bill was approved 10-8,

with aU Republicans voting for it and all Democrats voting

against it.

584 Foerstel, "Debate on Managed Care," p. 702.

585 Ibid.

586 NCHS, Health. U.S., 1998, p. 428.

587 HHS, Health Care Financing Administration, "Brief

Summaries of Medicare and Medicaid," accessed at

<http://www .hcfa . gov>

.
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to the social and economic pressiire created by

the Great Depression, President Franklin D.

Roosevelt signed into law the Social Security Act

of 1935.588 This act implemented various pro-

grams for the general welfare, and it also cre-

ated an old-age insvirance program.^89 This leg-

islation laid the foundation for the current medi-

care and medicaid programs, estabhshed in

1965.

Medicare provides health insurance coverage

for persons aged 65 years and older, individuals

with disabilities, and persons with permanent
kidney failure.^^o Medicare provides health care

coverage for more than 38 million people at a

cost of approximately $200 biUion.^^i Medicaid

provides health care coverage for low-income

individuals. It is administered by the States with

matching funds from the Federal Government.^^^

In fiscal year 1996, the medicaid program cov-

ered nearly 37 miUion people at a cost of ap-

proximately $163 billion. States have the option

to cover other low-income persons and provide

medical services not mandated by Federal

law.593 While medicaid rules and poUcies are set

and monitored by Federal and State agencies,

the administration of the programs is run by in-

s\irance companies, such as Blue Cross.^94 More
recently, managed care organizations have be-

come involved in medicaid and medicare. ^^s

588 The Social Security Act of 1935, Pub. L. No. 74-271, ch.

531, 49 Stat. 620 (codified in scattered sections of 7, 11, 16,

22, 28, 39, 42, and 43 U.S.C. (1994 & Supp. Ill 1997)).

589 HHS, Social Security Administration, "A Brief History of

the Social Security Administration," accessed at <http:

//www.ssa.gov/history/pdfhistdev.pdfi*.

590 HHS, Health Care Financing Administration, "Overview

of the Medicare Program," accessed at <http://www.

hcfa.gov/medicare/careover.htm> (hereafter cited as HCFA,
"Overview of Medicare").

591 HHS, Health Care Financing Administration, fact sheet,

February 1997, p. 1, accessed at <http://www.hcfa.gov/

facts/1970b.htm> (hereafter cited as HCFA, Fact Sheet).

Figures are for FY 1996.

592 HCFA, "Overview of Medicare."

593 HCFA, Fact Sheet, p. 2.

594 Snoe, American Health Care Delivery Systems, p. 25.

595 William J. Scanlon, director. Health Financing and Sys-

tems Issues, Health, Education, and Human Services Divi-

sion, U.S. General Accounting Office, Medicare Managed
Care: HMO Rates, Other Factors Create Uneven Availability

of Benefits, testimony before the Special Committee on Ag-

ing, U.S. Senate, May 19, 1997 (GAO-T-HEHS-97-133), p.

2. See also Jon Hamilton, "Federal Largess Brigthens 1998

Medicaid Outlook," chap. 1 in 1998 Medicaid Managed Care

No Insurance

Those who are unemployed, work part time,

or are retired often do not have adequate health

insurance coverage. Most of the uninsured are

minorities and women with children.596 in 1985

the Consohdated Omnibus Budget Reconcilia-

tion Act (COBRA)59'' included provisions man-
dating health insxirance companies to provide

the option of continuing health insurance plan

enrollment under a former employer's group

health plan.^^s However, the COBRA does not

require employers to offer discounted premiums
to former employees as it does to current em-
ployees.599

Despite the option of COBRA coverage, many
individuals remained without health insurance.

In addition, the fear of losing insurance coverage

because of preexisting conditions discouraged

many people from changing jobs.^"" To remedy
gaps in coverage caused by downsizing, layoffs,

retirements, and job changes. Congress enacted

the Health Insurance Portability and Account-

abihty Act of 1996.^°^ The act prohibits discrimi-

nation based on health status and guarantees

access to group health insurance plans, regard-

less of certain preexisting conditions.^^^

Nonetheless, lack of health insurance contin-

ues to be a serious issue in the United States. A
General Accounting Office (GAO) study found

less than 40 percent of private employers offer

health insurance to retirees (down from 60 to 70

percent in the 1980s).^"^ Thus, 14 percent of

those in the 55—64 age group do not have health

insurance.^°4 This is similar to the national av-

Sourcebook: A Progress Report and Resource Guide on Man-
aged Care Programs in the States (New York: Faulkner &
Gray, 1997).

59G See NCHS, Health, U.S., 1998, pp. 361-62.

597 Section 1867 of the Social Security Act, Aug. 14, 1935, Pub.

L. No. 74-271, ch. 531, 49 Stat. 620, as amended by Pub. L.

No. 99-272, § 9121 (b), 100 Stat. 227 (codified as amended at

29 U.S.C. §§ 1161-1168 (1994 & Supp. Ill 1997)).

598 Snoe, American Health Care Delivery Systems, p. 80.

599 Ibid., p. 81. In fact, employers may require the individual

to pay up to 102 percent of the applicable premium. Ibid.

600 Ibid., pp. 102-103.

601 Pub. L. No. 104-191, title VI, § 601, 110 Stat. 1936

(codified at 42 U.S.C. §§ 300gg-300gg-92 (Supp. II 1996)).

602 Snoe, American Health Care Delivery Systems, pp. 102-03.

603 U.S. General Accounting Office, Private Health Insur-

ance: Declining Employer Coverage May Affect Access for 55-

to 64-Year Olds, GAO/HEHS-98-133. June 1998, p. 7.

604 Ibid., p. 2.
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erage for all ages. In 1994-95, 18 percent of

adults aged 18 to 64 and 14 percent of children

under age 18 did not have health insurance cov-

erage.^o^ Reasons for the dechne in the number
of persons with health insurance include rising

costs for health care and decreases in family in-

come and hourly wages. In addition, employers

have increased the number of part-time and con-

tract positions, which usually do not receive

health benefits.^o^

Persons without health insvirance are less

likely to have a usual source of health care, re-

ceive preventive health care services, and have

their health care needs met.^"'' Lack of insvir-

ance, or insufficient coverage, also can result in

inadequate care.^°^ According to one study:

Lack of health insurance is associated with lower

health care access measures. Once uninsured persons

enter the health care system, they are at greater risk

of suffering medical injury as a result of substandard

medical care. The lack of health insurance results in

undesirable health care outcomes. Moreover, if the

uninsured are a sicker population than their insured

counterparts, then this imposes a more serious health

problem because persons with the most need for

health care are also the least hkely to receive it.^°^

Indeed, studies have shown a relationship be-

tween receipt of health insvirance and health

status. One study found that persons with pri-

vate insurance reported the best health, while

those with pubHc insurance reported the worst

health.^i" Minorities and women are usually

those who have pubUc insurance or no insur-

ance, resulting in unequal access to health

care 611

Alarmingly, as private insvirance increasingly

comes under the control of managed care organi-

zations, assistance to those without health in-

surance may disappear. An American Medical

Association study estimates that doctors cur-

rently provide about $11 biUion worth of free or

discounted care annually .^^^ However, according

to a recent study in the Journal of the American
Medical Association, as physicians become affili-

ated with managed care organizations and
larger group practices, they "have less autonomy
and control over the patients they see in practice

arrangements that are more formal, centraUzed,

and serve a defined population-''^^^ As a result,

physicians have less latitude to provide charity

care to members of the commuriity who cannot

afford health care.^^^ a recent study of 12,000

physicians found that doctors whose income de-

pends on managed care organizations devote, on

average, 40 percent less time to charity care

than doctors who are not involved in managed
care.^15 According to one commentator:

Charity care by physicians is eroding at the same
time the dominant facihties that care for poor pa-

tients—the community chnics and pubhc hospitals

that traditionally have formed the nation's medical

"safety net"—are themselves resting on increasingly

shaky ground. In many communities around the

country, those chnics and hospitals are less able to

take care of their chentele of uninsured patients as

they struggle to cope with changes in states' Medicaid

programs and new limits on financial help from the

federal government.^^^
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Appendix 2.1

Age-adjusted Death Rates for Selected Causes of Death by Gender, Race, and Ethnicity, 1996

American

Indian/ Asian/

All Alaska Pacific

Cause of death persons Male Female White Black Native Islander Hlispanic

All causes 491.6 623.7 381.0 466.8 738.3 456.7 277.4 365.9

Natural causes 440.6 547.2 354.8 419.2 662.3 374.5 250.3 316.9

Disease of the heart 134.5 178.8 98.2 129.8 191.5 100.8 71.7 88.6

Ischemic heart disease 86.7 119.3 60.4 86.4 99.4 63.8 44.8 58.2

Cerebrovascular diseases 26.4 28.5 24.6 24.5 44.2 21.1 23.9 19.5

Malignant neoplasms 127.9 153.8 108.8 125.2 167.8 84.9 76.3 77.8

Respiratory system 39.3 54.2 27.5 38.9 48.9 24.4 17.4 15.4

Colorectal 12.2 14.8 10.2 11.8 16.8 8.5 7.7 7.3

Prostate 14.9 14.9 N/A 13.5 33.8 9.8 5.8 9.9

Breast 20.2 N/A 20.2 19.8 26.5 12.7 8.9 12.8

Chronic obstructive pulmonary 21.0 25.9 17.6 21.5 17.8 12.6 8.6 8.9

disease

Pneumonia and influenza 12.8 16.2 10.4 12.2 17.8 14.0 9.9 9.7

Chronic liver disease 7.5 10.7 4.5 7.3 9.2 20.7 2.6 12.6

Diabetes mellitus 13.6 14.9 12.5 12 28.8 27.8 8.8 18.8

Human immunodeficiency virus 11.1 18.1 4.2 7.2 41.4 4.2 2.2 16.3

infection

External causes 50.9 76.5 26.2 47.5 76 82.1 27.1 49
Unintentional injuries 30.4 43.3 17.9 29.9 36.7 57.6 16.1 29
Motor vehicle-related injuries 16.2 22.3 10.2 16.3 16.7 34 9.5 16.1

Suicide 10.8 18 4 11.6 6.6 13 6 6.7

Homicide and legal intervention 8.5 13.3 3.6 4.9 30.6 10.1 4.6 12.4

Source: U.S. Department of Health and Human Services, National Center for Health Statistics, Health, United States, 1998 with

Socioeconomic Status and Health Chartbook, 1998, p. 203.
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Appendix 2.2

Educational Attainment by Age, Race, and Hispanic Origin

Educational attainment

Age, Race, Hispanic Origin Less than 12 16 or more
(percentage of population) years 12 years 13-15 years years

25-64 years ofage
All races 14.3 33.5 26.3 25.8

White. non-Hispanic 9.5 34.4 27.3 28.2

Asian or Pacific Islander 14.0 21.0 20.0 45.1

Black, non-Hispanic 20.3 37.1 27.9 14.8

Hispanic 44.3 27.1 18.9 9.7

65 years and over

All races 35.1 34.0 17.0 13.9

White, non-Hispanic 31.0 36.1 18.1 14.8

Asian or Pacific Islander 37.2 27.1 15.3 19.8

Black, non-Hispanic 58.6 23.5 10.5 7.4

Hispanic 69.6 16.2 8.2 6.0

Source: U.S. Department of Health and Human Services, National Center for Health Statistics, Health, United States, 1998

with Socioeconomic Status and Health Chartbook, 1998, p. 145.

Appendix 2.3

U.S. Resident Population by Race and Hispanic Origin, 1980-1995, and Projections 2000-2050

American Indian/ Asian/Pacific

Year Total Hispanic White Black Eskimo, Aleut Islander

1980 226,546 6.0% 79.9% 11.5% 0.6% 1.1%

1985 237,924 7.7% 77.7% 11.7% 0.7% 2.2%

1990 248,765 9.0% 75.7% 11.8% 0.7% 2.8%

1995 262,761 10.4% 73.5% 12.0% 0.7% 3.3%

2000 271,237 11.2% 72.1% 12.3% 0.8% 3.7%

2005 276,990 12.1% 70.6% 12.5% 0.8% 4.0%

2010 281,468 13.0% 69.1% 12.7% 0.8% 4.3%

2015 285,472 14.0% 67.7% 12.9% 0.8% 4.6%

2020 288,807 15.0% 66.2% 13.1% 0.8% 4.9%

2030 291,070 17.1% 63.0% 13.5% 0.9% 5.6%

2040 287,685 19.5% 59.5% 13.8% 0.9% 6.3%

2050 282,524 22.0% 55.8% 14.2% 1.0% 7.0%

Note: Population totals are in thousands.

Source: U.S. Department of Commerce, Economics and Statistics Administration, Bureau of the Census, Statistical Abstract of

the United States, 1998, 118th edition, table 19.

71



Appendix 2.4
Profile of Dentists

Race/Ethnicity of patients

White

Black

Hispanic

Asian

American Indian

Total*

White

76.6%
10.5%
8.5%
3.2%
1.4%

100.2%

Race/Ethnicity of practitioner

Blacic Hispanic

27.0% 43.6%
61.8% 9.8%
7.9% 45.4%
2.3% 3.0%
1.0% 1.1%

100.0% 102.9%

Private dental practitioners providing free or reduced dental care to . .

.

HIV/AIDS patients 15.2% 27.1% 20.8%
Migrant workers 18.8% 19.6% 30.7%

Gross annual income of dental school graduates or enrollees

Less than $100,000 38.5% 56.4% 52.1%

$100,000 or more 61.5% 43.7% 48.0%
Total* 100.0% 100.1% 100.1%

Current specialty areas of dental school graduates or enrollees

General practitioners 79.9% 81.8% 82.1%
Specialists 18.4% 15.1% 16.5%

Not practicing 1.7% 3.1% 1.4%

Total* 100.0% 100.0% 100.0%

American
Asian Indian

47.5% 62.7%
11.5% 10.0%
14.5% 10.1%
25.1% 8.5%
1.3% 10.3%

99.9% 101.6%

18.6% 25.0%
24.1% 23.8%

51.9% 42.3%
48.1% 57.7%
100.0% 100.0%

83.9% 82.7%
14.5% 15.5%
1.5% 1.8%

99.9% 100.0%

* Columns do not always total 100% because of rounding error and persons who identify themselves as having more than one
race or ethnicity.

Sources: American Dental Association, "1996 Dentist Profile Survey: White Respondents," February 1998, tables 5 and 8, figures 6
and 11, pp. 6, 8, 12, 20; American Dental Association, "1996 Dentist Profile Survey: Black Respondents," February 1998, tables 6
and 9, figures 6 and 11, pp. 6, 8, 12, 20; American Dental Association, "1996 Dentist Profile Survey: Hispanic Respondents,"

Febmary 1998, tables 6 and 9, figures 6 and 11, pp. 6, 8, 12, 20; American Dental Association, "1996 Dentist Profile Survey: Asian

Respondents," March 1998, tables 6 and 9, figures 6 and 11, pp. 6, 8, 12, 20; American Dental Association, "1996 Dentist Profile

Survey: American Indian Respondents," March 1998, tables 6 and 9, figures 5 and 8, pp. 6, 8, 11, 17.
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Chapter 3

Gender, Race and Ethnicity:

Experiences with Three Health Care Related Issues

To facilitate greater understanding of dis-

parities based on race and gender within the

health care system, it is helpful to look at the

health experiences of minorities and women.
These experiences reveal the importance of vig-

orous civil rights enforcement efforts applied to

the Nation's health care system. Inequalities in

access to quaHty health care can be observed in

three broad contexts relating to health care: de-

Hvery of services, avaHability of financing, and
appropriate research on health-related issues.

Access to Health Care
Despite civil rights legislation, equal treat-

ment and equal access within the health care

industry are not a reality for racial/ethnic mi-

norities and women. Many barriers hmit the

quality of health care for these groups, including

geographical distances, shortage of primary care

providers in minority communities, and dis-

crimination, both overt and subtle. According to

one author, the factors that determine access to

health care include:

1) need for health services, which includes variables

such as perception of need, health status, risk for spe-

cific health conditions, and indications for preventive

health services; 2) availabUity of specific services; 3)

abihty to obtain services, including ability to pay,

opportunity to obtain services, and transportation to

services; and 4) acceptabUity of the services, particu-

larly in terms of language and cultural compatibihty.^

The Department of Health and Human Serv-

ices (HHS) has recognized the importance of in-

creasing access to quality health care in its

Healthy People 2010 objectives. ^ According to

HHS:

Having adequate access to health care services can

significantly influence patient use of the health care

system and, ultimately, improve health outcomes.

Consequently, measures of access to care provide an
important mechanism for evaluating the quaUty of

the Nation's health care system. Limitations in access

to care extend beyond such simple causes as a short-

age of health care providers or facdities in some ar-

eas. Even where health care services are readily

available, individuals may not have a usual source of

care or may experience multiple barriers to receiving

services, such as financial (e.g., lack of insurance or

being underinsured), structural (e.g., lack of nearby

facilities or service providers), and personal (e.g., cul-

tural, language, knowledge barriers, physical barriers

for the handicapped). In addition, populations with

special needs, such as the disabled, elderly, chroni-

cally ill, and HIV infected, require access to providers

with the requisite knowledge and skills to address

their needs.^

Despite acknowledging disparities, HHS thus far

has not sufficiently addressed the issue of access

to quaUty health care for minorities and women.
For example, racial and ethnic disparities and
other civil rights issues are only indirectly ad-

dressed in HHS' discussion of access to health

care. Although language and cultural barriers,

and populations with special needs are men-
tioned, civil rights enforcement is not integrated

into the goal of improving access and eUminating

disparities.

1 Lillian Gonzalez-Pardo, "Women's Health Care: Limited

Access Despite Majority Status," Kansas Journal of Law
and Public Policy, fall 1993, pp. 57-62.

2 U.S. Department of Health and Human Services (HHS),

Office of Public Health and Science, Healthy People 2010
Objectives: Draft for Public Comment, Sept. 15, 1998, Access

to Quality Health Services, p. 10-3 (stating as its goal to

"improve access to comprehensive, high quality health care

across a continuum of care") (hereafter cited as HHS,
Healthy People 2010 Objectives).

3 Ibid., Access to Quality Health Services, p. 10-4.
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Race and Ethnicity

"The causes of these access and treatment differ-

ences are multifaceted and complex, but geogra-

phy, culture and cultural insensitivity, racial

stereotyping, the lack of minority health profes-

sionals, and institutional racism all factor into

the causal equation."^

Members of racial and ethnic minority groups

face multiple restrictions to health care deUvery.

From lack of insvirance to lack of transportation,

minorities are disproportionately affected by

such barriers. 5 For example, it is sometimes dif-

ficult to take a day off of work to get health care

services, find someone to care for one's children

while in the hospital, or pay for services such as

nursing homes.^ Sometimes the existence of such

barriers is perceived, but the effect is the same.

Cultural barriers also exist in the form of mis-

understood customs, the inabihty to express

one's health needs, and lack of faith or trust in

the health care system.' In addition, stereotypes

cloud health care professionals' judgment in

some cases, and mistrust impedes doctors and
patients from effectively communicating with

one another.8 In other instances, discrimination

and poHcies that result in a disparate impact on
certain groups, and disparate treatment of indi-

* Sidney Dean Watson, "Minority Access and Health Reform:

A Civil Right to Health Care," Journal of Law, Medicine and
Ethics, vol. 22, no. 2 (summer 1994), pp. 127-37.

5 See, e.g., Roni Rabin, "The Health Divide: With No Car,

Care is a Big Challenge," Newsday, Dec. 2, 1998, p. A-78;

Jane W. Peterson, Yvonne M. Sterling, and DeLois P.

Weekes, "Access to Health Care: Perspectives of Afirican

American Families with Chronically 111 Children," Family
Community Health, vol. 19, no. 4 (1997), p. 64 (hereafter

cited as Peterson et al., "Access to Health Care").

6 See Peterson et al., "Access to Health Care."

^ Claudia L. Schur and Leigh Ann Albers, "Language, Socio-

demographics, and Health Care Use of Hispanic Adults,"

Journal of Health Care for the Poor and Underserved, vol. 7,

no. 2 (1996), p. 140; Sally Kohn, "DismantUng Sociocultural

Barriers to Care," Healthcare Forum Journal, May/June
1995, pp. 30-33; Tracy A. Lieu, Paul W. Newacheck, and
Margaret A. McManus, "Race, Ethnicity, and Access to Am-
bulatory Care among US Adolescents," American Journal of

Public Health, vol. 83, no. 7 (July 1993), pp. 963-«4

(hereafter cited as Lieu et al., "Race, Ethnicity, and Access").

8 "End Racial Health-Care Inequities," Newsday editorial,

Dec. 13, 1998, p. B-03; Ford Fessenden, "The Health Divide:

a Difference of Life & Death: For Blacks, Medical Care and
State of Health Trail Whites," Newsday, Nov. 29, 1998, p. A-
04 (hereafter cited as Fessenden, "Difference of Life &
Death").

viduals, further deteriorate the health care

services available to and received by racial and
ethnic minorities.^

In her remarks concerning the fiscal year

2000 budget, Secretary of Health and Human
Services, Donna E. Shalala, stated:

(T]oo many of our citizens face a higher risk of illness

and death for only one reason: the color of their skin.

For example, African-Americans have an infant mor-
taUty rate that remains more than twice that of Cau-
casians. And American Indians and Alaska Natives

are more than three times as likely to die from diabe-

tes, as are other Americans. ... In this nation, being

a member of a minority group shovddn't be hazardous

to your health.^''

From the perspective of the Commission's review

of the HHS civil rights program, there seems to

be more rhetoric than committed action to ad-

dress this proclamation. Overall, HHS lacks a

vigorous civil rights enforcement program, and
the activities of OCR appear to have httle impact

on the agency as a whole. ^i

Discriminatory Policies and Practices

As a result of a history of discriminatory

medical practices, many racial and ethnic mi-

norities distrust the health care system. African

Americans' distrust is rooted in slavery, Jim
Crow laws, disenfranchisement, segregation,

insufficient health care, and inappropriate scien-

tific experimentation. ^2 Many Hispanics perceive

9 For example, pohcies on organ transplantation have a dis-

parate impact on minorities. See generally, Ian Ayers, Laura

G. Dooley, and Robert S. Gaston, "Unequal Racial Access to

Kidney Transplantation," Vanderbilt Law Review, vol. 46

(May 1993), pp. 805-63. See also U.S. Commission on Civil

Rights (USCCR), The Health Care Challenge: Acknowledg-

ing Disparity, Confronting Discrimination, and Ensuring

Equality, Vol. U. The Role of Federal Civil Rights Enforce-

ment Efforts, September 1999, chap. 3 (hereafter cited as

USCCR, The Health Care Challenge, vol. II).

10 Donna E. Shalala, Secretary, HHS, Remarks at the Fiscal

Year 2000 Budget Press Conference, Washington, DC, Feb.

1, 1999, pp. 3--1.

11 See USCCR, The Health Care Challenge, vol. H, chaps. 3-5,

for a discussion of the organization of civil rights efforts and
civil rights enforcement within HHS. See also USCCR, The
Health Care Challenge, vol. II, chap. 1, for a discussion of the

history of deficiencies within HHS' civil rights program.

12 Vernellia R. Randall, "Does Chnton's Health Care Reform
Proposal Ensure Equality of Health Care for Ethnic Ameri-

cans and the Poor?" Brooklyn Law Review, vol. 60 (spring

1994), p. 206, n. 175 (hereafter cited as Randall, "Chnton's

Health Care Reform Proposal").
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providers in the current system as obstacles to

receiving meaningful help; many Southeast

Asians equate the health care system with

death. 13 After years of neglect and culturally in-

sensitive care, combined with discriminatory

practices, it is no wonder that there is a deep

mistrust of the health care system:

Obviously, a significant question is how this general

distrust wUl be impacted by a system of health care

designed to deny health care rather than to provide

services. In particular, utilization review processes

may allow providers to make decisions which will

adversely impact persons of color more than Euro-

pean Americans. When that happens, some ethnic

Americans' distrust in the health care system may be

reaffirmed. 14

HHS has the responsibihty to address the

fears and concerns of racial/ethnic minorities,

and in particvilar to reexamine the discrimina-

tory practices that have led to such fears. One
attorney at HHS stated:

I think the first [recommendation] would be to try and
address what I caU the trust gap. There's a big dis-

parity in health outcomes based on race, and the

various parts of the Department [HHS] have tried to

attack that in various ways. When the doctors come
at it, they see it as a medical, scientific issue. They
may not think about discrimination. They think they

don't discriminate. They think their feUow colleagues

are all bright and dedicated and don't discriminate. I

think that the part that the Office for Civil Rights

needs to address is the trust issue....There are sur-

veys out there that basically say that African Ameri-

cans don't trust medical personnel to do the right

thing at the same rates that whites do, and there is

anecdotal evidence that people, particularly African

Americans, wdl go to the doctor later, they'll wait un-

til they are really sick because, even more than eve-

rybody else, they don't regard the doctor as an inher-

ently good thing. 15

The poHcy and structural barriers that must be

addressed are numerous and far reaching, be-

cause they have a significant effect on the abiHty

13 Ibid.

14 Ibid.

15 George Lyon, associate general counsel, Office of General

Counsel, Civil Rights Division, HHS, interview in Washington,

DC, Dec. 22, 1998, pp. 15-16. Lyon further stated that he

beUeved it was necessary for HHS to make sure that minority

populations, in particular, Eire aware that there is an agency

(OCR) to address discrimination in health care. Ibid.

to access quahty health care for racial/ethnic

minorities and women. A commentator, writing

on legal issues of barriers to health care access

for minorities, described a meeting of members
of a pubhc housing complex in New York held in

the early 1990s. i^ The tenants met with attor-

neys retained in a race discrimination case

against a New York hospital. The tenants, most
of whom were members of minority groups,

spoke about their experiences in receiving medi-

cal treatment at the nonprofit hospital nearby on

which they reUed for health care. The commen-
tator described this meeting as follows:

Residents spoke of chaos in the emergency room of a

not-for-profit hospital located nearby: One woman,
Mrs. C, knew a neighbor who suffered with the ef-

fects of cancer and, yet, had lain in the emergency
room for days. He was told that there was no bed for

him. . . Mrs. C. also knew a young girl who went to

the emergency room ill; after a wait, the girl was sent

back home, where she died. . . .

Residents spoke of racial and economic segregation at

the local not-for-profit: the hospital put the rich in one

wing and the poor, including people with Medicaid, in

another. The hospital's staff treated their two catego-

ries of patients differently. For example, the hospital

would not move poor patients out of the emergency

room into beds that were available in the "private"

wing. Moreover, the conditions in the private and
pubHc wings contrasted sharply. The pubUc wings, or

poor people's wards, were "different worlds." Resi-

dents spoke of inferior food and a lack of privacy.

They had seen feces in open areas. In the public ward,

they stated, patients did not get their beds changed as

often or often enough. In the pubHc ward, patients did

not get their medicine on time.

A young father of four, Mr. E., spoke about his stays

in the pubUc and private wings. In the public ward,

his IV bag would empty and no one would change it

until hours later. He watched other patients and
learned how to shut off the IV himself. If a patient

were in pain and asked for Tylenol, hospital staff

would not give the patient the medication and, in-

stead, would say that he had to wait until the next

morning. In the private units, by contrast, appropri-

ate medicines were Usted on the charts and patients

were able to get pain killers right away.

16 See Marianne L. Engleman Lado, "Breaking the Barriers

of Access to Health Care: A Discussion of the Role of Civil

Rights Litigation and the Relationship Between Burdens of

Proof and the Experience of Denial," Brooklyn Law Review,

vol. 60 (spring 1994), pp. 246-47.
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Mr. S., who had also stayed on both wings, stated that

physicians had different attitudes in the private wing
and that nurses there provided more attention. Mr. S.

stated that he felt badly when he left his bed in the

private unit, because on his way out he had passed a

number of poor people in need of beds—including

someone with appendicitis. He knew that there were

beds for insured people but not for the people he saw

in the emergency room.^'^

The commentator who described this meeting

observed that, for many years "private facihties

have used specific, identifiable tactics to avoid

treating poor people of color altogether or limit-

ing their numbers."i^ She noted that some of the

tactics are structural, meaning "designed to or

with the effect of hmiting access for the poor,

and disproportionately, people of color ."i^ Among
these tactics are "[m]edical practices or facihties

[that] are set up, or structvtred, so as to motivate

barriers to entry ."20 She has written:

Such actions preclude the need for making further

discriminatory determinations to exclude people of

color on an individual basis. These structural deci-

sions can sometimes be explained as motivated on

another basis, but exclusion or change in patient

"mix" is at least part of the reason for the action. . . .

For example, some facilities relocate from African-

American or Latino communities to predominantly

white, suburban communities. ^i Other facilities close

or move the typical paths of entry for poor people

—

emergency and obstetrical care units. The privatiza-

tion of public and not-for-profit health facilities is

another technique for excluding the poor.22 And still

other facilities adopt restrictive hospital admissions

poUcies, limit the size of their emergency room, or

simply refuse to admit poor people of color as a gen-

eral practice, "dumping" lower income patients on

other facilities.23 One survey conducted in Chicago

showed that of patients transferred from emergency

rooms at private hospitals to the local public hospital,

'^ Ibid., p. 247, citing Meeting in Manhattan Residence Be-

tween Attorneys Retained in Mussington v. St. Luke's Roo-

sevelt Hospital Center and Tenants of New York City Public

Housing, Aug. 27, 1991 (Lado changed names for reasons of

confidentiality).

18 Ibid., p. 248.

•9 Ibid.

20 Ibid.

21 Ibid.

22 Ibid., p. 249 (internal cites omitted).

23 Ibid, (internal cites omitted).

a grossly disproportionate percentage were poor peo-

ple of color.24 Private nursing homes are particularly

noteworthy for their exclusionary policies. They prop-

erly have been described as the most segregated of

the country's publicly licensed health care faciUties.^s

Another author recounted the story of a black

woman who discovered a lump in her breast:

When she went to a private hospital, she was denied

treatment because she was indigent and her case was
not considered an emergency. A public hospital per-

formed a biopsy, which was positive, and gave her an
appointment for treatment three weeks later. When
Mrs. Eorchik arrived for treatment, however, the

pubhc hospital turned her away because she had not

yet applied for Medicaid. Mrs. Kirchik tried another

public hospital, but she was turned away because she

was not a resident of the hospital's service area.

When Mrs. Kirchik's story appeared in the newspa-
per, the first public hospital admitted her—to a pri-

vate room—^four months after she had first discovered

the lump. Two weeks later, Mrs. Kirchik died.^^

This author noted that the focus appears to be

on the cost of health care, rather than on im-

proving health status.

Inner-city residents, who are primarily mi-

norities, have less access to quaHty health care

than persons Uving in the suburbs, despite hav-

ing more health problems. 2'^ According to the

author:

Inner-city residents suffer fi-om hypertension, heart

disease, chronic bronchitis, emphysema, sight and
hearing impairments, cancer, and congenital anoma-
lies at a rate 50% higher than suburbanites. The rate

of neurological and mental disorders in inner-city

residents is nearly twice that of suburbanites.^s

Inner-city residents also face far greater health

hazards than suburban residents because of

higher exposvire to health hazards such as pol-

luted air and water, crime, and drugs.29

24 Ibid, (internal cites omitted).

25 Ibid., pp. 249-50 (internal cites omitted).

26 Sidney D. Watson, "The Urban Crisis: The Kerner Com-
mission Report Revisited: Health Care in the Inner City:

Asking the Right Question," North Carolina Law Review,

vol. 71 (June 1993), p. 1646 (hereafter cited as Watson,

"Health Care in the Inner City").

27 Ibid., p. 1649.

28 Ibid., pp. 1648-49.

29 Ibid.
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Discriminatory policies and practices, such as

medical redlining, excessive wait times for care,

iinequal access to emergency care, and lack of

continviity of care have a disparate impact on
minorities. In other cases, overt discrimination

and denial of quaHty health services endangers

the hves of racial and ethnic minority patients.

One author, citing several examples and studies

of health care discrepancies, said, "Race dis-

crimination is an almost sahent yet pervasive

problem in American health care."3° The author

identifies the following facially neutral pohcies

and practices that disproportionately affect ra-

cial and ethnic minorities:

• Refusing to admit patients who do not have

a physician with admitting privileges at that

hospital.

• Requiring a deposit to treat a person in the

emergency room or to admit a person for in-

patient care.

• Refusing to deliver a baby if the mother has

not received a specified amovmt of prenatal

care.

• Excluding medicaid patients from hospitals

and nursing homes.
• Faihng to provide interpreters and transla-

tions of signs and forms for patients who do

not speak Enghsh.
• Inqiiiring into a patient's citizenship, na-

tional origin, or immigration status before

admitting that patient to the hospital.^^

The author concludes, "Each of these pohces op-

erates to exclude a disproportionately large

number of minorities. Each may foreclose access

to health care if there are no alternative health-

care facihties in the area or may relegate minori-

ties to second-class care if the only alternative is

inferior."32

An example of an overtly discriminatory pol-

icy is California's Proposition 187, which pro-

hibits people without legal residency status from

obtaining any health care, other than emergency

medical services, from pubhcly funded facih-

ties. ^3 The impact of Proposition 187 on immi-
grants and their children is potentially devas-

tating, since most health care facihties in the

State receive some pubhc funding. ^^

After conducting a series of interviews about

the potential effects of Proposition 187, re-

searchers found that immigrant women's fears

centered around the denial of services, costs for

services, and threats of deportation. The re-

searchers quoted several women who expressed

concern with the law. For example, one immi-

grant woman said, "I'm afraid you'll go into a

place and they won't help you or that we'll go to

the hospital and they'll say, 'Hey, you go back to

Mexico.' That makes one fearful."35 Another re-

spondent said, "They're not going to give us

services, not us. If we don't quahfy for MediCal,

not even the children who are born here, they're

not going to see us. And even if you're sick they

won't give you medical care, so I think we are aU
going to infect each other. This affects me and
my child. . .

."^e

Other studies confirm that the passage of

Proposition 187 affected immigrants' use of

health services. For example:

Half the directors of a representative sample of Cali-

fornia primary care clinics serving low-income pa-

tients reported a decrease in the number of patient

visits after the election. Directors of cHnics serving a

greater proportion of Latinos were significantly more
likely to perceive a decrease in visits, particularly

among those seeking prenatal and obstetric services.

The decrease was reported to last for a median of

seven weeks following the election. A time-series

anaJysis showed a 26 percent decrease in the initia-

te Sidney D. Watson, "Reinvigorating Title VI: Defending

Health Care Discrimination—It Shouldn't be so Easy,"

Fordham Law Review, vol. 58 (April 1990), p. 939.

31 Ibid., pp. 941-92.

32 Ibid., p. 942.

33 1994 Cal. Legis. Serv. Prop. 187 (Deering) (codified at

Cal. EDUC. Code §§ 48215(a) (Deering 1987 & Supp. 1999);

Cal. Health & Safety Code § 130(a) (Deering 1990 &
Supp. 1999); Cal. PenAL Code §§ 113, 114 (Deering 1985 &
Supp. 1999); Cal. Penal Code § 834b (Deering 1998); Cal.

Welf. & Inst. Code § lOOOl.S (Deering 1985 & Supp. 1999).

34 Nancy Moss, Lisa Baumeister, and Judith Biewener,

"Perspectives of Latina Immigrant Women on Proposition

187," Journal of the American Medical Women's Association,

vol. 54, no. 4 (August/October 1996), pp. 161-65. Proposition

187 was overwhelming approved by voters (with 59 percent

of the vote) in 1994. In March 1998, a U.S. district court

granted a permanent injunction, enjoining the state from

implementing and enforcing sections 4, 5, 6, 7, and 9 of

Proposition 187. League of United Latin Am. Citizens v.

WUson, Case Nos. 94-7569, 94-7570, 94-7571, 94-7652, 95-

0187, 1998 U.S. Dist. LEXIS 3368 (CD. Cal. Mar. 13, 1998).

35 Ibid., p. 163.

36 Ibid., p. 164.
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tion of outpatient mental health services by younger

Hispanics at selected sites in San Francisco after the

1994 election. The decrease was associated with sub-

sequent increase in use of crisis services.^''

Immigrants, and particvilarly immigrant
women, face considerable economic, legal, lan-

guage, and cultural barriers to health care serv-

ices. ^^ Early entry into primary health care is

one of the most effective ways to enstire positive

health practices and early diagnosis of diseases,

when they can be treated most effectively and
inexpensively. 39 Statutes like Proposition 187

hmit, and in some cases eUminate, access to care

and have a resoundingly adverse effect on the

health of immigrant communities. Despite

Proposition 187's eventually being ruled par-

tially unconstitutional, its overwhelming ap-

proval among voters reflects the strong anti-

immigrant sentiment, particularly concerning

issues of pubhc assistance."**^

The pohcies and practices cited here are just

a few examples of the many that disproportion-

ately disadvantage racial and ethnic minorities.

It is often difficult to assess the effects of so-

called facially neutral pohcies and practices. To
ehminate these practices it is necessary to in-

crease awareness among health care providers of

the negative effect of standard discriminatory

procedures.

One vehicle for achieving this is to incorpo-

rate standards for nondiscrimination into the

accreditation process. Accreditation is the proc-

ess by which facihties are certified as meeting

the standards for providing quahty health care,

as determined by the accrediting organizations.

HHS often rehes on the accreditation status of

facihties in determining ehgibihty for funding.

37 Ibid., p. 164-65.

38 Francesca Gany and Heike De Bocanegra, "Overcoming
Barriers to Improving the Health of Immigrant Women,"
Journal of the American Medical Women's Association, vol.

51, no. 4 (August/October 1996), pp. 155-60.

39 Ibid., p. 155.

^f* See Victor C. Romero, "Broadening Our World: Citizens

and Immigrants of Color in America," Capital University

Law Review, vol. 27, no. 13 (1998), pp. 13-34; Berta Es-

peranza Hernandez-Truyol, "Building Bridges III: Personal

Narratives, Incoherent Paradigms, and Plural Citizens,"

Chicano-Latino Law Review, vol. 19 (spring, 1998), pp. 303-

29; Alison Fee, "Forbidding States From Providing Essential

Social Services to Illegal Immigrants: The Constitutionality

of Recent Federal Action," Boston Public Interest Law Jour-

nal, vol. 7 (winter 1998), pp. 93-115.

Accreditation agencies, such as the Joint Com-
mission on Accreditation of Healthcare Organi-

zations (JCAHO), already recognize the impor-

tance of patients' rights, particularly for access

to care. The JCAHO's standards for patient

rights state that health care facihties must es-

tabhsh and maintain organizational structures

that provide for the patient's right to reasonable

access to care."*^ These standards must be taken

a step further to address those pohcies that par-

ticularly affect minorities. Fiirther, HHS must
see to it that all accreditation standards for

health care facihties receiving medicare, medi-

caid, and other Federal funding incorporate the

facihties' responsibihties under Federal civil

rights laws.

Inequities in Treatment and Services

"The subtle effects of racism still exist in our sys-

tem. . . . Studies suggest that there is subtle, un-

conscious bias in the system. Health care profes-

sionals who believe that they are free of bias and
free of prejudice, nevertheless can be shown in-

deed to be biased in their decision making in

ways that they are not aware of."^^

According to the Council on Ethical and Judi-

cial Affairs of the American Medical Association

(AMA), "Underlying the racial disparities in the

quahty of health among Americans are differ-

ences in both need and access."^^ According to

the council, black persons are more hkely to re-

quire health care services but are less likely to

receive such services than are white persons.

They are also less likely than whites to receive

certain treatments or therapies. Racial dispari-

ties have been found in the likehhood of under-

going bypass surgery and receiving a kidney

transplant and other life-saving procedures.'*'*

^1 Joint Commission on Accreditation of Healthcare Organi-

zations (JCAHO), 1999 Hospital Accreditation Standards

(Oakbrook Terrace, IL: JCAHO, 1999), p. 50.

42 Louis Sullivan, president, Morehouse School of Medicine,

telephone interview. May 2, 1999, p. 8 (hereafter cited as

Sullivan interview).

43 American Medical Association, Council on Ethical and
Judicial Affairs, "Black-White Disparities in Health Care,"

Journal of the American Medical Association, vol. 263, no.

17 (May 2, 1990), p. 2344 (hereafter cited as AMA, "Black-

White Disparities")

44 Ibid., pp. 2344-45.
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One practice that has led to a disparity in

health service deUvery is kidney allocation to

potential transplant recipients. ^^ Currently,

preference for available kidneys is given to re-

cipients who are genetically compatible with the

donor. This is determined by the antigens pres-

ent in the cells."*^ Recipients with antigens simi-

lar to those of the donor are less likely than

other recipients to reject the kidney. Because

most kidney donors are white, most recipients

with matching antigens are white as well. The
wait for black kidney patients to receive a kid-

ney transplant is twice as long as that for white

patients. Further, white patients are 75 percent

more hkely to receive a transplant than black

patients. ^'^ However, according to some commen-
tators, mandated antigen matching is no longer

necessary because of lower rejection rates in

kidney transplants. ^^

Other commentators have written about ra-

cial and gender disparities in the treatment of

emergency room patients complaining of chest

pain.4^ These researchers found a statistically

significant difference between the amount of

time females and males waited to see a physi-

cian in the emergency room, with females wait-

ing longer than males. Although the results were

not statistically significant for the waiting time

between black and white patients, a dispropor-

tionate number of both blacks and females re-

ported waiting for more than an hour.^o

The authors of this study concluded that pre-

vious differential access to medical care may
cause a difference in emergency room wait times

among blacks and whites, and males and fe-

males. Because white patients were more likely

than black patients to have seen a private physi-

cian before going to the emergency room, their

conditions may have been considered to be more

^5 See generally Ayres et al., "Access to Kidney Transplanta-

tion." See also USCCR, The Health Care Challenge, vol. II,

chap. 3.

46 Ibid., pp. 807-08.

47 Ibid., p. 808.

48 Ibid., p. 811. See also Barbara A. Noah, "Racist Health

Care?" Florida Law Review, vol. 48, pp. 362-65.

49 See Chelmer L. Barrow, Jr., and Kirk A. Easley, "The Role

of Gender and Race on the Time Delay for Emergency De-

partment Patients Complaining of Chest Pain To Be Evalu-

ated by a Physician," Saint Louis University Public Law Re-

view, vol. 15 (1996), pp. 267-77.

50 Ibid., p. 275.

serious than that of patients who had not previ-

ously seen a doctor.^i The article states that in-

tentional discrimination could not be a factor

because the doctors represented both genders

and different races, and because the physicians

did not see the patients until they entered the

examination room.52 However, the authors did

not take into account the admitting staff or other

factors. Further, the authors state, "The current

medical hterature indicates that there is no data

to justify the longer waiting times experienced

by black and female patients in this study.''^^

Absent medically sound reasons for such dispari-

ties among wait times, researchers need to focus

attention on possible sovirces of discrimination.^'*

Many news reports have detailed the inequi-

ties confronting racial and ethnic minorities in

the health care system. For exam^ple, a series of

articles pubhshed in Newsday in Novem-
ber/December 1998 chronicled the disparities in

health care on Long Island in New York.^s After

a year of analyzing hospital records and data-

bases and researching health care in the region,

reporters came to the following conclusions,

many of which have been reached by other re-

searchers:

• Compared with black patients, whites re-

ceive more advanced and intensive treat-

ment.
• Blacks are more likely than whites to receive

more radical, severe treatments, such as

amputation.

• Blacks wait longer than whites for kidney

transplants.

• Stereotypes about the treatment of minori-

ties pervade the medical community.^^

51 Ibid., p. 276.

52 Ibid.

53 Ibid.

54 See generally Jackie Barrow, "Implications of the Emer-
gency Medical Treatment and Active Labor Act (EMTALA)
on Differences Based on Race and Gender in the Treatment

of Patients Presenting to a Hospital Emergency Department

with Chest Pain," Saint Louis University Public Law Re-

view, vol. 15, no. 2 (1996), pp. 278-302.

55 Fessenden, "Difference of Life & Death."

56 Ibid. Other disparities noted in the Newsday series in-

cluded: there appears to be feehngs of distrust between black

patients and white physicians; blacks are more likely than

whites not only to be overweight and get less exercise, but

they are also more likely to Uve in dangerous places and expe-

rience more stress; and whites Uve longer than blacks. Ibid.
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The Newsday series provided several exam-

ples of diagnoses made on race-based assump-

tions. One article told of a doctor who informed a

patient that although he had high blood pres-

sure, it was not a problem because he was Afri-

can American. 5^ (High blood pressvire is more
common among African Americans, so the condi-

tion was accepted as "normal"). Another News-

day reporter retold the story of a black woman
who was referred to an ophthalmologist for her

blurred vision. The doctor assumed she was
Asian because of her last name and when he

found that she was black, he told her she was
diabetic and had glaucoma. The patient, who
was not diabetic, later had surgery for a nerve

problem, not glaucoma. She felt she received

poor care from the ophthalmologist who as-

sumed she was diabetic because she was black

and did not look for another explanation for her

blurred vision.^^ Another article reported cases

in which doctors assumed black patients with

symptoms of sickle-cell disease were drug ad-

dicts and withheld the narcotic-grade drugs

normally used to treat the disease. ^^

In a study of access to long-term care, re-

searchers found that nonwhite patients experi-

ence longer delays than white patients in being

placed in nursing homes.^° Even after controUing

for several factors, including patient age, gender,

health conditions, special care requirements,

behavior, financing, and cooperation of family,

racial differences persisted in the wait time to be

discharged from a hospital and placed in a

nursing home, suggesting that nursing homes
pair patients by race or "defer to the racial pref-

erences of the patients" when assigning room-

mates. ^^ The authors concluded, "The inescap-

able conclusion is that nursing homes discrimi-

nate on the basis of race in admitting patients.

This practice is patently objectionable; it also is

costly to hospitals, thus to society, since hospi-

57 Ibid.

58 Curtis L. Taylor, "Mistakes in the Past, Fears in the Pres-

ent," Newsday, Dec. 4, 1998, p. A-08.

59 Delthia Ricks, "Medical Myths: Black Patients Fight

Against Harmful Silent Curriculum," Newsday, Dec. 6, 1998,

p. A-04.

^^ David Falcone and Robert Broyles, "Access to Long-Term
Care: Race as a Barrier," Journal of Health Politics, Policy

and Law, vol. 19, no. 3 (fall 1994), p. 592.

6» Ibid., p. 591.

tals bear the direct costs of delayed discharges

and hospitals do not keep costs to themselves."^^

Another study found a statistically significant

relationship between patient race and the serv-

ices received in hospitals. Using regression

analysis, the researchers found that nonwhite
pneumonia patients received fewer hospital

services than white patients. For example, non-

white patients were less likely than whites to

have necessary svirgery. Such differences in the

intensity of care were not explained by source of

payment, health status, or location of hospital.^^

Other studies have found discrepancies in the

treatment of breast cancer. According to one

author, minority women have higher death rates

from cancer and/or receive less breast care than

other groups. ^4 For example, women in lower

income groups are less Hkely to receive breast

cancer information and screening. The author

cites studies that indicate that black women re-

ceive different breast cancer treatments than
white women; doctors are less likely to recom-

mend breast cancer screening for Hispanic

women; and breast cancer often is undetected

and untreated in the Chinese American commu-
nity.65

Researchers at the Health Care Financing

Administration (HCFA), noting the disparities

by race in the use of medicare services, studied

the effects of race and income on the use of such

services. These researchers found that black and
low-income beneficiaries have fewer mammo-
grams, influenza immunizations, and visits to

physicians for ambulatory care. However, these

groups have higher hospitahzation rates, higher

mortahty rates, and greater instances of ampu-
tation.^^ In comparing mortahty rates the re-

62 Ibid., p. 583.

63 John Yergan, Ann Barry Flood, James P. LoGerfo, and
Paula Diehr, "Relationship Between Patient Race and the

Intensity of Hospital Services," Medical Care, vol. 25, no. 7

(July 1987), pp. 592, 600.

^* Yolanda Vera, Kimberly Lee, and Amybeth Garcia-Bokor,

"Breast Cancer and Poverty: Challenging Goliath with a

Slingshot," Clearinghouse Review, May 1996, pp. 3-19

(hereafter cited as Vera et al., "Breast Cancer and Poverty").

65 Ibid., p. 6.

66 Marian E. Gornick, Paul W. Eggers, Thomas W. Reilly,

Renee M. Mentnech, Leslye K. Fitterman, Lawrence E.

Kucken, and Bruce C. Vladeck, "Effects of Race and Income
on Mortality and Use of Services Among Medicare Benefici-

aries," New England Journal of Medicine, voL 335 (Sept. 12,

1996), pp. 791-99.
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searchers found that black male medicare bene-

ficiaries were 19 percent more likely to die (a

mortaUty ratio of 1.19) than white male benefi-

ciaries. For women, blacks were 16 percent more
likely to die (a mortahty ratio of 1.16).^'^

In addition, the authors noted that many
black beneficiaries do not opt for many common
elective surgical procedures, suggesting that

"there may be barriers to elective surgical proce-

dures for some groups of beneficiaries."^^ Ac-

cording to the authors, these results may indi-

cate that black and low-income beneficiaries may
receive less preventive care than other benefici-

aries.^^ Thus, the authors concluded:

The implementation of Medicare was necessary to

provide access to care for the elderly. However, the

differential patterns in the use of many specific serv-

ices according to race and income indicate that the

provision of health insurance alone does not suffice to

promote effective patterns of use by all beneficiar-

ies. 70

In 1994 the Agency for Health Care Pohcy

and Research (AHCPR) reported disparities in

hospital treatments performed on black and

white patients. Using data from the Hospital

Cost and UtiHzation Project, AHCPR conducted

a longitudinal study of 172 medical procedxires.'^i

The agency found that for 36 of the procedures,

whites had higher procedure rates than blacks

for at least 7 of the 8 years of the study. White

patients received more procedures related to the

circulatory and musculoskeletal systems than

did blacks. '2 Further, more whites than blacks

received coronary bypass, a rate of 71.6 per

100,000, compared with 21.7 per 100,000. In ad-

dition, white patients' procedvire rate for ar-

throscopy was 83.1, compared with 42.4 for black

patients. "^3 In contrast, compared with whites,

67 Ibid., p. 793.

68 Ibid., p. 798.

69 Ibid.

™ Ibid.

71 HHS, Public Health Service, Agency for Health Care and

Policy Research, Trends in Hospital Procedures Performed

on Black Patients and White Patients: 1980-1987, Provider

Studies Research Note 20, AHCPR Pub. No. 94-003 (AprH

1994), pp. 5-7 (hereafter cited as AHCPR, Trends in Hospi-

tal Procedures).

72 Ibid., p. 9.

73 Ibid., p. 14.

blacks received more procedures related to renal

failvire, abortion, and glaucoma. AHCPR data

also showed that blacks were more likely than
whites to receive an amputation of a lower ex-

tremity.'''*

A more recent study examined differences in

doctors' recommendations concerning chest pain.

The researchers attempted to control for all in-

tervening variables by having similarly dressed

actors use the same script in videotaped inter-

views, thus ensiu-ing that information on the

"patients," such as occupation, insurance status,

and risk status, was consistent. '^^ fhe taped in-

terviews were provided to 720 doctors for their

recommendations. The study resiilts indicate

that men and whites were the most likely pa-

tients to be referred for cardiac catheterization.

The researchers concluded that "the race and sex

of the patient influence the recommendations of

physicians independently of other factors . . .

[which] may suggest bias on the part of the phy-

sicians.'"'^ However, the authors stated that they

coidd not identify the form of bias. According to

the authors:

Bias may represent overt prejudice on the part of

physicians or, more hkely, could be the result of sub-

conscious perceptions rather than deUberate actions

or thoughts. Subconscious bias occurs when a pa-

tient's membership in a target group automatically

activates a cultural stereotype in the physician's

memory regardless of the level of prejudice the physi-

cian has.''''

The results of studies such as these lead

other commentators to conclude that health care

providers are "less aggressive" in their treat-

ment of minorities.''^ According to one commen-
tator:

74 Ibid., pp. 9, 14.

75 Kevin A. Schulman, Jesse A. Berlin, William Harless, Jon

F. Kerner, Shyrl Sistrunk, Bernard J. Gersh, Ross Dube,

Christopher K. Taleghani, Jennifer E. Burke, Sankey Wil-

Uams, John M. Eisenberg, Jose J. Escarce, and William Ay-

ers, "The Effect of Race and Sex on Physicians' Recommen-
dations for Cardiac Catheterization," New England Journal

of Medicine, Feb. 25, 1999, pp. 340, 618-26 (hereafter cited

as Schulman et al., "Effect of Race and Sex"). See also

Avram Goldstein, "GU Study Finds Disparity in Heart

Care," Washington Post, Feb. 25, 1999, p. A-1.

76 Schulman et al., "Effect of Race and Sex."

77 Ibid.

78 Noah, "Racist Health Care?" p. 359.
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Physicians' treatment decisions may reflect some un-

stated prejudices—negative or pessimistic assump-

tions about their African-American patients' family

support networks, dietary practices, or adherence to

recommended post-treatment care regimens. In this

sense, unconscious racism may be one factor that per-

petuates the cycle of poorer health among African-

Americans when compared to the white population.'^^

Uneven Health Care Use
An indication of access problems is the lower

rates of use of health services by racial and eth-

nic minorities. The low utihzation rates could

give the impression that there are fewer health

problems among these popvdations, but studies

have shown that factors such as barriers to care

directly affect utilization rates for these popula-

tions, s'' Asian Americans in particular exhibit

low use rates for health services. A study of Ko-

rean Americans in Chicago found that 49 per-

cent of those surveyed did not have a regular

source of medical care.^^ Even when lack of

health insurance is not the main barrier to care,

use patterns of Asian Americans are different. A
San Diego study of Southeast Asians showed
that despite the fact that 9 out of 10 had health

coverage, 44.5 percent had never had a general

checkup.82

The low use rates stem from several inequah-

ties in treatment. In the words of one Vietnam-

ese patient:

People and staff at [the facility] treat me well and
care about me, but because they do not have enough
money and staff, I wait and wait from 8 in the morn-
ing to 6 o'clock in the afternoon. I wait for a transla-

tor, I wait for my appointment, I wait for my medica-

tions in the pharmacy. The waits drain so much of my
energy, it has really discouraged me from getting

health care, even though I reaUy need it.^^

79 Ibid., p. 361.

80 Laurin Mayeno and Sherry M. Hirota, "Access to Health

Care," pp. 347-75, in Nolan W. S. Zane, David T. Takeuchi,

and Kathleen N.J. Young, eds., Confronting Critical Health

Issues of Asian and Pacific Islander Americans (Thousand
Oaks, CA: Sage Publications, no date), p. 358.

81 Ibid.

82 Ibid.

83 California Commission for Economic Development, Asian

Pacific Islander Health Coalition, California Asian Health

Issues in the 1990s, public hearing, Apr. 20, 1990. Informa-

tion was provided by Asian Health Services. See Sherry

Hirota, executive director, Asian Health Services, Oakland,

Other studies have shown a significant dif-

ference in the number of doctor's office visits be-

tween whites and blacks. Such differences per-

sist even after the researchers control for vari-

ables such as income, education, and insur-

ance. S"* One study found unexplained racial dis-

parities in health care dehvery and health status

even after controlling for race-related stress

(measured with a series of questions to deter-

mine unfair treatment). ^s The authors noted

that, compared with whites, African Americans
reported lower levels of psychological well-being,

higher rates of ill health, and more bed-days.^®

There are also disparities in preventive care,

with subpopulations lagging behind whites. HHS
found that children who are members of ra-

cial/ethnic minority groups are immunized far

less frequently than white children.^'^ Prenatal

care is one preventive measure that has been
shown to reduce mortaUty. According to HHS,
"Failure to receive prenatal care during the first

trimester can cause missed opportunities to pre-

vent irreversible damage and lifelong handicaps

to the newborn."88 In 1996, 82 percent of moth-
ers received prenatal care in the first trimester

of pregnancy. However, there were substantial

variations among racial, ethnic, and socioeco-

nomic groups, as shown in table 3.1. Eighty-nine

percent of Japanese American and Cuban
American expectant mothers received prenatal

care in their first trimester of pregnancy; 84 per-

cent of white expectant mothers received prena-

tal care in their first trimester of pregnancy.

CA, letter to Mireille Zieseniss, USCCR, Jan. 7, 1999

(hereafter cited as Hirota letter).

8"* Rudy Fichtenbaum and Kwabena Gyimah-Brempong,
"The Effects of Race on the Use of Physicians' Services,"

International Journal of Health Services, vol. 27, no. 1

(1997), pp. 140-41.

85 David R. Williams, Yan Yu, and James S. Jackson, "Racial

Differences in Physical and Mental Health," Journal of

Health Psychology, vol. 2(3) (1997), pp. 335-51 (hereafter

cited as Williams, et al., "Racial Differences").

86 Ibid., p. 347.

8'' Jane Perkins, "Race Discrimination in America's Health

Care System," Clearinghouse Review, special issue, 1993, pp.

372-73, citing HHS, Public Health Service, Health Re-

sources and Services Administration, Health Status of Mi-
norities and Low-Income Groups: Third Edition, 1991, pp.

42-43 (hereafter cited as HRSA, Health Status of Minori-

ties).

88 HRSA, Health Status ofMinorities, p. 40.
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American Indian and Alaska Native mothers

were the least Likely to receive prenatal care at

67.7 percent.89

Table 3.1

Prenatal Care for Live Births by Race and Ethnicity,

1980-1996

Race/Ethnicity 1980 1990 1996

White, non-Hispanic 79.2 79.2 84.0

Black, non-Hispanic 62.4 60.6 71.4

American Indian or Alaska Native 55.8 57.9 67.7

Asian or Pacific Islander 73.7 75.1 81.2

Chinese 82.6 81.3 86.8

Japanese 86.1 87.0 89.3

Filipino 77.3 77.1 82.5

Hawaiian or part Hawaiian - 65.8 78.5

Other Asian or Pacific Islander — 71.9 78.4

Hispanic 60.2 60.2 72.2

Mexican 59.6 57.8 70.7

Puerto Rican 55.1 63.5 75.0

Cuban 82.7 84.8 89.2

Central and South American 58.8 61.5 75.0

Other and unknown Hispanic 66.4 66.4 74.6

Source: U.S. Department of Health and Human Services,

National Center for Health Statistics, Health, United States,

1998 with Socioeconomic Status and Health Chartbook, 1998,

p. 176

With major confounding variables increasingly con-

trolled and adjusted for, investigators tend to invoke

unspecified cultural differences, undocumented pa-

tient preferences, or a lack of information about the

need for care as reasons for the differences. The al-

ternative explanation is racism—that is, racially dis-

criminatory rationing by physicians and health care

institutions. We do not yet know enough to make that

charge definitively. Furthermore, if racism is involved

it is unhkely to be overt or even conscious. . . . The
answers we need are to questions that are at a more
personal level. What choices are black patients and
white patients actually offered by their physicians?

What do they hear? Do their physicians make specific

recommendations? Do the patients participate fully in

the decision-making process? What criteria do physi-

cians use in making these chnical judgments? Are
they apphed equitably, or are they subtly influenced

by racial stereotyping on the part of time-pressured

physicians, reinforced both by institutional attitudes

and unwarranted assumptions about prevalences and

outcomes?^^

Further, although it is often acknowledged that

differences in health care use rates exist, they

are frequently dismissed as lack of initiative on
the part of the minority patient and not the more
probable reason which is lack of choice. One
author states:

In a study of differences in health care access

among adolescents, researchers found striking

differences in the tjrpes of care received by white

and minority patients. Minority adolescents had
"markedly worse health status" and were less

likely to use health care than white adoles-

cents.^o The study also found that minority ado-

lescents lacked a usual source of care, which

may affect their overall health status. The re-

searchers concluded that although several other

factors may affect differences in health status

and access (such as a lack of minority physi-

cians, long waiting times at clinics, and dissatis-

faction with physicians), they "cannot rule out

the possibihty of discrimination in either institu-

tional access or physician behavior."9i Findings

such as those illustrated above led one commen-
tator to conclude:

The more fragmented, less preventive, and episodic

use of health care by blacks is translated as a lack of

personal responsibihty rather than as a reflection of

the differences in the nature of the institutions pro-

viding care and their relationships with their pa-

tients. At least some of the reported differences in

rates of drug addiction, sexually transmitted diseases,

and possibly even infant mortahty reflect diffierences

in the screening and reporting practices of the set-

tings in which care is provided to blacks as opposed to

those catering to whites. Such screening and report-

ing is more hkely to be a part of the standard operat-

ing procedures of the more urban chnic settings

where blacks disproportionately receive their care. In

effect, these differences in procedures amount to an

institutionahzed form of racial profiling.^^

89 Ibid., p. 176.

90 Lieu et al., "Race, Ethnicity, and Access," p. 963.

91 Ibid., p. 964.

92 H. Jack Geiger, "Race and Health Care—^An American
Dilemma?" New England Journal of Medicine, vol. 335

(Sept. 12, 1996), pp. 815-16.

93 David Barton Smith, Health Care Divided: Race and Heal-

ing A Nation (Ann Arbor, MI: University of Michigan Press,

1999), pp. 319-20.
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Gender

"Women and men have unique medical problems

and health care needs. At a time when there have

been improvements in the health status of men,

the health status of women does not appear to be

improving, perhaps because of the long-held as-

sumption that disease patterns for women are the

same as those for men. "^^

Gender disparities in access to health care

persist in this country. As demonstrated below,

women and men often receive differing treat-

ments for similar conditions, differ in health-

related behaviors, and use health services differ-

ently. Further, women's health care issues are

often neglected or misunderstood by health pro-

fessionals, and available care may not always be

appropriate. According to HHS:

Gender appropriateness also plays a significant role

in determining health outcomes, behaviors, use pat-

terns, and attitudes within all age groups. Women
often are the health care decisionmakers and caregiv-

ers in their communities. When provided with ena-

bhng services and health promotion and prevention

information, they can make better health choices and
better navigate the health care system to get the care

they and their families need.^^

Some commentators contend that decisions

on what aspect of health to study, what symp-

toms to acknowledge, and who will receive life-

saving treatments are not based on scientific

merit alone, but on judgment of social worth.^s

Women all too often fall outside the scope of

medical interests and are short changed in the

dehvery of medical services.

Inequities in Treatment

"[Gender bias] pervades medicine, beginning

with medical school admissions and education,

encompassing research facilities and medical

journals, and culminating in how women are

94 Jennifer Haas, "The Cost of Being a Woman," New Eng-

land Journal of Medicine, editorial, vol. 338 (June 4, 1998),

pp. 1694-95.

95 HHS, Healthy People 2010 Objectives, Educational and
Community-Based Programs, p. 4-8.

96 Eileen Nechas and Denise Foley, Unequal Treatment:

What You Don't Know About How Women are Mistreated by

the Medical Community (New York: Simon and Schuster,

1994), p. 14.

treated as patients in clinics, hospitals, and phy-

sicians' offices across the country. "^'^

Gender bias extends to all areas of health

care, but is perhaps most visible in the inequities

with which women are treated as patients. The
gender differences in medical utiUzation and
treatments may be the result of gender-related

biological differences that have been obscured by
the exclusion of women from research, different

expectations of medical care between men and
women, or gender bias by health care provid-

ers.^^ Women tend to undergo more examina-

tions, laboratory tests, and blood pressure checks

than men, but are less likely to receive major
diagnostic or therapeutic interventions.^^

Many studies suggest that inequities in

treatment continue to be a common occurrence

in a variety of medical procedures. Some exam-
ples are: men are more likely than women to be

referred for diagnostic testing for lung cancer

even when the risk factors are equal; women in

need of kidney dialysis are approximately 30

percent less likely than men to receive a trans-

plant; men are 6.5 times more likely than
women to be referred for cardiac catheterization;

and physicians are twice as likely to attribute

symptoms of heart disease in women to psychi-

atric and noncardiac causes. i°°

Heart disease is the number one cause of

death among women, and women are 20 percent

more likely than men to die of a heart attack. ^^^

Yet the misperception of heart disease as a pre-

dominantly male issue persists, resulting in

97 Karen H. Rothenberg, "Gender Matters: Implications for

Clinical Research and Women's Health Care," Houston Law
Review, vol. 32 (winter, 1996), pp. 1210, citing Leslie Lau-

rence and Beth Weinhouse, Outrageous Practices: The
Alarming Truth About How Medicine Mistreats Women
(New York: Ballantine Books, 1994).

98 Peter Franks and Carolyn M. Clancy, "Physician Gender
Bias in Clinical Decisionmaking: Screening for Cancer in

Primary Care," Medical Care, vol. 31 no. 3 (1993), pp. 213-

18, citing American Medical Association, Council on Ethical

and Judicial Affairs, "Gender Disparities in Clinical Decision

Making," Journal of the American Medical Association, vol.

266, no. 4 (July 24/31, 1991), p. 559 (hereafter cited as AMA,
"Gender Disparities").

99 Franks and Clancy, "Physician Gender Bias," pp. 213-18.

100 Rothenberg, "Gender Matters," p. 1210.

101 HHS, Agency for Health Care Policy and Research,

"AHCPR Women's Health Highlights," accessed at <http://

www. acphr.gov/research/womenl.htm#newl>. See also app.

2.1.
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misdiagnosis and often preventable mortality.

For example:

Kathy O'Brien (not her real name), a forty-two year

old smoker, had been experiencing chest pains on and
off for about a year. Her father and two of her uncles

had died of heart attacks when young. She went to a

clinic in the rviral area of northwest New Jersey

where she Hved, and the local doctors told her she

probably had gallstones. When the pain got worse,

she went back to the clinic, where they told her she'd

have to have a sonogram of her gallbladder. She left

without having it done. Instead, Kathy went home,

coUapsed from chest pain, and nearly died. She had
suffered a massive heart attack and gone into cardiac

arrest. Technically dead, she had to be defibrillated

with electrical shocks on the way to the hospital. The
following day she was transferred to a larger teaching

hospital, where doctors did an angiogram and found a

blockage in a major blood vessel. She recovered well.

But why, wondered the cardiologists at the larger

hospital, didn't anyone recognize heart disease in a

heavy smoker with chest pain and a serious family

history of death from heart attack?i'^2

One study found that early mortality after

myocardial infarction (heart attack) was at least

40 percent higher among women than men.

Even after controlling for age (women tend to

suffer from heart attacks at more advanced ages

than men) excess mortahty rates were approxi-

mately 20 percent more frequent in women. ^o^

The authors of this study further state that

there is evidence that women are less likely to

receive fibrinolytic therapy, in part because

women are considered inehgible for such therapy

since they tend to be older, suffer myocardial

infarction later after the onset of symptoms, and
have other coexisting conditions. ^"^ The re-

searchers said that a tendency toward less ag-

gressive management of myocardial infarction in

women may be an explanation for some of the

excess mortality observed among women. ^o^

Researchers have also found that there are

other heart disease therapies and treatments,

102 Laurence and Weinhouse, Outrageous Practices, p. 85.

'"3 Roberto Malacrida, Michele Genoni, Aide Pietro Mag-
gioni, Vito Spataro, Sarah Parish, Alison Palmer, Rory Col-

lins, and Tiziano Moccetti, "A Comparison of Early Outcome
of Acute Myocardial Infarction in Women and Men," New
England Journal of Medicine, vol. 338 (Jan. 1, 1998), pp. 8-

14.

104 Ibid., p. 13.

105 Ibid.

including coronary angioplasty and revasculari-

zation procedures, that are less likely to be per-

formed on female patients. ^"^ These differences

in treatment rates have been attributed to sev-

eral factors:

• Men may undergo more procedvires than
women if physicians view coronary heart

disease as more severe among men because

of their higher incidence of the disease (once

coronary heart disease is clinically manifest,

however, the case fatahty rate for women ex-

ceeds that for men).

• The rates at which procedures are performed

may be influenced by physicians' perceptions

of gender-related differences in risk and effi-

cacy.

• If clinical criteria or patients' preferences do

not explain these differences in the use of

procedures, they may represent a gender

bias in the dehvery of medical care.^"'^

Thus, women may not have equivalent access to

procediores even though the incidence of heart

disease among women is increasing. Patterns of

similar magnitude for gender differences are

reported with other diseases, such as dialysis

and kidney transplantation in patients with end-

stage renal disease. ^^^

In a study on whether utHization rates for

treatments for HIV patients differ by gender,

researchers found that women receive fewer

medical care services than men. Women with

AIDS receive fewer services than male intrave-

nous drug users with AIDS, and asymptomatic

women with HIV infection are less Ukely to re-

ceive AZT.109 The study also fotind that there are

indications that many HIV-infected women are

not being diagnosed accixrately and are at ele-

vated risk of having a primary health care pro-

vider who knows httle about HIV.^i°

106 John Z Ayanian and Arnold M. Epstein, "Differences in

the Use of Procedures Between Women and Men Hospital-

ized for Coronary Heart Disease," New England Journal of

Medicine, vol. 325 (July 25, 1991), pp. 221-25.

107 Ibid., p. 225.

108 Ibid.

109 Fred J. HeUinger, "The Use of Health Services By
Women With HIV Infection," Health Services Research, vol.

28, no. 5 (December 1993), p. 543.

110 Ibid.
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The difficulty women face accessing adequate

health care is not Umited to illnesses that affect

both men and women. Rather, there is evidence

that women often find it difficult to access qual-

ity health care related to gender-specific ill-

nesses such as breast cancer. One story illus-

trates this problem:

When Lorraine Pace found the lump in her breast one

day in 1991, her doctor told her not to worry, it was
probably just scar tissue from a cyst she'd had re-

moved a few years earUer. When nothing showed up

on a mammogram. Pace was happy to let the subject

drop. . . . Eight months later, on a flight from Florida

back to New York, Pace struck up a conversation with

the pleasant middle-aged man sitting next to her. He
told her he was a mortician. . . . What he said next

startled her even more: He was distvirbed by all the

young women he was being asked to bury—^women

who had died in their thirties and forties of breast

cancer. The next day Pace made a beeUne for her doc-

tor's office. "You told me not to worry about the lump.

I want it out." Certain the lesion was benign, her doc-

tor performed the surgery on an outpatient basis us-

ing only local anesthesia. Fifteen minutes later he

was standing in front of Pace telUng her, "You have
invasive breast cancer." Recuperating from her lum-

pectomy, . . . Pace received more bad news. The can-

cer had spread to her lymph nodes. She'd need radia-

tion and chemotherapy. 1^^

Because breast cancer is rare in young
women, doctors tend to beheve these women are

not at risk. The stories of young women being

discouraged from receiving preventive care are

numerous:

After performing a routine Pap and pelvic, [Cass]

Brown's doctor ofthandedly said, 'Tou don't need a

breast exam, do you?" Brown was taken aback. She
certainly wanted an exam, but if her doctor didn't

think she needed one, who was she to argue? Who
was she to teU a doctor how to do his job? Three

weeks later Brown felt a lump above her breast on

her chest wall. Although the mammogram showed a

highly suspicious mass, the surgeon to whom Brown
was referred didn't want to waste his time following it

up. "Who ordered this mammogram?" he barked.

'Tou're too young." By now. Brown was angry. So

what if she was only thirty-two. She wanted to have a

biopsy. It didn't matter that her surgeon disapproved,

that only 25-30 percent of biopsies came back posi-

tive. She wanted to be sure. Brown remembers the

day her svirgeon called with the results. Uncomfort-

able and embarrassed, he couldn't choke out the word
cancer. Instead, he said, "It's something that can be

handled short of mastectomy." As if that were some
kind of consolation. "Is it malignant?' Brown finally

asked. 'Tes, but you don't need a mastectomy." Brown
was livid. "Everything about breast cancer is breast,

breast, breast. The reason the emphasis is on the

breast and not your Ufe is because it's men who lose

your breast." But for Brown the biggest fear was of

the cancer, of death. ^^^

Inequities in treatment are further fueled by
the role of gender in the physician-patient rela-

tionship. Studies evaluating the relationship

between the gender of the physician and the of-

fering of gender-related diagnostic procedures,

such as breast exams, Pap smears, and mammo-
grams, have shown that gender bias does indeed

exist. Women who reported having a male physi-

cian were less likely to receive these procedures

than women who had a female physician. ^^^ Fur-

ther, women physicians are more likely to exer-

cise greater dihgence in offering screening tests,

and women patients are more likely to foUow
through with obtaining tests suggested by
women physicians. ^^^ Because communication is

fundamental to achieving the intended goals of

health care, the relationship between the patient

and provider is central to health care dehvery.

Another study of more than 8,000 women
found that 69 percent reported having a usual

provider, but only 9.8 percent of those providers

were women. The study concluded that women
with male providers were less likely to receive

screening for cancer in primary care, including

such diagnostic procedvires as Pap tests, and
were less likely to report ever having a mammo-
gram. ^i^ These findings are significant consid-

ering the much greater numbers of male doctors.

An additional symptom of gender bias is the

way in which women's medical concerns are not

taken as seriously as men's, if not triviahzed al-

together. In a recent study, one out of four

women (compared with 12 percent of men)
stated that they had been "talked down to" or

treated like a child by their physician, and
nearly one out of five women had been told that

m Laurence and Weinhouse, Outrageous Practices, pp. Ill—

12.

"2 Ibid., pp. 116-17.

"3 Rothenberg, "Gender Matters," pp. 1211-12.

114 Ibid., p. 1212.

115 Franks and Clancy, "Physician Gender Bias," pp. 216-17.
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a reported condition was "all in your head."^i^

Women's complaints are dismissed by doctors far

too often. One study found that primary care

physicians judged 65 percent of women's symp-
toms to be influenced by emotional factors and
women's complaints were more than twice as

likely as men's to be identified as psychoso-

matic.^^'' Two authors provide the story of a

woman whose health problems were not taken

seriously by her physicians:

Shortly after the birth of her first child, Patricia Ni-

emin began experiencing a hght fluttering sensation

in her chest. Her doctor, a family practitioner, as-

sured her that it was normal, that this happened to

women all the time. During her second pregnancy, the

palpitations disappeared, only to return less than a

year after her son was born. Over the next five years,

instead of having palpitations one to two times a day
for a few seconds each, she had them almost con-

stantly. ... By 1980, almost ten years after the palpi-

tations began, Niemin's resting heart rate had in-

creased firom a worrisome canter to a fast-and-furious

gaUop.

Without running any tests, her doctor put her on digi-

tahs. Although it slowed her racing heart, her famUy
was not sold on the treatment. . . . Niemin consulted

an internist who immediately took her off the digitaUs

and immediately hospitahzed her for tests. . . . But aU
the tests came back negative. With nothing organi-

cally wrong, the hospital cardiologist questioned her

about her home life. When Niemin said that she was
in the middle of a divorce, she could almost see the

hght bulbs go off above her doctor's head. "Honey," he

said, patting the back of her hand, "go home and take

some stress out of your hfe." "Wait a minute," Niemin
said. "I don't operate badly under stress. I enjoy cer-

tain kinds of stress." What's more . . . Niemin was
happier than she'd been in more than ten years. She
was under less—not more—stress. She'd been reading

medical books and she had her own theories about

what was wrong with her. "It's got to be my thyroid,"

she told her doctors. "Everything points to my thy-

roid." "No," she heard over and over again, "that's not

possible."

Over the next decade Niemin had accumulated a grab

bag of strange symptoms. ... By January 1993, at the

age of 40, she had lost 30 pounds, her cheeks were

hollow, and her skin had taken on a grayish deathhke

paU. Hot all the time, and extremely fatigued, she

couldn't walk fi:om one room to another without

gasping for breath. . . . The endocrinologist she con-

sulted took one look at her and said, "I can teU you
what's wrong with you. You've got a thyroid problem."

Finally, some twenty years after her initial symptoms
had appeared, Niemin's condition had a name. She
had Graves' disease, a th5rroid disorder that affects

three women for every man. The chUhng part of her

story is that, had she gone much longer without

treatment, she could have been courting a fatal heart

attack. "8

The tendency to dismiss women's health

complaints stems from the behef that women are

more emotional than men. In addition, because

women do receive more health care services, are

more concerned about their health, and tend to

be more vocal about their medical problems,

physicians often unfairly stereotype them as

"overanxious" or "hysterical." ^^^ in general,

women report greater communication problems

with their physicians and are more likely to

change physicians because they are dissatisfied

(41 percent of aU women and 27 percent of men)
with service. According to one author:

Women's roles and experiences within the health care

system differ fi*om those of men. Professional patterns

of dominance not only mirror, but reinforce social ex-

pectations of men as knowledgeable authorities and of

women as differential servants who follow but do not

initiate treatment programs. The gender imbalance

within health care structures encourages doctors to

accept prevailing social attitudes about women and
illness. In appropriating the authority to define what
is normal and healthy for women, male professionals

have ensured women's continuing dependency on

them. 120

Uneven Health Care Use
Men and women differ in health-related be-

haviors and the use of health care services. One
study suggested several reasons for gender dif-

ferences in health care use, noting that men and
women have different attitudes on health and
medical care.^^i Because women view doctor's

116 Rothenberg, "Gender Matters," p. 1213, citing The Com-
monwealth Fund, Survey of Women's Health (New York: The
Commonwealth Fund, July 1993).

11'' Laurence and Weinhouse, Outrageous Practices, p. 259.

iisjbid., pp. 259-60.

119 Ibid., pp. 261-62.

120 Rothenberg, "Gender Matters," pp. 1216-17.

121 Peter Franks, Martha R. Gold, and Carolyn M. Clancy,

"Use of Care and Subsequent Mortality: The Importance of

Gender," Health Services Research, vol. 31, no. 3 (August

1996), pp. 347-63 (hereafter cited as Franks, et al., "Use of

Care and Subsequent Mortality").
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visits and checkups as preventive measures,

they are more Kkely than men to schedule such

appointments. Men, however, are most Hkely to

obtain a checkup when required by their job or

insurer. The authors also found in their study

that men were more likely to have had a recent

checkup, although they did not tend to have a

usual source of care.122 Another reason for in-

creased utihzation rates among women may be

that because women continue to have a domi-

nant role in caring for children, arranging for

the health care needs of children may bring

women into contact with physicians more often

than men, leading to increased opportunities for

the use of health care services. ^23

Other studies have shown that although

women receive more health care services overall

(more physician visits per year and services per

visit), there are differences in types of health

care use by men and women. ^^4 Part of this is the

result of necessary gynecological and obstetrical

care. Obstetricians/gynecologists account for

nearly one-third of all office visits to speciaHsts

by women between the ages of 18 and 44.^25 One-

third of diagnostic procedures performed on
women are related to reproductive health. ^^e Be-

cause women rely on multiple caregivers, a key

issue in improving the deUvery of care for

women is better coordination between providers,

for example between a primary care practitioner

and a gynecologist. ^27

Additionally, throughout their hves, women
have more acute symptoms, chronic conditions,

and short-term and long-term disabihties arising

from health problems, even when excluding re-

productive problems, which require greater use

of the health care system. ^^s This gap in utiHza-

122 Ibid.

123 Cameron A. Mustard, Patricia Kaufert, Anita Kozyrskyj,

and Teresa Mayer, "Sex Differences in the Use of Health

Care Services," New England Journal of Medicine, vol. 338

(June 4, 1998), pp. 1678-83.

124 AMA, "Gender Disparities," p. 559.

125 Karen Scott Collins, Diane Rowland, Alina Salganicoff,

and Elizabeth Chait, Assessing and Improving Women's
Health, A Women's Health Report of the Women's Research

and Education Institute (New York: The Commonwealth
Fund, 1994), p. 33 (hereafter cited as Collins et al., Assessing

and Improving Women's Health).

126 Ibid., p. 41.

127 Ibid.

128 Gonzalez-Pardo, "Women's Health Care," p. 57.

tion rates between men and women narrows
with age. As women grow older, they require less

reproductive care and more care from other phy-

sicians. Hospitahzation rates for women over the

age of 45 are lower than for their male covinter-

parts, and women are consistently more likely to

use outpatient care.^^s Further, as stated earher,

even when reporting the same type of illness or

medical need, women receive more examina-

tions, laboratory tests, blood pressvire checks,

drug prescriptions, and retiu-n visits than men.
However, studies have shown that women have

less access to certain diagnostic and therapeutic

interventions, such as kidney dialysis and trans-

plantation and catheterization for coronary by-

pass svu-gery. Biological differences between men
and women do not necessarily explain gender

disparities in disease rates, diagnoses, or treat-

ment, ^^o an(j thus do not necessarily explain dif-

ferences in use of services.

Specific groups of women also show differ-

ences in utihzation rates and patterns. For ex-

ample, while Hispanic women are more likely

than their male counterparts to have a regular

source of care and use preventive services, the

most frequent source of their care is the emer-

gency room. 131 Access to health care for Hispanic

women has often been defined in terms of socio-

economic status, education, and language rather

than as an issue of ethnicity and gender. It is

assumed that access to health care is affected

primarily by the lack of health insurance. Fur-

ther, while access may be a condition for using

services, other issues affect the use of services

and access itself. ^^^ Having access does not nec-

essarily mean that individuals wiU use services.

One study of poor Hispanic women showed that

the convenience of and satisfaction with services

were important in women's decision to seek

care 133

129 Collins et al., Assessing and Improving Women's Health,

p. 34.

130 AMA, "Gender Disparities," p. 560.

131 Teresa C. Juarbe, "Access to Health Care for Hispanic
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look, vol. 43 (1995), pp. 23-28.

132 Ibid., p. 24.

133 Ibid., citing S.E. Radecki and G.S. Bernstein, "Use of
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Women: Access, Cost and Patient Satisfaction," American

Journal of Public Health, vol. 79 (1986) pp. 692-97.
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Many Hispanic women who have special risk

behaviors or who are at risk for developing cer-

tain diseases do not receive preventive health

care. For example, researchers have speculated

that the higher mortahty rates of Hispanic

women with hypertensive disease may be attrib-

uted to Hmited access to health caieM'^ De-

creased access to health care limits the possibhty

of receiving primary, preventive, or ciorative

care.

Neglect of Women's Health Issues

Several health issues unique to women re-

ceive differing attention in both the health care

dehvery and health research arenas. Gender-

specific health issues, such as reproductive

health and violence against women, ^^s need to be

recognized and addressed by health care practi-

tioners. ^36 According to a law professor at the

•3'* Juarbe, "Access to Health Care for Hispanic Women," p. 24.

135 The term "violence against women" incorporates issues

such as "domestic violence," "sexual abuse," and "violence

against intimates." Domestic violence includes "a range of

violent experiences that women may endure at any point

during their Uves," including: "[p]hysical and sexual abuse

during childhood, partner (or domestic) violence, and elder

abuse during adulthood." Women's Health Equity Cam-
paign; Maine Department of Human Services, Bureau of

Health, Division of Community and Family Health; and
Maine Department of Mental Health, Mental Retardation

and Substance Abuse Services, Women's Health: A Maine
Profile (Augusta, ME: Medical Care Development, Inc., un-

dated), p. 9 (hereafter cited as ME Dept. of Human Services,

et al.. Women's Health). The Department of Justice defines

"violence against intimates" as "incidents of violence against

a current or former spouse, boyfi*iend, or girlfriend." Bureau
of Justice Statistics, Violence by Intimates: Analysis of Data
on Crimes by Current and Former Spouses, Boyfi-iends, and
Girlfi-iends, NCJ-167237, March 1998, p. 1 (hereafter cited

as DOJ, Violence Against Intimates). Sexual assault can be

defined as "any sexual act performed by one person on an-

other without that person's consent. Important components

of the definition include the use of threat or force, the in-

ability of the victim to give appropriate consent, or both."

Harriette L. Hampton, "Care of the Woman Who Has Been
Raped," New England Journal of Medicine, vol. 332, no. 4

(Jan. 26, 1995), p. 439.

136 See, e.g., American Association of University Women,
"Contraceptive Coverage in Insurance Plans," January 1999,
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Insurance Plans"); The Commonwealth Fund Commission
on Women's Health, Addressing Domestic Violence and Its

Consequences (New York: The Commonwealth Fund, Febru-

ary 1998). For example, the Commonwealth Fund notes that

"domestic violence is both a crime and a public health prob-

lem," further, "[w]hile low-income, less educated urban

women are at somewhat greater than average risk, domestic

violence occurs in urban, rural, and suburban communities

University of Virginia, the women's movement of

the 1960s criticized the health care industry

charging that:

The way medicine was practiced was often sexist and
denied women autonomy and control over their bod-

ies. The result, they said, was poor quality care, pro-

vided in a demeaning manner, which often reduced

rather than improved the quality of women's lives.

The medical profession, these groups also said, inap-

propriately medicalized social problems . . .

^^'^

Further, during this time, medical professionals

ignored health problems that primarily affected

women, and medical institutions lacked a female

perspective, resulting in inadequate health

care.^3^ This lack of attention to women's issues

has consequences for today's health care dehvery

and treatment.

According to one author, "The interpretation

of standard indicators of gender differences in

health is not . . . straightforward."i39 This author

states:

[T]here are a number of diseases for which etiology,

disease presentation, or disease course differ for

women and men. For example some STDs [sexually

transmitted diseases] are asymptomatic in women
and therefore may be detected and treated later than

in men; consequently women are more likely than

men to suffer long-term effects of these diseases, in-

cluding pelvic inflammatory disease, reproductive

problems, and infertility. AIDS manifests itself differ-

ently in women than in men, and the 1993 Centers for

Disease Control's expanded definition of AIDS recog-

nized such female symptoms as persistent vaginal

yeast infections and invasive cervical cancer. Heart

disease typically occurs about ten years later in

women than in men, in part because of the protective

effect of estrogen in premenopausal women; further

and afiects women at aU levels of income and education."

Ibid., p. 3.

137 Marc A Rodwin, "Patient Accountabihty and QuaHty of

Care: Lessons From Medical Consumerism and the Patients'

Rights, Women's Health and DisabiHty Rights Movements,"

American Journal of Law and Medicine, vol. 20 (1994), p. 157.
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more, the first sign of heart disease in men is often a

heart attack, whereas the first sign in women is often

angina 140

According to this author, women's health care

has been "fragmented" between reproductive

and nonreproductive health. The consequences

of this division of services for women include in-

efficient dehvery of health care services to

women, and access burdens, gaps, and redun-

dancies. ^^^ Accordingly, "since no provider has

been trained in, or is accountable for, care of the

whole woman, important health problems—such

as the health consequences of sexual abuse or

domestic violence—have been neglected both in

research and chnical practice."^^^

Domestic violence disproportionately affects

women, and, until recently, has been overlooked

to a large extent by medical practitioners. Ac-

cording to one expert, "Women are more hkely

than men to be victims of domestic violence and
sexual abuse, and health consequences to women
of these experiences are just beginning to be un-

derstood." ^"^^ Statistics from the Department of

Justice reveal that women are approximately 85

percent of the victims of violence against inti-

mates. ^'** According to the Maine Department of

Human Services, Bureau of Health, the conse-

quences of violence for women are "enormous."^"*^

Women who experience domestic violence are

more hkely than other women to have poor

health, infrequently see a doctor, abuse drugs

and alcohol, experience depression, and consider

suicide. 14^ Victims of sexual assault also suffer

both physical and psychological harm:

i-*" Ibid, (citations omitted).

141 Ibid., p. 121.

"2 Ibid., pp. 121-22.

"s Ibid., p. 99 (citations omitted).

1'*'* DOJ, Violence by Intimates, p. 1. DOJ reports that the

highest incidence of intimate violence occurs among black

women, women aged 16 to 24, low-income women, and
women living in urban areas. Ibid., p. 11.

145 ME Dept. ofHuman Services, Women's Health, p. 9.

148 Ibid. See also The Commonwealth Fund, Health Concerns

Across A Woman's Lifespan; 1998 Survey of Women's Health,

(New York: The Commonwealth Fund, May 1999). The
Commonwealth Fund's report also found that women's expe-

rience with violence may lead to behaviors that could put

them at greater health risk: they are twice as likely to

smoke and nearly 40 percent more likely to drink alcohol

regularly than other women. Ibid., p. 9.

Threats, intimidation, and other acts of mental cru-

elty are common. The predominant fear of most rape

victims is that they will be killed. The assault is often

followed by a "rape trauma syndrome." The short-

term phase my last for hours or days and consists of

the emotional shock, disbelief, and despair caused by
a life-threatening event. The woman's outward re-

sponse during this phase varies firom emotional in-

stability to a weU-controlled behavior pattern. Com-
mon signs include somatic symptoms, eating and
sleeping disturbances, and emotional reactions such

as mood swings, anxiety and depressions. The long-

term phase of the syndrome, during which the victim

attempts to restructure her life and relationships,

may last months or years. ^^'^

Despite the disturbing health consequences of

domestic violence and sexual assault, such

health problems are often overlooked or treated

inappropriately. As a result, women who have
experienced violence or abuse appear to have
greater difficvdty accessing health care than

other women. More than one third of women
who had experienced violence or abuse reported

a time when they did not get needed care.^^^ Re-

searchers have charged that although health

care providers are "in a vmique position to detect

abuse and offer help" (because many domestic

violence abuse victims seek care in emergency
rooms and other health care facihties), they "are

often criticized for not detecting the abuse or for

giving inappropriate care."^'*^ These authors note

that although training on domestic violence has

increased, there has been very httle research

done on the impact of domestic violence. i^o

Because domestic violence is an issue that

disproportionately affects women, health practi-

tioners must take care to ensure that such issues

are not overlooked when providing care. As one

expert explained:

14'' Hampton, "Care of the Woman Who Has Been Raped," p.

439.

148 Commonwealth Fund, Health Concerns Across a
Woman's Lifespan, pp. 7—9.

149 Daniel G. Saunders and Phillips Kindy, "Predictors of

Physicians' Responses to Women Abuse: The Role of Gender,

Background, and Brief Training," Journal of General Inter-

nal Medicine, vol. 8 (November 1993), p. 443.

15" Ibid. These researchers found that, compared with male
physicians, female physicians detected abuse earher and
were more likely to make a referral for additional services

related to abuse. Ibid., p. 445.
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An understanding of violence as a public health

problem begins by differentiating ovir experience of

violence in ways that support effective intervention

and prevention strategies. When violence occurs

among persons who are or have been social partners,

women are injured and men perpetrate the assault in

the vast majority of cases. Thus a consideration of

gender is key to strategies to reduce or prevent this

type of violence. ^^^

This author further states:

Without a gender understanding of domestic violence,

it seems reasonable to some that we might address

the needs of adult women by adapting mandatory
reporting by medical personnel to protective services

as other medico-legal strategies used since the mid-

1960s to address abuse of children and disabled.

In fact, the health system has established mandatory
reporting and protective services for those who are

not able to care for themselves. Children, the dis-

abled, and the frail elderly for instance, are aU de-

pendent groups who either lack civil rights or who
lack the capacity to exercise their civil rights. Women
who are victims of domestic violence are socially

adult, fully competent individuals; while they may not

yet have full equality before the law, including equal

protection, they are certainly capable of exercising

their civil rights. And, most importantly, . . . they are

participants in—not objects of—our medical care ef-

forts. i52

HHS has acknowledged the effect of domestic

violence in its Healthy People 2010 objectives.

HHS notes that in 1994, over 500,000 women
went to hospital emergency rooms for injuries

related to domestic violence, the victims of which

"suffer physically and emotionally." i^s HHS rec-

ognizes the lack of research and information on

this issue:

Because of the nature of intimate partner violence

and sexual violence, the problems are difficult to

study. Consequently much remains unknown about

the factors that increase or decrease the likeUhood

that men will behave violently towards women, the

factors that endanger or protect women from violence.

and the physical and emotional consequences of such

violence for women and their children. 1^4

Health Care Financing

"Today, those who are not insured either must

suffer needless pain or early death because

health care costs too much or they must face fi-

nancial disaster when stricken with a serious

illness. A disproportionate number of those who
live with these undesirable alternatives are mi-

norities and women. Their plight cannot go un-

heeded."i5S

According to a 1998 survey, one of the most
prevalent health care concerns of Americans is

that they wiU not be able to afford health insur-

ance if costs continue to rise.i^e Although there is

some debate over the reasons for the high costs

of health care, there is agreement that one of the

main causes is new medical technology. As tech-

nology improves not only do the costs of service

rise, but people live longer and in turn require

extended health care services. ^^'^ For most
Americans health insurance coverage provides

the means to overcome financial barriers to care.

People who lack insurance are far less likely to

receive adequate care.^^^ Financing, thus, con-

tinues to remain a barrier to health care access.

A former Secretary of HHS cites lack of health

insurance as the greatest challenge to access to

health care for minorities:

[Lack of health insurance] reaUy constitutes a signifi-

cant barrier or impediment to getting health care. . . .

[W]hat happens is that eventually people do get care

who do not have insurance, but it is delayed. They
often delay going to see a doctor or to an emergency

room. When they do, the condition which they have is

often more advanced and more difficult to treat. ... It

has a significant impact on not only people getting

'51 Anne H. Flitcraft, "Clinical Violence Intervention: Les-

sons from Battered Women," Journal of Health Care for the

Poor and Underserved, vol. 6, no. 2 (1995), p. 188.

152 Ibid., pp. 424-25.

153 HHS, Healthy People 2010 Objectives, InjuryA^iolence

Prevention, p. 7-23.

154 Ibid., p. 7-24.

155 USCCR, Health Insurance: Coverage and Employment
Opportunities for Minorities and Women, 1982.

156 Louis Harris and Associates, The Future of Health Care

(New York: Louis Harris and Associates for Baylor College

of Medicine and Texas Children's Hospital, 1998).

157 "Technology and Longer Lives Leading to Higher Health

Bills," USA Today Newsview, Dec. 1998. The article also

points out that although the elderly are hving longer, they

are not working longer, so there are more years of retire-

ment (and thus health care) to finance.

158 CoUins et al., Assessing and Improving Women's Health.
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care, but really the outcome of care when they do get

it.l59

According to the Agency for Health Care Pol-

icy and Research (ACHPR) in HHS, almost 13

milhon families (11.6 percent of aU families) in

the United States did not receive needed health

care or had difficulty getting medical care in

1996.16° The most common cause of this problem

was the inabUity to afford health care. In addi-

tion, 18 percent of the U.S. popvilation (46 mil-

hon people) had no routine source of health care

services. 161 Data from NCHS show that more
than 15 percent of all men and women under age

65 have no form of health insurance. 1^2 In 1997

an estimated 43.4 million people were without

any health insurance coverage during the entire

calendar year. 1^3 Health care economists blame
increasingly expensive premiums, cutbacks in

employer coverage, and other cost pressures re-

sulting from the changing health care indus-

try.164 However, additional factors increase an
individual's hkeUhood of being uninsured.

According to the U.S. Department of Com-
merce, Economics and Statistics Administration,

key factors related to not having health insur-

ance include: (1) age—^persons between 18 and
24 are most likely to be uninsured; (2) race and
Hispanic origin—over 30 percent of Hispanics

lack health insurance coverage; (3) educational

attainment—the likehhood of being uninsured is

inversely related to educational attainment; (4)

work experience—^the unemployed and those

who work part time are more likely to be unin-

sured than those who work full time; (5) foreign

159 Sullivan Interview, p. 6.

'60 Office of Minority Health Resource Center, Office of Mi-

nority Health, HHS, "Access Problems Worsening," Minority

Health Update, winter 1998, p. 1.

161 Ibid.

162 HHS, National Center for Health Statistics, Health,

United States, 1998 with Socioeconomic Status and Health

Chartbook, 1998, app. 11, pp. 361-62 (hereafter cited as

NCHS, Health, U.S., 1998).

163 U.S. Department of Commerce, Economics and Statistics

Administration, "Health Insurance Coverage: 1997," Current

Population Reports, Sept. 1, 1998, pp. 2-4 (hereafter cited as

Commerce, "Health Insurance Coverage"). Despite the

medicaid program, 11.2 million poor people—nearly one-

third of all poor people—were without health insurance in

1997. Ibid.

164 "43 Million Americans Now Uninsured," Congressional

Quarterly Outlook, May 1, 1999, p. 22.

birth—34.3 percent of the foreign-born popula-

tion had no insurance coverage in 1997; (6) pov-

erty—for each of the risk factors above, being

poor increases the hkehhood of not having

health insurance. i^s

The number of persons who are uninsured

varies greatly by State and region of the country.

In 18 States, many in the southern half of the

Nation, and the District of Columbia, more than

25 percent of the low-income popvdation is unin-

sured, compared with 13 States with less than
20 percent of the low-income population unin-

suredi66 (see figure 3.1).

It is projected that the numbers of uninsured

Americans will continue to grow. According to

the Health Insurance Association of America,

the number of uninsvtred Americans is likely to

rise to more than one in five by the year 2007,

even if good economic conditions continue. i^? The
relationship between insurance premiums and
income is the determinative factor in who has
insurance. Six of 10 uninsured people have in-

comes below 200 percent of the poverty level.i^s

Health insurance coverage is an integral part

of access to health care. Without insurance, indi-

viduals are not likely to receive appropriate

health care. Numerous researchers have shown
this to be the case:

Persons without health insurance coverage often ex-

perience greater difficulty in obtaining access to

health care, and lack of health care access leads to

unfavorable health care outcomes. Moreover, if the

uninsured happened to be a sicker population than
the insured, then the problem magnifies and imposes

a more serious health threat. . . . This paradox re-

flects the vexing health care situation in the United

States that individuals at highest risk for medical

niness are the individuals most likely to receive

care.i^^

165 Commerce, "Health Insurance Coverage," pp. 2—4.

166 Henry J. Kaiser Family Foundation, Kaiser Commission
on Medicaid and the Uninsured, "The Uninsured and Their

Access to Health Care," Uninsured Facts, fact sheet, October

1998, p. 2.

16'' "More than One in Five May Be Uninsured by 2007 Be-

cause of Mandates, HIAA Says," Daily Labor Report, Dec.

11, 1998, p. A-1.

168 Ibid.

169 Robert P. Treviiio, Fernando M. Treviiio, Rolando Med-
ina, Gilbert Ramirez, and Robert R. Ramirez, "Health Care

Access Among Mexican Americans with Different Health

Insurance Coverage," Journal of Health Care for the Poor

and Underserued, vol. 7, no. 2 (1996), p. 118.

92



Figure 3.1

Low-income Uninsured Population by State, 1994-1995

g Greater inarr25%~X^1 3)

g 20-25% (20)

Less than 20% (18)

Source: Henry J. Kaiser Family Foundation Commission on Medicaid and the Uninsured, Tiie Uninsured and Their Acx:ess to

Health Care," Uninsured Facts, fact sheet, October 1 998, p. 2.

Another author points to the problems in the

health care financing system that lead to the

provision of fewer health services for those who
cannot afford insvirance:

American businesses today pay drastically higher

premiums than they once did and, ironically, provide

less health care for their employees. State govern-

ments appropriate ever increasing amounts of money
for what is now their first or second largest expendi-

ture, the Medicaid program. More and more Ameri-

cans are uninsured and hospitals complain that they

can no longer bear the cost of treating increasing

numbers of uninsured patients. Meanwhile, insurance

companies are increasingly reluctant to underwrite

the costs of care for the indigent.^''®

Yet another expert has stated:

Popular opinion assumes that inner-city residents

without private insurance, Medicaid, or Medicare

nonetheless find health care. We assume they may be

inconvenienced by the form and location of the serv-

ices, but that they still have access. Sadly, this is

wrong. While emergency rooms in hospitals that ac-

cept Medicare are legally obhged to provide emer-

gency services, other private health care providers

have no such obhgation. Long waiting hsts for the few

pubhc services available to the uninsured poor mean
that many either never obtain medical care or obtain

care only when their condition is beyond treatment.^''^

Figure 3.2 depicts health care coverage by
gender, race, and ethnicity. Although similar

percentages of men and women have private

health insurance (71.4 and 70.8 percent, respec-

tively), there are differences by race and ethnic-

ity. Blacks and Hispanics are least likely to have

private insurance. Only 54.9 percent of blacks

and 47.5 percent of Hispanics have private in-

svirance coverage, compared with 74.2 percent of

whites and 67.8 percent of Asian Americans and
Pacific Islanders. i''2 This means that blacks and
Hispanics are more likely to have no insurance

"0 Watson, "Health Care in the Inner City," p. 1654.

"1 Ibid.

172 NCHS, Health, U.S., 1998, p. 361.
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Figure 3.2

Health Care Coverage for Persons under Age 65, 1996
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Source: U.S. Department of Health and Human Service. National Center for Health Statistics, Health, United States, 1998 with

Socioeconomic Status and Health Chartbool<, 1998, pp. 361-62.

or to receive public insurance. Only 9.3 percent

of the white population receives medicaid or an-

other form of pubHc health insvirance; however,

more than 20 percent of the black and Hispanic

populations receive pubHc health insurance.

Women, as well, are sUghtly more likely than

men to receive medicaid or other pubUc assis-

tance for health care (13.3 percent of women and
10.1 percent of men receive pubhc assistance for

health care).^''^

One recent study examined the effects of

health care financing on the abihty to obtain

care. The researchers found that for each medi-

cal service in the study, medicaid enroUees are

half as Likely as uninsured persons and twice as

likely as privately insured persons to report

having difficulty obtaining services. ^''^ Unin-

sured individuals are most vulnerable. They of-

ten face difficulty receiving needed services in

times of illness and accessing a regular source of

care. More than 34 percent of the uninsured in-

•73 Ibid.

17'' Marc L. Berk and Claudia Schur, "Access to Care: How
Much Difference Does Medicaid Make?" Health Affairs,

May/June 1998, pp. 169-80.

dividuals in the study were unable to obtain the

health services they beheved they needed, com-

pared with 22 percent of medicaid enrollees and
13 percent of individuals with private insvir-

ance. ^''^

Research findings indicate that medicaid cov-

erage has been effective in reducing some of the

income-related differences in access to care;

however, analogizing medicaid to private insur-

ance ignores the differences in actual services

rendered and the quaUty of care received. ^'^^

While uninsured individuals obviously fare

worse than medicaid enroUees in terms of access

to care and utifization of care, the discrepancies

between the predominantly minority and female

pubhc assistance recipients, and privately in-

sured individuals cannot be ignored. Although

medicaid improves access for those with more
serious health problems, it does not provide the

same level of care that private insvirance pro-

vides. ^^'^ Thus, it can be concluded that minori-

ties and women are disproportionately more

175 Ibid., pp. 172-73.

i7e Ibid., p. 177.

1" Ibid.
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likely to face less adequate care. Researchers

have observed:

Race had a statistically significant effect on access for

two of the three indicators. Non whites were almost

70 percent more likely than whites were to be unable

to obtain medical care and had 10 percent more phy-

sician visits but had similar chances of having a usual

source of care. The comparison between females and
males is probably affected by unmeasured health

status differences as weU as by differences in health

care behavior. Although women were twice as likely

as men to have a usual source of care and had one-

third more physician visits, they were still 50 percent

more likely than men were to have unmet need for

medical care.^'^

These findings indicate substantial variation

across popvdation subgroups as defijied by

source of medical coverage in the abihty to ob-

tain adequate health care.

Another Hmitation of pubhc insurance as

compared with private coverage is the amount of

physician reimbursement for services. There is a

significant gap between pubhc and private reim-

bursement rates for services, with lower rates

being given to physicians from medicare and
medicaid than from private insurance compa-

nies. This may discourage physicians from see-

ing pubUcly covered patients, once again wid-

ening the access divide. It may also lessen the

likehhood that providers will make referrals to

speciahsts or provide care that is not covered by

pubhc insurance. Medicaid reimbursement rates,

on the average, pay physicians less than 50 per-

cent of what they would receive from private in-

surance reimbursements.!'^^

In some cases, health insurance is available

to those who are employed, although the type of

health insurance and the quahty and coverage of

that insvirance can vary by tjrpe and size of em-

ployer and the industry in which one works. ^^'^

With rising health care costs, employers have

"8 Ibid., p. 176.

i''9 Physician Payment Keview Commission, Annual Report

to Congress, 1994, p. 352.

180 See Allyson G. Hall, Karen Scott Collins, and Sherry

GHed, Employer-Sponsored Health Insurance: Implications

for Minority Workers (New York: The Commonwealth Fund,

February, 1999) (hereafter cited as Hall, et al, Employer-

Sponsored Health Insurance). See also Mark V. Pauly,

Health Benefits at Work: An Economic and Political Analysis

of Employment-Based Health Insurance (Ann Arbor, Ml: The
University of Michigan Press, 1997), pp. 1-10.

sought cost-effective ways to continue providing

health care benefits to their employees, for ex-

ample by hmiting ehgibihty for temporary, part-

time, or new employees, or by reducing the fi-

nancial protection of the health plan, increasing

deductibles, or increasing the required employee

contribution. 181 Small employers, which account

for nearly 90 percent of firms in the United

States, do not receive the volume discounts

available to large ones in purchasing group

plans and have even greater difficvdty in pro-

viding affordable benefit plans. ^^^ gy one report,

employers of fewer than 200 people increased

average employee premium contributions from

12 to 22 percent of the plan's cost for single-

person coverage, and from 34 to 44 percent of

the cost for family coverage, from 1988 to

1996.183 Average family deductibles for conven-

tional employer plans nearly doubled from $370
in 1988 to $668 in 1996 among these small em-
ployers. ^84

Furthermore, small employers are much less

hkely than larger firms to provide any insurance

coverage. Sxorveys show that 91 to 96 percent of

large employers offer insurance, but only 51 to

58 percent of businesses employing fewer than

50 workers offer health insiirance to their work-

ers, i^s One businesswoman described her diffi-

culties in providing health insurance for her em-
ployees as follows:

In 1998, we carried health insurance with a large

national insurer. Our monthly insurance premiums
for 12 employees were extremely high; but [we] cov-

181 Jon Gabel, Kelly Hunt, and Jean Kim, KPMG Peat Mar-
wick, LLP, "The Financial Burden of Self-Paid Health In-

surance on the Poor and Near-Poor," pubUshed by the

Commonwealth Fund, November 1997, pp. 2-3, accessed at

<http://www.cmwf.org/ programs/insurance/Gabel251.asp>

on July 21, 1999 (hereafter cited as KPMG Peat Marwick,

"Financial Burden of Health Insurance").

182 President's Advisory Commission on Consumer Protec-

tion and Quahty in the Health Care Industry, "Quahty
First: Better Health Care for All Americans," Mar. 12, 1998,

Chapter Six, accessed at <http://www.hcquahty commis-

sion. gov/> (hereafter cited as Health Care Industry Advisory

Commission, "Quahty First").

183 KPMG Peat Marwick, "Financial Burden of Health In-

surance," citing J. Gabel, P. Ginsburg, and K. Hunt, "Small

Employers and Their Health Benefits, 1988-1996: An Awk-
ward Adolescence," Health Affairs, vol. 16, no. 5

(September/October 1997), pp. 103-10.

184 Ibid.

185 Health Care Industry Advisory Commission, "Quahty

First." See also Hall, et al., Employer-Sponsored Health

Insurance.
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ered 80 percent of all costs. . . . One day out of the

clear blue, we received a call from the insurer that

they were canceling our insurance due to the small

number of people employed in the firm. We were all

devastated and spent three months trying to find a

firm that would insure the staff. This incident made it

clear to me and my employees that something had to

be done to assist small business owners in making
insurance available at a reasonable cost without un-

fair and unjust cancellation.^*^

Note that the lost health care coverage was for

the firm's 12 permanent employees. The com-

pany plan had not included coverage for the

1,000 temporary workers it employed during the

year. 187

According to one study, women-owned small

businesses fared less well than other small busi-

nesses with respect to revenues, technology, and
health care.^^^ Women respondents were 20 per-

cent less likely than other small business owners

to provide health care benefits to employees. ^^^

Thus, employer-sponsored health insurance does

not appear to provide comprehensive coverage

for the Nation's employed population and mi-

norities and women may bear the brunt of its

inabihty to do so.

When small employers cannot or do not pro-

vide health coverage, minority workers are par-

ticularly hard hit. Only 38 to 48 percent of

Blacks, Hispanics, Asian Americans, and other

nonwhites working for employers with fewer

than 100 employees have employer-based health

insurance. Among firms with more than 100

workers, 61 to 75 percent of minorities have em-
ployer-sponsored insurance. In contrast, 63 per-

cent of whites have insurance in smaU firms and
84 or more percent of them have it in large

firms. Alternatively, among small employers'

workers, 51 percent of Hispanics, 37 percent of

blacks, 34 percent of Asian Americans or other

nonwhites are uninsured. Only 20 percent of

186 Terry Neese, CEO and founder, Terry Neese Personnel

Services Oklahoma City, testimony before the Small Busi-

ness Committee, U.S. House of Representatives, June 11,

1999. Ms. Neese is a former president of the National Asso-

ciation ofWomen Business Owners.

187 Ibid.

188 "In Brief," Ethnic Newswatch" vol. 14, no. 2 (Apr. 30,

1997), p. 50.

189 Ibid.

whites working for small employers are unin-

svired.i^^

Apart from the effects of small businesses on
health coverage for minority workers, minority

and female small business owners may have
particular concerns about providing self and em-
ployee health insurance. ^^^ Between 1987 and
1992, the number of minority-owned small busi-

nesses increased by 60 percent, growing from
1.34 million to 2.15 miUion businesses nation-

wide. Of those minority-owned businesses, 39

percent are owned by Hispanics, 32 percent by

African Americans, and 31 percent by Asian
Americans. 192

Recent media reports indicate that minority

small business owners' optimism about profit

growth in 1998 was tempered mainly by the

rising costs of health care and other insiu*-

ance.193 Although minority-owned small busi-

nesses are increasing in number, these busi-

nesses often find it difficult to provide health

care benefits for their employees, not including

spouses and dependents. 1^4 In a 1997 Employee
Health Benefits Survey, 50 percent of employers

said that they did not offer benefits to their em-
ployees because it was too much of an adminis-

trative hassle, employees preferred higher

wages, and they suffered from a high employee

turnover rate.^^^ Seventy-six percent of the un-

insured surveyed in the 1997 California Behav-
ioral Risk Factor Survey stated that the reason

for their uninsured status was due to their em-
ployer not offering coverage. ^^^ Families headed
by self-employed workers are also disadvan-

taged: only 24 percent of these famihes receive

job based insurance, 28 percent buy their own

190 Hall et al., Employer-Sponsored Health Insurance, figure

7, table 2, and table A.l.

191 Sources on concerns of minority- and women-owned
small business used in this report do not identify the race

and sex of employees of such businesses.

192 Bob Dart, "Minority Owned Businesses on Rise, Census

Bureau Says," Cox News Service, 1996, accessed at

<http://www.latinolink.com>.

193 Stephen H. Dunphy, "The Newspaper," Seattle Times,

Apr. 14, 1998, p. D-1; Jan Norman, "Capital Harder to

Come by for Women's Firms," Orange County Reporter, Apr.

13, 1998, p. 17.

19"* California Small Business Association, accessed at

<http://www.csba.com>.

195 SchaufQer and Brown, The State of Health Insurance in

California.

196 Ibid.
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Figure 3.3
Average Federal Health Benefits Tax Expenditure by Family Income, 1998
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Table 3.2

Family Health Care Expenditures by Income, 1992

Health care Taxes on
Out of pocltet insurance health care Total Percentage

Income level expenses premiums expenditures expenditures uninsured

Below $15,692 12.3% 6.4% 4.0% 22.6% 29.0%
$15.692-$29, 919 5.4% 5.9% 6.5% 17.8% 24.0%

$29,91 9-$46,705 3.7% 5.9% 7.6% 17.1% 13.0%

$46.705-$68,680 2.6% 5.3% 8.3% 16.2% 8.0%

$68.680-$1 17.666 2.0% 4.1% 8.8% 15.0% 6.0%
Above $11 7,666 1.5% 2.2% 10.8% 14.2% 5.0%
Average, all families 5.8% 5.6% 6.8% 18.2% 16.0%

Source: Edith Rasell and Kainan Tang, "Paying for Health Care: Affordability and Equity in Proposals for Health Care Refomri,"

working paper no. 11, Economic Policy Institute, December 1994, p. 7.

private plans, and 35 percent remain unin-

svired.19''

Within ethnic minority-owned businesses, the

nvmiber of uninsured employees is even greater

than in nonminority-owned businesses. Accord-

ing to one report. Latinos (regardless of citizen-

ship) and Asian and Pacific Islanders (non-

citizens) are most likely to be uninsured due to

lack of employer coverage, because they are

more likely to work for an employer who offers

no benefits. 198

J97 Ibid.

198 Ibid.

Even if employer-sponsored health insurance

remains a viable means of coverage for some
segments of the population, it may place an in-

ordinate portion of the cost upon poor people. In

the current system, employer-based health in-

svirance is treated as a benefit; however, this

benefit is not extended to all workers, nor is it

without cost to employees when it is provided. It

has been stated:

While federal and state government, businesses, and
insurance companies are intermediary payers, ulti-

mately individuals and families pay all health care

costs through some combination of out-of-pocket

spending, insurance premiums, and federal, state,

and local taxes. Even insurance premiums paid by
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employers are, for the most part, offset by reductions

in wages and salaries. Thus, whUe high health care

costs cause problems for business and government,

their greatest impact is on household budgets. ^^^

As shown in figure 3.3, the employees' tax

expenditure on wages that go toward health care

is higher for high-income famihes.200 Some re-

searchers have argued that "the health benefits

tax expenditure is disproportionately concen-

trated among higher income groups.''^"! How-
ever, this position fails to acknowledge that the

amount of money spent on taxes on health bene-

fits represents a larger portion of the total in-

come for those in the lower income levels. A re-

port by the Congressional Budget Office con-

firms that individuals at the high end of the in-

come scale reahze far greater tax rehef under

the cvu*rent employment-based health insurance

system, while middle- and lower income workers

benefit far less.202 For example, as shown in ta-

ble 3.2, research by the Economic Pohcy Insti-

tute indicates that in 1992, famihes in the lowest

income range (earning less than $15,692 per

year), spent 12.3 percent of their income on out-

of-pocket expenses for health care. The percent-

age of income spent on out-of-pocket expenses

for health care decHned as income increased. For

those famihes in the top income category

(earning more than $117,666 per year), only 1.2

percent of their incomes were spent on out-of-

pocket expenses.203 When total expenditures for

health care are considered, those in the lowest

income groups spend a greater percentage of

their incomes on health care expenditures.20^

199 Edith Rasell and Kainan Tang, "Paying for Health Care:

Affordability and Equity in Proposals for Health Care Re-

form," working paper no. 11, Economic Policy Institute, De-

cember 1994.

200 John Sheets and Paul Hogan, "Cost of Tax-Exempt
Health Benefits in 1998," Health Affairs, vol. 18, no. 2, citing

Lewin Group estimates using the Health Benefits Simula-

tion Model.

201 Ibid.

202 John C. Liu, "What the CBO Says About the Tax Treat-

ment of Employment-Based Health Insurance," F.Y.I. , Issue

Report of The Heritage Foundation, May 25, 1994, p. 3, citing

to Congressional Budget Office, "The Tax Treatment of Em-
ployment Based Health Insurance," March 1994, pp. xii-xiii.

203 Rasell and Tang, "Paying for Health Care," p. 7.

204 Ibid.

Race and Ethnicity

"A national health policy that conditions health

care on the ability to pay will inevitably dis-

criminate against racial minorities. As almost

any school child knows, there is a strong correla-

tion in America between race and poverty. Mi-
norities are also much more likely to be repre-

sented among the ranks of the poor. Why, then,

should we be surprised at racial disparities in

access to PiealthJ care? How could it be other-

wiseV^os

Inabihty to pay for health care services dis-

proportionately strikes racial/ethnic minorities.

According to the Commonwealth Fund:

Historically, minorities as a group have been more
likely to be uninsured. Although Medicaid has gone a

long way to provide health insurance for those who
would otherwise have no coverage, minorities con-

tinue to be disproportionately represented among the

uninsured. This problem is partially attributable to

the fact that members of minority groups are less

likely to have employer-sponsored health insurance

coverage, either because they have lower rates of em-
ployment or because they work in jobs and industries

that do not provide coverage.2°^

According to these researchers, minorities are

less likely than whites to have employer-

provided health insurance. Even within the oc-

cupational categories that are most likely to

have health insurance (full-time employment,
employment for large employers, trade union

members, and workers in the manvifacturing

industry and pubhc administration), "minorities

appear to be at a disadvantage in obtaining em-
ployer-sponsored health insurance ."20'' Thus,

"having a job does not equahze chances of ob-

taining health insurance coverage for minority

workers" which "suggests barriers to being in-

sured beyond employment or having an em-
ployer that offers health insurance benefits."208

As discussed above, minorities, particularly

blacks and Hispanics, are more Ukely than

205 Gordon Bonnyman, Jr., "Unmasking Jim Crow," Journal

of Health Politics, Policy, and Law, vol. 18, no. 4 (winter

1993), p. 872 (citations omitted).

206 Hall, et al., Employer-Sponsored Health Insurance, p. 1.

207 Ibid., pp. 5-6.

208 Ibid., p. 13. One such barrier may be out-of-pocket ex-

penses related to health insurance. Ibid., p. 14.
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whites to have no health insurance.209 Of all ra-

cial and ethnic minorities, Korean Americans
are the most likely to be uninsured.210 Compara-
tively, whites are more Hkely to have private

purchased health insvirance or health insvirance

obtained through their employers. Blacks are

least likely to have private insurance, but are

more likely to receive medicaid or other pubhc
assistance for health care. 211

Researchers have shown statistical dispari-

ties in both access to health care and health care

financing for minorities. In one study, research-

ers found that lack of insurance and poverty are

high predictors of low access to medical care.

The researchers concluded that "neither the

Medicaid program nor the reported physician

surplus has solved the problem of access to

medical care for the poor and minorities."2i2

These authors noted that many adults do not

qualify for medicaid, yet cannot afford private

health insurance, and even if they can obtain

insurance, they still do not have equal access to

quahty health care.213

Another study showed that minorities and
low-income persons have less access to dental

services than the general popvilation. According

to the authors, factors that account for this in-

clude cost of dental services, unavailabiHty of

dental insurance, and unwiUingness of providers

to provide uncompensated care.214 Indeed, HHS
has noted racial and ethnic disparities in the

incidence of dental caries, an infectious disease

that results in tooth decay.^is According to HHS,
"Almost all Americans have been affected by oral

209 See figure 3.2.

210 Ignatius Bau, "We're Not All a Picture of Health," Asian

Week, The Voices ofAsian Americans, Feb. 18, 1999, p. 5.

211 NCHS, Health. U.S., 1998, pp. 361-62. See figure 3.2.

212 Rodney A. Hayward, Martin F. Shapiro, Howard E.

Freeman, and Christopher R. Corey, "Inequities in Health

Services Among Insured Americans: Do Working-Age Adults

Have Less Access to Medical Care than the Elderly?" New
England Journal of Medicine, vol. 318 (June 9, 1988), pp.

1507-12.

213 Ibid.

214 M. Ann Drum, D.W. Chen, and Rosemary E. Duffy,

"Filling the Gap: Equity and Access to Oral Health Services

for Minorities and the Underserved," Family Medicine, vol.

30, no. 3 (March 1998), p. 207.

216 HHS, Healthy People 2010 Objectives, Oral Health, p. 9-

5. According to HHS, "Americans cannot be truly healthy

unless they are free from the burden of oral, dental, and

craniofacial diseases and conditions." Ibid., p. 9-4.

diseases; however, poor and low-income persons,

members of racial and ethnic minority groups,

and persons with httle education are particu-

larly at risk."2i6

The lack of health insurance among racial

and ethnic minorities has a particularly adverse

effect on children, with 22 percent of aU poor and
almost 23 percent of near-poor children not

having any health insurance coverage. When
broken down by race and ethnicity, Hispanic

children fare worse than any other group. As
table 3.3 shows, nearly 30 percent of Hispanic

children from both poor and near-poor house-

holds do not have any form of health insur-

ance. 21'' According to the NCHS figures, children

from near-poor (also known as working poor)

famihes often are less Hkely than those from

poor famiUes to have any insurance coverage, in

part because they may not qualify for pubhc as-

sistance.218 In 1987, 66.7 percent of children

were covered as dependents by employer-based

insurance, however, by 1995 that figure had
dropped to 58.6 percent.^is The working poor are

in a quandary—^their employers often do not

provide insurance, and they may earn too much
to qualify for pubhc assistance, yet not enough to

be able to afford private insurance.

Pubhc forms of health insurance fill some of

the coverage gap. For example, to expand health

coverage for uninsured children, the Children's

Health Insvirance Program (CHIP) was estab-

hshed in August 1997 as part of title IV of the

Balanced Budget Act of 1997.220 The CHIP law

allocates $24 biUion over 5 years to help States

expand health insurance to children whose
famihes earn too much to qualify for traditional

medicaid, but not enough to afford private

health insurance. 221 Under CHIP, the Federal

216 Ibid., p. 9-4.

217 NCHS, Health, U.S, 1998, p. 150.

218 Ibid.

219 Carrie J. Gavora, "What To Do About Uninsured Chil-

dren," F. Y.I., Issue Report of The Heritage Foundation, no.

139 (Apr. 22, 1997), p. 3, citing Employee Benefit Research

Institute, "Sources and Health Insurance and Characteris-

tics of the Uninsured," issue brief no. 179 (November 1996).

220 Pub. L. No. 105-33, §§ 4901, 4911-4913, 4921-4923, 111

Stat. 552-575 (codified at 42 U.S.C. §§ 1301, 1320a-7,

1396a, 1396b, 1396d, 1396r-la, 1397aa, 1397bb, 1396a,

254C-2, 254C-3 (Supp. Ill 1997)).

221 HHS, Health Care Financing Administration Press Of-

fice, "Children's Health Insurance Program Reaches 1998

Target," U.S. Newswire, Apr. 20, 1999 (hereafter cited as
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Government will match State funds to enable

States to initiate and expand health assistance

to children whose family income is below 200

percent of the poverty Hne. The CHIP program
gives States three options for covering uninsvired

children: designing a new children's health in-

surance program, expanding current medicaid

programs, or a combination of the two strate-

gies.222 States must use at least 90 percent of the

dispersed Federal funds for coverage plans and
no more than 10 percent for administrative

costs. As of April 1999, 52 CHIP plans had been

approved by HHS.223

Table 3.3
Children's Health Insurance Coverage, 1994-1995

Race, Hispanic

origin, and Medicaid Private

femily income Uninsured recipient Insurance

All races

Poor 22.0 64.5 12.7

Near poor 22.8 18.1 55.5

Middle income 8.6 3.5 85.4

High income 4.2 1.4 93.4

White
Poor 22.2 60.0 16.5

Near poor 21.0 14.5 60.8

l\/liddle income 7.8 2.8 87.2

High income 3.8 1.1 94.3

Black

Poor 14.6 74.3 10.5

Near poor 18.5 30.7 46.4

Middle income 8.4 7.7 79.2

High income 5.7 4.9 88.6

Hispanic Origin

Poor 29.5 60.4 9.7

Near poor 32.7 21.6 43.4

Middle income 13.4 5.8 78.3

High income 7.2 3.0 88.2

Source: U.S. Department of Health and Human Services,

National Center for Health Statistics, Health, United States,

1998 with Socioeconomic Status and Health Chartbook, 1998,

p. 150.

States participating in CHIP are required by

Congress to submit annual reports and an
evaluation of their programs to HHS in March
2000 in an effort to assess the effectiveness of

HCFA, "Children's Health Insurance Program Reaches 1998

Target').

222 Ibid.

223 Ibid.

CHIP in reducing the numbers of low-income

uninsured children.224 Although CHIP does not

create universal coverage for aU children, it has
been praised as an opportunity to expand insur-

ance coverage to a large portion of uninsured

chLldren,225 and it has been cited as the most
significant improvement in access to health care

for children since the creation of medicaid.226 In

particular, according to the Children's Defense

Fund, new children's insurance programs wiQ
benefit children fi:om famihes employed by small

businesses that do not offer health benefits.227

Nearly 1 miUion children in 43 States and
U.S. territories obtained health insurance

through CHIP in the program's first year of exis-

tence. However, in certain States, enrollment

rates have been lower than anticipated.228 For

example, since the inception of the program,

330,000 children in California have been ehgible

for enrollment. As of July 1999, only 143,000

California children were enrolled.229 Because

eUgibihty for CHIP is based on financial status,

many children who qualify are from racial and
ethnic minorities; yet many children of immi-

grants, although ehgible, may not be enrolled for

several reasons, including fear of being declared

a pubhc charge, lack of culturally competent out-

reach, lack of Hnguistically appropriate materi-

als, and the negative stigma associated with

pubhc health programs.230

224 Trish Riley, "How Will We Know if CHIP is Workingr'

Health Affairs, vol. 18, no. 2 (March/April 1999), pp. 64-66.

225 American Academy of Pediatrics, Committee on Child

Health Financing, "Principles of Child Health Care Financ-

ing," Pediatrics, vol. 102 (October 1998), pp. 994-95.

226 HCFA, "Children's Health Insurance Program Reaches

1998 Target."

227 Jack Elliot, "Health Groups Push for Expanded Insur-

ance for Children," The Associated Press State and Local

Wire, Mar. 24, 1999.

228 Helen Schauffler and E. Richard Brown, The State of

Health Insurance in California, 1998 (The California Well-

ness Foundation, 1998), pp. 20-22.

229 State of California, Managed Rick Medical Insurance

Board, "Healthy Families Program Subscribers Enrolled by

Ethnicity," accessed at <http://www.mrmib.ca.gov/MRMIB/

HFP/HFPRpt3.html>. Of those children enrolled in Califor-

nia, 17.84 percent are white, 3.07 percent are black, 53.41

percent are Latino, .34 percent are American Indian, .01

percent are Alaska Native, and 14.86 percent are Asian

American/Pacific Islander. Ibid.

230 See Angle Wei, Immigrant Rights State Policy Agenda
(Sacramento: CA Immigrant Welfare Collaborative, 1998);

Kristen Hubbard, Community Voices: Findings from the

Child Health Insurance Feedback Loop on Efforts to Enroll
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For other uninsvired individuals who quaUfy,

including adults, public insurance is available in

the form of medicaid and medicare. The percent-

age distribution of recipients of medicare and
medicaid is shown in table 3.4.231 In 1997, 85
percent of the medicare recipients were white,

while Native Americans and Asian Ameri-
can/Pacific Islanders represented less than 1

percent of the recipients. Blacks were 9.0 per-

cent of the recipients, and Hispanics were 1.1

percent of the recipients.232 These numbers re-

flect, to some degree, the disparity in life expec-

tancy among groups as well; that is, if a smaller

percentage of blacks Hves past the age of 65,

then it wovild follow that they would make up a

smaller proportion of the people receiving medi-

care 233

More minorities receive medicaid than medi-

care. As shown in table 3.4, whites were less

than 50 percent of the medicaid recipients, while

blacks accounted for almost one-quarter of the

recipients. Another 17.5 percent of the recipients

were Hispanic.234 Native Americans accounted

for under 1 percent of medicaid recipients, while

Asian American/Pacific Islanders represented

almost 2 percent of the medicaid recipients.235

These percentages are congruent with the num-
ber of persons covered by private health insur-

ance 236

Children in MediCal and Healthy Families (The 100% Cam-
paign, 1998), p. 10; Dawn Horner, et al., Reaching 100% of

California's Children with Affordable Health Insurance: A
Strategic Audit of Activities and Opportunities (The Chil-

dren's Partnership, 1998). See also discussion on immi-
grants' concerns with public assistance.

231 Some of the differences in the percentages of medicare

recipients is due to differences in the age distribution of

various populations. For example, the Native American
population is much younger than other racial/ethnic popula-

tions in the U.S. HHS, Indian Health Service, 1997 Trends

in Indian Health, p. 12 (hereafter cited as IHS, 1997 Trends

in Indian Health).

232 HHS, Health Care Financing Administration, "1997

HCFA Statistics," tables 3 and 13 (hereafter cited as HCFA,
"1997 Statistics").

233 See chap. 2, figure 2.1.

234 HCFA, "1997 Statistics."

235 Ibid. Note that the Indian Health Service is the primary

Federal health care provider for American Indians and
Alaska Natives. IHS, 1997 Trends in Indian Health, p. 1.

See also USCCR, The Health Care Challenge, vol. II, chap. 5,

for additional information on the Indian Health Service.

Table 3.4

Medicare and Medicaid Recipients by
Race/Ethnicity, 1997

Race/Ethnicity Medicare* Medicaid
White 85.4% 44.9%
Black 9.0% 24.1%
Native American 0.1% 0.8%
Asian/Pacific Islander 0.5% 1.9%
Hispanic 1.1% 17.5%
Unknown/other 4.0% 10.8%

* Percentages are for all medicare recipients, not just those

over the age of 65.

Source: U.S. Department of Health and Human Services,

Health Care Financing Administration, "1997 HCFA Statistics,"

tables 3 and 13. Note: Numbers may not total 100 percent due
to rounding.

Although older African Americans have ac-

cess to medicare and medicaid, their access to

quahty health care remains limited because they

usually do not have any supplementary health

insvirance. According to one author:

Compared to older whites African Americans have
poorer access to sophisticated diagnostic and treat-

ment procedures and fewer physician visits, preven-

tive health screenings, and general checkups. African-

American elderly also use nursing homes less often

than white elders. This stems from cultural factors

and from such structural impediments as lower eco-

nomic status and racial discrimination in nursing

home placements.23'

One health care expense specific to ethnic

minorities that is often neglected is translation

service. One commentator suggests that health

plans often do httle or nothing to make transla-

tion services available to non-Enghsh-speaking

persons.238 The author gives one example of how
economic restrictions interact with language

barriers:

A patient must undergo a mastectomy and chooses

the county hospital which has some form of transla-

236 See figure 3. 2.

237 Stephen P. Wallace, Vihna Enriquez-Haas, and Kyriakos

Markides, 'The Consequences of Color-Blind Health Policy for

Older Racial and Ethnic Minorities," Stanford Law & Policy

Review, vol. 9 (spring 1998), p. 331 (citations omitted).

238 Sherry M. Hirota, "Consumer and Community Interest

Motivating Language Access," presented at the Henry J. Kai-

ser Family Foundation Forum, Addressing Language Barriers

to Health Care, Sept. 18-19, 1995. See Hirota letter.
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tion but would cost more as an out of plan hospital. A
major source of concern and anxiety for the patient

and her husband was having the delicate procedure

performed without adequate communication. At the

last minute, (within 24 hours of the operation) the

commercial health plan informed the patient and re-

ferring physician that they will not pay for the mas-

tectomy at a non-contracted hospital—^that out of plan

arrangements will only be made when "it involves a

piece of equipment that can't be moved." Only when a

Congressman and the State's Lieutenant Governor

intervened, did the plan agree to pay their customary

contracted rate to the hospital that was linguistically

accessible.239

In addition to the economic barriers shared

with other racial and ethnic minorities, immi-

grants face unique concerns in obtaining pubHc
assistance for health care. Many in immigrant

communities are afraid of the health department

because they equate it with the Immigration and
Naturahzation Service. They often fear that if

they receive medicaid or other pubUc health

benefits, they will be considered a pubUc charge

which will affect their immigration status.^^o

Although the use of pubHc services alone is not

grounds for exclusion, lack of knowledge among
immigrants about this fact prevents many from

seeking pubUc health benefits.^^i The result is

Uttle or no use of either preventive or necessary

medical care, resulting in poor health status. For

example:

[I]n Illinois, a legal permanent resident mother of

three citizen children went to the emergency room
with strange heart palpitations and was given a bat-

tery of tests, for which she was billed thousands of

dollars. She can't pay the bills and when she was ad-

vised to apply for Medicaid, she said she couldn't do

that because she has appUed for citizenship and at

the naturalization workshop the applicants were told

239 Hirota, "Consumer and Community Interest Motivating

Language Access," p.l.

2'"' Immigrants who are seeking permanent residency or

citizenship may be denied residency if they are considered

by the INS to be potential "public charges." A public charge

is an individual who relies on public assistance in the form

of welfare, health insurance, and other social services. Use
of public services alone is not grounds for denying residency;

the INS uses overall evaluation of the applicant's status to

determine whether he or she is a potential public charge.

However, there is ambiguity in this area that prevents

many immigrants from seeking public health benefits. May-
eno and Hirota, "Access to Health Care," p. 356.

2"! Ibid.

not to apply for pubic benefits. The immigrant is still

very sick and needs more tests done but she can't af-

ford them. Her daughter has had to stay at home firom

school many days to care for her.2^2

Immigrants' avoidance of health care and the

erroneous equation of pubUc health assistance

with "pubhc charge" also undermines the efforts

to enroll even eligible children in health insur-

ance programs. For example:

A ten year old child firom Italy who was born with half

a leg and half an arm, had outgrown her prosthesis

and needed medical care immediately. The mother of

the child, a naturalized citizen, refused available as-

sistance because she was afraid it would jeopardize

her children's citizenship and her husband's chances

of becoming a permanent resident.^^s

Another report highlights this problem:

A citizen child in Boston, Massachusetts had to be

rushed to the hospital by ambulance because the child

went into convulsions. Subsequently it was deter-

mined the child needed on-going treatment. The
child's mother, however, refused to fill out a Medicaid

application on behalf of her child because she feared

that she would not be permitted to adjust her immi-
gration status if her child received Medicaid. Without
Medicaid, the hospital will not be paid for the care it

provided, and the child is unable to access medical

treatment for his on-going health condition.244

In fact, compared with third and later gen-

eration children, immigrant children are three

times as likely and second generation children

are twice as likely to lack health insurance. Even
among children whose parents work full time,

year-round, those in immigrant famihes are less

likely to be insured than those whose famihes

were born in the United States.^^s The chilling

effect of immigrants' fears is that in the long run
the health of entire communities will be jeop-

242 Claudia Schlosberg and Dinah Wiley, The Impact of INS
Public Charge Determinations on Immigrant Access to

Health Care, A Report by the National Immigration Law
Center and the National Health Law Program, May, 22,

1998, app. A.

243 Ibid.

244 Ibid.

246 Donald J. Hernandez and Evan Charney, eds.. From
Generation to Generation: The Health and Weil-Being of

Children in Immigrant Families (Washington, DC: National

Academy Press, 1998), p. 10.
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ardized. More money will be spent on emergency
care, on the spread of untreated infections and
communicable diseases, and in the treatment of

prolonged or aggravated conditions that could

have been prevented had early health care been
received.246

Programs such as medicaid and medicare

have been beneficial for many individuals. How-
ever, the development of pubHc assistance has

had a secondary effect of creating the potential

for a new form of discrimination that particu-

larly affects racial and ethnic minorities. Health

care providers can substitute refusal of services

based on method of payment for what was once

refusal based on race or ethnicity. The racism

may shift toward a more subtle form, but the

effect is the same. 2^7 When minority patients

who would otherwise not be able to afford health

care have some means of payment, inequaUty of

services and exclusion from treatment are less

obvious, making acts of discrimination more dif-

ficult to identify.

Many economic proposals for improving ac-

cess to health care are based on the premise that

the primary barrier to health care is socioeco-

nomic. While economic status is indeed an im-

portant factor in determining whether an indi-

vidual will receive health care, it is not the only

one. Economic proposals ignore the effect of

other factors that can preclude an individual

from receiving health services, such as race and
racism. Race is a separate and independent bar-

rier that affects not only a person's socioeco-

nomic status, but the way he or she is treated as

a patient. Further, when considering racial bar-

riers, along with class and economic barriers, it

should be recognized that the barriers will affect

individuals within racial groups differently.^^s

When institutional policies and practices have a dis-

criminatory effect on the access of ethnic Americans

to health care and a discriminatory effect on the

quality of medical treatment, then racism is the

problem. Any attempt to reform the health care sys-

tem must provide mechanisms to remove racial barri-

z-^e Schlosberg and Wiley, The Impact of INS Public Charge

Determinations.

24T Smith, Health Care Divided, p. 325.

248 Randall, "Clinton's Health Care Reform Proposal," p. 215,

citing Jose E. Becerra et al., "Infant Mortality Among His-

panics: A Portrait of Heterogeneity," Journal of the Ameri-

can Medical Association, vol. 265 (1991), p. 217.

ers to health care. Proposals which focus on socioeco-

nomic barriers will certainly improve access, but as

universal coverage does not remove racial barriers, it

is inadequate by itself.^^s

Gender
In 1978 a consultation held by the Commis-

sion found differences in health care coverage

based on gender.^so Twenty years later, although

the gap has narrowed, discrepancies in types of

coverage obtained by men and women persist.

For example, in fiscal year 1997, approximately

36 percent of medicaid recipients were men and
58 percent were women^^i (see table 3.5).

Table 3.5
Medicare and Medicaid Recipients by Gender,
1997

Gender Medicare Medicaid
Male 42.9% 36.4%
Female 57.1% 57.9%
Unknown 0.0% 5.7%

Source: U.S. Department of Health and Human Services,

Health Care Financing Administration, "1997 HCFA Statistics,"

tables 3 and 13.

Because of their dependence on medicaid,

women have overall lower uninsurance rates

than men do; however, a significant number of

women remain uninsured. One study fovind that,

in 1998, one in four women under the age of 65

(21 miUion) were either uninsured at the time of

the survey or had been uninsured at some point

in the previous year.252 Half of Hispanic women
and one-third of African American and Asian
American women reported having had no insur-

ance at some point in the year before the

study.253 Since health insurance coverage is di-

249 Randall, "Clinton's Health Care Reform Proposal," p. 215,

citing Vernellia R. Randall, "Racist Health Care: Reforming
the Health Care System to Meet the Needs of African

Americans," Health Matrix: Journal of Law and Medicine,

vol. 3 (1993), pp. 160-62.

250 USCCR, Discrimination Against Minorities and Women
in Pensions and Health, Life, and Disabihty Insurance, con-

sultation held in Washington, DC, Apr. 24-26, 1978.

251 HHS, Health Care Financing Administration, "1997

HCFA Statistics," table 13. The sex of 5.7 percent of the

recipients was coded as "unknown."

252 Commonwealth Fund, Health Concerns Across a
Woman's Lifespan, p. 15.

253 Ibid.
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rectly related to income and poverty dispropor-

tionately affects minority women, they have high

rates of uninsiirance.

The connection between employment and in-

svirance coverage has specific impUcations for

women. Because women often have caregiving

responsibihties for children or elderly parents,

they are more likely than men to work part time,

and are thus less likely to have insurance cover-

age through their jobs.^S'* Some working women
earn too little to buy private insurance, and yet

often do not meet medicaid ehgibihty criteria.

Working poor women are thus more likely to be

uninsvired than women who do not work.^ss Most
women (83 percent) who have spent time unin-

svired are either working or married to a worker

and Uving on low or modest income.2^6

Even women covered by private insurance

are not immune to coverage disruptions. Equal
numbers of men and women have employer-

sponsored private insurance, but working

women frequently obtain coverage through their

husbands' employers. ^s? Employed women who
are covered through an employer-provided plan

are twice as hkely as men to have their coverage

through a family member (usually a spouse)

rather than through their own jobs.258 This reh-

ance on others makes women more susceptible

than men to the loss of coverage through divorce,

death of a spouse, or loss of job by a spouse.

There is evidence that dependents have been
particularly hard hit by the decUne in employer-

sponsored insvirance in the last two decades and
that employee costs for dependent coverage con-

tinue to increase.259

Women's lower overall uninsurance rate, as

compared with men, is not necessarily an indica-

tion of better access to health care. The Com-

Figure 3.4

Percentage ofWomen and Men Who Did Not
Receive Necessary IVIedical Care by Type of

Insurance Coverage

254 Collins et al., Assessing and Improving Women's Health,

p. 37.

255 Commonwealth Fund, Health Care Reform: What is at

Stake for Women? Policy report of the Commonwealth Fund
Commission on Women's Health (New York: Columbia Uni-

versity College of Physicians and Surgeons, July 1994), p. 6.

256 Commonwealth Fund, Health Concerns Across a
Woman's Lifespan, p. 16.

257 Commonwealth Fund, Health Care Reform, p. 4.

258 Collins et al., Assessing and Improving Women's Health,

p. 37.

259 Pamela Farley Short, "Gaps and Transitions in Health

Insurance: What Are the Concerns of Women?" Journal of

Women's Health, vol. 7, no. 6 (1998), pp. 725-37.

DWomen IMen

Source: The Commonwealth Fund, The Commonwealth Fund
Survey of Women's Health, July 1993, p. 18.

monwealth Fund Svirvey of Women's Health
found that 13 percent of women, compared with

9 percent of men, did not receive needed health

care.260 Figure 3.4 shows the percentage distri-

bution of men and women who stated that they

did not receive necessary medical care in the

year before the survey. More than one-third (36

percent) of all vininsured women did not receive

care, compared with 23 percent of uninsvired

men. Uninsured women are also less Ukely to

receive preventive care. Two of five uninsured

women have not had a Pap test in the past year,

and half of uninsxired women do not have a

regular doctor.26i

Lack of private health insurance and depend-

ence on pubUc insvirance among women also

leads to uneven provision of services. One com-

mentator points out that low-income women
have difficulty obtaining medicaid coverage.

260 The Ck)mmonwealth Fund, The Health of American
Women (New York: Louis Harris and Associates, 1993).

261 Commonwealth Fund, Health Concerns Across a

Woman's Lifespan, p. 16. See also "Health Insurance Cover-

age and Access to Care for Working-Age Women," The
Commonwealth Fund, fact sheet. May 1999.
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However, even when medicaid coverage is avail-

able, many necessary services, including breast

cancer examinations and mammograms, are not

explicitly covered. Even when such services are

made available, there are no requirements that

medicaid or physicians provide periodic breast

cancer screenings.2^2

A study by researchers at Harvard Medical

School found that not only does the receipt of

health services vary according to insurance cov-

erage, but there is a correlation between cover-

age and health outcomes.263 One example where

this link has been proven is in the case of breast

cancer. Because breast cancer is a disease that is

to a large degree curable if caught in the early

stages, it makes sense that women should be

provided with adequate screening and early

treatment options. However, the researchers of

the Harvard study found that because hospitals

that care for large numbers of uninsured pa-

tients and medicaid patients often use less thor-

ough screening processes, these patients have

higher rates of morbidity and mortahty from the

disease.264 Uninsvired women and women cov-

ered by medicaid have significantly more ad-

vanced stages of the disease than privately in-

sured women when initial diagnosis is made.

Thus, the survival rate of these women is less

than that for privately insvired women. Women
without private insurance may not only have

less access to breast cancer screening (including

access to a primary care physician who can rec-

ommend preventive procedures), but also may be

less aware of their options such as self-

examinations and mammograms.265

Services that are expressly covered by medi-

caid have been denied to patients by doctors who
have offered high cost and low reimbursement

rates as the reason for not administering the

procedures. For example, one study found that

nationwide, 44 percent of physicians providing

obstetric services turn away medicaid patients

because reimbvirsement is low and the paper-

262 Vera et al., "Breast Cancer and Poverty," pp.7-8.

2G3 John Z. Ayanian, Betsy A. Kohler, Toshi Abe, and Arnold

M. Epstein, "The Relationship Between Health Insurance

Coverage and Clinical Outcomes Among Women With

Breast Cancer," New England Journal of Medicine, vol. 329

(July 1993), pp. 326-31.

264 Ibid.

265 Ibid.

work is cumbersome. 266 A recent New York

Times article reported that medicaid patients

routinely have been forced to pay hundreds of

dollars in cash to receive pain rehef, such as

epidurals, during childbirth, despite medicaid

regulations stating that pregnant patients are

not to be charged for prenatal care, dehvery, or

other medical procedures that relate to preg-

nancy.267 One patient was denied an epidural

dviring labor, even though it had been ordered in

advance by her obstetrician, because she had not

prepaid for it. Another patient was asked to pay
$400 in cash just hours before dehvery. When
the anesthesiologist refused to accept a check or

credit card payment, the patient was forced to

contact relatives to have the money wired, but

by the time the money arrived, she had already

given birth.268 These examples- illustrate the

ways in which the health care industry treats

pubhcly insured or uninsured individuals as sec-

ond-class patients.

There are volumes of similar instances where
women have been either denied treatment alto-

gether or have faced difficulty obtaining services

because of their method of payment. One author

explains how women with special needs are of-

ten denied treatment because they rely on pubhc
assistance:

[M]any poor women get fragmented care, rarely see-

ing the same doctor twice. Women with special needs,

drug treatment, for instance, may be unable to find a

treatment facility that will accept Medicaid.

For the poor who use [emergency rooms] for primary

care, the picture may even be worse. A study done at

a Cahfornia ER found that seriously ill patients who
sought care in the ER left after waiting more than six

hours to be seen. The researchers found that those

who left had the same need for medical care as those

who stayed. Ironically, when asked by the researchers

why they left, many said they felt "too iU" to stay.

Others had to retxum to work, to care for children, or

left because they had transportation problems, all

famUiar obstacles for the poor seeking medical

care.269

266 Nechas and Foley, Unequal Treatment, p. 173.

267 Robert Pear, "Mothers on Medicaid Overcharged for Pain

Rehef," New York Times, Mar. 8, 1999, p. A-1.

268Ibid.

269 Nechas and Foley, Unequal Treatment, p. 174.
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Welfare Reform and Health Care Financing

"Cutting off Medicaid and other funds may be

politically expedient, but it will be a failure eco-

nomically and a tragedy medically. "^"^^

The welfare reform effort of 1996, signed into

law as the Personal Responsibility and Work
Opportunity Reconcihation Act (PRWORA),27i

has changed the structure of public assistance

and consequently affected health care both di-

rectly and indirectly. One of the direct effects of

welfare reform has been a reduction in medicaid

use by those who qualify, and ultimately an in-

crease in the number of uninsured. A second,

less direct but perhaps more critical, result has

been the increase in poverty among those need-

ing assistance. This in turn has caused a wors-

ening of health status and an increase in the

need for health care services.^^z

Under the Federal welfare reform legislation,

the Aid to Families with Dependent Children

(AFDC) program was changed to a new block

grant program called Temporary Assistance for

Needy Families (TANF).273 States were given the

abihty to unlink medicaid ehgibihty from their

new pubhc assistance programs while main-

taining the old AFDC program qualifications.

That is, those who received medicaid before the

new regulations were supposed to automatically

retain medicaid ehgibihty. States were given the

authority to modify or simplify medicaid eUgi-

2™ Howard Minkoff, Tamar Bauer, and Theodore Joyce,

"Welfare Reform and the Obstetrical Care of Immigrants
and Their Newborns," New England Journal of Medicine,

vol. 337 (Sept. 4, 1997), pp. 705-07 Qiereafter cited as Mink-
off, et al., "Welfare Reform and Obstetrical Care").

271 Pub. L. No. 104-193, 110 Stat. 2105 (codified at 42 U.S.C

§§ 1309-1397b and in scattered sections of 26, 42, and 47

U.S.C. (Supp. II 1996)).

272 Welfare reform was promoted as a way to save money,

yet only 1 percent of the Federal budget and 3 percent of

States' budgets were devoted to welfare programs such as

AFDC. Martha F. Davis, "Welfare Reform: A Women's
Health Perspective," Journal of the American Medical

Women's Association, vol. 51, no. 4 (August/October 1996),

pp. 166-70

.

273 See Pub. L. No. 104-193, title I, § 103(a), 110 Stat. 2110

(codified as amended at 42 U.S.C. §§ 601-619 (Supp. II

1996)). See also 63 Fed. Reg. 39,936 (1998); HHS, Admini-

stration for Children and Families, "Welfare: Temporary
Assistance for Need Families (TANF)," fact sheet, Feb. 13,

1998, accessed at <http://www.acfdhhs.gov/programs/opa/

facts/tanfhtm> (hereafter cited as ACF, TANF Fact Sheet).

bility standards as long as the 1996 medicaid
rviles are treated as minimum standards.^'^

Instead of tying medicaid ehgibihty to the

new TANF rules, Congress required States to

determine medicaid ehgibility using the AFDC
rules in place in each State. Under the new
rules, medicaid would still be available to fami-

hes with children imder the age of 18 who have
been deprived of the support of one or both par-

ents, if the family's monthly income is less than
the AFDC threshold estabhshed by the State.275

These new guidehnes were intended to maintain

access to medicaid, and in some States, make the

qualifications more inclusive. However, two ad-

ditional provisions of the welfare reform laws

have caused others to lose medicaid ehgibihty.

The new law includes tightened ehgibihty crite-

ria for coverage of disabled children who receive

supplemental seciu-ity income (SSI) (although

some of these children may qualify for medicaid

under other criteria).2^6 Second, States will not

receive Federal matching funds for coverage

provided to legal immigrants within 5 years of

their entering the country.277

Welfare reform has had a particiUar effect on
the health status of ethnic minorities by hmiting

ehgibihty and access of noncitizens to pubhc
benefits.278 Before the 1996 welfare reform, legal

immigrants were generally ehgible for medicaid

and other Federal benefits.279 Immigrants who
entered the United States before the law's en-

actment may remain ehgible for medicaid, but

those who have arrived since are banned from
receiving all Federal pubhc benefits for at least 5

years, including medicaid.28o These reforms, fo-

cused on stopping undocumented immigration

and reducing benefits to immigrants, instead

274 Physician Payment Review Commission, Annual Report

to Congress (Washington, DC: Physician Payment Review
Commission, 1997), p. 416 (hereafter cited as PPRC, Annual
Report to Congress, 1997). See ACF, TANF Fact Sheet.

275 42 U.S.C. § 1382c note §(2)(A) (Supp. II 1996). See also

Pamela Farley Short and Vicki A. Freedman, "Single

Women and the Dynamics of Medicaid," Health Services

Research, part I, vol. 33 no. 5 (December 1998), pp. 1309-36.

276 PPRC, Annual Report to Congress, 1997, p. 416.

277 Davis, "Welfare Reform," pp. 166-70. Legal immigrants
already on medicaid will not lose their ehgibility as a result

of the change in the law. Ibid.

278 Hernandez and Charney, From Generation to Generation,

p. 58.

279 Minkoff, et al., "Welfare Reform and Obstetrical Care."

280 Ibid.
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deny treatment to infected individuals and facili-

tate the spread of diseases. 28i While the reform

technically does make an exception for commu-
nicable disease, both documented and undocu-

mented immigrants suffer from lack of treat-

ment because they have no benefits and fear de-

portation shovdd they seek treatment.282 The ac-

tion plan for HHS' Asian American and Pacific

Islander Initiative on health acknowledges this

effect of welfare reform, and states:

For Asian Americans and Pacific Islanders living in

the U.S., some health disparities may be exacerbated

by recent changes in welfare laws that exclude new
immigrants firom a wide variety of federally financed

benefits and services. The new restrictions could have

a chilling effect on how Asian American and Pacific

Islander communities around the country access

health and human services.283

Before welfare reform, children in immigrant

famihes were shghtly more likely than children

in U.S.-born famihes to receive pubhc assis-

tance. ^s^ Now, many children in immigrant

famihes may be inehgible for important benefits,

or have parents who are inehgible and who are

therefore hesitant to secure benefits on behalf of

their children.^ss It is particularly critical to

monitor the impact of welfare reform on these

children, because unhke any other group of chil-

dren in the United States, those in immigrant

famihes have to a large extent been barred from

ehgibihty for medicaid and SSI.^se

Women also face a disadvantage as a result of

welfare reform. In 1993, of the 5 million famihes

receiving AFDC, 90 percent were headed by

women. Scholars have argued that attempts to

convert medicaid to a block grant program with

281 Kimberly A. Johns and Christos Varkoutas, "The Tuber-

culosis Crisis: The Deadly Consequence of Immigration Poh-

cies and Welfare Reform," Journal of Contemporary Health

Law and Policy, vol. 15 (fall 1998), pp. 101-30.

282 Ibid., p. 120. The reform law also requires the reporting

of known undocumented immigrants who seek medical as-

sistance. Ibid.

283 Bau, "We're Not All a Picture of Health," quoting from

HHS, "Asian American and Pacific Islander Action Agenda,"

accessed at <http://www.omhrc.gov/aamain.htm>. For more

information on the initiative, see chap. 7.

284 Hernandez and Charney, From Generation to Generation,

p. 9.

285 Ibid., p. 58.

286 Ibid., p. 10.

capped Federal funding levels and without

automatic ehgibihty for prior AFDC recipients,

wlU have significant negative imphcations for

poor women's access to medical care and will

further jeopardize the health of their famihes. ^s'

Pregnant women and newborns are especially

vulnerable to critical health risks associated

with poverty. As benefits decrease, poor nutri-

tion and other risks for illness increase. Mater-

nal undernutrition may contribute to low birth-

weight and infant disabihty and mortahty.^ss In

addition, poor famihes' inabihty to afford basic

necessities, including nutritious food, has an
immediate effect on children's development.^sa

Although the welfare reform law makes only

minor exphcit changes in the medicaid pro-

grams, some analysts beheve there may be

greater indirect effects, ultimately reducing the

numbers of people receiving medicaid benefits.^so

Due to the disproportionately large numbers of

women and minorities who rely on medicaid for

health care coverage, these changes wiU have a

disparate effect on their abihty to obtain medical

services. For example:

If the enrollment of eligible individuals does drop, one

result may be that some of the poor may delay seek-

ing Medicaid coverage until confi:onted with an acute

episode, especially a costly inpatient stay. This situa-

tion is especially problematic if it means these indi-

viduals also defer preventive care because they lack

coverage .... The enactment of welfare reform height-

ens the urgency of [HHS] monitoring access to health

care and reemphasizes the need to determine whether

there is an increase of eligible, but not enrolled bene-

ficiaries. ^^^

In fact, HHS has made an effort to address

the implementation and effect of the new wel-

fare provisions. In response to the PRWORA
legislation, the Department's Office for Civil

Rights produced two draft gmdehnes for States

and caseworkers outhning their responsibUities

for ensviring that legal obhgations under Federal

civil rights laws are being met in the administra-

287 Davis, "Welfare Eeform," p. 166.

288 Ibid., p. 169.

289 Ibid.

290 PPRC, Annual Report to Congress, 1997, p. 416.

291 Ibid., p. 417.
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tion of public assistance and welfare services.292

The first guideline, "Civil Rights Laws and Wel-

fare Reform—^An Overview," explains the perti-

nence of Federal nondiscrimination laws to all

federally assisted programs.2^3 Examples are

given for instances where potential violations

may occur; however, none of these scenarios pre-

sents situations in which access to health care is

hindered or denied for a specific group as a re-

sult of discriminatory implementation of the new
welfare laws.294 The documents also fail to ac-

knowledge how PRWORA itself can potentially

violate the civil rights of those who are dispro-

portionately disadvantaged by its provisions.

While these documents serve as an important

overview of the implications of civil rights laws

for welfare assistance in general, they fall short

by failing to identify how PRWORA provisions

will specifically and disparately affect health

care for minorities and women. It is HHS' re-

sponsibihty to monitor State agencies to ensure

that those requiring pubUc assistance to meet
their health care needs are not subject to differ-

ent treatment under the welfare reform laws.

The goal of programs such as TANF is to

promote work and end long-term welfare de-

pendency. A 5-year lifetime hmit on assistance is

one of the TANF's central provisions. In addi-

tion, there is a 2-year Hmit on the time anyone

can receive assistance without working.295 Thus,

unless there are major State reforms or changes

in Federal legislation, it is likely that more
advdts, particularly mothers, will lose medicaid

coverage in the future. Programs under welfare

reform may lead recipients to jobs, but many of

292 HHS, Office for Civil Rights (OCR), draft documents,

"Civil Rights Laws and Welfare Reform—^An Overview," and
"Technical Assistance for Caseworkers on Civil Rights Laws
and Welfare Reform," submitted by Kathleen O'Brien, spe-

cial assistant, OCR, HHS, Apr. 13, 1999 (hereafter cited as

HHS, OCR, "Civil Rights and Laws and Welfare Reform,"

Draft Document). These guidelines were produced in con-

junction with the U.S. Departments of Labor, Justice, Edu-

cation, and Agriculture, and the Equal Employment Oppor-

tunity Commission.

293 por a complete discussion on Federal civil rights laws

and statutes, see USCCR, The Health Care Challenge, vol.

II, chap. 3.

294 HHS, OCR, "Civil Rights Laws and Welfare Reform,"

draft document.

295 Short and Freedman, "Single Women and the Dynamics
of Medicaid," pp. 1309-10. Through welfare reform States

are given the option of reducing the time limits on receiving

assistance. See ACF, TANF Fact Sheet.

those jobs will be low wage and will not offer

health insurance coverage, resulting in an in-

crease in the uninsvired.296 Therefore, by taking

away medicaid at the AFDC threshold, an in-

come level where relatively few workers can ob-

tain private insurance, the current ehgibiUty

rules penaHze low-income mothers for work-

ing.297 Economists have theorized that the pros-

pect of losing medicaid discourages single moth-
ers from working, and "allowing two-thirds of

Medicaid recipients to become uninsured is

hardly a satisfactory way of rewarding women
who move from welfare to work."298

The exact effect of welfare reform on medi-

caid is ambiguous at best. The HberaUzation of

medicaid eUgibiUty in some States may result in

increased enrollment; and welfare reform, if suc-

cessful in achieving its goal of moving recipients

off pubUc assistance to work, could in theory re-

duce the need for medicaid coverage as recipi-

ents obtain jobs with health insurance benefits.

However, because work programs are in the

early stages of implementation and welfare-to-

work data have not yet been widely collected, it

is as yet unclear whether this is occurring. On
the other hand, welfare reform may have al-

ready had an adverse effect by reducing medi-

caid enrollees because many individuals leaving

welfare are unaware of continuing medicaid cov-

erage.299

Rather than take on both medicaid reform

and welfare reform. Congress decided to break

the Unk between medicaid ehgibihty and welfare

dependency.300 The impact on medicaid, and
subsequently on financial access to health care,

becomes lost in the often negative rhetoric sur-

rounding welfare and other forms of pubhc assis-

tance. Although the decision to separate medi-

caid from welfare was intended to protect poor

famihes' medicaid coverage from possible cut-

backs in welfare, the result has been lower rates

of enrollment among those considered eligible,

296 Marilyn R. EUwood and Leighton Ku, "Welfare and Im-

migration Reforms: Untended Side Effects for Medicaid,"

Health Affairs, May/June 1998.

297 Short and Freedman, "Single Women and the Dynamics
of Medicaid," p. 1311.

298 Ibid., p. 1331.

299 Ellwood and Ku, "Welfare and Immigration Reforms."

300 Short and Freedman, "Single Women and the Dynamics
of Medicaid," p. 1310.
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despite States' expansion of eligibility. ^oi An es-

timated 3 million children are uninsured, and
with the connection being cut between medicaid

and welfare programs, that number is expected

to grow.3°2

Health Research

"When a new therapy or intervention is well un-

derstood in one population and in the health care

system in which that population receives care,

but not understood in other populations and
other health care environments, medical science

has failed the society it is supposed to serve."^^^

Health care research is a growing field.

Funding for research has increased since 1960

from less than $1 biUion to more than $35 bilhon

in 1995. Traditionally, funding has come from a

variety of sovirces. Several Federal agencies fund

and/or conduct health research. HHS provides

85 percent of funding for health research and
development; most of the funding (80 percent)

comes from the National Institutes of Health, an
operating division of HHS.^O"* Other agencies in-

volved in funding health care research include

the Departments of Defense, Education, Agricul-

ture, Veterans Affairs, and Energy.^os In addi-

tion to Federal agencies, many other organiza-

tions conduct research on health related issues.

Nonprofit organizations such as the American
Cancer Society provide funds for research on
specified topics. ^"^ Other research projects are

funded by private industry and State and local

governments .

3"''

Figvire 3.5 depicts the changes in health care

research and development funding by Federal,

State, and local governments, private industry.

301 Ellwood and Ku, "Welfare and Immigration Reforms."

302 Charlotte Huff, "What They Don't Know Hurts: When
Parents Think Welfare Reform Means They Lose Medicaid,

Kids' Health Suffers," Hospitals and Health Networks, vol.

72, no. 9 (May 5, 1998), p. 16.

303 Otis W. Brawley and Heriberto Tejeda, "Minority Inclu-

sion in CUnical Trials Issues and Potential Strategies,"

Journal of the National Cancer Institute Monographs, no. 17

(1995), pp. 55-57.

304 NCHS, Health, U.S., 1998, p. 359.

305 Ibid.

306 American Cancer Society, Research Program Report,

accessed at <http://www.cancer.org/researchprogram/index.

html>.

307 NCHS, Health. U.S., 1998, p. 358.

and private nonprofit organizations since

1960.308 The Federal Government was the larg-

est source of health research funding until the

late 1980s, when private corporations began to

increase their expenditures for health care and
drug research. In 1995 the Federal Government
spent $13.4 biUion on health care research; State

and local governments spent $2.4 biUion; indus-

try spent $18.6 bilhon; and nonprofit organiza-

tions spent $1.3 bilhon.309

There are stark differences in the health

status, mortahty rates, and disease rates among
Americans of different races and ethnic back-

grounds, as well as between men and women.
Although different groups are susceptible to dif-

ferent diseases, and respond differently to drugs

and other treatments,3io women and minorities

have not been included in health research stud-

ies in adequate numbers.^n

In response to years of exclusion of women
and minorities from health research. Congress

enacted the National Institutes of Health Revi-

tahzation Act of 1993.^12 This law requires re-

searchers to include women and minorities as

subjects in clinical research trials and NIH to

conduct outreach efforts to recrviit both

groups. 3^3 The NIH guidelines implementing the

law state:

In the case of any clinical trial in which women or

members of minority groups will be included as sub-

jects, the Director of NIH shall ensure that the trial is

designed and carried out in a manner sufficient to

provide for vahd analysis of whether the variables

being studied in the trial affect women or members of

minority groups, as the case may be, differently than

other subjects in the trial.^^^

308 Ibid.

309 Ibid.

310 Judith H. LaRosa, Belinda Seto, Carlos E. Caban, and
Eugene G. Hayunga, "Including Women and Minorities in

Clinical Research," Applied Clinical Trials, vol. 4, no. 5 (May
1995), p. 31 (hereafter cited as LaRosa et al., "Including

Women and Minorities").

311 J. Claude Bennett, "Inclusion of Women in Clinical Tri-

als—Policies for Population Subgroups," New England
Journal ofMedicine, vol. 329 (July 22, 1993), pp. 288-92.

312 Pub. L. No. 103-43, 107 Stat. 122 (codified in scattered

sections of 8, and 42 U.S.C. (1994 & Sup. II. 1996))

313 LaRosa et al, 'Including Women and Minorities," p. 33.

314 HHS, Pubhc Health Service, National Institutes of Health,

NIH Guidelines on the Inclusion of Women and Minorities as

Subjects in Clinical Research, 59 Fed. Reg. 14508 (1994).
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Figure 3.5
National Funding for Health Research and Development, 1960-1995
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-All Sources Federal X State and Local Industry Nonprofit

Source: U.S. Departnfient of Health and Human Services, National Center for Health Statistics, Health, United States 1998 with

Socioeconomic Status and Health Chartbool<, 1998, p. 358.

In 1995 the Centers for Disease Control

(CDC) followed suit by establishing a policy to

ensvire that individuals of both genders and
various racial and ethnic groups are included in

all CDC-supported studies with human subjects.

It has become CDC poUcy to identify significant

gaps in knowledge about health problems that

affect women and racial and ethnic minorities

and to encourage studies that address these

problems.315 CDC poHcy states:

To the extent that participation in research offers

direct benefits to the participants, underrepresenta-

tion of certain population subgroups denies them the

opportunity to benefit. Moreover, for purposes of gen-

eralizing study results, investigators must include the

widest possible range of population groups. . . . The
guideUnes are intended to ensiu-e that individuals of

both sexes, regardless of sexual orientation, and the

various racial and ethnic groups will be included in

CDC studies involving human subjects, whenever
feasible and appropriate. Furthermore, it is the intent

of CDC to proactively identify significant gaps in

knowledge about health problems that affect women
and racial and ethnic minority populations and to

encourage research which addresses these prob-

lems.^^^

Inclusion of subgroups in cUnical trials re-

quires a change in study methodology. Oppo-
nents of these poHcy changes to research have
argued that they are not cost effective, and that

they increase the difficulty of completing health

studies. However, a relatively simple strategy is

to include persons from subgroups in the initial

stages of project development. One commentator
states:

Exclusion of a given subgroup fi:om a study precludes

formal inferences about the expected results for that

subgroup. Therefore, a strategy that is commonly rec-

ommended is to design studies in which the subgroup

composition of the study cohort mirrors that of the

general population that would eventually receive the

treatment.317

315 60 Fed. Reg. 47,947 (1995).

316 HHS, Centers for Disease Control and Prevention,

"Inclusion of Women and Racial and Ethnic Minorities in Re-

search" Manual Guide, General Administration CDC-80, ac-

cessed at <http://www.cdc.gov/od/foia/policies/inclusio.htm>.

317 Bennett, "Policies for Population Subgroups," pp. 288-92.
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Race and Ethnicity

Minorities have either been exploited as research

subjects for potentially harmful experiments, or

ignored altogether despite differences in disease

rates and/or manifestations of illnesses. Both of

these misrepresentations are harmful to the well-

being of racial /ethnic minorities and have con-

tributed to a history of medical misinformation

and ignorance about entire groups ofpeople.

Exploitation as Subjects

The mere mention of research exploitation

conjures up memories of the infamous Tuskegee
study of untreated sj^jhilis in black men. In that

study, researchers followed the natviral course of

the disease in nearly 400 black men for decades,

withholding treatment from 1932 to 1972.318 The
manner in which these experiments were
"scientifically" justified demonstrates the long-

standing insensitivity and ignorance about race

in health care. According to one scholar, the

health professionals involved in the Tuskegee
study based their research on harmful assump-

tions. They erroneously assumed that the dis-

ease affected blacks differently from whites and
thus was a legitimate focus of research. This

served as the justification for a black-only

study.319 They also justified their actions with

the notion that since the subjects had no access

to medical care, whatever was provided was bet-

ter than what they would have received without

the project. This way the use of these subjects

posed no ethical dilemma, at least from the per-

spective of the researchers, since they were not

withholding something the subjects would have

received in the absence of the experiment.32o

Research exploitation of minorities is not just

an issue of the past. For example, in 1998 The

New York Times reported that testing of fenflu-

ramine, a now banned drug, was being con-

ducted on black and Hispanic boys between the

ages of 6 and 10 years old at the New York State

Psychiatric Institute. ^21 The drug was being used

to test a theory that violent or criminal behavior

may be predicted by levels of certain brain

chemicals. This test was problematic for several

reasons, the most obvious being that it was done

on children unable to make the decision of

whether or not to participate. Advocacy groups

argued that these children were used in experi-

ments for which there was no hope of medical

benefit, and that in the process they may have
been exposed to risks. ^22

The danger of such experimentation can be

observed on another level. The theory tested by
this research is inherently racist, suggesting

that blacks and Hispanics are prone to violence

and criminal activity. One patient advocate said,

"These racist and morally offensive studies put

minority children at risk of harm in order to

prove they are generally predisposed to be vio-

lent in the future ."^23

As a result of such studies, many minorities

are reluctant to participate in health research.

According to the HHS Office of Minority Health

newsletter. Closing the Gap, a forthcoming arti-

cle examines African Americans' attitudes to-

ward research. The study found that African

Americans beheve that signing a consent form is

essentially the same as waiving their rights. The
study also revealed that, as a result of the Tus-

kegee study, many African Americans fear being

treated Hke "guinea pigs." The study concludes

that researchers need to acknowledge such con-

cerns and ensure that the purpose of research is

clearly explained to potential participants.324

Absence from Research

The absence of minorities in research stems

partly from the unwilUngness of many to par-

ticipate. A Newsday article citing several exam-
ples of exploitation of minorities in health re-

search suggests that today minorities are hesi-

tant to participate in research studies, and re-

ceive treatment, because of the distrust created

by earlier exploitation and discrimination.^^s

Minority groups often view medical research

with suspicion. Many minorities, African Ameri-

cans in particular, have personally experienced

*i8 Smith, Health Care Divided, p. 25.

319 Ibid.

320 Ibid.

321 Philip J. Hilts, "Experiments on Children are Reviewed,"

New York Times, Apr. 15, 1998, p. 3-B.

322 Ibid.

323 Ibid.

324 Michelle Meadows, "Study Explores African Americans'

Attitudes Toward Research," Closing the Gap, May/June

1999, p. 7, citing Gisell Corbie-Smith, et al., forthcoming

article in Journal of General Internal Medicine.

325 Curtis L. Taylor, "Mistakes In the Past, Fears in the

Present," Newsday, Dec. 4, 1998, p. A-08.
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abuses while in hospitals and cUnics.326 in addi-

tion, Hispanics and African Americans fre-

quently beUeve that medicine offers Uttle hope,

so they often do not seek medical attention and
will not volunteer to participate in studies. Fur-

ther, there is some degree of skepticism as to the

motives of medical researchers based on the

mandated inclusion of minorities in research

trials.327 Potential subjects may wonder if the

researcher is simply fiUing a quota as opposed to

having the patient's best interests in mind.

The widespread distrust of the medical indus-

try necessitates the recruitment of more minori-

ties into careers in biomedical research. Perhaps

this will alleviate some of the concerns of minor-

ity patients and at the same time draw attention

to minority health issues. According to an article

in Black Issues in Higher Education, currently

only 0.37 percent of biomedical research funds

are awarded to black scientists. ^28 This problem

is attributed to the lack of minorities in scientific

and research careers. ^29

Distrust of the medical community and other

barriers, including language, lack of transporta-

tion, inconvenient chnic hours, and potential for

lost wages, not only make participating in trials

a low priority but make it an impossibihty for

many minorities.^^o Since economic barriers of-

ten make even necessary health care an impos-

sibihty, the resulting poorer health status among
minority populations makes recruiting healthy

research participants difficult.

On the other hand, there is evidence that re-

searchers have excluded minorities, whether
intentional or not, from trials. Broad-based in-

clusion of minorities in cHnical trials is a civil

rights issue as well as a sociopoHtical one.^si De-

spite the volumes of hterature suggesting the

importance of race, ethnicity, and culture in

health, the seeking of health care, and treat-

ment, there is relatively httle information avail-

326 Brawley and Tejeda, "Minority Inclusion in Clinical Tri-

als," p. 56.

327 Ibid.

328 Leigh Fortson, "Biomedical Research Warfare," Black

Issues in Higher Education, Mar. 18, 1999, p. 25.

329 Ibid., pp. 26-28. See chap. 2 and USCCR, The Health

Care Challenge, vol. II, chap. 3, for discussions of medical

school admissions.

330 Brawley and Tejeda, "Minority Inclusion in Clinical Tri-

als," p. 56.

331 Ibid., p. 55.

able on the racial, ethnic, and genetic differences

that affect the manifestations of certain illnesses

and their treatments. For example, certain anti-

hypertensive drugs, such as beta blockers, are

less effective in African American men than
white men.332 Furthermore, drug effectiveness

and interaction can be different among individu-

als within racial or ethnic groups, which further

justifies the need for a diverse research popula-

tion. Population diversity increases scientific

vahdity and the abihty to generafize research

results.333 According to one researcher, different

ethnic and racial groups "comprise important

subpopvdations whose special needs and re-

sponses to medical treatment have traditionally

been undervalued or ignored."334

Researchers must make the effort to include

minority subjects through community-based out-

reach and education. If the outreach is done ef-

fectively, inclusivity in trials will be attainable.

One study by the National Cancer Institute's

Minority-Based Community Oncology Program
showed that despite all the previously men-
tioned determinants, minority patients will en-

ter cHnical treatment trials in proportions to

majority patients when treated in the appropri-

ate environment.335 Often, health care providers

do not offer the option of entering trials to mi-

norities based on the assumption that these pa-

tients are unwiUing to participate. The existence

of trials must be made known, available, and
convenient to all individuals. Further, represen-

tation, to be proportionally accurate, must mir-

ror incidence rates and not general popvilation

percentages. That is, the percentage of African

Americans in chnical cancer trials should coin-

cide with their cancer rates.336

332 Ibid.

333 Ibid.
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The limited health research that has been
done comparing ethnic and racial groups has
revealed that there are "significant differences

among racial and ethnic groups in metabohsm,
chnical effectiveness and side effects of impor-

tant medicines."33'' Thus, as one author has
stated:

Ethnic and racial minorities are subject to greater

risks if they are prescribed a so-called "equivalent"

medicine because substantial evidence indicates that,

in some cases, dosage adjustment may be necessary

or that the drug has toxic side effects because they

cannot tolerate the standard dosage levels. Institu-

tional drug formularies and step-care protocols should

be broad enough to allow rational choices of medicines

and dosages for aU patients, regardless of race or eth-

nic origin.

Pharmaceutical companies should continue to include

significant numbers of ethnic and racial subgroups in

metabolic studies and chnical trials in instances

where genetic polymorphism for that class of medi-

cine is relevant.33^

Gender
Women have traditionally been excluded

from chnical trials. As a resvdt biological or gen-

der differences, including both physiologically

and cultviraUy determined factors, have been
ignored. A better understanding of women's
health issues is necessary for the improvement
of women's health care as well as the broadening

of education related to preventive care for all

women.
The CDC guidehnes clearly address the im-

portance of the inclusion of women in research

and articulate the necessity of modifying re-

search protocols to address specific health con-

cerns of women:

A growing body of evidence indicates that the health

conditions and needs of women are different firom

those of men. Some health conditions are unique to

women and others are more prevalent in women. For

some illnesses, there are marked distinctions, not

only in onset and progression of disease, but also in

the preventive, treatment and educational approaches

necessary to combat them in women. Furthermore,

initial entry into the health care system may be dif-

ferent for some subgroups of women, such as low-

income and uninsured women. Lesbians may also

enter the health care system differently because they

may be less hkely to access prevention services, hke
cancer screening, because they may not utUize family

planning services.

The Pubhc Health Service Task Force on Women's
Health Issues pubhshed a report in 1987 stating that

it is becoming more important to note the environ-

mental, economic, social, and demographic charac-

teristics that influence a woman's health status. The
Task Force focused on the direct and indirect effects

these factors could have on the status of a woman's
health and noted that when a woman is "outside the

normal range of societal expectations," that is, she is

of racial, ethnic or cultural minority or if she is physi-

cally or mentally disabled, her health status is poten-

tially at greater risk. These basic observations are not

always recognized or reflected in study protocols and

proposals.33^

Despite the necessity of addressing women's
specific health concerns, it is estimated that, un-

til recently, only 13 percent of the total NIH
budget was spent on women's health issues, in-

cluding breast cancer, ovarian cancer, meno-
pause, estrogen replacement therapy, and osteo-

porosis.^^o Commentators contend that although

NIH might argue that another 80 percent of its

budget is spent on studying diseases that affect

both men and women, this is misleading because

the so-called "gender neutral" conditions are ex-

perienced differently by women and men.^^i Fur-

ther, if women are excluded from those studies,

the data gathered do nothing to advance the

knowledge of those diseases in women.342

Historically, several reasons have been cited

for the exclusion of women from chnical trials.

According to one author:

The exclusion of women firom research trials appears

to stem firom several factors. These include a percep-

tion of the male body as an adequate model of the

norm, and the female body as "unnecessarily" comph-
cated by hormonal cycles; the fear that gender strati-

fied studies would require such large cohorts of par-

ticipants that expense would render many experi-

ments uneconomic; and concern that fertile women
may become pregnant while on the study, and expose

337 Levy, "Differences in Responses to Medicines," p. 140.

338 Ibid., pp. 160-61.

339 60 Fed. Reg. 47,947 (1995).

340 Nechas and Foley, Unequal Treatment, pp. 22-23.

341 Ibid., p. 23.

342 Ibid.
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their fetuses to potentially damaging substances that

would manifest themselves in birth defects.^*^

Thus, fear of extra expenses and liability have
been used as excuses for excluding women from
health research.344 Ironically, the same re-

searchers who argue that women's "differences"

make research more difficvdt also claim that

women are "just like men anyway," so it is ap-

propriate to draw conclusions from all-male

studies. 3^5 One adverse effect of such exclusion is

that women are often prescribed drugs that have

not been tested on women, and thus it is un-

known whether these drugs may be harmfvd or

less effective.3*^

Recently, scientists at NIH acknowledged
that some drugs seem to work very differently in

women than in men, due to hormones, metabo-

hsm, weight, and many unknown factors.^47 An
NIH official stated, "[B]y unlocking these kinds

of scientific gender mysteries, we can apply them
to developing medications that are safe and that

work in all individuals. . . . For the first time, we
are documenting that men and women respond

differently to drugs and sometimes with serious

consequences, including death."348 This discovery

reemphasizes the need to use women routinely

as subjects in chnical trials, including those for

medical conditions that affect both genders. For

example, it was recently discovered that an ex-

perimental drug used to treat a rare form of

stroke worked well in male patients but not at

all in women.349

One of the most controversial debates over

the inclusion of women in chnical trials has sur-

rounded the issue of pregnancy and potential

harm to the fetus. An article in the Journal of

the National Cancer Institute gives one example
of the urgency of including women at all stages

in their reproductive cycle in chnical research

trials. The author cites a case in which a patient

343 R. Alta Charo, "Protecting Us to Death: Women, Preg-

nancy, and Clinical Research Trials," St. Louis Law Journal,

vol. 35 (fall 1993), pp. 140-41.

344 Ibid., pp. 143-45.

345 Nechas and Foley, Unequal Treatment, p. 26.

346 Charo, "Protecting Us to Death," p. 145.

347 "Researchers: Drugs Affect Men and Women Differently,"

Daily Progress (Charlottesville, VA), June 6, 1999, p. A-3.

348 Ibid.

349 Ibid.

was diagnosed with ovarian cancer in her 18th

week of pregnancy. Her options were to either

terminate the pregnancy, undergo chemother-

apy, or do nothing. There was a lack of knowl-

edge on the effects of powerful cancer-fighting

drugs in pregnant women.^so

The reahty is that 70 to 80 percent of preg-

nant women need some form of prescription

medicine. 351 Knowledge of this fact seems to

have caused some medical researchers to now
include women at all stages of life in chnical tri-

als. In 1993, the New England Journal of Medi-

cine cited another example of the benefit of drug
therapy trials on women. Researchers in the

AIDS Chnical Trial Group reported that AZT use

by pregnant women brought "starthng results"

in preventing maternal-fetal transmission of the

AIDS virus. The AZT study uncovered a valuable

finding, which would have remained hidden had
pregnant women not been used in the chnical

trials.352

The negative effects of the absence of women
in chnical trials are not hmited to drug therapy.

Women also need to be included in studies of

disease diagnosis and treatment options. In 1991

the Council on Ethical and Judicial Affairs of the

American Medical Association observed that "the

very factors that lead to the exclusion or under-

representation of women are evidence of the im-

portance of including them."353 This is especially

true in instances where women and men respond

differently to treatment methods.

Perhaps the most egregious example of the

exclusion of women from the chnical study of a

health condition that almost exclusively affects

women was a project that examined the effect of

obesity on breast and uterine cancer. All of the

study participants were men.354 The study ex-

amined the effects of particular nutrients on es-

350 Susan Jenks, "Role for Pregnant Women in Clinical Tri-

als Debated," Journal of the National Cancer Institute, vol.
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trogen metabolism, and researchers chose only

male subjects in the belief that estrogen me-
tabohsm is similar in men and women.^ss

There has also been a lack of women subjects

in experimental AIDS therapies, despite the fact

that they make up the fastest growing popula-

tion of AIDS patients.356 in a study, women suf-

fered toxic side effects when given AZT treat-

ments at dosages measured on the 70 kilogram

(154 pound) male model. In 1992, when studies

were being conducted on the effectiveness ofAZT
compared with the drug deoxyinosine, only 4

percent of the participants were women, too

small a sample to draw accurate conclusions. 35?

This exclusion from research also may explain

why women are less likely that men to receive

treatment drugs, such as AZT, even after taking

into account such factors as race, insurance

status, and mode of transmission.^ss

Several well-known studies of cardiovascular

disease have also only used male subjects for

observation. Yet heart disease is the single larg-

est killer of women, and women in their sixties

die of heart disease in equal numbers to men.^sa

In fact, cardiovascvdar diseases kill twice as

many women as all ts^jes of cancers combined.^eo

Based on the findings of studies of heart disease and
cholesterol that included men only, the American
Heart Association recommended a diet that could ac-

tually elevate the risk of heart disease for women. A
study of 51,529 male health professionals begun in

1986 suggested that moderate drinking and a de-

crease in heart disease are causally related. It is un-

clear, however, whether the result of this study can be

extrapolated for apphcation to women's health. For

example, unlike men, "women who consume moderate

quantities of alcohol have an increased risk of breast

cancer." ... In 1998 the results of a government
funded study of 20,000 male physicians revealed that

small doses of aspirin would help prevent heart at-

tacks. . . . There was no data to substantiate whether

355 Rothenberg, "Gender Matters," p. 1208.

356 Ibid., p. 1209.

35V Ibid.

358 Laurence and Weinhouse, Outrageous Practices, p. 150.
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an aspirin a day for women would have any impact on

their risk of heart disease.^^i

The misinformation resulting from gender-

biased research has potentially hfe-threatening

ramifications. The lack of research contributes to

a lack of knowledge about prevention and treat-

ment procedvires, leaving health care providers

to rely on speculation and assumptions:

Exclusion of women from studies because of an as-

sumption that cardiovascular disease is comparable
in women and men, "has resulted in sizable gaps in

our knowledge about gender differences in efficacy of

preventive strategies, . . . diagnostic methods, re-

sponses to medical and surgical therapies, and chni-

cal outcomes for coronary heart disease." One physi-

cian has said, "If a fifty-year-old man goes to the doc-

tor complaining of chest pains, the next day he wUl be

on a treadmill taking a stress test. If a fifty-year-old

woman goes to the doctor and complains of chest

pains, she wUl be told to go home and rest."362

One commentator tells of a case where a 59-

year-old woman went to her physician and com-

plained of chest pains, which she had Hved with

for 5 years. The patient felt that her doctor was
annoyed with her for coming in. He diagnosed

the problem as a hiatal hernia, and prescribed

that she take an over-the-counter antacid every

20 minutes. When the pain became unbearable,

the patient went to an emergency room where a

cardiologist discovered that three of her vessels

were 75 percent clogged and one was completely

clogged. She was rushed into quadruple bypass

surgery, without which the cardiologist beheved
she would have died.^^s

Simply adding women to cHnical trials does

not eliminate the problem of inadequate repre-

sentation in research. Women must be targeted

as subjects, with differences and similarities fac-

tored in, for research to be effective and inclu-

sive. Differences among women such as race,

ethnicity, age, child-bearing status, and socio-

economic status may affect overall health status

as well and must be considered. Including white

women in an experimental group may yield

361 Rothenberg, "Gender Matters, " pp. 1209-10.
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knowledge relevant to treating white women,
but not for treating women of color.

One example of the need to make research

more inclusive is the difference in rates of breast

cancer among women. Guidehnes that recom-

mend screening for women 40 years of age and

older ignore the higher than average risk for

breast cancer among black women younger than
40.3®^ Adequate research is necessary to deter-

mine whether separate guidehnes should be es-

tabhshed for black women, as well as other ra-

cial and ethnic groups of women.
Asian American women are notably missing

from cUnical research. There are several reasons

for this absence, including lack of physician re-

ferrals, language difficulties, immigration issues,

and cultural differences. A team of researchers

in California interviewed members of various

Asian American communities and found that

resistance to participation for many Asian

American women was because most cUnical

studies focus on the individual, whereas many
Asian Americans may prefer not to draw atten-

tion to themselves or their own health, but

rather take a more global community approach

to health. The participants' responses also sug-

gested that Asian Americans tend to be more
modest about sharing their medical histories

with health professionals.^^^

In a recent issue of Women's Health Watch, a

pubHcation of the Asian and Pacific Islander

American Health Forum, several Asian Ameri-

can women were asked what tjTJes of research

they beheve are needed to target Asian Ameri-

can/Pacific Islander women. Although their re-

sponses varied, a common theme was the need

for research focusing on health concerns specific

to Asian American women, and to inform these

women of available services. One respondent

stated:

I know that I am an educated young woman in

America and I still know very little about my own
health and other issues related to women's health.

Especially, I think when we read the health statistics

the young women and even the older women do not

take advantage of the services that are provided. We
need just the basic data on the primary common dis-

eases in Asian American communities and what kinds

of health services are available to women. [We need to

have] this information available, and not just talk

about them but actually hand them to community

members and to women.^^^

Another Asian American woman said:

I think it would be interesting to do girls' and adoles-

cent health. ... I haven't read a lot of information on

mental health problems and issues that young people

have, especially within the immigrant and refugee

communities. I find that the girls that I work with,

[and] their families have much stress and some have

post traumatic stress syndrome. We want to know
how the children handle that. I think research on

mental health or even just adolescent health is

greatly needed.^^^

In a 1998 summit meeting of the National

Asian Women's Health Organization, Surgeon

General David Satcher stated that to increase

participation of Asian American women in chni-

cal trials, it is necessary to estabhsh better

community trust. He said that this would not

only encourage inclusion of those willing to par-

ticipate, but would also enable outreach to those

least likely to participate, including uninsured

women. He said, "Our goal must be universal

access to health care, and inclusivity for all eth-

nic groups in cHnical trials can be an important

element in reaching that goal."^^^

African American women also often are ab-

sent from chnical trials. They may refuse to par-

ticipate because of a lack of trust in the health

care system. In an attempt to better understand

why so many minority women refuse to partici-

pate in cUnical trials, researchers interviewed

women who had refused participation in the

Women's Health Initiative, a national study on

the efficacy of low fat diets, hormone replace-

ment therapy, and vitamin D/calcium supple-

mentation to prevent coronary heart disease,
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breast cancer, colorectal cancer, and osteoporosis

in post-menopausal women.369 The researchers

found that black women are more likely than

white women to beheve that chnical research is

vinethical, that researchers do not care about

them, and that by participating in research they

would not have access to better care.^'^o African

American women surveyed also stated that they

would be more likely to participate if the re-

searchers were also black.^^i

Changes in research guidelines adopted by

the Nation's major research agencies show a

growing recognition of the need for inclusion of

women in research. However, inclusion has not

been global enough, nor has it been swift

enough, to match the virgency of adequate medi-

cal knowledge about all individuals. Expanding

medical knowledge is a critical, yet rapidly

changing endeavor that should encompass di-

verse aspects of health care, including financing,

pohcy, dehvery, and outcomes. Until all areas of

research include women's health needs, solu-

tions will not be understood. It has been stated:

WhUe the past two decades have seen important

gains in research in women's health and women's
health care, it must be emphasized that we are only

at the beginning of our knowledge about health and
disease in women, and continued funding is critical in

order to address the questions, further understand

the findings, and confirm the recommendations that

are emerging from these initial studies. Research is

needed in biomedicine, in health behavior, in screen-

ing technology, in the effectiveness of alternative

modes of health care financing and delivery of disease

prevention, and in the poHcy implications of areas of

concern surrounding women's health.^'^

369 Charles P. Mouton, Sonja Harris, Susan Rovi, Patty

Solorzano, and Mark Johnson, "Barriers to Black Women's
P8irticipation in Cancer Clinical Trials," Journal of the Na-

tional Medical Association, vol. 89, no. 11 (1997). pp. 721-27.

370 Ibid., p. 726.

371 Ibid.

372 The Commonwealth Fund, Prevention and Women's

Health: A Shared Responsibility, PoHcy Report of the Com-
monwealth Fund Commission on Women's Health (New
York: The Commonwealth Fund, September 1996), p.31.
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Chapter 4

Health Care Programs and Initiatives

at the Federal, State, and Local Levels

Many initiatives have been implemented that

are aimed at reducing the health disparities that

exist based on race, ethnicity, and gender and
that target the specific health concerns of women
and minorities. Although the initiatives vary in

scope and mission, they share a common set of

goals including: producing health practitioners

who are skilled in providing quahty health care

for women and minorities, developing research-

ers who understand the necessity of tackhng the

important health concerns of women and minori-

ties, and improving access to gender and race/

ethnicity-specific, culturally competent health

services within a changing health system.

When viewed in a civil rights context, these

health care programs and initiatives have the

potential to work toward eHminating disparities

while improving the health status of tradition-

ally underserved groups. But initiatives alone, in

particular reactive uncoordinated initiatives,

cannot narrow the gap in health care nor ehmi-

nate health care disparities. The Office for Civil

Rights (OCR) in the U.S. Department of Health

and Human Services (HHS) is the Federal office

designated to enforce civil rights statutes relat-

ing to health care. However, several HHS enti-

ties and most State and local health care organi-

zations have httle or no contact with OCR, and
as a result, civil rights concerns are not inte-

grated into their initiatives.

Civil rights concerns need to be included in

all health care programs and initiatives, and the

goals of the initiatives must transcend the pro-

grammatic level and become institutionahzed in

all aspects of health care dehvery and research.

Emphasis should be placed on the promotion of

health and the prevention of inequality in health

care, instead of merely targeting current prob-

lems. That is, measures taken to improve health

status must be proactive, not reactive. This can

be achieved through greater collaboration at all

levels—Federal, State, and local—and through

assistance from Federal and non-Federal civil

rights experts. All entities involved in ehminat-

ing disparities in health care must recognize

programs that work and repHcate those pro-

grams on a universal level.

HHS Initiatives on Health Care
for Women and Minorities
HHS has several health care programs and

initiatives concerning minority and women's
health disparities. Fovir of the initiatives have
been decreed by Executive orders. Three of them
concern support for educational institutions

—

the Historically Black Colleges and Universities

Initiative, the Hispanic Agenda for Action, and
the Tribal Colleges and Universities Initiative.

Other initiatives include the President's Race
and Ethnic Health Disparities Initiative and the

Asian American and Pacific Islander Initiative

which was estabhshed by Executive order in

June 1999.1

HHS' Deputy Secretary requires high-level

staff, including OCR's deputy director, to regu-

larly report on the progress of a variety of initia-

tives relating to equal access. ^ In addition, HHS'
Deputy Assistant Secretary for Minority Health

has called on all of the operating divisions to

make efforts to reduce racial/ethnic disparities

in health care access. ^ HHS allocates funds each

1 Exec. Order No. 13,125; 64 Fed. Reg. 31105-07.

2 Kathleen O'Brien, special assistant to the director and Patri-

cia Mackey, deputy to the associate deputy director, Office of

Program Operations, Office for Civil Rights (OCR), U.S. De-

partment of Health and Human Services (HHS), interview in

Washington, DC, Oct. 16, 1998, p. 9 (statement of Mackey)

(hereafter cited as O'Brien and Mackey interview).

3 Ibid., p. 8 (statement of Mackey). See U.S. Commission on

Civil Rights (USCCR), The Health Care Challenge: Acknowl-

edging Disparity, Confronting Discrimination, and Ensuring

Equality, vol. II, The Role of Federal Civil Rights Enforce-

ment Efforts, September 1999 (hereafter cited as USCCR,
The Health Care Challenge, vol. II), chap. 5 for a discussion
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year to ensvire that the operating divisions are

able to implement minority and women's health

programs. However, in comparison to the De-

partment's total funds, the monies slated for mi-

nority and women's issues are minuscvde.'* For

fiscal years 1998 and 1999, approximately 1 per-

cent of HHS' total funds were used for minority

health initiatives and programs; the amount has

been increased for FY 2000 to approximately 2.5

percent.5 Women's programs and initiatives fare

shghtly better at approximately 13.5 percent of

all HHS funds in fiscal years 1998 and 1999, and

a projected 14.2 percent for FY 2000.6

According to the Surgeon General, it is very

difficult for offices of minority health and
women's health to obtain funding or influence

the agenda of their respective agencies.'' The fi-

nal determination for the budget allocation for

an office often rests with Congress. For example,

when the budget request was made for the HHS
Initiative to Ehminate Racial and Ethnic Dis-

parities in Health, only one-third of the amount
requested was granted. According to the Sur-

geon General, "Congress is 90 percent white men
and they have the tendency to vuiderstand best

those problems that relate to them. They often

make decisions based on their own experiences

and interests."^ However, the Svirgeon General

stated that it may be easier for the National In-

stitutes of Health (NIH) than other agencies, to

get requested fiuiding for its minority and
women's initiatives because Congress can better

of the operating divisions' missions and civil rights related

activities.

'' See appendices for information on the budgets of the oper-

ating divisions. The figures provided to the Commission Ust

funds for only seven of the operating divisions and the Office

of Minority Health and the Office on Women's Health in the

Office of PubHc Health and Science. It is unclear whether

additional funds are being allocated to other departmental

agencies or if research monies are included.

5 Novella Matthews, Office of Budget, Office of the Assistant

Secretary of Management and Budget, HHS, fax to Eileen

Rudert, Office of Civil Rights Evaluation, USCCR, no date

(re: request for information), attachment, "Minority Health

and Assistance: Direct/Specialty Targeted Programs Only"

(hereafter cited as HHS Office of Budget, Response to In-

formation Request). See app. 4.1.

8 HHS, Office of Budget, Response to Information Request,

attachment, "HHS Women's Health." See app. 4.2.

'' David Satcher, Surgeon General, HHS, interview in

Washington, DC, Apr. 30, 1999, p. 2 (hereafter cited as

Satcher interview).

8 Ibid.

identify with those diseases that affect their

community as well.^ Lawmakers, Nobel laure-

ates, disease victim advocates, drug companies,

celebrities, and journahsts have joined forces to

push for doubling the NIH budget over the next

5 years. 1° Many of these individuals, or someone
they know, have been affected by illnesses such

as cancer, neurological conditions, paralysis, and
Alzheimer's disease. For lawmakers, increased

funding for NIH is a concrete means to improve

the fives of all of their constituents.^^ In the past.

Congress has mandated NIH to pay more atten-

tion to women's health issues, alternative medi-

cine, and other areas. ^^

However, the support for increased funding

at NIH also has generated criticism. Some ex-

perts think that budget appropriators have not

asked enough questions about how NIH can ab-

sorb this massive infusion of money. ^^ Others

contend that increased funding for NIH woiild

come at the expense of other programs.

Office on Women's Health

The Office on Women's Health (OWH) within

the Office of Pubhc Health and Science (PHS)

was estabHshed in 1991 as a resvQt of pressure

from women's advocates. ^^ The OWH is not a

program office, has no formal authorization or

statutory language regarding its existence and,

therefore, does not have the authority to give

grants. 15 Its mission is "to improve the health of

American women of all ages, races, and ethnici-

ties by advancing and coordinating a compre-

hensive women's health agenda" throughout

HHS.16 The Office on Women's Health coordi-

nates with consumer and health care profes-

sional groups, pubhc and private organizations,

9 Ibid.

10 Sue Kirchhoff, "Progress or Bust: The Push to Double

NIH's Budget," Congressional Quarterly Weekly, vol. 57, no.

19 (May 9, 1999), pp. 1058-€2.

11 Ibid., p. 1062.

12 Ibid.

13 Ibid., p. 1058.

1'* Wanda Jones, Deputy Assistant Secretary for Health

(Women's Health), Office of Pubhc Health and Science,

HHS, interview in Washington, DC, Mar. 16, 1999, p. 2

(hereafter cited as Jones interview).

15 Ibid.

16 HHS, Public Health Service, Office of Women's Health,

"Who We Are," accessed at <http://www.4woman.gov/owh/

office/index.htm>

.
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and other government agencies to promote and
conduct women's health research, health care

services for women, and professional education

and training. The office also sponsors a nation-

wide information phone Line and provides infor-

mation on women's health issues on its Web
site.^'' In addition, there is a regional women's

health coordinator in each of the 10 HHS/PHS
regions. 1^

In recent years collaboration has increased

between the OWH and the Office of Minority

Health (0MH).i9 For example, the OMH has as-

sisted the OWH with the National Centers of

Excellence in Women's Health program.^" The
OWH funds 18 centers which absorbs about one-

third of its budget.2i Through these centers the

OWH has been able to estabUsh and evaluate a

new model health care system that unites

women's health research, medical training, clini-

cal care, pubhc health education, community
outreach, and the promotion of women in aca-

demic medicine to improve the health status of

diverse women across the Ufespan.22 The Na-
tional Centers of Excellence in Women's Health

program provides funds to health care facilities

to serve their communities, particularly with

regard to women's and minorities' health issues.

Cvirrently, all awardees have been academic

medical centers, but work is being done to in-

clude community-based faciUties as well. Be-

cause there are many similar issues of concern

for women and minorities, OWH and OMH con-

vene together at headquarters for programmatic
updates and to discuss new initiatives.23

The OWH and the HHS' Office for Civil

Rights (OCR) had not collaborated as of March
1999. Until recently, the director of OWH was

17 HHS, Public Health Service, Office on Women's Health,

"Who We Are," accessed at <http://www.4woman.gov/owh/

office/index.htm> on Jan. 4, 1999. The OWH phone line

number is 800-994-WOMAN.
18 Jones interview, p. 2.

19 Ibid., p. 3.

20 Ibid.

21 Wanda Jones, Deputy Assistant Secretary for Health

(Women's Health), Office of Public Health and Science,

HHS, letter to Frederick D. Isler, assistant staff director for

Civil Rights Evaluation, USCCR, June 28, 1999 (re: com-

ments on draft report), p. 1.

22 HHS, PubUc Health Service, Office on Women's Health,

"National Centers of Excellence in Women's Health Fact

Sheet," p. 1.

23 Jones interview, p. 3.

unaware of the function of OCR, nor did she

know who the director was.^^ She did acknowl-

edge that interaction with OCR could provide

opportunities for addressing health care issues

of women and minorities and said that she was
going to take the first step by contacting OCR to

set up a meeting.25

In the past, the relationship between the

OWH and the operating divisions was strained

because OWH often took credit for many of the

initiatives being done in the offices of women's
health within the operating divisions.^s OWH is

now often consvdted for feedback on new grants

or programs and asked to sit in on grant review

processes.27 Through the PHS Coordinating

Committee on Women's Health, which was es-

tabhshed to advise the Assistant Secretary for

Health and the Deputy Assistant Secretary for

Health (Women's Health) on current and
planned activities across the PHS to safeguard

and improve women's health, the Office of

Women's Health interacts with the operating

divisions' senior staff representatives who are

members of the Committee. ^s The Coordinating

Committee serves as a forum for the PHS agen-

cies and offices to:

• Share ongoing and proposed initiatives in

women's health and identify opportunities for

collaborative activities.

• Provide advice and consultation to PHS OWH
on its initiatives.

• Identify programs that can be shared with

PHS regions to foster local activity on similar

priorities.

• Receive information about priority issues

identified by women's health coordinators at

the regional level to discern the need for na-

tional initiatives.

• Identify and evaluate women's health issues

Likely to become poHcy-critical issues.

• Receive and disseminate information about

women's health issues internationally and

24 Ibid.

25 Ibid.

26 Ibid.

27 Ibid.

28 Wanda Jones, Deputy Assistant Secretary for Health

(Women's Health), Office of Public Health and Science,

HHS, fax to Margaret Butler, Office of Civil Rights Evalua-

tion, USCCR, July 2, 1999 (re: PHS OWH Coordinating

Committee), p. 1.
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participate in the development of U.S. posi-

tions on policies on women in international

forums. 29

Although the office does not have the author-

ity to provide support to programs aimed at in-

creasing women's representation in medical pro-

fessions, staff have drawn attention to the issue.

The OWH has worked with medical organiza-

tions, such as the Association of American Medi-

cal Colleges, to develop a curriculum on women's

health for medical schools. ^o The office pubhshes

a directory of residency and fellowship programs

in women's health.^i The OWH convened the

leading health profession organizations to ad-

dress the underrepresentation of women and
focused on the subjects of mentoring and career

advancement.32 The OWH also hosted competi-

tions for Centers of Leadership in Academic

Medicine, which extends to women and minority

groups. 33 Included among the four medical

schools that have received funding from the

OWH are Meharry University, which is a his-

torically black school and Eastern CaroHna Uni-

versity, which is comparatively rural.

The office also has collaborated with NIH, the

Health Resoiirces and Services Administration

(HRSA), the American Medical Women's Asso-

ciation, and the Association of American Medical

Colleges to develop a women's health cvirriculum

for use in medical education so that prospective

physicians recognize gender differences in the

causes, treatment, and prevention of diseases. 3"*

The OWH supports the recrmtment, retention,

and promotion of women in health care and bio-

medical careers. 35 The OWH estabhshed the

Healthy Women 2000 National Education Initia-

tive to encourage health-conscious behaviors in

29 Ibid.

30 Jones interview, pp. 3—4.

31 Ibid., p. 4.

32 Ibid.

33 Ibid.

34 HHS, Public Health Service, Office on Women's Health,

"U.S. Public Health Service's Office on Women's Health

Overview: Charting the Future for Women's Health

—

Informing and Educating," p. 2, accessed at <http://www.

4woman.gov/owh/ov4c.htm> (hereafter cited as HHS, OWH:
Informing and Educating).

35 HHS, PubHc Health Service, Office on Women's Health,

"About the U.S. Public Health Service's Office on Women's
Health," March 1999, p. 2.

women and inform poUcymakers, health care

professionals, and the pubhc on critical women's
health care issues. ^^

The OWH has been involved in many initia-

tives and programs that target specific health

concerns for women. The office has estabhshed a

Federal Coordinating Committee on Breast Can-

cer, which includes senior staff from various

Federal Government Departments, and devel-

oped an inventory of Federal breast cancer pro-

grams, available in print and on the Internet.^'?

The OWH has promoted innovative health be-

havior initiatives for women, including conven-

ing critical conferences, such as Smoking and the

Health of Girls and Adolescent Women and
Women's Health and Nutrition, to examine these

risk factors for disease and disability in women
and develop a plan for action.^s .

Office of Minority Health

The Office of Minority Health (OMH) in the

Office of Pubhc Health and Science was estab-

hshed administratively in 1985, as a result of a

report pubhshed by a Task Force on Black and
Minority Health.39 The office was not created

statutorily until 1990.4° OMH advises the Secre-

tary of HHS and the Office of Pubhc Health and
Science on program activities affecting American
Indians, Alaska Natives, African Americans,

Asian Americans, Pacific Islanders, and His-

panics.41 The OMH resource center provides in-

formation on minority health issues. In addition,

OMH is responsible for coordinating minority

36 HHS, OWH: Informing and Educating, p. 1.

37 HHS, PubHc Health Service, Office on Women's Health,

"U.S. Public Health Service's Office on Women's Health

Overview: Charting the Future for Women's Health

—

Coordinating and Collaborating," p. 1, accessed at <http://

www.4woman.gov/owh/ov4a.htm>.

38 HHS, Pubhc Health Service, Office on Women's Health,

"U.S. Public Health Service's Office on Women's Health

Overview: Charting the Future for Women's Health

—

Fighting Disease in Women," p. 2, accessed at <http://

www.4woman.gov/owh/ov4b.htm>.

39 Nathan Stinson, Acting Deputy Assistant Secretary for

Minority Health, Office of PubUc Health and Science, HHS,
interview in Rockville, MD, Mar. 30, 1999, attachment, p. 2

(hereafter cited as Stinson interview); see also HHS, Report

of the Secretary's Task Force on Black and Minority Health,

vol. I: executive summary, August 1985.

40 Pub. L. 101-527, § 2, 104 Stat. 2312 (1990) (codified as

amended at 42 U.S.C § 300u-6 (1994 & Supp. II 1996)).

41 HHS, Office of Minority Health, "About OMH," accessed

at <http://www.omhrc.gov/aboutomh.htm>.
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health pohcies and programs and has entered

into cooperative agreements with several or-

ganizations to conduct minority health proj-

ects.42

The OMH and OWH work closely on many
projects and issues. '^^ They develop educational

materials, disseminate materials to the pubHc
through the OMH's resoiirce center and the HHS
pubHcations clearinghouse, and are represented

in planning meetings for pohcy discussions, con-

ferences, and working groups. The OMH and the

OWH hosted the first joint minority health and
women's health State coordinators meeting in

July 1999.44

One of the goals of the OMH is to ensvire that

issues related to minority health are integrated

into the day-to-day operations of the operating

divisions.45 The operating divisions control a

large portion of HHS resources and manage
multiple programs that directly target minority

communities.46 The OMH does not have any
formal means of ensuring the operating divisions

are using minorities in research projects. How-
ever, every 2 years OMH is required to submit a

report to Congress on minority health; appended
to that report are summaries of minority-specific

activities in which the operating divisions are

involved.47

Most operating divisions have estabhshed

and funded their own minority health offices,

which interact extensively with OMH. 48 The op-

erating divisions' offices of minority health vary

in staff and scope, but all are members of the

departmental Minority Initiatives Coordinating

Committee. Regardless of the size and/or struc-

ture of the minority health offices, OMH's role is

to support the activities of the offices and work
with them to ensvire that their programs and
pohcies benefit racial and ethnic minorities. 49

OMH regional consultants work closely with

OCR regional representatives to highhght issues

of concern. A representative from OCR is a

member of the Departmental Minority Initia-

42 Ibid.

43 Stinson interview, attachment, p. 4.

44 Ibid., p. 4.

45 Ibid., p. 3.

4e Ibid.

47 Ibid., p. 7.

48 Ibid., p. 4.

49 Ibid.

tives Coordinating Committee, which OMH runs

and staffs; this committee represents one of the

closet relationships the OMH has with OCR. The
OMH also interacts with OCR through the HHS
Data Council's Working Group on Racial and
Ethnic Data. The working group is cochaired by
OMH, and an OCR representative serves as a

member of the group. The OMH and OCR also

collaborated on a 1992 conference, Partners in

Human Service: Shaping Civil Rights Pohcy for

Asian Americans and Pacific Islanders.5° In ad-

dition, OMH is currently working with OCR to

respond to a congressional inquiry on how Con-

gress and the Department should respond to

concerns raised by a New England Journal of

Medicine article that showed blatant bias in

health care recommendations based on race and
gender-51

Unlike the OWH, the OMH has grant-making

authority.52 Through cooperative agreements,

the OMH and other agencies provide funding to

organizations, such as the Interamerican CoUege
of Physicians and Surgeons, the Association of

American Indian Physicians, the Hispanic Asso-

ciation of Colleges and Universities, the National

Council of La Raza, the National Medical Asso-

ciation, and the National Minority AIDS Coun-

cil, to develop and implement programs aimed at

mentoring students and developing their inter-

est in the health professions. ^^ OMH participates

in several summer minority youth initiatives;

women's health activities, such as the HHS
Women and AIDS working group; and programs
at the local level.54

Departmental Initiatives

Healthy People

Healthy People is a national initiative to

identify opportunities for improving the health

50 Nathan Stinson, Acting Deputy Assistant Secretary for

Minority Health, Office of Public Health and Science, HHS,
letter to Frederick D. Isler, assistant staff director for Civil

Rights Evaluation, U. S. Commission on Civil Rights, June

29, 1999 (re: comments on draft report), p. 6 (hereafter cited

as Stinson letter).

51 Kevin A. Schulraan et al., "The Effect of Race and Sex on

Physicians' Recommendations for Cardiac Catheterization,"

New England Journal ofMedicine, Feb. 25, 1999, pp. 618-26.

52 Stinson letter, p. 5.

53 Ibid., attachment, p. 5.

54 Ibid., attachment, pp. 5-6.
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of all Americans. 55 Begun in 1979, the program
identifies goals, with pubHc input, and monitors

the Nation's progress in achieving those goals.

The 1979 goals were expected to be met by
1990.56

However, in 1991, HHS released new objec-

tives for improving the Nation's overall health

status by the year 2000.5? The Healthy People

2000 report identified 22 priority areas, includ-

ing: physical activity and fitness, nutrition, sub-

stance abuse, violent and abusive behavior,

cHnical preventive services, educational and
community-based programs, and HIV infection

and other diseases. 58

A 1995 review of the Healthy People 2000

initiative showed that progress was being made
on more than two-thirds of the objectives identi-

fied in the 1990 report. However, the 1995 report

noted several groups "continue [d] to experience

disproportionately worse health outcomes than

other Americans," including Americans with dis-

abihties, individuals from lower income famiHes,

and members of minority groups. 59 The mid-

course review provided revisions to the original

objectives, included 19 new objectives, and iden-

tified 123 target populations.^o

HHS is currently developing health objectives

for 2010 through public comments, focus groups,

and pubHc meetings.^i Proposed goals for this

new initiative are increasing quahty and years of

healthy life and eliminating health disparities. ^2

Achieving the goals of Healthy People 2010 re-

hes on educational and community-based or-

ganizations to promote healthful lifestyles and
provide health-related information. According to

HHS, "Attainment of the Healthy People 2010

55 HHS, Office of Public Health and Science, Healthy People

2010 Objectives: Draft for Public Comment, Sept. 15, 1998,

Introduction, p. 1 (hereafter cited as HHS, Healthy People

2010).

56 Ibid.

57 HHS, Healthy People 2000: National Health Promotion

and Disease Prevention Objectives, 1991.

58 HHS, "Healthy People 2000 Priority Areas and LEAD
PHS Agencies," accessed at <http://odphp.osophs.dhhs.

gov/pubs/hp2000Adagencies.htm>.

59 HHS, Pubhc Health Service, Healthy People 2000: Mid-

course Review and 1995 Revisions, 1995.

60 Ibid.

61 HHS, "Healthy People 2010 Fact Sheet," accessed at

<http://webhealth.gov/healthypeople/2010fctsht.htm>.

62 HHS, Healthy People 2010, Goals, pp. 3, 19.

objectives and improvement in health outcomes
in the United States by the year 2010 will de-

pend substantially on educational and commu-
nity-based efforts. These objectives should

stimulate and encourage collaborative action

and create healthier communities."63

Healthy People 2000 was established to nar-

row the gap in health disparities, while Healthy

People 2010 was designed to eHminate the gap.

Healthy People 2000 was not effective because it

did not include as one of its goals vigorous civil

rights enforcement at the Federal, State, and
local levels. Although Healthy People 2010 is an
ambitious project, it also lacks vigorous civil

rights enforcement as one of its goals, and thus

its abihty to eUminate health disparities is ques-

tionable.

The numerous minority health initiatives im-

plemented by the operating divisions have been

in place for more than 10 years and still have not

adequately been integrated into the Healthy

People initiatives. Early enforcement of civil

rights laws, when minority initiatives were first

implemented by the operating divisions, may
have eliminated the need for the Healthy People

2010 initiative and made the Various operating

division initiatives more successful.

Racial/Ethnic Disparities in Healtii Initiative

In 1998 the deputy to OCR's associate deputy

director reported to the U.S. Commission on
Civil Rights that HHS/OCR was in the early

stages of an initiative on quaUty of care

disparities for racial/ethnic minorities in

conjunction with the operating divisions and
Office of the Assistant Secretary for Planning

and Evaluation.64 The special assistant to OCR's
director stated that OCR's efforts to work with

HHS operating divisions and staff divisions to

reduce racial/ethnic disparities in access to

health care are part of the departmental

contributions to the President's Initiative on

Race. 65 This initiative is mounted independently

of the four departmental Minority Health

Initiatives. 66 The President called on HHS, in a

63 Ibid., Educational and Community-Based Programs, p. 4-4.

6'' O'Brien and Mackey interview p. 9 (statement of Mackey).

65 Kathleen O'Brien, special assistant, and Ronald Copeland,

associate deputy director, OCR, HHS, interview in Washing-

ton, DC, Nov. 13, 1998, p. 4.

66 Kevin Thurm, Deputy Secretary, HHS, Dear Colleague

letter (re: progress of HHS' Asian American and Pacific
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radio address in February 1998, to lead the

Nation in an effort to eliminate racial and ethnic

disparities in six health-focus areas by the year
2010.6'' jn response to the President, Secretary of

HHS Donna Shalala convened a departmentwide

Steering Committee cochaired by the Assistant

Secretary for Health and Svirgeon General and
the Assistant Secretary for Planning and
Evaluation.68 The heads of aU HHS agencies are

members of the Steering Committee. The
cochairs have convened six working groups

within HHS to prepare reports that examine the

underlying causes of health disparities, research

and data gaps, and interventions that could

reduce and eventually ehminate disparities.

According to the director of OCR's PoHcy and
Special Projects Staff (PSPS), every component
of the Department, including OCR, is working on
addressing issues related to inequities in health

care, such as medical redUning, steering of

minority patients to particular hospitals, access

to a regvdar care provider, length of time waiting

for care, continviity of care, adverse effects of

hospital closvire and relocations on minority

communities, national origin related issues

(including treatment of patients with limited

Enghsh proficiency), rehance on hospital

outpatient departments and emergency rooms,

unequal participation of minorities and women
in medical research programs at

university/teaching hospitals, unequal access to

health care financing programs, and inadequate

minority participation in hospital construction

programs.69 According to the Deputy Assistant

Secretary for Minority Health, although

components of HHS are addressing the above

mentioned issues, there has not been any

Island Initiative), Nov. 10, 1998, p. 2, accessed at

<http://www.omhrc.gov/thurmltr/htm> (hereafter cited as

Thurm, AAPI Letter).

^^ Stinson letter, p. 6.

68 Ibid.

69 Marcella Haynes, director, Policy and Special Projects

Staff, and Kathleen O'Brien, special assistant, OCR, HHS,
interview in Washington, DC, Nov. 16, 1998, pp. 11-12

(hereafter cited as PSPS interview). See also PSPS inter-

view, pp. 6, 14, 15, 34-37, 40 (statement of Haynes); Ronald

Copeland, associate deputy director, Office for Program Op-

erations; MarceUa Haynes, director, Policy and Special Proj-

ects Staff; Pamela Malester, deputy director, Quality Assur-

ance and Internal Control Division; OCR, HHS, interview in

Washington, DC, July 29, 1998, p. 3 (statement of Copeland)

(hereafter cited as OCR interview, July 29, 1998); O'Brien

and Mackey interview, pp. 8—9 (statement of Mackey).

systematic effort by the Steering Committee or

OCR to monitor or report on the Department's

progress. ''°

HHS' efforts to address racial/ethnic inequi-

ties in access to health care providers, quahty of

care received, and health status are guided by a

senior level steering committee, estabhshed by
the Secretary and cochaired by ASPE and the

Surgeon General.''^ HHS has identified six focus

areas in which racial/ethnic minorities experi-

ence serious disparities in health access and out-

comes: infant mortaHty, breast and cervical can-

cer screening and management, cardiovascular

disease, prevention of compUcations of diabetes,

access to state of the art therapy for HIV infec-

tion, and child and adult immunizations. '^^ These
six areas were selected because they reflect,

from HHS' perspective, areas of disparity that

affect miiltiple racial and ethnic minority groups

at all life stages. '^^ However, the Commission's

evaluation of HHS/OCR clearly demonstrates

that OCR actions to address issues related to

inequities in health care have been meager, or

nonexistent, with the exception of treatment for

patients with hmited English proficiency.''*

HHS acknowledges that the strategies for re-

ducing racial/ethnic disparities for some indica-

tors are not fuUy developed. ''^ Advances in medi-

cine and increased access to care can explain

only partially the complex and often controver-

sial issues surrounding racial/ethnic disparities

in health status. ''^ Other variables that contrib-

ute to health outcomes, such as socioeconomic

status, education, and environment, must also

be considered when determining a comprehen-

sive strategy to reduce disparities.'''' HHS will

therefore identify the gaps in knowledge and
develop a research agenda to address them. The

™ Stinson letter, p. 6

71 PSPS interview, p. 12 (statement of Haynes); HHS,
"Eliminating Racial and Ethnic Disparities in Health: Over-

view," p. 3, accessed at <http://raceandhealth.hhs.gov/over.

htm>.

72 HHS, "The Initiative to Eliminate Racial and Ethnic Dis-

parities in Health," accessed at <http://raceandhealth.hhs.

gov/>; HHS, "Eliminating Racial and Ethnic Disparities," p. 2.

73 HHS, "Eliminating Racial and Ethnic Disparities," p. 2.

74 See USCCR, The Health Care Challenge, vol. II, chaps. 3

and 4.

75 HHS, "Eliminating Racial and Ethnic Disparities," p. 2.

76 Ibid. See chaps. 2 and 3.

77 HHS, "Eliminating Racial and Ethnic Disparities," p. 2.
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Department recognizes that eliminating ra-

cial/ethnic disparities in the six areas will re-

qviire new knowledge about the determinants of

diseases and effective interventions for preven-

tion and treatment.''^

HHS will try to enhance the Nation's under-

standing of the causes of the disparities, as well

as determine ways to reach individuals and
communities who have not yet benefited from

estabhshed interventions.''^ According to the

Surgeon General, "This initiative is a major un-

dertaking for HHS, and the goal may appear

lofty and the strategy unclear, but it represents

a much needed step toward improving the health

status and health care for women and minori-

ties."80 HHS will provide leadership by conduct-

ing research, expanding or improving programs

to dehver effective health services (chnical and
preventive), reducing poverty, and providing

children with safe and healthy environments.^^

As part of its efforts, HHS will collaborate with

and strengthen its relationships with State, lo-

cal, and tribal governments; communities and
professional groups; and national and regional

minority health and minority-focused organiza-

tions (including those that have the greatest ac-

cess to and knowledge of minority communities),

to address broader determinants of health, such

as education, income, and environmental fac-

tors.^2

The initiative's steering committee members
will monitor HHS' current programs to deter-

mine how effectively resoxu-ces are being used to

eliminate health disparities, and they wiU rec-

ommend changes to enhance the impact of re-

sovirces.83 The committee will consvilt with mi-

nority community representatives and represen-

tatives from scientific and health services to de-

termine how to reduce and ultimately eliminate

racial/ethnic health disparities.^^ In addition, the

committee will examine HHS' data, research

agendas, services, and other interventions, and
recommend changes to the Secretary so that

health disparities are reduced by the beginning

™ Ibid., p. 5.

™ Ibid., p. 2.

80 Satcher interview, p. 2.

81 HHS, "Eliminating Racial and Ethnic Disparities," p. 3.

82 Ibid., p. 4.

83 Ibid., p. 3.

84 Ibid.

of the next century and eliminated by the year

2010—a goal that "parallels the focus" of the

Healthy People 2010 initiative.*^ As an initial

step to improve basehne data about the effec-

tiveness of HHS' programs in reaching minority

populations, HHS adopted a pohcy that requires

all departmental data collection and reporting

systems to include standard racial/ethnic catego-

ries. ^6 This pohcy should enable HHS to deter-

mine if its recipients' programs are being dehv-

ered in a nondiscriminatory manner and to im-

prove the availabihty of standard racial/ethnic

data throughout operating divisions.*'?

In October 1998, the minority health coordi-

nator in Region VI conducted the region's first

meeting of the Interagency Working Group on
Eliminating Racial and Ethnic Disparities. The
group, represented by HHS staff from OCR,
OGC, and operating divisions, was formed in

response to the President's and HHS' initiative

to eliminate the six major racial/ethnic dispari-

ties in health status by the year 2010. One of the

goals of the group is to have direct and effective

contact with communities and programs at the

State and local levels that can contribute to this

initiative. The Interagency Working Group wiQ
represent and implement Region VI's response

to the Department's approach to ehminating

disparities in health status. The minority health

coordinator will lead the group in forming a plan

of action.**

According to the Surgeon General, no one

strategy can be used for ehminating health care

disparities.*^ The Svirgeon General stated:

I am going to make a major effort to communicate the

importance of this initiative . . . and if necessary, to

embarrass people into communicating the magnitude
of the problems that exist in this country in terms of

disparities. To keep it at the forefront of Congress and
everybody else, wherever I go I talk about it. I think

the first major strategy is to communicate it

—

communicate it to them so that we can keep it in front

of the American people, and then keep coming up

85 Ibid., pp. 1-3.

86 Ibid., p. 4. See USCCR, The Health Care Challenge, vol. II,

chap. 4, for a discussion ofHHS Data Council.

8'? HHS, "Eliminating Racial and Ethnic Disparities," p. 4.

88 Ralph Rouse, regional manager, Region VI, OCR, HHS,
memorandum to David Garrison, acting director, OCR (re:

Monthly Significant Activities Report (SAR) for the Month of

Oct. 1998), Nov. 10, 1998.

89 Satcher interview, p. 2.
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with new strategies every year. Whether they make it

through Congress or not, keep going back with new
efforts and new strategies.^*'

In a new effort to assist in closing the gap in

health care outcomes for minorities, the Centers

for Disease Control and Prevention (CDC) ex-

pects to pubhsh a request for apphcations for the

Racial and Ethnic Approaches to Community
Health program (REACH 2010) during 1999.91

REACH 2010, which is part of HHS' Initiative to

Ehminate Racial and Ethnic Disparities in

Health, is intended to help communities mobiHze

and organize their resources in support of effec-

tive and sustainable programs that will elimi-

nate health disparities.92 REACH 2010 will ad-

dress disparities in health status in six health

areas: infant mortaUty, diabetes, cardiovascular

diseases, HIV, deficits in breast and cervical

cancer screening management, and deficits in

child and adult immunization.

REACH 2010 is a two phase 5-year program.

Phase I will be a 12-month planning period to

organize and prepare infrastructure for phase II.

CDC will make available approximately $10

miUion in FY 1999 for the first phase.93 Phase II

will include the implementation of a demonstra-

tion project involving interventions for minority

communities.94

Initiative on HIV/AIDS among Racial and Ethnic

Minority Populations

In 1998 President CHnton and Secretary

Shalala declared HIV/AIDS in racial and ethnic

minority communities a severe and ongoing

health care crisis.^s This resulted in the creation

of the Initiative to Address HIV/AIDS Among
Racial and Ethnic Minority Popidations as one

segment of the larger Initiative to Eliminate Ra-

cial and Ethnic Disparities in Health. The pur-

pose of the initiative, which was developed by

HHS and the Congressional Black Caucus, is to

90 Ibid.

91 "CDC Plans May Announcement for REACH 2010 Pro-

gram," Closing the Gap (a newsletter of the Office of Minor-

ity Health, HHS), AprU 1999, p. 11.

92 Ibid.

93 Ibid.

94 Ibid.

95 Jennifer Brooks, "The Minority AIDS Crisis," Closing the

Gap, April 1999, pp. 1-3. For a discussion on AIDS in mi-

nority communities, see chap. 2.

reduce the disproportionate effect HIV/AIDS has

on racial/ethnic minorities. HHS will spend $156
miUion (in addition to the $7 biUion in HIV-

related funding already administered by the De-

partment) to provide grants to community-based

organizations, research institutions, minority-

serving coUeges and universities, health care

organizations, and State and local health de-

partments.96

HHS has divided the $156 miUion among the

Centers for Disease Control and Prevention, the

Substance Abuse and Mental Health Services

Administration (SAMHSA), the National Insti-

tutes of Health, the Health Resources and Serv-

ice Administration, and the Office of Minority

Health.97 Over the next 3 years, these agencies

wiU be responsible for awarding grants for pro-

grams deahng with HIV/AIDS prevention and
education, research, faith-based initiatives,

prison programs, treatment, bihngual/bicultural

services, and other such projects.^s Much of the

focus of funding wiU be community-based, tar-

geting specificaUy those minority communities

that are most affected by the AIDS epidemic, in

an effort to facilitate an understanding of the

severity and prevalence of the disease, as weU as

risk factors. The director of HHS' Office of

HIV/AIDS PoHcy stated:

We have to have a concurrent strategy that focuses on
changing the cultural context within the community
in which individuals have to reveal themselves, and
make that safe. ... By targeting church leadership

and organizations that do not have health as a can-

terplate issue, such as the National Urban League,

NAACP, fraternities, sororities, and PTAs, those or-

ganizations can have HIV on their national agenda

items and play a role in changing the way we react to

and perceive HIV positive individuals in our commu-
nities.^^

For example, both OMH and CDC are fund-

ing an HIV/AIDS program at a New York City-

based organization, African Services Committee,

Inc. (ASC), which wiU provide legal and vm-

documented immigrants and refugees from Af-

rica, the Middle East, and the French-speaking

Caribbean the help to overcome some of the

96 Brooks, "The Minority AIDS Crisis." p. 2.

97 Ibid., pp. 2-3.

98 Ibid., p. 3.

99 Ibid.
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health obstacles they face.^"" Immigrants who do

not have legal immigration status and work
authorization are most often the ones with Uttle

or no health insvirance, which reduces their

chances of receiving adequate treatment, espe-

ciaUy for HIV/AIDS. loi

ASC devotes 50 percent of its efforts to fight

HIV/AIDS, although it focuses on other commu-
nicable diseases, including sexually transmitted

diseases and tuberculosis. 102 ASC built a pro-

gram to train African peer staff to be skilled

community health workers. ASC interpreters

receive training provided by the New York Task

Force on Immigrant Health before they are hired

to work with chents.^o^

Similarly, with funding from several sources,

including the OMH, Bienestar Human Services,

Inc., of Los Angeles, California, has expanded its

services to meet the needs of the Latino commu-
nity. lO"* Bienestar is the only organization based

in the Latino community of Los Angeles that

provides HIV/AIDS services. ^^^ The organiza-

tion's HIV prevention programs target numerous
individuals, including youth, women, gang

members, substance abusers, gay/bisexual men,

heterosexual Latino men, recent immigrants,

and residents of housing projects. Bienestar of-

fers treatment education and advocacy, self-help

activities, and peer-to-peer counseling sessions

to those who are HIV positive. The organization

hopes to ensure that cUents accept their

HIV/AIDS diagnosis, go for medical care to treat

the disease, and foUow their treatment regi-

mens, ^o^

Minority Initiatives

According to Secretary Shalala, HHS has

made efforts to "estabUsh an infrastructure" that

coordinates the development and implementa-

tion of four initiatives that are "governed in

100 Jean Oxendine, "HIV/AIDS Program for New York's Im-

migrants," Closing the Gap, April 1999, pp. 6-7.

101 Ibid., p. 6.

102 Ibid.

103 Ibid.

10'' Jean Oxendine, "L.A. Program Gives HIV Support Serv-

ices, Education to Latino Community," Closing the Gap,

April 1999, p. 7. Bienestar Services, Inc., was formed in

1989; its original goal was to help educate gay and bisexual

men about HIV/AIDS. Ibid.

105 Ibid.

106 Ibid.

whole or in part" by Executive orders, including

the Historically Black Colleges and Universities

Initiative, the Hispanic Agenda for Action, and
the Tribal Colleges and Universities Initiative.

^"'^

During 1997, HHS inaugurated a fourth initia-

tive to address the health and human service

concerns of Asian Americans and Pacific Island-

ers, ^o^ On June 7, 1999, the President signed

Executive Order 13125, Increasing Participation

of Asian Americans and Pacific Islanders in Fed-

eral Programs. 109

The Secretary's departmental Minorities Ini-

tiatives program consists of the Department Mi-

nority Initiative Steering Committee, which is

comprised of agency operating division heads or

their deputies, and the Department Minority

Initiative Coordinating Committee, which is

made up of representatives from all operating

divisions and the staff offices. 11° The steering

committee sets the pohcy, and the coordinating

committee sets the pohcies in motion.^ The Of-

fice of Minority Health was designated to pro-

vide oversight and staff support for both commit-

tees. 1^2

Historically Black Colleges and Universities Initiative

The Executive order on the Historically Black

Colleges and Universities (HBCUs) Initiative

was originally issued in 1981 and was reissued

in 1993.113 The focus of the initiative is to pro-

vide financial assistance to historically black

postsecondary schools and to black Americans at

all education levels. H'* The initiative, which is

administered by the Department of Education,

includes strategies to strengthen HBCUs and

lO'' Donna E. Shalala, Secretary, HHS, memorandum to

Heads of Operating Divisions, Heads of Staff Divisions, and
the Director of Intergovernmental Affairs (re: Structure for

Coordinating Departmental Minority Initiatives), Oct. 19,

1998, p. 1 (hereafter cited as Shalala, Minority Initiatives

Memo); PSPS interview, p. 14 (statement of Haynes).

108 Shalala, Minority Initiatives Memo, p. 1.

109 Exec. Order No. 13,125; 64 Fed. Reg. 31106-07 (1999).

110 Stinson interview, p. 4.

111 PSPS interview, p. 14.

112 Shalala, Minority Initiatives Memo, p. 1.

113 Exec. Order No. 12,876; 58 Fed. Reg. 58,735 (1993)

(codified at 3 C.F.R., 1993 Comp., p. 671); PSPS interview, p.

14 (statement of Haynes).

114 PSPS interview, p. 14 (statement of Haynes).
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use new technologies to ensure their long-term

viabihty.iis

In the early 1990s, the U.S. Pubhc Health

Service estabhshed the HBCU Capacity Building

program to increase HBCUs' involvement in

health and social service programs sponsored by

HHS. HHS claimed that HBCUs could compete

more effectively for grant funds if they had
"comprehensive and fully functional, sponsored

program offices."^^^ To examine the appropriate-

ness of this program and its potential effect,

OMH sent questionnaires to and conducted site

visits at the participating HBCUs.^^^ The study

revealed that an estabUshed sponsored program
office at each of the four HBCUs led to more
"structured and uniform procedures" for man-
aging externally sponsored programs. ^^^ As a

result, some of the institutions increased their

levels of proposal submissions. ^^^

In September 1994, Secretary Shalala an-

nounced that 16 HBCUs had entered into a

$4.25 milhon cooperative agreement to design,

implement, and test a series of models aimed at

reducing violence and alcohol and other drug

abuse among minority individuals, families, and
communities. 120 HHS stressed that HBCUs must
be supported in their critical role in community
development and advancement; the formation of

the HBCU consortium reflected this commit-

ment and implemented HHS' plans to sponsor

community-based violence prevention activi-

ties.121 The HHS Office of Minority Health spon-

sored the Minority Male Consortium for Family

and Community Violence Prevention Program
and a study to collect data on features of violence

prevention programs at 13 HBCU family life

centers, to determine approaches that coidd pre-

"5 Exec. Order No. 12,876, § 1, 58 Fed. Reg. 58,735, 58,736

(1993) (codified at 3 C.F.R., 1993 Comp., p. 671).

1^^ HHS, Project Abstract: Evaluation of the Cooperative

Agreements for Demonstration Project for Capacity Building

at Historically Black Colleges and Universities (HBCUs) FY
1992-1996, October 1998, accessed at <http://www.hhs.gov

/progorg/aspe/pic/6/pic6246.txt>.

iiT Ibid.

"8 Ibid.

"9 Ibid.

120 HHS, "$4.25 Million to Colleges for Violence Prevention

Programs," press release, Sept. 14, 1994, accessed at <http://

www.hhs.gov/news/press/prel995pres/940914.txt>.

121 Ibid.

vent or minimize violence committed on or by
minority males. ^^2

In 1995 the National Institute on Drug Abuse
(NIDA) began offering current NIDA grantees 1-

year supplements of $50,000 to increase oppor-

tvmities for students and investigators at

HBCUs to become involved in drug abuse re-

search.123 NIDA grantees are expected to offer

research experiences so that participants can
develop skills to conduct "rigorous drug abuse
research" and expand NIDA's knowledge of cul-

tural and ethical issues in drug abuse. ^24

Recognizing the importance and success of

the initiative, HHS set a goal to target 3 percent

of its available funds for institutions of higher

education to HBCUs in 1998. According to an
HHS document, despite declining budgets to

most HHS agencies, the Office of Minority

Health recommended an annual 15 percent in-

crease in funding to HBCUs until the 3 percent

goal is reached. 125

Although overall there is relatively httle par-

ticipation of OCR regional offices in HBCU ini-

tiatives, a few regional offices have made an ef-

fort to participate in and contribute to various

programs. OCR Region VII interacts with the

African American community through its initia-

tives with the region's two HBCUs. ^26 Despite

the fact that there are no historically black col-

leges or universities in OCR Region I, the re-

gional manager makes an effort to hire minority

122 HHS, "Project Abstract: Evaluation of the Minority Male
Consortium for Violence Prevention," July 1998, accessed at

<http://www.hhs.gOv/progorg/aspe/pic/9/pic57892.txt>. Note:

HHS' Health Resources and Services Administration de-

clared that family violence is a major public health concern.

See HHS, Health Resources and Services Administration,

"OflBce of Minority Health Projects and Initiatives," Mar. 20,

1997, p. 4, accessed at <http://www.hrsa.gov/hrsa/OMH/

omhproj.htm> (hereafter cited as HRSA, "Minority Health

Initiatives").

123 HHS, National Institutes of Health, "Historically Black

Colleges and Universities Initiative General Provisions for

Administrative Supplements," NIH Guide, vol. 24, no. 2

(June 16, 1995), accessed at <http://www.nih.gov:80/grants/

guide/1995/95.06. 16/notice-historically-003.html>, p. 1.

124 Ibid.

125 HHS, Hispanic Agenda for Action, Steering Committee
Meeting Summary, July 16, 1998, p. 4 (hereafter cited as

HHS, Hispanic Steering Committee Meeting Summary).

126 John Halverson, regional manager. Region VII, OCR,
HHS, telephone interview, Feb. 12, 1999, p. 3.
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college students as interns during the summer
months. 127

Hispanic Agenda for Action

HHS' Hispanic Agenda for Action was
launched in 1996 based on recommendations

from the departmental Working Group on His-

panic Issues to improve HHS' deUvery of serv-

ices to the more than 27 miUion Hispanic health

care consumers, obtain input from the Hispanic

community on HHS' pohcies and programs that

affect them, and increase the number of His-

panic employees within HHS.^^s Qne of the key

objectives of the initiative is to implement the

1994 Executive order that authorizes an overall

multiagency effort on Hispanic education, coor-

dinated by the Department of Education, similar

to the HBCU initiative. 129 The Executive order

directs Federal agencies to collectively make ef-

forts to increase Hispanic American pai'ticipa-

tion in Federal education programs and improve

their educational outcomes. 1^° According to the

director of the Policy and Special Projects Staff,

although the Executive order on educational ex-

cellence for Hispanics sets the basic parameters,

HHS also has addressed issues of employment,

customer service, health status, access to health

care services, data, research, and other issues for

Hispanic Americans. ^^^

127 Caroline Chang, regional manager, Region I, OCR, HHS,
telephone interview, Feb. 17, 1999, p. 13

128 HHS, "Hispanic Agenda for Action: Improving Services to

Hispanic Americans: One Year Progress Report," Feb. 8,

1999, accessed at <http://www.hhs.gov/about/heo/harp6.

html#IX>, executive summary, p. 1 (hereafter cited as HHS,
"Progress Report on Hispanic Initiative"); HHS, "Hispanic

Health Leader Calls for Dialogue on Health Issues Facing

Women of Color," press release, Feb. 12, 1997, accessed at

<http://www.samhsa.gov/press/97/970711o.htm> (hereafter

cited as HHS, Hispanic Initiative Press Release).

129 HHS, "Progress Report on Hispanic Initiative," Section

II: Implementing Executive Order 12,900: Educational Ex-

cellence for Hispanic Americans; HHS, Departmental Work-
ing Group on Hispanic Issues, "Hispanic Agenda for Action:

Improving Services to Hispanic Americans," July 29, 1996,

pp. 5-6, accessed at <http://waisgate.hhs.gov/cgi-bin/

waigate?. . .cID=5943024392+34+0+0&WAISaction=retrieve>

(hereafter cited as HHS, Report of Working Group on His-

panic Issues); Exec. Order No. 12,900, § 3, 59 Fed. Reg.

9,061 (1994) (codified at 3 C.F.R., 1994 Comp., p. 865).

130 Exec. Order No. 12,900, § 6, 59 Fed. Reg. 9,061 (1994)

(codified at 3 C.F.R., 1994 Comp., p. 865).

131 psPS interview p. 14 (statement of Haynes); see HHS,
"Progress Report on Hispanic Initiative," p. 1.

In September 1996, the Secretaiy of HHS
estabhshed the Hispanic initiative's steering

committee to monitor development of specific

work plans for the nine elements on its action

agenda. 132 The committee, chaired by the HHS
Deputy Secretary, met four times to provide

guidance and facihtate the implementation of

the Hispanic Agenda for Action. 1^3 Nine objec-

tives addressed for the Hispanic Agenda for Ac-

tion were:

• Enhancing HHS' capacity to serve the Na-
tion's Hispanics through strategies such as

employing Hispanics and involving them in

program planning, implementation, and
evaluation.

• Implementing Executive Order 12900 on
Educational Excellence for Hispanic Ameri-

cans by means such as tracking and evaluat-

ing the level of funding awarded to Hispanic

serving institutions for Hispanic health-

related education and research programs.
• Improving collection and analysis of data cov-

ering Hispanics' use of inpatient, outpatient,

and emergency health care services, includ-

ing mental health.

• Tracking the progress of specific health

status and health care issues that pertain to

Hispanics residing in each HHS region.

• Enhancing Hispanics' involvement in re-

search as investigators and participants in

clinical trials and research studies.

• Promoting collaboration among operating

divisions to address common goals and tar-

geted popvdations.

• Purchasing Department suppUes and consul-

tation services from Hispanic-owned compa-

nies.

• Improving HHS' accessibility to Hispanic

Americans by developing and disseminating

guidelines to HHS' recipients on the needs of

LEP populations.

• Appointing a departmental Hispanic steering

committee to address the underrepresenta-

tion of Hispanics in the HHS work force. ^34

132 Shalala, Minority Initiatives Memo, p. 1

133 HHS, "Progress Report on Hispanic Initiative," executive

summary, p. 1.

13'! HHS, Report of Working Group on Hispanic Issues.
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Currently, the work plans are being imple-

mented in HHS operating divisions, and, ac-

cording to the PSPS director, the initiative is

growing on its own accord. ^^^ For instance,

HRSA has estabUshed a goal to award 3 percent

of its grants and contracts to Hispanic-serving

institutions and health professions schools. ^^^

In September 1997, HHS operating divisions

and staff divisions held the National Hispanic

Health Symposium, to explore a range of health

issues affecting the Nation's Hispanic popula-

tion, from the health of women and children to

infectious diseases and cardiovascular health. ^37

CDC, for example, used the symposium as a

means to recruit Hispanics, disseminate health

promotion and disease prevention Hterature in

Spanish, and improve the operating division's

understanding of Hispanics' health needs, ^^s

More than 550 leaders and representatives from

Hispanic community organizations partici-

pated.139

At a 1998 Hispanic Agenda for Action steer-

ing committee meeting, the cochairperson of the

Cultural Competency Subcommittee discussed a

proposed customer service conference titled Im-

proving Hispanic and Latino Customer Service

—

Working Toward a CvilturaUy Competent, Inclu-

sive Health and Human Services. i'*° The confer-

ence addressed the nine elements (discussed

above) on the initiative's "action agenda," and
presented the best models on "capacity bviilding"

that can be repUcated in HHS.^*^

Some of HHS' additional accomplishments

regarding the Hispanic Agenda for Action (at the

HHS headquarters level) include pubhshing and
translating various departmental media materi-

als into Spanish, 142 initiating Spanish language

instruction for staff, developing a departmental

Hispanic Web site, funding Hispanic conferences

135 PSPS interview, p. 14 (statement of Haynes); Shalala,

Minority Initiatives Memo, p. 1.

136 HRSA, "Minority Health Initiatives," p. 1.

137 HHS, Hispanic Initiative Press Release.

138 HHS, "Progress Report on Hispanic Initiative," section I.

139 Ibid., p. 1.

i""* HHS, Hispanic Steering Committee Meeting Summary,
pp. 1, 5.

141 Ibid., p. 5.

1*2 In the summer of 1998, NIH disseminated 450,000 copies

of its Spanish publication PRO SALUD into Sunday news-

paper supplements nationwide. See HHS, Hispanic Steering

Committee Summary, p. 1.

on health promotion and disease prevention,

completing annual plans to comply with Execu-

tive Order 12900, adopting an HHS poHcy for

improving the collection of race/ethnicity data,

and appointing senior staff to the departmental

Minority Initiatives Coordinating Committee to

participate in crosscutting issues relevant to the

Hispanic Agenda for Action. ^'^^

In July 1998, the Assistant Secretary for

Management and Budget representative to the

Hispanic Agenda for Action steering committee

stressed that recruiting and retaining Hispanics

and other minorities to HHS must be an ongoing

effort. i^'* Consequently, FDA, for example, is de-

veloping a "diversity databank" to identify and
target Hispanic scientists and professionals for

employment at HHS.^^s

Tribal Colleges and Universities Initiative

The Tribal Colleges and Universities (TCU)
Initiative, estabhshed by Executive order in

1996, was modeled after the HBCU initiative. i^e

The Department of Education also heads this

initiative, and the Office of Minority Health has

been designated as the lead within HHS. The
TCU initiative addresses funding levels in edu-

cation, from prekindergarten to adult education

and at tribal colleges and universities. ^^'^ Some of

the objectives of the initiative are: (a) to ensvire

that tribal colleges and universities have greater

recognition among accredited institutions, (b) to

increase the level of Federal resources channeled

i'*3 HHS, "Progress Report on Hispanic Initiative," pp. 1-2.

i** HHS, Hispanic Steering Committee Meeting Summary,
p. 2.

1*5 Rosamelia Lecia, "FDA Supports HAA, Develops Diver-

sity Databank," Closing the Gap, October 1998, p. 10.

146 Exec. Order No. 13,021, 61 Fed. Reg. 54,929 (1996)

(codified at 3 C.F.R., 1996 Comp., p. 221).

147 PSPS interview, p. 14 (statement of Haynes); Exec. Order

No. 13,021, 61 Fed. Reg. 54,929 (1996) (codified at 3 C.F.R.,

1996 Comp., p. 221). Tribal colleges and universities are

those institutions cited in section 532 of the Equity in Edu-

cation Land Grants Status Act of 1994 (7 USC 301 note),

any other institutions that qualify for funding under the

Tribally Controlled Community College Assistance Act of

1978, Pub. L. No. 95-471, 92 Stat. 1325 (codified at 25

U.S.C. 1801-1815 (1994 & Supp. Ill 1997)), and Navajo

Community College, authorized in the Navajo Community
College Assistance Act of 1978, Pub. L. No. 95-471, title II,

§§ 202-201, 92 Stat. 1329 (codified at 25 U.S.C. 640a note,

640c, 640C-1, 640C-1 note (1994). See Exec. Order No.

13,021, § 1, 61 Fed. Reg. 54,929 (1996) (codified at 3 C.F.R.,

1996 Comp., p. 221).
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to tribal colleges and universities, (c) to explore

innovative approaches to integrate tribal post-

secondary with early childhood, elementary, and
secondary education programs, and (d) to sup-

port the National Education Goals, i^s The Ex-

ecutive order also fosters Links between TCUs
and private organizations. i'*^

The tribal college movement began in the

1970s and, since that time, the number of TCUs
has grown considerably. There are 30 tribal col-

leges in the Nation that serve more than 25,000

students from 250 Native American tribes. Most
of these institutions are in the Midwest and
Western States, such as North Dakota, South

Dakota, Montana, and New Mexico. Before tribal

colleges came into existence, many people hving

on reservations did not ptirsue higher educa-

tion, i^o Those who did go to college attended

mainstream universities and colleges, and their

dropout rates were high. One of the reasons

cited for this high dropout rate was that main-

stream schools did not provide the support that

Indian students needed to succeed, i^i The TCU
initiative is a meaningful step toward bridging

this gap. According to HHS, tribal colleges are

centered around Native culture and offer nur-

tviring programs that cannot be found else-

where. ^^2

Despite their vital role in blending academics

and American Indian culture, tribal colleges

have been consistently underfunded. ^^3 The
White House initiative addresses this problem

by requiring each agency within the Federal

Government to develop a 5-year plan to boost

both awareness of tribal colleges and access to

Federal funding opportunities. Agencies must
address ways to keep TCUs informed about

148 Exec. Order No. 13,021, 61 Fed. Reg. 54.929 (1996)

(codified at 3 C.F.R., 1996 Comp., p. 221). The National

Education Goals set targets to be achieved by the year 2000

for the following areas: school completion; student achieve-

ment and citizenship; teacher education and professional

development; mathematics and science achievement; adult

literacy and lifetime learning; safe, disciplined, and alcohol-

and drug-free schools; and parental participation. Pub. L.

No. 103-227, title I, § 101, 108 Stat. 130 (1994) (codified at

20 U.S.C. § 5812(l)-(8) (1994).

'"S Id.

150 Michelle Meadows, "Tribal Colleges and Universities,"

Closing the Gap, February 1998, p. 1.

151 Ibid.

152 Ibid.

153 Ibid.

funding opportunities; set annual goals for

agency funds to be awarded to TCUs; and pin-

point areas of technical assistance that will be

made available regarding the preparation of

proposals for grants, cooperative agreements,

and contracts. 15^

Agencies are at varying stages in their plan-

ning in this initiative and many do not under-

stand the constraints of the TCUs.^^^ Some
agencies are asking schools for information

about their needs all at once, which can be a

burdensome request. Many agencies have be-

come frustrated because the schools, which have

been neglected for so long, have hmited re-

sources and cannot respond as qviickly as the

agencies would hke.^^^

In response to the Executive order, OMH
convened a working group to ensure that action

plans related to this initiative set up a network
of continuous support for tribal colleges. ^^'^ HHS
also plans to improve communication with TCUs
by, among other means, making svire that TCUs
know who their points of contact are within the

Department. To increase academic and profes-

sional development opportunities for TCU stu-

dents and faculty members, HHS plans to pro-

vide distance-based learning opportunities for

TCUs, support the development of campus faciU-

ties, and provide schools with surplus property

such as computers and furniture. ^^^

On February 2, 1998, HHS held a meeting be-

tween its agency heads and tribal college presi-

dents. According to HHS, the meeting provided

both a valuable opportunity for face-to-face in-

teraction and the opportunity for open discus-

sions where the colleges could tell the Federal

agencies what they need as opposed to vice

versa. 159 Every agency within HHS is responsi-

ble for improving the health of American Indians

and for strengthening the resources and capa-

bilities of TCUS.160 For example, the Health Re-

sources Services Administration is planning

grant workshops for TCUs and donating its sur-

154 Ibid.

154 Ibid.

155 Ibid., p. 2.

156 Ibid.

167 Ibid.

168 Ibid.

169 Ibid.

160 Ibid., p. 3.
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plus computers. The Agency for Health Care

PoUcy and Research (AHCPR) plans to increase

awareness among TCU students about careers in

health services research. ^^^ The Agency for Toxic

Substances and Disease Registry (ATSDR) has

committed funding for a conference on TCU ca-

pacity building.162 The Centers for Disease Con-

trol and Prevention is planning to work with

TCUs on developing disease prevention materi-

als for American Indians/Alaska Natives. ^^^ The
National Institutes of Health is looking for ways
to bring TCU science faculty to NIH for tempo-

rary assignments.^^"*

Asian American and Pacific Islander Initiative

In June 1997, HHS estabUshed the Asian

American and Pacific Islander (AAPI) Initiative

in response to concerns expressed by AAPI
community groups and recommendations from

recent national AAPI health conferences. i^s HHS
estabUshed a departmental working group

(including staff from the Office for Civil Rights,

the Office of Minority Health, and HHS staff di-

visions and operating divisions) to review the

issues and develop an action agenda for im-

proving the effectiveness and relevance of the

initiative's services and programs. ^^^ Members of

the working group held more than 25 meetings

nationwide to get input from the Asian/Pacific

Islander community.

The working group has established goals in

six functional areas: ^^'^

• Goal 1 is to improve the health and well-

being of the APPI population by increasing

access to health care and human services.

• Goal 2 is to increase and improve collection,

analysis, and dissemination of data about the

AAPI population and subpopulations.

161 Ibid.

162 Ibid.

163 Ibid.

164 Ibid.

165 HHS, "Overview: HHS Asian American and Pacific Is-

lander Action Agenda," Mar. 29, 1999, pp. 1, 5, accessed at

<http://www.ombre.gov/overview2.htm> (hereafter cited as

HHS, "AAPI Action Agenda").

166 Ibid., pp. 1-3.

167 Ibid., pp. 2-3.

• Goal 3 is to increase the number of funded
projects and programs targeting the AAPI
population.

• Goal 4 is to increase outreach to and partici-

pation of AAPI populations in HHS or HHS-
sponsored training programs.

• Goal 5 is to ensure that issues affecting un-

derserved AAPI populations are addressed

through their representation in the HHS
work force and participation in HHS opera-

tions.

• Goal 6 seeks crosscutting collaboration to en-

hance HHS customer service to the AAPI
popvdation, enhancing HHS' capacity to serve

Asian Americans. ^^^

During FY 1998, there were many AAPI ac-

tivities under each goal that were designed and
are cvirrently being implemented. Under goal 1,

the Health Care Financing Administration is

piloting a mammography screening project in

one of its regions that will identify and mobHize
existing community resources to improve access

of AAPIs to health care services. HCFA also has

a pilot project in Boston's Chinatown to inform

the community of the hepatitis B vaccination,

available through medicaid and medicare. ^^^

Also under goal 1, the Centers for Disease Con-

trol and Prevention is developing strategies to

ensure that AAPI women receive regular cancer

screening. !''<' The Office on Women's Health

funded additional centers for women's health

services, programs, and education that target

members of Asian American subgroups. ^"^^

The Substance Abuse and Mental Health

Services Administration, in collaboration with

the Asian and Pacific Islander American Health

Forum is issuing several "minigrants" to com-

munity organizations to provide technical assis-

tance to providers of mental health and sub-

stance abuse services for AAPIs. ^'^ The Office of

Minority Health will support community health

coaHtions that include AAPIs and support at

least two cooperative agreements with Asian

American and Pacific Islander organizations to

identify gaps in services, and to carry out activi-

168 Ibid.

169 Ibid., pp. 5-6.

i™ Ibid., p. 6.

1" Ibid.

172 Ibid.
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ties to increase knowledge and understanding of

health risk factors. ^''^ The Health Resources and
Services Administration is developing two

monographs that will describe methods for im-

proving HIV-related services to members of the

community, as well as activities that address the

Asian American languages and cultural compo-

nents in providing adequate health services. i'^'*

Under goal 2, various departmental compo-

nents began collaborating to update directories

and other data resources to expand information

about AAPIs. For example, HHS survey data on

AAPI mortahty rates by States and the District

of Colvunbia are now made available. ^'^^ Under
goal 3, several components in HHS, including

NIH and the Agency for Health Care PoUcy and
Research conducted research projects and
awarded grants that target members of the

Asian American commvmities. CDC developed

and identified strategies to ensure AAPI cultiural

sensitivity and community participation in its

research projects. ^^^

Under goal 4, HRSA offered training to its

constituents and service providers on dehvering

cultvtrally competent care to AAPI communities,

and training to AAPI clinicians to enhance their

participation in the field. Other operating divi-

sions offered training, training data and infor-

mation, as weU as education programs for AAPI
health care workers. ^'^'^

Under goal 5, in addition to enhancing de-

partmental recruitment and hiring of members
of the AAPI popiolation, particularly at the sen-

ior level, the initiative includes a component
whereby the Office of Minority Health and the

Food and Drug Administration are developing

the opportunity for AAPI members to serve on

advisory coiuicil positions, review bodies, and
consumer panels. The Office on Women's Health

is developing a data bank of AAPI women con-

tacts and resumes for various positions and ad-

visory boards. ^''8 Under goal 6, HHS collaborated

with the Congressional Asian Pacific Caucus and

held a women's summit meeting in July 1998,

with the objective of increasing the number of

AAPI caucus participants.^''^

HHS/OCR issued guidance to staff on en-

forcement of title VI of the Civil Rights Act of

1964180 with respect to the obUgations of HHS
grantees to ensiore that persons with limited

Enghsh proficiency (LEP) have equal opportu-

nity to participate in programs. i^i OCR plans to

provide regional technical assistance to State

and local agencies that administer HHS-funded
activities to identify the concerns of AAPI popu-

lations. OCR will host regional meetings to ad-

dress the needs of the AAPI population in both

vu-ban and rural areas and in areas with large

Asian American and Pacific Islander popiila-

tions.182

In June 1999, the President issued an Execu-

tive order aimed at increasing the participation

of Asian Americans and Pacific Islanders in Fed-

eral programs. 183 The Executive order estab-

hshed a President's Advisory Commission on
Asian Americans and Pacific Islanders within

HHS and created an interagency working group

on Asian Americans and Pacific Islanders. The
President's Advisory Committee is responsible

for advising the President on:

(a) the development, monitoring, and coordination of

Federal efforts to improve the quality of life of Asian

Americans and Pacific Islanders through increased

participation in Federal programs where such persons

may be underserved and the collection of data related

to Asian American and Pacific Islander populations

and sub-populations; (b) ways to increase public-

sector, private-sector, and community involvement in

improving the health and well-being of Asian Ameri-

cans and Pacific Islanders; and (c) ways to foster re-

search and data on Asian Americans and Pacific Is-

landers, including research and data on public

health. 184

The Executive order also requires each executive

department, and agencies designated by the Sec-

retary of HHS, to prepare a plan to improve the

"3 Ibid., pp. 6-7.

174 Ibid.

"5 Ibid., pp. 8-9.

176 Ibid., p. 10.

1" Ibid., pp. 10-11.

178 Ibid., p. 12.

179 Ibid., pp. 13.

180 Pub. L. No. 88-352, tit. VI, 78 Stat. 252 (codified as

amended at 42 U.S.C. §§ 2000d-2000d-7 (1994)).

181 See HHS, OCR, "Guidance Memorandum: Title VI Prohi-

bition Against National Origin Discrimination—Persons

with Limited English Proficiency," Jan. 29, 1998.

182 HHS, "AAPI Action Agenda," p. 14.

183 Exec. Order No. 13,125; 64 Fed. Reg. 31105-07.

184 Id at § 2.
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quality of life of Asian Americans and Pacific

Islanders through increased participation in

Federal programs. These plans will be inte-

grated into a governmentwide plan.^^s

HHS Operating Divisions'

Initiatives and Programs
Operating divisions are the primary source of

funding for recipients of Federal health care

grants, and they control the majority of the re-

sources allocated for research. ^^^ Thus operating

divisions play a critical role in the development

and implementation of initiatives, programs, and
research projects. Despite the lack of funds spe-

cifically designated to minority and women's

health programs, and the operating divisions'

apparent reluctance to incorporate civil rights

into their daily operations, many operating divi-

sions have instituted innovative and effective

initiatives that target women and minorities.

OCR Initiatives witli Operating Divisions

The Department's minority and other initia-

tives have the potential to provide a fair amount
of interaction between OCR and the operating

divisions. According to one OCR official, staff

work together on steering and coordinating

committees on the Hispanic Agenda for Action

and the tribal colleges and universities and his-

torically black colleges and universities initia-

tives, ^s? Operating divisions and OCR managers
also participate in work groups for other initia-

tives, such as one addressing disparities in the

186 Id. at §§ 4-5.

186 See USCCR, The Health Care Challenge, vol. II, chap. 5,

for more information on the organization, structure, and
civil rights activities of the operating divisions. In response

to the Commission's request for information, six HHS oper-

ating divisions included materials on minority and women's
health initiatives in their submissions: NIH, HCFA, HRSA,
SAMHSA, CDC, and FDA. Although the Administration for

Children and Families did not submit materials, its Office of

Refugee Resettlement (ORR) has published numerous stud-

ies that enhance the public's awareness on Asian refugee's

health needs. ORR works with traditional health care agen-

cies, from the national to local levels, to improve service

accessibility and expand their provisions specifically to meet
refugees' health needs. Dennis Hayashi, director, OCR,
HHS, letter to Frederick D. Isler, then acting assistant staff

director for Civil Rights Evaluation, USCCR, June 16, 1995

(re: recommendations of U.S. Commission on Civil Rights,

Civil Rights Issues Facing Asian Americans in the 1990s)

(hereafter cited as HHS, response to recommendations cited

in Civil Rights Issues Facing Asian Americans in the 1990s).

187 psPS interview, p. 14 (statement of Haynes).

quahty of care received by racial/ethnic minori-

ties, and Healthy People 2000 and 2010.188 Al-

though many of the departmental initiatives

have a formal structure that brings OCR and
operating division staff together, some of the

interaction has been initiated by OCR. In 1998

OCR began a partnership to address issues re-

lated to hmited EngHsh proficiency (LEP) and
the Hill-Bvirton program, which led to more fre-

quent contact with operating divisions. ^89

Some OCR staff reported that their office

works more frequently with some operating divi-

sions, such as Administration for Children and
Famihes, HCFA, and HRSA.iso OCR works with

these entities to address issues relating to health

care access such as waivers and managed care,

improving access to health care facilities, as well

as the Children's Health Insurance Program,

and the Healthy People 2000 and 2010 activi-

ties. ^^^ ACF is working with OCR on a draft

comphance document on the Multiethnic Place-

ment Act of 1994192 to ensure /that OCR's civil

rights comphance and enforcement responsibiH-

ties do not conflict with ACF's program require-

ments, and vice versa. i^s OCR staff also have

worked with HCFA to create civil rights pohcy
statementsi94 and to provide civil rights training

188 Ibid.

189 Ibid., p. 36 (statement of Haynes).

190 O'Brien and Mackey interview, p. 8 (statement of

O'Brien); PSPS interview, pp. 36-37 (statement of Haynes).

191 OCR July 29, 1998, interview, p. 3 (statement of

Copeland); O'Brien and Mackey interview, p. 8 (statement of

O'Brien); PSPS interview, pp. 36-37 (statement of Haynes).

192 Pub. L. No. 103-382, 108 Stat. 3518 (codified in scattered

sections of 7, 8, 15, 20, 25, 29, and 42 U.S.C. (1994 & Supp.

Ill 1997)).

193 PSPS interview, p. 35 (statement of Haynes).

194 HCFA approached OCR for assistance with its policy

statement. Kathleen O'Brien, special assistant to the direc-

tor, and Patricia Mackey, deputy director; Valita Shepperd,

deputy director. Program Development and Training Divi-

sion; Ronald Copeland, associate deputy director; Johnny
Nelson, deputy director. Voluntary Compliance and Out-

reach Division; Toni Baker, director, Investigations Divi-

sion, Office of Program Operations, OCR, HHS, interview in

Washington, DC, Nov. 13 and 18, 1998, pp. 17, 18

(statement of Copeland) (hereafter cited as OPO interview);

PSPS interview, pp. 28-29 (statement of Haynes). See Ra-

mon Suris-Fernandez, director; Roderick Locklear, EEO
manager; Alexia Redd, EEO speciahst, Office of Equal Op-

portunity and Civil Rights; and Joe Tilghman, regional ad-

ministrator. Region VII, Health Care Financing Administra-

tion, HHS, telephone interview, Apr. 9, 1999, p. 2

(statement of Locklear) (hereafter cited as HCFA OEOCR
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to HCFA staff in 1999.195 qCR also developed a

civil rights policy statement with PHS several

years ago.i^e

Operating division staff did not report their

interactions with OCR as being as frequent or

regular as OCR staff indicated. Some of the re-

cent increase in interaction between OCR and
the operating divisions may be because many
operating divisions have expanded their EEO
offices to include extramural civil rights compo-

nents and have begxin to negotiate for additional

responsibihties through memoranda of under-

standing. For example, SAMHSA and HCFA
have recently added extramural civil rights re-

sponsibihties to their equal opportunity of-

fices, i^? and FDA and HCFA anticipate signing

memoranda of understanding with OCR.^^s

National Institutes of Health

The National Institutes of Health (NIH) is

the primary biomedical health research agency

of the Federal Government. ^^^ NIH has 22 cen-

ters and institutes focusing on different areas of

health research. NIH administers many pro-

grams of special interest to underrepresented

minorities.200

In 1994 NIH revised its research inclusion

pohcy to meet the specific mandate of the NIH
Revitahzation Act of 1993^01 that women and
minorities be included in aU of its clinical re-

search studies.202 Specifically, the revised gmde-
lines reinforce previous NIH poHcies with four

major differences:

• That NIH ensure that women and minorities

and their subpopiolations be included in all

human subject research.

• That women and minorities and their sub-

populations be included in extramural Phase

III cUnical trials in niimbers adequate to al-

low for vahd analyses of differences in inter-

vention effect.

• That cost is not allowed as an acceptable rea-

son for excluding these groups.

• That NIH initiate programs and support for

outreach efforts to recruit and retain women
and minorities and their subpopulations as

volunteers in clinical studies.^os

To ensure universal adherence to the revised

inclusion guidehnes, NIH conducted extensive

training for approximately 1,000 NIH staff.

Staff, in turn, explained the requirements to ap-

phcants, reviewers, and others. NIH also spon-

sored outreach activities to explain the gviide-

lines to the scientific and nonscientific commvini-

ties, and issued an outreach notebook that out-

hnes the importance of recrviitment and reten-

tion of women and minorities as human subject

volunteers in research.204

interview); Bruce C. Vladeck, administrator, Health Care

Financing Administration, HHS, memorandum to HCFA
Leadership, Oct. 20, 1994 (re: HCFA Civil Rights Compli-

ance Policy Statement); Nancy-Ann Min DeParle, adminis-

trator, Health Care Financing Administration, HHS, memo-
randum to HCFA Leadership, HCFA Civil Rights Comph-
ance PoUcy Statement, Apr. 9, 1998.

195 OPO interview, p. 17 (statement of Copeland); HCFA
OEOCR interview, p. 7 (statement of Suris-Fernandez).

196 psps interview, p. 29 (statement of Haynes).

197 OPO interview, p. 13 (statement of Copeland); HCFA
OEOCR interview, p. 2 (statement of Locklear).

198 RosameUa T. Lecea, director, and Rosa Morales, deputy

director. Office of Equal Employment and Civil Rights, Food

and Drug Administration, HHS, telephone interview, Mar.

8, 1999, pp. 1-2.

199 Ruth L. Kirschstein, deputy director. National Institutes

of Health, HHS, letter to Frederick D. Isler, assistant staff

director for Civil Rights Evaluation, USCCR, Jan. 22, 1999

(re: request for information) (hereafter cited as NIH, Re-

sponse to Information Request).

200 Ibid.

201 Pub. L. No. 103-^3, 107 Stat. 122 (codified in scattered

sections of 8, 21, and 42 U.S.C. (1994 & Supp. II 1996).

Office of Research on Minority Health

The Office of Research on Minority Health

(ORMH) was estabhshed in August 1990, be-

cause both Congress and NIH recognized that

there was a gap in the health care provided for

minorities and nonminorities.205 ORMH's mis-

sion is to seek ways of extending healthy hfe and
reducing the burden of illness among minorities

through targeted research and to expand the

participation of underrepresented minorities in

202 42 U.S.C. § 289a-2 (1994). HHS, National Institutes of

Health, Office of Research on Women's Health and NIH
Tracking/Inclusion Committee, Implementation of the NIH
Guidelines on the Inclusion of Women and Minorities As
Subjects in Clinical Research Trials, December 1998, p. 1

(hereafter cited as NIH, Implementation ofNIH Guidelines).

203 NIH, Implementation ofNIH Guidelines, p. 1.

204 Ibid., pp. 1-2.

205 John RufBn, director. Office of Research on Minority

Health, National Institutes of Health, HHS, telephone inter-

view, Apr. 13, 1999, p. 1 (hereafter cited as Ruffin interview).
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all phases of biomedical and behavioral re-

search.206

To accomphsh its mission, ORMH uses its

budget and the Minority Health Initiative.207

The ORMH budget is dedicated to office opera-

tions and to outreach and collaborative activities

and programs with the NIH institutes and cen-

ters in areas such as educating minority com-

munities about important NIH pohcies and pro-

grams, conducting technical assistance work-

shops, supporting national conferences on mi-

nority health issues, convening advisory commit-

tee meetings, and supporting the NIH minority

research supplement programs.208 The Minority

Health Initiative, which is administered by the

ORMH and implemented in collaboration with

the various NIH institutes and centers, is a

comprehensive program with a focus on inter-

ventions that will reduce the disproportionate

burden of disease among minority popvda-

tions.209

While the office has no interaction with

HHS/OCR, the director of ORMH is an active

participant on a number of operating division

committees and ORMH also works collabora-

tively with NIH entities, such as the Office of

Research on Women's Health, and other Federal

agencies.210 In addition, ORMH provides or

transfers fvmds from its budget to support grants

administered out of the OMH.211
Working with the NIH institutes and centers,

ORMH focuses on supplementing existing initia-

tives to ensure the inclusion of minorities,

funding or cofunding new and continuing initia-

tives that focus on racial and ethnic minorities,

and piloting new initiatives in important areas

where gaps have been identified and in which no

studies or activities are being sponsored by the

institutes and centers.212 Although ORMH can

initiate and fund programs under the Minority

Health Initiative, it, like all of the offices in the

Office of the Director, does not have grant-

making authority.213 Such authority is hmited to

206 Ibid., p. 1.

207 Ibid., p. 2.

208 Ibid., p. 3.

209 Ibid.

210 Ibid., p. 5.

211 Ibid., p. 4.

212 Ibid., p. 3.

213 Ibid.

the individual institutes and centers, which re-

quire, as an integral part of the award of grants,

mechanisms for peer review for scientific merit.

Such review is based primarily on guidehnes

from the Center for Scientific Review.214

The ORMH does more than coordinate, moni-

tor, and report on minority initiatives. The office

has an $80 million budget, which includes ap-

proximately $70 milhon from the Minority

Health Initiative, used to support programmatic
activities implemented in partnership with the

NIH institutes and centers. 21^ Priority setting is

accomphshed through a consultative process,

which involves grassroots community organiza-

tions, research scientists, minority educators,

and the institutes and centers.216 Any identified

gaps serve as a basis for new minority health

related initiatives that are developed by the

ORMH in consultation with the relevant insti-

tutes and centers. Congressional reports and
departmental directives are also considered in

priority setting. 21'' The ORMH communicates its

priorities to the institutes and centers annually;

in turn, the institutes and centers submit a

number of projects for consideration for support.

Although the ORMH has shared fiscal authority

for those initiatives that it either funds or

cofunds; the institutes and centers decide the

overall level of funding that a program receives.

It is anticipated that the institutes and centers

eventually will assume total fiscal responsibihty

for those pilot programs that are determined to

be successful.218

Evaluating the success of NIH-supported

programs has proved difficult, particularly with

regard to funding minority institutions.219 Some
HBCUs, TCUs, and other minority-serving insti-

tutions of higher education have complained

that funding levels and release time allocations

for research projects generally have been insuffi-

cient. In particular, the HBCUs beheve that the

amount of funding provided is not enough to

214 Ruth L. Kirschstein, deputy director, National Institutes

of Health, HHS, letter to Frederick D. Isler, assistant staff

director for Civil Rights Evaluation, USCCR (re: information

for health care report), July 2, 1999, attachment, p. 2.

215 Ruffin interview, p. 2.

216 Ibid., p. 3.

217 Ibid.

218 Ibid.

219 Ibid.
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make them successful.220 Therefore, minority

institutions have asked that restrictive release

time allocations and funding levels be reas-

sessed. 221 With sufficient funding, minority-

serving institutions beheve they can be success-

ful in the health research enterprise.222

Lack of infrastructvire, including the quahty

or availabiUty of laboratories and research facHi-

ties, presents another problem for minority aca-

demic institutions.223 A school's abihty to com-

pete for funds can be determined by its infra-

structure, especially in chnical research. Ac-

cording to the director of the ORMH, the infra-

structxire issue in research is very much like

competitive athletics. 224 For example, the infra-

structure for sports varies from school to school.

Division I and Division II schools cannot com-

pete at the same level because the expenditures

and facihties are different. This has been one of

the complaints from HBCUs.225 Ciirrently, ma-
jority institutions out-compete the minority in-

stitutions (because minority institutions tradi-

tionally have been underfunded) resulting in an
unequal playing field.226

The idea of "levehng" to meet the needs of

certain communities is not new. 227 Both the NIH
Small Business Innovation Research and the

Small Business Technology Transfer Research

Programs were put in place to provide small

businesses with an opportunity to participate in

Federal smaU business innovation research pro-

grams.228 NIH developed an Academic Research

Enhancement Award to create research oppor-

tunities for scientists and institutions otherwise

unlikely to participate extensively in NIH pro-

grams.229 This program was an attempt at lev-

ehng that did not go qmte far enough because it

220 Ibid.

221 Ibid.

222 Satcher interview, p. 12.

223 Ibid.

224 Ruffin interview, p. 4.

225 Ibid.

226 Ibid.

227 John Ruffin, director. Office of Research on Minority

Health, National Institutes of Health, HHS, fax to Margaret

Butler, Office of Civil Rights Evaluation, USCCR, Apr. 13,

1999 (re: Leveling the Playing Field) (hereafter cited as Ruf-

fin, Leveling the Playing Field).

228 Ibid., pp. 1-2.

229 Ibid., p. 2.

did not make a distinction among ehgible insti-

tutions of higher learning in terms of their infra-

structure and capacity or academic and/or re-

search potential.230 Numerous programs go an
additional step to achieve the leveling phenome-
non.231 For example, title III of the Higher Edu-
cation Act of 1965, administered by the Depart-

ment of Education, provides funding and assis-

tance to institutions of higher education with

hmited financial resources serving a high per-

centage of economically disadvantaged stu-

dents.232 According to the act:

|T]here is a particular national interest in aiding

those institutions of higher education that have his-

torically served students who have been denied access

to postsecondary education because of race or na-

tional origin and whose participation in the American
system of higher education is in the Nation's interest

so that equality of access and quahty of postsecondary

education opportunities may be enhanced for all stu-

dents.233

Unlike the competitive programs at NIH or even

other programs at the U.S. Department of Edu-

cation, title III programs provide funding to all

institutions that meet basic ehgibility.234

To assist the Secretary of HHS with imple-

menting the three minority initiative Executive

orders that focus on levehng the playing field for

minority institutions, the ORMH has recom-

mended a hybrid of the Small Business Innova-

tion Research and title III program models.235

Such a model would estabhsh programs for

which only institutions recognized under the

230 Ibid.

231 Ibid.

232 Pub. L. 89-239, title IH, 79 Stat. 1229 (codified as

amended at 20 U.S.C. 1051-1068) (1994 & Supp. Ill 1997)).

See Ruffin, Levehng the Playing Field, p. 3.

233 20 U.S.C. § 1051(a)(7) (1994).

234 Ruffin, Leveling the Playing Field, p. 3. In their applica-

tions, institutions must describe how they will develop "a

comprehensive development plan to strengthen the institu-

tion's academic quahty and institutional management. .
.";

must set forth pohcies and procedures describing how the

funds received wUl be used to further the purposes of the

act; and must set forth policies and procedures for evaluat-

ing the effectiveness of the program to be funded. 20 U.S.C.

§ 1066(b)(1), (b)(2), (b)(7) (1994).

235 Ruf6n, Levehng the Playing Field, p. 4; Exec. Order No.

12387, Historically Black Universities and Colleges; Exec.

Order No. 12900, Educational Excellence for Hispanic Ameri-

cans; Exec. Order No. 13021, Tribal Colleges and Universities.
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Executive orders would be eligible to compete.236

Fair competition would be ensured through the

design and development of "peer group specific

programs."237 According to the director of

ORMH, each peer group would apply to competi-

tive, targeted programs that support the mission

of the sponsoring agency, but that are also re-

sponsive to the needs, missions, and potential of

the appUcant institutions as well.238 A model of

this nature recognizes the importance of empow-
ering racial and ethnic minorities to become full

participants in improving their health, while at

the same time recognizing the role that all insti-

tutions of higher learning can play in alleviating

health disparities and improving the overall

health of America. In response to the director's

recommendation, a committee with representa-

tion from selected operating divisions is being

assembled to develop this concept further as well

as create an implementation plan.^^^

ORMH also beUeves that professors at mi-

nority institutions should be encouraged to re-

main active in research.^^o NIH funds several

programs, such as the Minority Biomedical Re-

search Support Program, that help minority pro-

fessors get back into research which in turn will

help minority institutions become more competi-

tive for research funds. ^^i According to the direc-

tor of ORMH, professors with excellent research

training often lose their competitive edge in re-

search due to heavy teaching demands and in-

adequate research infrastructure. With the as-

sistance of NIH capacity building programs, one

of the challenges to maintaining a competitive

research edge at minority institutions can be

effectively addressed.242

Aside from partnering with the NIH insti-

tutes and centers, ORMH also works directly

with HBCUs, tribal colleges and universities,

and Hispanic-serving institutions to expand the

participation of underrepresented minorities in

all phases of biomedical and behavioral research

by developing collaborative research and re-

search training programs between minority and

236 Ruffin, Leveling the Playing Field, p. 4.

237 Ibid.

238 Ibid.

239 Ibid.

2^0 Ruffin interview, p. 4.

241 Ibid.

242 Ibid.

majority institutions and increasing the competi-

tiveness of minority scientists in securing re-

search support.243 The director of ORMH be-

lieves that a strong minority presence in the

health research work force is an important ele-

ment in closing the gap in health disparities.2*4

Because the director of ORMH beheves that

enhancing minority interest in biomedical and
related research must begin before students

reach college,245 ORMH is involved in a modest

($3 miUion) K—12 mathematics program with the

National Science Foundation. The program fo-

cuses on mathematics and engineering, although

ORMH wovdd like to see it expanded to include

the life sciences.246

The director of ORMH described other initia-

tives and minority concerns that are addressed

throughout NIH. For example, a particular con-

cern of the Asian American and Pacific Islander

community is the lack or paucity of data on
members of this group. NIH is beginning to work
with Asian American organizations to ensinre the

appropriate data are collected. The agency is

beginning to coUect data on many Asian Ameri-

can subgroups, such as Vietnamese, Fihpino,

Chinese, and Korean Americans. One project

that is being funded through the HHS' OMH and
the NIH National Cancer Institute focuses on
Asian American and Pacific Islander women and
cervical cancer.247

Although ORMH does not specifically address

gender issues, some minority women initiatives

are supported by the office. There are, however

no collaborative projects underway that require

joint fiscal support from the ORMH and the Of-

fice of Research on Women's Health.

Office of Research on Women's Health

The Office on Research on Women's Health

(ORWH) was estabHshed in 1990 and was the

first office concerned with women's health to be

estabhshed in HHS.248 Its director is also the

243 Ibid.

244 Ibid., p. 3.

245 Ibid., p. 5.

246 Ibid.

247 Ibid., p. 3.

248 Pub. L. No. 103-43, § 141(a)(3), 107 Stat. 136 (1993)

(codified at 42 U.S.C. § 287d (1994 & Supp. II 1996)); Vivian

Pinn, director, Office of Research on Women's Health, Na-

tional Institutes of Health, HHS, telephone interview, Apr.

13, 1999, p. 1 (hereafter cited as Pinn interview).
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associate director of NIH for Research on
Women's Health.249 The ORWH has three major

functions: to ensiore that women are included in

chnical research; to increase research on
women's health, set a research agenda in that

area, and prioritize the issues; and to increase

opportunities for recruitment and retention of

women in biomedical careers.250

The ORWH grew out of a U.S. General Ac-

counting Office (GAO) investigation on the lack

of women in chnical trials. ^si In response to the

GAO report and later the Revitahzation Act of

1993, NIH changed its pohcies to include women
and minorities in chnical research and developed

a system to track the number of women and mi-

norities included in NIH research.

The ORWH's budget, which is part of the

budget of the Office of the Director, is deter-

mined by NIH's director.252 Fifteen percent of

ORWH's budget is allocated to operations and
the remaining 85 percent goes to programs.^53 Of
that 85 percent, approximately 80 percent is put

into research.254

The ORWH works with three committees to

accomphsh its goals. The Tracking Committee

works on inclusion issues and has representa-

tives from each of NIH's institutes. The Coordi-

nating Committee also has representatives from

each of NIH's institutes and, according to the

director of ORWH, is a valuable means by which

the ORWH can exchange information and get

cooperation for developing programs. The third

committee is an outside advisory committee con-

sisting of 18 members who are not Federal em-
ployees. The three committees advise ORWH on

agendas, programs, and research for women.^ss

The ORWH does not review grant appHca-

tions.256 Each institute is responsible for re-

viewing the grants submitted to it, and inclusion

of women in research is part of the normal peer

review of the scientific merit of grant proposals.

The Center for Scientific Review sets up the

study sections for the scientific reviews of grant

appUcations.257

All grant apphcations must indicate which
populations (based on gender, race, and ethnic-

ity) will be included in the study.^58 The purpose

of the study dictates whether particular groups

can be excluded. If the study is on a condition

that affects women or minorities, then women or

minorities must be included in the study or else

sufficient justification must be given for not in-

cluding them.259 For example, men could be ex-

cluded from a study of the effect of aspirin on
heart disease because that research has already

been done on male subjects. If women or minori-

ties are excluded from a study design without

adequate justification, then a "bar to funding" is

issued for that research proposal.^^o ORWH pro-

vided the Commission a report on -the implemen-
tation of the NIH guidelines on the inclusion of

women and minorities in chnical research, which
identifies the number of proposals that were is-

sued a bar to funding either for unacceptable

gender inclusion or unacceptable minority inclu-

sion.261 The report also shows the number of ex-

tramural awards where the bar to funding was
hfted and the reasons why it was lifted.262 The
institute cannot fund any apphcation with a bar

to funding until the bar is removed.263 According

to the director of ORWH, in many instances, a

bar was imposed because the investigators failed

to provide information on the inclusion of mi-

norities and women, but once the information

was provided, the bar was lifted. Some proposals

were rejected because of failure to follow the in-

clusion guidehnes.264

A progress report for ongoing studies, show-

ing the number of people enrolled in the study

by race/ethnicity and gender, must be submitted

each year by researchers receiving funding. If a

study does not carry out the proposed inclusive

enrollment, the study funding can be in jeop-

ardy. Program managers received training about

249 Ibid.

250 Ibid., p. 2.

251 Ibid.

252 Ibid., p. 6.

253 Ibid.

254 Ibid.

255 Ibid., p. 2.

256 Ibid.

257 Ibid., pp. 2-3.

258 Ibid., p. 3.

259 Ibid.

260 Ibid.

261 NIH, Implementation of NIH Guidelines, p. 5. See Pinn
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262 NIH, Implementation ofNIH Guidelines, pp. 6-7.

263 Pinn interview, p. 3.
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their inclusion responsibilities when gmdelines

were changed in 1994.265 Program managers
continue to be trained through e-mail and
meetings.266 The Extramural Program Manage-
ment Committee is another way in which pro-

gram managers are informed of their inclusion

responsibilities. The ORWH also uses both the

Tracking Committee and the Coordinating

Committee to make sure that the institutes are

informed about the inclusion guidehnes. In 1999

the director proposed another series of training

meetings on this matter and found that training

was not needed. 267 The ORWH also has met with

chairs and representatives of institutional re-

view boards to discuss and encourage their re-

sponsibihty for inclusion as well as protection of

research subjects and informed consent.

The Revitahzation Act requires that NIH
prepare a biennial report on compliance with the

inclusion guidehnes.268 In the report, each of the

NIH institutes' advisory committees indicates

that it has ensured its institute is in comphance
with the inclusion guidehnes.269 A biennial re-

port was completed in 1997 and ORWH will is-

sue the next report in 2000. The director of

ORWH expects that by asking the institutes to

certify their comphance and by providing ORWH
with data, the institutes will continue to have

internal reviews of inclusion matters.2^0

The Tracking Committee provides the ORWH
with a liaison from each of the institutes and
spreads accountabihty for following the inclusion

guidehnes as a NIH-wide activity. The Tracking

Committee monitors the report on implementa-

tion of the guidehnes, which is compiled through

the computerized tracking system in the Office

of Extramural Research.27i The ORWH pulls to-

gether the aggregate data for this report to

monitor comphance, facihtates the collection of

this information across institutes, and makes
sure that the agency is on top of the issues.

The ORWH promotes and funds research and
performs educational outreach. The office also

issues biannual reports on NIH institutes' major

265 Ibid.

266 Ibid.

267 Ibid.

268 42 U.S.C. § 289a-2(f) (1994); Finn interview, pp. 3-4.

269 Finn interview, p. 4.

270 Ibid.

271 Ibid.

initiatives and research on women's health. The
ORWH is in the process of completing a seven-

volume report to be released in 1999. The report

assesses NIH progress on research on women
over the past 10 years, identifies current gaps in

research on women, and suggests innovative

ways to address women's health needs.272 The
ORWH convened a task force and held pubhc
meetings and hearings involving more than

2,000 scientists, practitioners, and pohcymakers
to compile this report.

Although ORWH funds research, it does not

have direct funding authority.273 All of the

funding goes through the institute supporting

the research. The ORWH works with the various

NIH institutes to help cofund research, but the

majority of the funding comes from the insti-

tutes. ORWH has cofunded projects with the Na-
tional Institute of Child Health and Human De-

velopment, the National Institute of Mental
Health, and the National : Cancer Institute.274

For example, a project with the National Cancer
Institute will develop a tefet for the virus that

causes cervical cancer, a leading cause of cancer

death of women worldwide. ORWH has also

funded joint projects with other operating divi-

sions, such as the Food and Drug Administration

and the Agency for Health Care Pohcy and Re-

search; and with other Federal agencies such as

the National Science Foundation. For example,

the National Science Foundation has a project

called Professional Opportunities for Women in

Research and Education aimed at lessening the

underrepresentation of women in the science

work force, and to provide female scientists with

funding for projects that otherwise might remain
vmfunded. ORWH is particularly interested in

the underrepresentation of women in biomedical

research.275

The ORWH funds many projects to increase

the recruitment and retention of women in bio-

medical careers. Concerns that programs could

not be targeted strictly to women have some-

times inhibited program development. For ex-

ample, the ORWH designed and implemented a

reentry program for scientists who had career

interruptions, but was told it could not target

272 Ibid.

273 Ibid., p. 5.

274 Ibid.

275 Ibid.
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the program to women only or the program
would be considered discriminatory.^'e ORWH
overcame this problem by also accepting men. As
a resvdt, the program has served 35 women and
3 men.277

The director of ORWH sees the office's role as

initiating new or pilot programs to address

women's health concerns and faciHtate the in-

corporation of women's health and career issues

into institute and center sponsored initiatives.

According to the director, a huge departmental

effort has been underway for the past year that

may lead to a departmentwide women's initia-

tive. The director hopes that the new initiative

wovild enhance the visibihty of women's health

efforts and programs throughout the Depart-

ment.278

According to the director, the office has no di-

rect involvement in the Secretary's initiatives on

racial disparities in health.^^s Some of the

ORWH staff coUaborate with the HHS Office on

Women's Health on particular activities within

those initiatives concerning minority women.
But minority issues are mainly the purview of

the Office of Research on Minority Health.^so

The director of ORWH also stated that the office

has not had any contact at aU with HHS/OCR.
OCR has not requested any of ORWH's reports.

According to the director, her office had been
unaware of the OCR pamphlet "Civil Rights Un-
der Grants and Contracts"28i until ORWH re-

ceived the complete package of documents NIH
submitted to the Commission, in which it was
included.

Women's Health Programs and Initiatives

Since 1994, NIH has had approximately 100

interagency agreements on women's health ini-

tiatives. These agreements, which support initia-

tives funded by NIH, are between NIH's insti-

tutes and other Federal agencies, as well as be-

tween NIH and other HHS entities.282 These ini-

tiatives include funding for research on different

health care problems that affect women, such as

breast cancer and pregnancy; outside activities

such as conferences and workshops on women's
issues; studies and reports on women's issues;

and different programs and projects in the

United States and abroad.283

In 1997 the Pubhc Health Services' Office on
Women's Health, the National Institutes of

Health's Office of Research on Women's Health,

and the Health Resources and Services Admini-

stration released a report in response to a con-

gressional directive to assess women's health

training in medical schools.284 It is a comprehen-

sive study on how women's health issues are

taught in the basic and cHnical sciences. The re-

port includes the analytical results of two asso-

ciations' surveys. It also presents the compo-

nents of women's health cvirriculum and activi-

ties in medical schools, residency training, and
professional programs. 285

In 1998 the Office of Research on Women's
Health and the Health Resovirces and Services

Administration released a comprehensive study

on how women's health and gender-related is-

sues are taught in dental schools.286 The report

includes analytical results of a 1997 svirvey of

U.S. and Canadian dental schools.

In 1998 the Office of Research on Women's
Health released the Women of Color Health Data
Book to address the barriers in health care

services and health concerns of minority women.
Such barriers include the need for cultural di-

versity among researchers, closer relationships

between researchers and the communities being

studied, and appreciation of differences in cul-

tural behefs of participants.287 The data book,

which is viewed as a resource book for pohcy-

makers and advocates in understanding the

276 Ibid.

277 Ibid.

278 Ibid., p. 6.

279 Ibid.

280 Ibid.

281 Ibid.

282 See NIH,
"Inter-Agency

1994-1998.

Response to Information Request, tab 15,

Agreements Concerning Women's Health," FY

283 See ibid.

284 HHS, Public Health Service, Health Resources and
Services Administration, National Institutes of Health,

Women's Health in the Medical School Curriculum: Report of

a Survey and Recommendations, June 1997, p. vii.

285 Ibid, p. 3.

286 Ibid., Introduction letter.

287 HHS, National Institutes of Health, Office of Research on

Women's Health, Women of Color Health Data Book: Adoles-

cents to Seniors, pp. iii-iv.
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health status and issues concerning minority

women, is available in English and Spanish.288

Extramural Associates Program

This program provides opportunities for

women and minority institutions to participate

in and contribute toward biomedical research.

Under the program, NIH invites science admin-

istrators from academic institutions to partici-

pate in training and rotating work assignments

at NIH and elsewhere. The program consists of

cotu"sework, assignments, and other experiences

designed in consultation with a senior NIH sci-

entist administrator who also serves as the par-

ticipant's advisor. The candidate for participa-

tion is usually serving as the institution's ad-

ministrator for biomedical or behavioral re-

search at a historically black college or univer-

sity, or any other minority or women's coUege or

university.289

Research Supplements for Underrepresented

Minority Students and Staff/Faculty

NIH supports many research supplement
programs for underrepresented minority stu-

dents and faculty:

• The high school program enables minority

students to obtain a meaningful experience in

various aspects of health-related research to

stimulate their interest in careers in biomedi-

cal or behavioral science. Any minority high

school student who is currently enrolled and
in good standing at a participating high

school may participate in the program.29"

• The undergraduate program enables minority

undergraduate students interested in bio-

medical or behavioral research to participate

in a research project at a research institution

during the summer months or during the

school year. The student may be affihated

with the apphcant institution or another in-

stitution.291

288 HHS, National Institutes of Health, Office of Research on

Women's Health, Libro De Datos Sobre La Salud De Las
Mujeres De Color: De La Adolescencia A La Tercera Edad,

pp. iii-iv.

289 HHS, National Institutes of Health, Grants Information

Office, Division of Research Grants, "NIH Minority Pro-

grams," undated, FY 1994-FY 1997, p. 3.

290 Ibid., pp. 3-4.

291 Ibid., p. 4.

• The minority graduate research assistants

program enables minority graduate students

in biomedical and behavioral sciences to de-

velop their research abihties. Any minority

graduate student who is enrolled in a mas-
ter's or a doctoral degree program in biomedi-

cal or behavioral sciences is eHgible for con-

sideration.292

• The postdoctoral training program provides

research support for underrepresented mi-

nority individuals in the postdoctoral phase
to participate in ongoing research projects to

assist in their development to become inde-

pendent biomedical or behavioral research-

ers. The minority postdoctoral candidate may
be affihated with the apphcant institution or

another institution. ^93

• The minority investigators program provides

short- or long-term research support for mi-

nority faculty members to enhance their re-

search skills for an independent research ca-

reer. The participant may be affihated with

the applicant institution or another institu-

tion. The apphcant must have a doctoral de-

gree, be past the level of a research trainee,

and be a member of the faculty with at least

1-year of postdoctoral experience.294

NIH also sponsors the Predoctoral Fellowship

Awards for Minority Students and Students with

Disabihties. These fellowships provide up to 5

years of support for research training leading to

a doctorate or equivalent research degree, the

combined M.D./Ph.D. degree, or other combined

professional doctorate/research Ph.D. degrees in

the biomedical or behavioral sciences. The Pre-

doctoral Fellowship Program for Minority Stu-

dents is intended to encourage minority students

who are underrepresented in the biomedical and
behavioral sciences to seek graduate degrees

and, thus, further the goal of increasing the

number of minority scientists in the biomedical

and behavioral research fields.295

Under NIH's Minority Access to Research Ca-

reers (MARC) Honors Undergraduate Research

292 Ibid., p. 5.

293 Ibid.

294 Ibid., pp. 5-6.

295 NIH, Response to Information Request, tab 8, "NIH Pre-

doctoral Fellowship Awards for Minority Students and Stu-

dents with Disabilities," p. 1.
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Training Program, the goal is to increase the

representation of minorities in the biomedical

sciences at the undergraduate level. Under the

MARC program, qualified minority institutions

receive support to provide science courses and
research training for honors students who are

usually in their third and fourth year of col-

lege.^^^ In 1995 the National Institute of General

Medical Sciences, the NIH component responsi-

ble for the program, prepared a report to evalu-

ate the outcomes of the MARC program. The re-

port concluded that substantial percentages of

former trainees have chosen careers with a re-

search focus. The study suggests that MARC
participants have pursued and obtained Ph.D.s,

M.D.s, and other degrees at greater rates than

minority biology and chemistry students who did

not participate in the program.^^^

Although there is no current internal or ex-

ternal report on all minority programs, there is a

proposed full-scale evaluation of the Research

Centers in Minority Institutions program that

will include data analyses, models, and recom-

mendations for the program. A final report

woiold be expected in FY 2000.298

Other NIH Minority Programs, Initiatives,

and Studies

National Institute of Allergy and Infectious Disease

The National Institute of Allergy and Infec-

tious Disease (NIAID) held workshops called

Bridging the Career Gap for Underrepresented

Minority Scientists in 1993, 1995, and 1997.299

The workshop is a 2-day intensive program that

targets minority researchers who are receiving

research supplements and training awards at

the time of the workshop. The workshop was
designed to facHitate networking, grantsman-

ship, and academic collaboration among young
minority scientists and members of the govern-

ment, industry, and academic communities.^oo

One of the primary goals of the workshop is to

increase the number of minorities who receive

research grants. Agenda items included career

choices, funding opportunities, and keys to suc-

cess. ^oi In assessing the effects of the 1993 and
1995 workshops, most respondents thought the

workshop was comprehensive and well organ-

ized and recommended that it be held again.302 It

was noted that although men and women were
similar in their perceptions of the barriers that

have influenced their careers, more women felt

unprepared to compete for research grants.303

National Institute of Child Health and Human Development

In July 1997, the National Institute of Child

Health and Human Development (NIAID)

sponsored a 2-day conference titled Scientists,

Tools and Research for the 21st Century.304 The
conference recognized the achievements of

promising researchers and offered participants

the opportunity to hear from graduates of the

program, to interact with NICHD intramural

and extramviral staff, and to present their own
work. Conference participants included

individuals from Emory University School of

Medicine, Texas Woman's University, and
Morehouse University School of Medicine. As a

resvdt of the conference's success, NICHD
scheduled a second conference for the summer of

1999. This second conference enabled NICHD to

continue to monitor and showcase the success of

its Minority Supplement Program.^os

National Institute of Environmental Health Sciences

The National Institute of Environmental

Health Services (NIEHS) has sponsored numer-
ous programs and workshops targeting high

school, college, and graduate/medical school stu-

dents, high school teachers, and faculty from

underrepresented minority and women's colleges

296 HHS, National Institutes of Health, National Institute of
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Program," August 1995, p. ii.
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299 HHS, National Institutes of Health, National Institute of
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and umversities.306 For example, the Best pro-

gram is a partnership between NIEHS and the

Durham PubHc Schools in North Carohna to ad-

dress science education concerns and needs par-

ticularly among disadvantaged and minority

groups. The program is designed to heighten

Durham Public School students' science in-

volvement, specifically in the area of molecular

biology, and to engage them in related supple-

mentary activities that will enhance their prob-

ability of success in the sciences. 3°'^

Other programs include the Minority Worker
Training Program, which was estabHshed to

provide a series of national pilot programs to test

a range of strategies to recruit and train young

persons for environmental work. The program
promotes partnerships or agreements with aca-

demic and other institutions, with a particular

focus on historically black colleges and universi-

ties. Cooperative agreements with academic and
other institutions have provided funding for

seven programs to train minority inner-city

youth.308

Another program is the North Carolina Tran-

sition Program in the Biomedical Sciences,

which is funded by NIH and is a joint venture

between the North CaroHna community coUege

system and the University of North Carohna
system. The program is designed to increase the

number of disadvantaged community college

students who participate in advanced education

and training leading to a baccalavireate degree

in biomedical sciences.^os

In response to Executive Order 12876, the

NIEHS has developed a pilot program, the Ad-

vanced Research Cooperation in Environmental

Health (ARCH), which focuses on estabUshing

research partnerships between investigators at

research intensive universities with significant

environmental health sciences research and his-

torically black colleges. This effort at the HBCUs
is based, in part, on their success in producing

graduates who have pursued advanced degrees

in biomedical sciences. The goal of the program
is to estabUsh a group of investigators at HBCUs

who can successfully compete for NIH/NIEHS
research project grant support, typically ROl
grants.310 The ROl grant provides up to $1 mil-

Hon per year for training, and administrative

and research support for a period of up to 5

years.311 To achieve this goal, NIEHS plans to

estabhsh collaborative thematic program proj-

ects between HBCUs and research intensive

universities. It is expected that the HBCU scien-

tists will compete for other types of NIH/NIEHS
grants dviring the period of this pilot program.^12

Other NIEHS efforts include: (1) developing

innovative approaches for increasing the partici-

pation of minority institutions in the training of

environmental scientists; this has been fostered

at the University of Vermont in conjunction with

Delaware State University, at the University of

Texas Health Science Center with Texas South-

ern University, and at Vanderbilt University

with Meharry Medical College; and (2) a short-

term training program. National Research

Service Award, for undergraduate minorities to

develop their interests and skills in research.

The goal of this program is to attract talented

students to Ph.D. programs ih environmental

health sciences. In FY 1997 more than 60 stu-

dents were supported at 14 training grant sites.

National Institute of General Medical Sciences

Between fiscal years 1994 and 1998, the Na-
tional Institute of General Medical Sciences

(NIGMS) sponsored several technical assistance

workshops for minority principal investigator

appHcants.313 For instance, in April 1998,

NIGMS' Minority Access to Research Careers

Branch provided support through the Federation

of American Societies for Experimental Biology

to hold a seminar on NIH and NIH Grantsman-
ship at the Experimental Biology Annual Meet-

ing.314 Approximately 210 individuals attended

^ofiJohn Schelp, National Institutes of Health, National In-

stitute of Environmental Health Sciences, memorandum to

Jean Flagg-Newton, special assistant to director of ORMH,
Jan. 21, 1999 (re: study of HHS by the USCCR).

307 Ibid., p. 2.

308 Ibid., p. 3.

309 Ibid., p. 4.

310 Ibid., p. 6.

311 Ibid.

312 Ibid.

313 Marvin Cassman, director, National Institute of General

Medical Sciences, National Institutes of Health, HHS,
memorandum to John Ruffin, associate director for Research

on Minority Health, National Institutes of Health, HHS,
Jan. 19, 1999 (re: study of HHS by the USCCR), attachment.

See the discussion of the MARC program in the section titled

"Research Supplements, Fellowships and Honors for Under-

represented Minority Students and Staff^aculty" above.
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the seminar.315 In June 1998, the branch held a

seminar on the art of grant writing at the Fed-

eration of American Societies for Experimental

Biology headquarters. 316

During fiscal years 1997 and 1998, NIGMS'
Minority Opportxinities in Research Division

conducted 15 and 23 "outreach visits," respec-

tively, to minority institutions. NIGMS reported

that seven of the institutions visited in 1997

submitted appHcations for the Minority Access

Research Careers or MBRS programs; and five

institutions (all of them HBCUs) received grant

awards. ^i*^

National Institutes of Mental Health

Since 1994, National Institutes of Mental
Health (NIMH) has held several technical work-

shops and meetings on to minorities and women
in mental health research and has contributed to

conferences on the subject.^is Between 1994 and
1998, NIMH funded a 1-day special workshop
geared to the 30 to 40 Minority Fellowship Pro-

gram participants attending the annual meeting

of the Council on Social Work Education.^is The
workshops cover specific substantive areas of

mental health research, opportunities for post-

doctoral training, and dissertation and other re-

search support.320 For the past 5 years, NIMH's
Division of Basic and Clinical Neuroscience Re-

search has organized a women neuroscientists

meeting at the Society for Neuroscience's annual

meeting.321 Approximately 30 to 40 female neu-

roscientists have gathered to hear NIMH staff

discuss the institute's program initiatives, pro-

grammatic and administrative issues related to

the NIH grant apphcation process, and issues on
training and career development for women in

the neiu'oscience.322

315 Ibid.

3ie Ibid.

317 Ibid.

318 Sherman L. Ragland, deputy associate director for Spe-

cial Populations, National Institute of Mental Health, HHS,
memorandum to associate director for Research on Minority

Health, HHS, through Jean L. Flagg-Newton, National In-

stitutes of Health, HHS, Jan. 21, 1999 (re: study of HHS by

the USCCR), attachment.

319 Ibid., p. 1.

320 Ibid.

321 Ibid.

322 Ibid.

In 1995 NIMH staff chaired a panel and pro-

vided technical assistance on grant writing at a

meeting held for HBCU faculty and organized by
faculty from Drew Medical University. ^23 The
meeting was part of the Second Annual Confer-

ence on Psychopathology, Psychopharmacology,

Substance Abuse, and Ethnicity. ^24 Also in 1995,

before the White House Conference on Aging,

NIMH staff presented keynote addresses at

three "mini conferences" sponsored by various

HBCUs—one by Paine College (in Augusta,

Georgia); another by a consortium of three

HBCUs in Atlanta, Georgia (including More-
house Medical School); and a third by the Asso-

ciation of Gerontology and Human Development
Programs in HBCUs.^25

NIMH staff have also provided technical as-

sistance on grant writing, study design, and
chnical research priorities to faculty at HBCUs,
in order to plan a joint research project between
Lincoln Cooperative Extension Service and the

University of Missoviri—'Kansas City.326 Simi-

larly, NIMH staff have lectured and participated

in the planning and agenda development activi-

ties of the Washington, D.C., Geriatric Educa-

tion Center, a consortium based at Howard Uni-

versity.327 In addition, NIMH's Office on AIDS
held a technical assistance workshop on grant

writing for six HBCUs.328

National Institute on Drug Abuse

Between 1994 andl998, National Institute on
Drug Abuse (NIDA) sponsored or cosponsored

several technical assistance meetings that tar-

geted underrepresented minority scholars to en-

courage them to pursue careers in substance

abuse research.329 For instance, throughout each

year, NIDA held its 2-day Special Populations

Research Development Seminars, which pro-

vided underrepresented minorities and women
with the essential tools and mentoring to design

323 Ibid.

324 Ibid.

325 Ibid.

326 Ibid.

327 Ibid.

328 Ibid., p. 2.

329 Alan I. Leshner, director, National Institute on Drug
Abuse, National Institutes of Health, HHS, NIDA, memo-
randum to John Ruffin, associate director for Research on

Minority Health, National Institutes of Health, HHS, Jan.

29, 1999 (re: study ofHHS by the USCCR).
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competitive research proposals in the drug abuse

sciences.33° Some of the themes of various semi-

nar series workshops from 1994 to 1998 included

women in chnical and behavioral research, mi-

norities in drug abuse, minority supplements

fellows training program, and violence research

among Hispanic populations. ^31 Each of these

meetings focused on research design and meth-

odology, scientific writing, the NIH peer review

process, and strategies to prepare and submit

grant apphcations.332 To date, NIDA has not as-

sessed or evaluated its Special Populations Re-

search Development Seminar Series but plans to

do so in the future.333

NIDA's Drug Abuse Research Technical As-

sistance Project (DARTAP) is another major

technical assistance initiative geared to in-

creasing the participation of minorities engaged

in drug abuse research.334 The Drug Abuse Re-

search Technical Assistance Program was
funded from 1994 to 1998 to provide technical

assistance to faculty/staff (all of whom had ter-

minal degrees) from 12 of the Nation's 88 4-year

HBCUs.335 Participants were selected based on

prior research experience, and represented

HBCUs such as Clark Atlanta University, Flor-

ida A&M University, Jackson State University,

South Carohna State University, and University

of Maryland—Eastern Shore.336 Technical assis-

tance was provided through several workshops;

telephone conference calls; and information on
NIDA programs, activities, and substance abuse

funding sources. 337 NIDA grantees also served as

mentors to DARTAP participants, to assist them
in developing research proposals.338

During the Drug Abuse Research Technical

Assistance Project program's third and fourth

years, numerous participants received NIDA
grants, as well as other government, and non-

governmental research grants.339 NIDA's as-

330 Ibid., p. 1.

331 Ibid., p. 2.

332 Ibid., p. 1.

333 Ibid., p. 2.

334 Ibid.

335 Ibid.

336 Ibid., attachment, figure I, "Institutions Participating in

TA Project September 1994-September 1998."

337 Ibid., pp. 2-3.

338 Ibid., p. 3.

339 Ibid.

sessment of the Drug Abuse Research Technical

Assistance Project program revealed that fac-

ulty/staff brought a "fresh perspective" to the

drug abuse field; were weU-connected to their

communities; and were concerned about minor-

ity rural youth's extent of drug use, youth's per-

ception of drug use risks, drug abuse prevention

among women, and other areas. 3^0 For future

similar technical assistance programs that tar-

get minority institutions, NIDA recommends
that seed money be provided to faculty/staff so

that they can obtain release time from their in-

stitutions to focus solely on grant appHcations;

that Federal minority initiatives that tap the

same faculty at HBCUs make efforts to coordi-

nate with one another, to enable faculty to "focus

on issues that affect the surrounding commu-
nity"; and that special consideration be given to

NIDA grant apphcations from HBCU fac-

ulty/staff so that they "become acchmated to

drug abuse research."34i

Occasionally, NIDA has sponsored meetings

that specifically address drug abuse research on
minority populations.3^2 Between 1994 andl998,

some of these meeting were titled: Drug Addic-

tion Research and Health' of Women, Drug
Abuse Research with Minority Populations:

Methodological and Theoretical Issues and Con-

cerns, The Development and Retention of Afri-

can American Investigators in Research Careers,

and Research Training Seminars for Hispanic

Researchers.343

National Institute on Alcohol Abuse and Alcoholism

Although the National Institute on Alcohol

Abuse and Alcoholism (NIAAA) has not done any
evaluations to track the progress of minorities'

and women's representation among alcohol

abuse researchers, the institute has held several

technical workshops and implemented several

other initiatives to help current minority and
women investigators and to encourage other mi-

norities and women to participate in the realm of

alcohol abuse research. 344 Some of the workshops

340 Ibid., attachment, "Assessment of DARTAP Project," pp.

1-2.

341 Ibid., attachment, "Assessment of DARTAP Project," pp.

&-€.

342 Ibid., pp. 3-4.

343 Ibid.

344 Enoch Cordis, director, National Institute on Alcohol

Abuse and Alcoholism, HHS, memorandum to John Ruffin,
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have provided "traditional technical assistance,"

and others have focused on research on alcohol

concerns related to women and minorities and
fostered the collaboration of minority institution

investigators and experienced researchers on
alcohol research projects.345 NIAAA has also de-

veloped one-on-one technical assistance pro-

grams and has designed a new program for

"distance learning" technical assistance.346

Traditional Technical Assistance Workshops. In

both October 1994 and 1995, NIAAA held work-

shops in Washington, D.C., to encourage poten-

tial grantees (of whom "a sizable number were

minority investigators") to apply for grants in

the areas of alcohol abuse and alcoholism.347 At
the 1995 workshop, topics focused on: (a) re-

search methodology issues, such as framing re-

search questions, statistical sampling, con-

structing models, analyzing resvdts, and cross-

cultural research concerns; (b) requirements in

preparing grant applications and accompanying

budgets; and (c) results from research studies

(one of which was on women and minorities)

conducted by NIAAA staff.348 NIAAA reported

that 7 of the 32 participants were members of

minority groups.349

A May 1996 technical assistance research

workshop in Washington, D.C., was held exclu-

sively for 21 potential minority investigators. 35o

Topics addressed were similar to those of the

October 1994 and 1995 workshops. 35i In addi-

tion, NIAAA staff led small group discussions to

guide the development of research appUca-

tions.352 Special attention was given to defining

research objectives and discussing research

methodology. 353

Alcohol Abuse Research Affecting Women and

Minorities. In November 1998, NIAAA held a 2-

day workshop to assess the status of women and

associate director for Research on Minority Health, National

Institutes of Health, HHS, Jan. 22, 1999 (re: study of HHS
by the USCCR), attachment.

345 Ibid., attachment, p. 1.

346 Ibid.

347 Ibid., attachment, p. 1.

348 Ibid.

349 Ibid.

350 Ibid.

351 Ibid.

352 Ibid.

353 Ibid.

alcohol problems and to develop an agenda for

revised priorities in health services research.354

Presentations covered issues such as the effect of

welfare reform on alcohol treatment for women,
pregnant medicaid recipients who abuse alcohol,

barriers to women in rural areas when seeking

alcohol services, and special concerns of older

women who have alcohol abuse problems. 355 Part

of developing an agenda on health services re-

search included NIAAA's appointing a panel of

experts to evaluate literature on issues such as

gender disparities in the types and course of

treatment and barriers confronted by women in

obtaining care (e.g., lack of child care, hmited
financial resources), and scheduling a roundta-

ble discussion for later in 1999 to identify the

"elements within women's lives" that should be

addressed in research and in treatment models
for women with alcohol problems. 356

NIAAA's Efforts to Collaborate with Minority In-

stitutions. In 1997 NIAAA held two workshops to

begin a network of minority investigators in the

areas of alcohol prevention/intervention re-

search, epidemiology of alcohol-related problems,

cultural issues, and AIDS. 357 The January work-

shop in Chapel Hill, North Carohna, covered en-

vironmental issues, alcohol-related social move-
ments in African American communities, and
strategies to develop and implement community-
based evaluation and research.358 The April

workshop in Los Angeles, Cahfornia, addressed

the epidemiology of alcohol dependence, alcohol

and violence, screening for alcohol abuse prob-

lems, and HIV/AIDS and alcohol.359

NIAAA's Efforts to Provide Technical Assis-

tance. For the past 3 years, NIAAA has made a

concerted effort to assist minority researchers in

developing competitive grant apphcations or re-

vising previous unsuccessful apphcations.360

One-on-one technical assistance has also been
provided to nonminority investigators interested

in researching the implications of alcohol abuse

problems among minority individuals. In some
cases, NIAAA funded its applicants' air trans-

354 Ibid., attachment, p. 2.

355 Ibid., attachment, pp. 1-2.

356 Ibid., attachment, p. 2.

357 Ibid., attachment, pp. 1—2.

358 Ibid.

359 Ibid., attachment, p. 2.

360 Ibid.
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portation for them to meet their NIAAA mentors

in person.361

NIAAA is also estabHshing the Alcohol Re-

search Mentoring Research System, which is a

"learning program" to assist potential investiga-

tors not affihated with "mainstream alcohol re-

search centers."362 The program will be directed

by an 8A contractor; and assistance will be pro-

vided via e-mail and telephone.^^s NIAAA has

distributed information about the mentoring

system to alcohol research organizations exphc-

itly to sohcit ethnic minority apphcants.364

National Heart, Lung, and Blood Institute

Between 1994 and 1998, National Heart,

Lung, and Blood Institute (NHLBI) assessed two

of its minority training programs. Short-term

Training for Minority Students Program
(STMSP) and Research Supplements for Under-

represented Minorities Program, to make pro-

gram modifications or develop new programs

based on the outcome of the assessments.^^^ The
short-term program is actually a 5-year oppor-

tunity that gives institutions broad latitude in

the development and implementation of pro-

grams geared to increasing the number of mi-

nority students pursuing careers in the biomedi-

cal and behavioral sciences.^^^ The evaluation

revealed that the STMSP is one of several pro-

grams that has stimulated many universities

and foundations to make efforts to increase in-

terest and participation of minority individuals

in the biomedical and behavioral sciences. ^^'^

However, the NHLBI acknowledges that con-

tinuing to reduce the shortage of qualified mi-

nority researchers and increasing the overall

number of minorities pursuing biomedical and
behavioral sciences require the implementation

and rephcation of effective training programs.^^^

3ei Ibid.

362 Ibid.

363 Ibid.

364 Ibid.

365 Claude Lenfant, director, National Heart, Lung, and
Blood Institute, HHS, memorandum to John Ruffin, associ-

ate director for Research on Minority Health, National Insti-

tutes of Health, HHS, Jan. 19, 1999 (re: study of the HHS by
the USCCR).

366 Ibid., p. 1.

367 Ibid.

368 Ibid.

Overall, facility and staff at participating insti-

tutions beheve that enhancing trainees' knowl-

edge of typical research duties is the primary
strength of the STMSP, followed closely by out-

comes such as improving the trainees' research

skills and vmderstanding of the educational re-

quirements for science research careers, and in-

forming trainees of the range of positions in the

biomedical field.^^a

In FY 1998, NHLBI analyzed its minority

supplements program. ^'^o The mission of

NHLBI's Research Supplements for Underrepre-

sented Minorities Program is to "increase the

number of highly trained underrepresented mi-

nority individuals whose basic or clinical re-

search interests are grounded in the advanced
methods and experimental approaches needed to

solve problems related to cardiovascular, pulmo-

nary, and blood health and diseases; transfusion

medicine; and sleep disorders."^''^ The funds are

disseminated to currently funded grantees so

that they can recruit and train underrepresented

minority high school, undergraduate, and
graduate students; postdoctoral fellows; and fac-

ulty and research staff. ^''^

Between 1995 and 1996, the institute held

two technical assistance workshops to assist pro-

spective minority grantees in preparing appHca-

tions for research funds.3^3 At the June 1995

workshop, more than 100 individuals who had
"active or recent minority supplements" as in-

vestigators, postdoctoral fellows, or graduate

students attended.3^4 The workshop held ses-

sions on planning a research career, the role of

mentors in research careers, the likehhood of

NHLBI grant support, a critique of NHLBI mi-

nority supplements program, and non-NIH
sources of research funds. ^''^

NHLBI's September 1996 workshop was co-

sponsored with NIH's Office of Research on Mi-

nority Health.^'^ Panel topics included targeting

and improving diversity in biomedical research,

developing partnership guidehnes, assessing

369 Ibid.

3TO Ibid.

371 Ibid.

372 Ibid.

373 Ibid., p. 2.

374 Ibid.

375 Ibid.

376 Ibid.
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current collaborative partnership programs, and
determining how existing NIH programs can

enhance partnership development.^'^'' Handouts
covered subjects such as NHLBI-supported Na-
tional Research Service Award Training pro-

grams; other NHLBI grant and career training

programs; sources of non-Federal support for

heart, Ivuig, and blood research; and a directory

of minority-serving institutions. ^'^s

National Institute of Arthritis and Musculoskeletal

and Skin Diseases

On April 16, 1996, in conjunction with the

National Institute of Arthritis and Muscu-
loskeletal and Skin Diseases' (NIAMS) 10th an-

niversary, the institute held a workshop on the

NIH main campus for NIAMS-supported under-

represented minority scientists. ^'^s Topics cov-

ered included career challenges faced by minor-

ity scientists, mentoring and networking in ca-

reer development, various grant opportunities

that are appropriate during different career

stages, and private sources of research funds.^^o

The majority of the conference's 33 participants

were black, Hispanic, Native American, and
Asian American and Pacific Islander graduate

students, postdoctoral fellows, and investiga-

tors.^si

National Institute of Diabetes and Digestive

and Kidney Diseases

Since 1994, the National Institute of Diabetes

and Digestive and Kidney Diseases (NIDDK) has

conducted and assessed a few research programs
geared to minority and women researchers and
teachers.382 For instance, between October and
November 1994, NIDDK sponsored a Special

Topics in Biotechnology course for District of

377 Ibid.

378 Ibid.

379 Stephen I. Katz, director, National Institute of Arthritis

and Musculoskeletal and Skin Diseases, HHS, memoran-
dum to John Ruffin, associate director for Research on Mi-

nority Health, National Institutes of Health, HHS, Jan. 21,

1999 (re: study ofHHS by the USCCR), attachment.

380 Ibid., p. 1.

381 Ibid., attachment, pp. 14-20.

382 Phillip Gordon, director. National Institute of Diabetes

and Digestive and Kidney Diseases, National Institutes of

Health, HHS, memorandum to John Ruffin, associate direc-

tor for Research on Minority Health, National Institutes of

Health, HHS, Jan. 21, 1999 (re: study of HHS by the

USCCR, attachments) (hereafter cited as NIDDK memo).

Columbia pubUc school teachers. ^^3 Some of the

scientific goals of the workshop included learn-

ing the fundamental concepts of immunology,
about the production and characterization of an-

tibodies, and how vaccines are developed, tested,

and used. ^8"*

NIDDK has also held several technical assis-

tance workshops at professional associations and
meetings and research forums at universities. ^ss

For instance, in March 1997, NIDDK sponsored

the National Hispanic Medical Association's first

annual conference.^86 Conference presentations

included the changing health care environment

facing Latino communities, corporatization of

health care, and the medical management of La-

tino patients. 387 In July 1997, at a 3-day confer-

ence of the Society for the Advancement of Chi-

canos and Native Americans in Science, a repre-

sentative of NIDDK gave the institute's perspec-

tive of peer review issues affecting apphcants

and reviewers.388

In August 1998, NIDDK participated in the

NIH/National Medical Association (NMA) An-
nual Symposium of the NMA Annual Convention

and Scientific Assembly.389 The NIH-NMA part-

nership addresses health issues that affect mi-

nority popvdations and provides a platform to

address issues related to the President's initia-

tive to reduce the disparities in minority health

status. 390 The 1998 symposium addressed three

areas: the potential benefits of "practiced-based

research" for black physicians and patients,

383 HHS, National Institutes of Health, National Institute of

Diabetes and Digestive and Kidney Diseases; District of

Columbia Public Schools; and Foundation for Advance Edu-

cation in the Sciences, Inc., Special Topics in Biotechnology

Course Report, Oct. 22-Nov. 17, 1994, p. 1.

384 Ibid., p. 3.
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386 Elena Rios, National Hispanic Medical Association, letter

to Rose Pruitt, National Institute of Diabetes and Digestive

and Kidney Diseases, National Institutes of Health, HHS,
June 1, 1997 (re: appreciation of NIDDK's sponsorship of the

National Hispanic Medical Association's first annual confer-

ence), attachment.
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389 NIDDK memo, attachment, "NIH/NMA Symposium of

the National Medical Association Annual Convention and
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390 Ibid., p. 1.

149



strategies to track the emergence of hepatitis C
among the black community, and opportunities

for NIH funds in biomedical research.^^i In No-

vember 1998, NIDDK participated in Temple
University's Minority Trainee Research Fo-

rum.392 Between 1994 and 1998, NIDDK also

held technical assistance workshops at annual

meetings of the following organizations: Ameri-

can Indian Science and Engineering Society, As-

sociation of Minority Health Professions Schools,

Hispanic Association of Colleges and Universi-

ties, and the National Council of La Raza.^^^

National Cancer Institute

The National Cancer Institute's (NCI) Office

of Special Populations Research, located in the

Office of the Director, is responsible for coordi-

nating cancer research related to minorities,

women, and other "special populations."^^'* The
Office of Special Populations Research and other

NCI divisions and offices have sponsored techni-

cal assistance meetings and workshops and
training programs geared to engaging minorities

and women in cancer research.^^s For instance,

the Comprehensive Minority Biomedical Pro-

gram (CMBP) has eight types of training awards
and fellowships (predoctoral to chnical investiga-

tor) to broaden participation in cancer-related

research and training activities by minorities,

people with disabihties, and individuals aiming

to reenter the cancer research field. ^96 The pro-

gram also attempts to assist cancer treatment

programs in reaching minorities and other his-

torically underserved populations.^^^

In Jvdy 1998, as part of the CMBP, the Office

of Special Populations Research, in conjunction

391 Ibid.

392 Moses L. Williams, director of Admissions, Temple Uni-

versity School of Medicine, letter to Rose E. Pruitt, National

Institute of Diabetes and Digestive and Kidney Diseases,

National Institutes of Health, HHS, Nov. 12, 1998 (re: Mi-

nority Trainee Research Forum).

393 NIDDK memo, attachment, "NIDDK Federal Assistance

Programs."

^S'l Barbara Bonaparte, program specialist, Office of Special

Populations Research, National Cancer Institute, HHS,
memorandum to John Ruffin, associate director for Research

on Minority Health, National Institutes of Health, HHS,
Feb. 1, 1999 (re: study of HHS by the USCCR), attachments
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395 Ibid.

396 Ibid., pp. 2-3.
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with the Division of Cancer Prevention, Early

Detection Branch, sponsored a 2-day workshop
titled Participation of Women and Minorities in

Chnical Cancer Research.^^s Regional chnical

trials and special minority issues, as well as rec-

ommendations to the NCI, were addressed.^^s

The work session on regional chnical trials cov-

ered issues, such as regional and local barriers

faced by minority communities (e.g., economic,

cultural. Lifespan), strategies to overcome the

barriers, cultural attitudes related to informed

consent, and additional research needs.^°°

In addition, NCI's Division of Cancer Preven-

tion and Control designed and supports the Mi-

nority-based Community Chnical Oncology Pro-

gram. ^oi This initiative aims to: (a) provide sup-

port to expand chnical research in minority

community settings; (b) implement the most re-

cent cancer prevention, control, treatment, and
research techniques in minority communities; (c)

encovirage primary health care providers and
other speciahsts to conduct cancer prevention

and control studies; and (d) estabfish an opera-

tional base for extending cancer prevention and
control, to reduce cancer incidence, morbidity,

and mortahty in minority populations.^o^

The Office of Special Populations Research

sponsors the National Black Leadership Initia-

tive on Cancer, which aims to: (a) convene com-

munity leaders in building new and maintaining

existing community cancer control coahtions; (b)

address barriers that hmit blacks' access to

quahty cancer prevention, control, and treat-

ment services; (c) improve minorities' knowledge

of and attitude toward prevention and early de-

tection of cancer; and ultimately (d) reduce can-

cer incidence and mortality rates and increase

the survival rates among black individuals.^^^

In December 1997, NCI held an Asian Ameri-

can/Pacific Islander Workshop to address and
assess cancer concerns and needs of the AAPI
community .404 Strategies and models for cancer

398 Ibid., attachment 1, "Participation of Women and Minori-

ties in Clinical Cancer Research Workshop," July 13-14,

1998, Workshop Agenda.

399 Ibid., pp. 1-2.

400 Ibid., agenda for July 14, 1998, Work Session #2, p. 2.

401 NCI memo, p. 4.

402 Ibid.

403 Ibid, attachment 2, "Minority Based CCOPS Workshop:

Principal Investigators," Sept. 14, 1998, Workshop Agenda.

404 Ibid., p. 5.
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prevention and control as well as cancer re-

search were presented. '•"^ On October 9, 1998,

NCI convened physicians, scientists, and com-
munity health advocates to hold its first Na-
tional Clinical Trials and Asian American
Women Summit. The aim was to: (a) determine

the extent of and increase Asian American
women's participation in cHnical trials; (b) ad-

dress factors that affect chnical trial participa-

tion (e.g., cultviral views, economic barriers, and
ethnic responses to medications and treatments);

and (c) develop recommendations to increase the

involvement of Asian American women in all

aspects of cUnical trial research and implemen-
tation.406

National Institute on Deafness

and Other Communication Disorders

In 1994 the National Institute on Deafness

and Other Communication Disorders (NIDCD)
established a partnership with NIH's Office of

Research on Minority Health to address the un-

derrepresentation of minorities, women, and
hearing-impaired persons in the sciences, and to

provide training opportunities to students, fac-

ulty, and administrators from institutions his-

torically underrepresented in research.^o'^ Be-

tween 1994 and 1997, 65 individuals partici-

pated in almost 100 training opportunities that

lasted from a few weeks to more than a year.

Most of the opportunities focused on basic, chni-

cal, and epidemiological research; but some fo-

cused on pohcy and administrative issues and
scientific writing.'*"^

NIDCD claims that the partnership program
is unique because of the flexible timing options,

participants' eHgibihty to receive multiple

training, and customized experiences to fit par-

ticipants' needs and goals. Candidates have been

selected from a pool of several HBCUs in the

^os Ibid., attachment 5, "NCI Meeting on Asian Ameri-

can/Pacific Islanders (A/PI) Cancer Concerns," Dec. 4—5,

1997, Workshop Agenda.

^ofi Ibid., p. 5, and attachment 4, "The National Clinical Tri-

als and Asian American Women Summit," Oct. 9, 1998,

Agenda.

^"^ David Kerr, National Institute on Deafness and Other

Communication Disorders, HHS, memorandum to associate

director for Research on Minority Health, National Insti-

tutes of Health, HHS, Jan. 13, 1999 (re: study of HHS by the

USCCR), attachment. Future, Mar. 13, 1998, executive

summary, p. 1.

408 Ibid., attachment, p. 1.

Atlanta, Georgia, area and four other universi-

ties, including Gallaudet University, a 4-year

hberal arts college for hearing-impaired stu-

dents, and the University of Puerto Rico, which
serves large concentrations of underrepresented

individuals.'*''^

In September 1997, NIDCD held a 2-day

meeting to explain the justification for and the

goals and outcomes of the partnership pro-

gram.^^o The second day of the meeting focused

on addressing program hmitations and recom-

mendations for improvement.^!! Some of the

concerns raised were about NIDCD's small size,

which Hmits the number of trainees to be ac-

commodated at any one time; certain underrep-

resented populations not being included in the

program; and the lack of sufficient mentoring
skills in some supervisors.^^^ Recommendations
focused on the need for the partnership program
to better target Native Americans, hearing-

impaired individuals, and Chicano and Cuban
groups, and to expand types of training opportu-

nities to include neuroscience, physiology, bio-

medical engineering, and appHed math.^^^

National Institute of Dental and Craniofacial Research

The National Institute of Dental and Cranio-

facial Research's (NIDCR) Division of Extramu-
ral Research has held several technical assis-

tance workshops to educate faculty members
interested in the NIH research grants process

about the need for more minority investigators

in oral health research.'*!^ For instance, in April

1996, NIDCR's Division of Extramiiral Research,

in conjunction with the Regional Research Cen-

ters for Minority Oral Health, held a workshop,

to address funding opportunities for new inves-

tigators, strategic approaches to completing

409 Ibid., attachment, pp. 1, 10.

410 Ibid., attachment, p. 3.

411 Ibid., attachment, p. 4.

412 Ibid., attachment, p. 15.

413 Ibid., attachment, p. 16.

414 Lorrayne W. Jackson, diversity program specialist. Divi-

sion of Extramural Reassert, National Institute of Dental

Research, HHS, memorandum to Jean L. Flagg-Newton,

National Institutes of Health, HHS, January 1999 (re: study

of HHS by the USCCR), attachment (hereafter cited as

NIDCR, response to information request).
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grant applications, and sources of NIDCR's re-

search funds.4^5

In January 1998, the institute's National Ad-
visory Dental Research CouncU held a 2-day

meeting to address issues such as: (a) the

"explosion" of technical/scientific and substance

information and statistical data available to the

pubUc and dental researchers; (b) the allocation

of funds to NIDCR's four Oral Health Research

CHnical Care Centers; and (c) the Surgeon Gen-

eral's report on oral health.^i^ The council men-
tioned that the dearth of student training oppor-

tunities in chnical investigations, the lure of

more lucrative careers, and concerns about how
repaying loans hinder the growth of the Nation's

"new generation of scientists," and also deter

minorities and women from entering dental and
medical careers. '^^'^

In July 1998, the NIDCR Division of Extra-

mural Research sponsored a grant-writing work-

shop specifically for facvdty recipients of the

NIDCR's Research Supplements for Underrepre-

sented Minorities program and members of the

Hispanic Dental Association.^^^ At a 1-day Octo-

ber 1998 conference, 36 NIDCR grantees pre-

sented their research findings, many of which
focused on minority populations.^^^

National Institute on Aging

In 1991 the National Institute on Aging (NIA)

initiated a Summer Institute in Research on Mi-

nority Aging to focus on research issues relevant

to minority populations and recruit minority

participants.420 jn 1994 this institute merged

"•15 Ibid., attachment, "Introduction to Grantsmanship
Workshop," Apr. 11, 1996, Meeting Agenda.

41S HHS, National Institutes of Health, National Institute of

Dental and Craniofacial Research, "Minutes of the National

Advisory Dental Research Council," Jan. 20-21, 1998, pp. 1-

6, accessed at <http://www.nidcr.nih.gov/discover/nadrc/

nadrcl98.htm>.

41' Ibid., p. 7. The president of the Dana Farber Cancer Cen-

ter claimed that financial assistance is needed to support

dental students, whose indebtedness on completing their

professional training exceeds that of medical students. Ibid.

''18 NIDCR, response to information request.

419 Ibid, attachment; HHS, National Institutes of Health,

National Institute of Dental Research and Regional Re-

search Centers on Minority Oral Health, Oct. 19, 1998, Con-

ference Agenda.

420 "The Brookdale Foundation/National Institute on Aging
Summer Institute on Aging Research, Report to the Brook-

dale Foundation," undated, p. 3 (hereafter cited as NIA
memo). See J. Taylor Harden, assistant to the director for

with a multidisciplinary summer institute on
aging. The expanded summer institute's cur-

riculum includes issues relevant to minority ag-

ing research and the recruitment and retention

of minority subjects in chnical trials. ^21 Con-

certed efforts are made so that adequate num-
bers of minority scientists participate in the in-

stitutes.422

Overall, the Summer Institute on Aging Re-

search aims to: (a) recruit "emerging scientists"

into aging research; (b) discuss innovative

teaching methodologies and identify scientific

questions relevant to aging research; (c) stimu-

late multidisciphnary research and a team ap-

proach to resolving complex questions in aging

research; and (d) foster the independence of

emerging scientists by providing information

relevant to NIH funding.423 According to the di-

rector of the University of Minnesota School of

PubUc Health's Institute for Health Services Re-

search, the NIA Summer Institute provides an
impetus for minority scientists, who have nu-

merous career options, to enter into aging re-

search.424 In 1997, 20 percent of the institute's

participants were racial/ethnic minorities.'*25

Between 1994 and 1998, NIA partnered with

NIH's Office of Research on Minority Health to

hold technical assistance workshops.426 For in-

stance, in November of 1994 and 1995, NIA held

workshops specifically for minority investigators.

The 1998 workshop addressed the programs of

NIH's Office of Research on Minority Health.427

Special Populations, National Institute on Aging, HHS,
memorandum to John Ruffin, associate director for Research

on Minority Health, National Institutes of Health, HHS,
Jan. 20, 1999, (re: study ofHHS by the USCCR).

421 NIA memo, p. 3.

422 Ibid.

423 Ibid., p. 5

424 Rosalie Kane, director. Institute for Health Services Re-

search, School of Public Health, University of Minnesota,

memorandum to Brookdale Foundation Board of Directors,

Nov. 5, 1997 (re: Brookdale/NIA Summer Institute), p. 1

(hereafter cited as Kane, Brookdale/NIA Summer Institute

Memo).

425 Ibid., p. 1.

426 NIA memo.

427 HHS, National Institutes of Health, National Institute on

Aging, "Technical Assistance Workshop for Minority Inves-

tigators," Nov. 1-2, 1995, Workshop Agenda.
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National Institute of Nursing Research

The National Institute of Nursing Research

(NINR) has sponsored several technical assis-

tance workshops, and has developed, supported,

and collaborated in several projects geared to

furthering and pubhcizing research talents in

women and minorities.'^^s For instance, in both

1994 and 1998, NINR participated in national

conferences of the Society for Advancement of

Chicanos and Native Americans in Science. ''^s

Overall goals of the 1998 conference were to: (a)

estabUsh nationwide networks among students,

educators, and professionals who are actively

engaged in increasing the representation of mi-

norities in science and health teaching and re-

search; (b) mentor undergraduate and graduate

students through workshops, summer programs,

and other internships; (c) hold symposia to in-

form participants on the most recent research

endeavors in science and health; and (d) provide

a forum for Nobel laxoreates and other notable

scientists and health professionals to share their

research and career experiences.'^^o

During the 1998 conference, NINR supported

several technical workshops, including work-

shops on writing apphcations for graduate school

and for research grants. "^^^ The objectives of

these workshops were to enable undergraduate

students to assess their options and make in-

formed decisions about graduate and medical

school and to develop strategies to help balance

the demands of a medical/scientific career with

family and personal responsibihties. A third ob-

jective was for aU conference participants to un-

derstand the current trends in science and
mathematics research and education.'*32

In conjunction with NIH's National Institute

on Aging and the Office of Research on Minority

Health, NINR supported a technical assistance

workshop at a meeting of the Gerontological So-

ciety of America in 1997.^33 NINR specifically

supported the presentations by a panel of lead-

^^s Patricia Grady, National Institute of Nursing Research,

National Institutes of Health, HHS, memorandum to associ-

ate director for Research on Minority Health, National Insti-

tutes of Health, HHS (re: study of HHS by the USCCR),
attachment.

"29 Ibid., p. 1.

i^o Ibid., attachment.

431 Ibid.

•*32 Ibid., attachment.

433 Ibid., p. 1.

ers from several organizations, such as the Na-
tional Association of Asian American and Pacific

Islander Nvirses, National Association of His-

panic Nurses, and National Black Nurses Asso-

ciation, that focused on minority health concerns

and strategies to recruit minorities into nurs-

ing.434

During FY 1998, results from a major NINR
research effort. Extending Advances in Cardio-

vascular Risk-Factor Management to Special

Populations, included black males' reduced risk

of cardiovascular disease.^ss NINR has also

sponsored the research efforts of minority inves-

tigators to study issues such as the health status

of elderly African American women and African

American elderly and long-term care facilities.^36

NINR staff have also obtained external funds to

conduct their own research on health issues con-

cerning women and minorities, such as the effect

of breast cancer on elderly black women, cultur-

ally sensitive treatment of HIV in Mexican
Americans, and determinants of recovery from

hip fracture. *37 The director of NINR informed

the Commission that the Nursing Center en-

gages in other activities related to minority in-

vestigator development and minority health care

research through its technical assistance, pubU-

cations and other dissemination activities, and
outreach endeavors.^38

National Center for Research Resources

Since 1994, the National Center for Research

Resources (NCRR) has not completed any
evaluations or reports on federally assisted pro-

grams aimed at women or minorities.'*39 How-
ever, NCRR is in the process of evaluating its

Research Centers in Minority Institutions Pro-

gram and the Research Infrastructure in Minor-

ity Institutions Program.^^o In October 1998,

NCRR collaborated with NIH's National Insti-

tute of Neurological Disorders and Stroke and

434 Ibid.; attachment, p. 2.

435 Ibid., pp. 1-2.

436 Ibid., p. 2.

437 Ibid.

438 Ibid.

439 Judith L. Vaitukaitis, director, National Center for Re-

search Resources, National Institutes of Health, HHS,
memorandum to John Ruffin, associate director for Research

on Minority Health, National Institutes of Health, HHS,
Jan. 25,1999 (re: study ofHHS by the USCCR), attachment.

440 Ibid.
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the Office of Research on Minority Health, to

sponsor a 2-day workshop on speciaUzed neuro-

science programs at minority institutions.^^^

NCRR's Extramural Research Facilities Con-

struction (ERFC) program is targeted to Centers

of Excellence, which serve minority populations.

Members of the Centers for Excellence commu-
nity attended a December 1998 workshop that

provided information on grantsmanship for the

ERFC program.442

Warren G. Magnuson Clinical Center

NIH's Warren G. Magnuson CUnical Center

is engaged in meeting Federal goals for improv-

ing health care research for women and minori-

ties. While the chnical center is not mandated to

provide research grants, the chnical research

hospital of NIH sponsors programs specifically

designed to train culturally competent health

care practitioners and researchers, as weU as to

actively recruit women and minorities into chni-

cal research trials. 4'*^ For example, the chnical

center was instrumental in estabhshing two pro-

grams for training chnical researchers. The In-

troduction to Principles and Practices of Chnical

Research and the Chnical Center/Duke Univer-

sity collaborative covirse titled Training Program
in Chnical Research both include substantive

curricula on the inclusion of women and minori-

ties in research trials.'*^^

In 1996 the chnical center recognized the

need to recruit patients for chnical protocols. To
meet this goal, the Patient Recruitment and
Pubhc Liaison Office (PRPL) was estabhshed.

PRPL provides a variety of outreach and re-

cruitment activities funded in part through a

grant from the Office on Research for Minority

Health. The PRPL recruits for current institutes'

protocols to ensure diversity in patient enroll-

ment. Recruitment for clinical research studies

on diseases that are prevalent in minority com-

munities helps draw minority study participants

to the chnical center.^^^ In addition to developing

multicultural visual and print materials, the

PRPL has convened a Minority Community

Leadership working group to assist in reaching

local minority populations.'*'*^

A diverse group of chnical center employees

has participated in media presentations and
staffed conference exhibits aimed at reaching

minority communities. These outreach activities

include contact with medical commvmities and
representatives from African American, His-

panic, and Native American populations. The
continued outreach serves to educate the minor-

ity population about the value of participating in

chnical research as well as to promote NIH pro-

grams to minority health care providers.^'*''

Fogarty International Center

NIH's Fogarty International Center (FIC)

sponsored and cosponsored several technical as-

sistance workshops from FY 1994 to FY 1998.4'*8

In November 1994, the FIC in conjunction with

NIH's Office of Research on Minority Health

held a 2-day networking meeting to discuss the

Minority International Research Training (MIRT)

program's preliminary year.^^^ Undergraduate

and graduate students and faculty who partici-

pated in the first MIRT program discussed their

experiences.450 At the MIRT program's Decem-
ber 1995 meeting, the associate director of NIH's

Office of Research on Minority Health discussed

opportunities for minorities in science and mi-

nority health issues.'*^! At a January 1996 MIRT
networking meeting, the ORMH associate direc-

tor for research again addressed the visions of

the MIRT program, and participants gave prog-

ress reports and early self-assessments from

MIRT's first 2 years.^sz

441 Ibid.

442 Ibid., attachment

443 Kirschstein letter, attachment, p. 3.

444 Ibid.

445 Ibid.

446 Ibid.

447 Ibid.

448 Gerald T. Keutsch, director, Fogarty International Cen-

ter, National Institutes of Health, HHS, memorandum to

John Ruffin, associate director for Research on Minority

Health, National Institutes of Health, HHS, Jan. 20, 1999

(re: study ofHHS by the USCCR), attachments.

449 HHS, National Institutes of Health, Fogarty Interna-

tional Center for the Advanced Study in the Health Sci-

ences, Minority International Research Training Program
Network Meeting, Nov. 3 and 4, 1994, Agenda.

450 Ibid.

451 HHS, National Institutes of Health, Fogarty Internationjd

Center for the Advanced Study in the Health Sciences, Mi-

nority International Research Training Networking Meeting

Planning Conference, Dec. 7, 1995, Meeting Agenda.

452 Ibid.
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Health Care Financing Administration

Although most operating divisions have es-

tabhshed offices of minority health, the Health

Care Financing Administration (HCFA) has cho-

sen not to do so. Nor has an office of women's

health been estabhshed. Instead, individuals

have been assigned to perform some of the roles

a potential office would have. HCFA has imple-

mented or collaborated on a few effective pro-

grams, and in FY 1998, it allocated $950,000 for

minority health activities, as well as other re-

sources to support minority initiative s.'^^s

Minorities Beneficiaries Wori( Group

HCFA formed the Minorities Beneficiaries

Work Group in 1996; it includes representatives

from the various components within HCFA.
HCFA management decided that the different

HCFA components, including HCFA centers,

regional offices, and consortiums, would imple-

ment the six initiatives as they fall under their

respective missions and structures. '*54 HCFA
management beheved that this approach would

be better than estabhshing a centrahzed office.

All HCFA components would participate in the

process and share the responsibihty for minority

projects.455

Women's Health Liaison

In 1998 the chief medical officer in HCFA's
Office of Strategic Planning was assigned to

women's issues part-time, as the women's health

hai8on.456 The women's health Uaison admits

that her role is in the developmental stage. She

has no policymaking authority and sees her role

•63 Ramon Suris-Fernandez, director, Office of Equal Oppor-

tunity and Civil Rights, Health Care Financing Administra-

tion, HHS, memorandum to Frederick D. Isler, assistant staff

director for Civil Rights Evaluation, USCCR, Jan. 29, 1999 (re:

response to information request), attachments, p. 1 (hereafter

cited as HCFA, Response to Information Request).

*^* Richard Bragg, Office of Strategic Planning, Health Care

Financing Administration, HHS, telephone interview, Mar.

25, 1999, p. 2 (hereafter cited as Bragg interview).

^55 Pam Gentry, senior advisor to the administrator on Spe-

cial Initiatives, Health Care Financing Administration,

HHS, telephone interview, Apr. 8, 1999, p. 1 (hereafter cited

as Gentry interview).

456 Marsha Davenport, women's health liaison, Health Care

Financing Administration, HHS, telephone interview, Mar.

25, 1999, p. 1 (hereafter cited as Davenport interview).

as an "advisor," who is gaining expertise in initi-

ating projects and grants at HCFA.^s?

Currently, there is no other staff assigned to

the area, and no budget for carrying out the co-

ordinator's responsibnities.'*58 The women's
health Haison attributes her limited responsibih-

ties and resources to the lack of administrative

and managerial support for a strong women's
health component at the agency. '*59

In 1998 the women's health Uaison created a

Women's Health Workgroup at HCFA that in-

cludes representatives from the operating divi-

sion's components, including its consortiums and
regions. "^^o The group meets monthly to share

ideas and set a course of action for women's
health initiatives. ^^^ Currently, the Uaison rep-

resents HCFA on departmental committees af-

fecting women's issues, chairs the HCFA work
group on women, and is HCFA's women's repre-

sentative or Uaison with other operating divi-

sions and HHS offices.^sz She estimates that, on
average, she spends about one and a half days a

week performing duties as the women's health

Uaison. Her duties usuaUy include conducting

the monthly meetings with the HCFA work
group, attending meetings with other depart-

mental/HCFA staff, preparing speeches on
women issues for the administrator, and doing

some research on women's issues. However, she

notes that her research on women's issues usu-

aUy is related to her regvdar duties.^^^

The women's health Uaison stated that al-

though she serves on departmental committees

and meets with other HHS offices, she had never

heard of the HHS Office for Civil Rights until

she received information on the Commission's

health care study.'*^'* She also stated that she

does not work regularly with any other civil

rights offices or staff.^^s

According to the women's health Uaison, HCFA
has a huge data system, particvdarly with re-

457 Ibid., pp. 1-2.

•68 Ibid. Dr. Davenport is the only minority female physician

currently employed at the agency.

459 Ibid., p. 2.

«o Ibid., p. 1.

461 Ibid.

462 Ibid., pp. 1-2.

463 Ibid., p. 2.

464 Ibid., p. 3.

465 Ibid., p. 2.
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spect to medicaid and medicare information. She

said there is great potential in using the data in

developing women and minority health issues,

but no indepth analysis of the data is being

done.46^ Whatever statistics are provided on the

use of services by women are generated from

HCFA's budget office. Often the women's health

Uaison does not receive the computer document
directly from that office.^^'' She said the potential

to enhance women's health issues at HCFA,
through data analysis and research initiatives

and projects, is hampered due to lack of real

managerial support or commitment to include

women's health issues as a top priority or to ex-

pand women's health perspectives or concerns at

the agency.468

Women's Health Initiative

In 1997 HCFA released a report to educate

the pubHc and the health care community about

mammography services covered by medicare and

to encourage women to use these services. "^^^

Based on medicare data, the report presents

three major findings: Only 39 percent of women
aged 65 or older received mammograms during

1994-95; African American women had lower

mammography rates than white women; and the

use of mammography decreased substantially

with age.'*'o However, there is a paucity of addi-

tional HCFA projects related to women's issues.

Minority Health Coordinator

The minority health coordinator, in the Office

of Strategic Planning, is assigned full time to

that office's minority projects. His activities have

centered on enhancing the participation of

HBCUs and implementing the Hispanic Agenda
for Action, with some activities to promote cul-

^66 Ibid., p. 3. See also HCFA, Response to Information Re-

quest, Q. 15, the Enrollment Data Base (EDB) Race and
Ethnicity Update. The EDB is HCFA's database for medi-

care beneficiary enrollment information. It is the authorita-

tive source for medicare beneficiary information, entitle-

ment, etc. The EDB has information on all medicare benefi-

ciaries. HCFA, Response to Information Request, attach-

ment: Directory of Minority Health and Human Services

Data, September 1995.

^^"^ Davenport interview, p. 3.

468 Ibid., p. 3.

469 HHS, Health Care Financing Administration, 1994-1995

Mammography Services Paid By Medicare; State and
County Rates, October 1997.

4TO Ibid.

tural competence and highlight race initiatives.

The minority health coordinator said that he
thinks his role is informal and that he is not a

senior staff person who can make poUcy .^''^

Minority Health Initiatives

In 1998 HCFA announced the availability of

funds under its program to encourage Hispanic

investigators to conduct health services re-

search. Hispanic researchers would become in-

volved in the research projects that address

health care issues such as financing, dehvery,

and access, as well as barriers affecting the

health care of Hispanic American communi-
ties. 4'72 Currently, almost 40 Hispanic institu-

tions have been contacted by HCFA for grants

and technical assistance.^'s

Senior Advisor on Special Initiatives

In January 1999, the administrator of HCFA
appointed a senior advisor to the administrator

on special initiatives.^'^'* The senior advisor

serves as both the coordinator and Haison be-

tween the Office of the Administrator and the

HCFA components that implement the minority

initiatives. She chairs the HBCU initiative and
is a representative on the Department Minority

Initiative Coordinating Committee. She also

chairs the informal committee of HCFA staff

who are responsible for implementing the initia-

tives within their respective components.

The senior advisor beheves the strategy used

in implementing the initiatives at HCFA is

fragmented.^'^^ For example, the senior advisor

for the Asian American/Pacific Islander initia-

tive is in Boston, the senior advisor for the

American Indian/Tribal Colleges and Universi-

ties initiative is in Denver, the senior advisor for

the Race initiatives is in Atlanta, and the senior

advisor for the HBCUs is in Baltimore. The ad-

ministrator's senior advisor meets monthly with

471 Bragg Interview, pp. 2-3.

472 HHS, Health Care Financing Administration, Office of

Strategic Planning, "Announcement: 1998 Hispanic Health

Care Services Research Program," undated.

473 HCFA, Response to Information Request, attachment:

"Organizations and Groups Contacted by HCFA to Receive

Health Services Grant Opportunities, Technical Assistance,

Conference Information and Outreach Activities."

474 Gentry interview, p. 1.

475 Ibid., p. 2.
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the other staff senior advisors.^^e According to

the administrator's senior advisor, at this time

there is no support for a central office by the

agency's administration.*''' The senior advisor is

overwhelmed trying to keep up with all the mi-

nority activities and noted that she is not aware

of everything that is being done in this area.^'s

Minority Initiatives

In 1995 the HHS Office of Minority Health

and HCFA entered into an interagency agree-

ment to operate three regional training centers

for HBCUs to enhance the opportunities for

these institutions to receive Federal funds and to

facihtate HHS and HBCU working relation-

ships.*''^ As part of the agreement, HCFA agreed

to transfer $500,000 to the OMH and to partici-

pate in training sessions to be held for HBCUs
that have an interest in competing for HCFA
funds.*8° HCFA also initiated a technical assis-

tance program on the access and use of medi-

care/medicaid data by HBCUs. The purpose of

the contract is to enhance the capacity of HBCU
faculty members and researchers to participate

in HCFA program activities. "^^^

In 1998 HCFA increased funds to help

HBCUs do health services research and demon-
stration projects. ''^^ Under this grant program,

ehgible HBCUs may request $100,000 to

$125,000 per year for 1 to 2 years for various

health services research projects.*^^ Approxi-

mately 50 HBCUs have been contacted by HCFA

"6 Ibid.

477 Ibid.

478 Ibid.

479 HHS, Health Care Financing Administration,

"Interagency Agreement Between Office of Minority Health

OASH, and Health Care Financing Administration,"

"Regional Training Centers for HBCUs," OMH # 95-R49,

Sept. 28, 1995.

480 Ibid.

481 HHS, Health Care Financing Administration, Office of

Research and Demonstrations, "Technical Assistance Program
on Accessing and Utilizing HCFA's Medicare/Medicaid Data

for Historically Black Colleges and Universities (HBCUs) Fac-

ulty Members and Researchers," Sept. 27, 1996.

482 HHS, Health Care Financing Administration, Office of

Strategic Planning, "Historically Black Colleges and Univer-

sities Grants Program," undated.

483 Ibid.

to receive health services grant opportunities

and technical assistance information.''84

Also in 1998, each operating division was
asked by the Deputy Assistant Secretary for Mi-

nority Health to participate in the compilation of

a Cultural Competence Activities inventory and
to develop a portfoho of practices in cultviral

competence training and service dehvery. HCFA
assigned its deputy administrator as the contact

for cultural competence activities and to develop

operating models on how to make medicare cus-

tomer service more responsive to the needs of

diverse groups. ^ss HCFA also plans to:

• Establish formal consultation relationships

with American Indian/Alaska Native gov-

ernments.

• Assign a work group to set standards for cus-

tomer services and mechanisms to measure
the success in meeting the needs of diverse

groups.

• Estabhsh partnerships with other HHS com-

ponents to carry out other minority initia-

tives.

• Enhance the participation of HBCUs and
Hispanic institutions in its health services

grants program.
• Sponsor conferences and symposiums that

include members of racial and ethnic minor-

ity communities.'*^^

HCFA has provided training on cvdtural aware-

ness, and a cvdtviral competence course is being

planned.^s'

In implementing the Asian American and Pa-

cific Islander initiative, HCFA's San Francisco

and Seattle regional offices plan to estabhsh

partnerships with Asian American communities

and perform outreach on the Medicare-Choice

program.'*^^ The administrator's inventory also

stated that there are Spanish versions of five of

its pubhcations on medicaid services, and that

484 HCFA, Response to Information Request, attachment:

"Organizations and Groups Contacted by HCFA to Receive

Health Services Grant Opportunities, Technical Assistance,

Conference Information and Outreach Activities."

485 HCFA, Response to Information Request, attachment, Q.

14, Cultural Competence Activities Inventory.

486 Ibid.

487 Ibid.

488 Ibid.
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its Health of Seniors Sxirvey is available in Chi-

nese and Spanish^ss

In January 1999, the director of HCFA's Divi-

sion of Advocacy and Special Issues submitted

information to HCFA's Office of Equal Opportu-

nity and Civil Rights on projects related to mi-

norities that have been implemented within that

office. He Hsted outreach activities through

meetings and conferences with representatives

from various minority communities, and the de-

velopment of focus groups with African Ameri-

can, Alaska Native, and Hispanic members who
are medicaid beneficiaries and potential benefi-

ciaries of the Children's Health Insurance Pro-

gram to involve fathers in the health care of

their children.^so

Other Initiatives for Minority Researchers

HCFA's Office of Strategic Planning supports

several programs designed to increase opportu-

nities for minority researchers and faculty mem-
bers. Such programs include: (1) the Health

Services Research Grant Program, which sup-

ports research programs at Historically Black

Colleges and Universities; (2) the Hispanic

Health Services Research Grant Program, which

aims to increase the number of Hispanic re-

searchers in health services research; (3) the

Data Users Conference Program, which assists

HBCU faculty members in accessing and ana-

lyzing HCFA data sets; and (4) the HCFA/OMH
Health Services Sponsored Program, which fa-

miliarizes HBCUs with Federal grant-making

institutions and financial management poHcies

for Federal grants.^^^

Health Resources and Services Administration

The Health Resources and Services Admini-

stration (HRSA) has taken a comprehensive ap-

proach to addressing women's and minorities'

health issues, recognizing all facets of health

care from education to service dehvery to re-

search. HRSA is charged with increasing access

to basic health care for those who are medically

underserved and has implemented more than 80

initiatives designed to "increase access to care,

improve quality, and safeguard the health and
well-being of the Nation's most vulnerable

poptilations."'*92 Even with the hmited resovirces

devoted to these issues, the scope of HRSA's ac-

tivities appears widespread, as those responsible

for oversight ensvire that women's and minori-

ties' health concerns are integrated into its gen-

eral function.

Office of Women's Health

The Office of Women's Health (OWH) has a

staff of three—a senior advisor for Women's
Health, a professional analyst, and a staff assis-

tant.'*93 The senior advisor reports directly to the

HRSA administrator, and the office is not

authorized to conduct any specific programmatic
activities related to women's health.'*^^ The sen-

ior advisor stated that she has not approached

management about the possibihty of HRSA/OWH
obtaining programmatic authority because she

believes that her authority, in terms of "poHcy

coordination," is sufficient to direct and help

identify gaps in and address women's health is-

sues.^^^ The senior advisor reviews documents
and plans put forth by HRSA and HHS to ensure

that these entities are "addressing issues from a

gender perspective.""^^^

The senior advisor chairs HRSA's Women's
Health Coordinating Committee, which meets
monthly to review Hterature, discuss issues, and
plan national conferences.'*^'' Because HRSA/
OWH is responsible for providing guidance

throughout HRSA on women's health issues, the

senior advisor apprises the members of the

committee of current women's health issues and
activities pertaining to HHS and to the larger

489 Ibid.

490 HCFA, Response to Information Request, attachment: "A
HCFA Study—INFORMATION."
49' "Get a Handle on Data and Improve Research with

HCFA Guidance," Closing the Gap, May/June 1999, p. 13.

492 Claude Earl Fox, administrator, Health Resources and
Services Administration, HHS, letter to Frederick D. Isler,

assistant staff director for Civil Rights Evaluation, USCCR,
July 1, 1999 (re: comments on draft report), p. 1 (hereafter

cited as Fox letter).

493 Betty Hambleton, senior advisor for Women's Health,

Health Resources and Services Administration, HHS, tele-

phone interview, Mar. 19, 1999, p. 1 (hereafter cited as

Hambleton interview). However, Ms. Hambleton stated that

because of her title, senior advisor, it is difficult to deter-

mine within the structure of HRSA that a fully functioning,

independent ofBce exists with respect to women's health

policies and activities.

494 Ibid., p. 2.

495 Ibid.

496 Ibid.

497 Ibid., p. 3.
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women's health community in the Federal Gov-

ernment and beyond.498 She also identifies op-

portunities for collaboration with other operat-

ing divisions. For instance, HRSA/OWH exam-

ines the NIH's research agenda as it is devel-

oped.499

According to the senior advisor, "cultural

competence is the common thread" of all HRSA
programs because of the diversity of populations

affected.500 In her view, one of the critical ele-

ments of cvdtural competence is the need for in-

dividuals to have a "sense of communicating"

with persons from a wide variety of racial/ethnic

backgrounds, as well as a full understanding of

and respect for different popvilations.^oi Jn an

effort to address cultural competence, the senior

advisor is collaborating with HRSA's Office of

Minority Health to develop a training module for

HRSA's managers, supervisors, and bureau and
division directors so that they can have "a

greater awareness and skiU in cultural is-

sues."502 The training session will also address

women's issues and the "dynamics of interacting

with women" on health care.^os

In 1998 the HRSA Women's Health Coordi-

nating Committee provided guidance and assis-

tance in defining and implementing HRSA's
women's health agenda.^o^ Members of the com-

mittee act as coordinators who work with

HRSA's other components on programs and ac-

tivities to carry out the agenda. Members also

perform outreach, which fosters greater aware-

ness of women's health needs among other Fed-

eral programs, professional organizations, and

the commvuiities that HRSA serves.^os

498 Ibid.

"99 Ibid.

500 Ibid., p. 6.

501 Ibid.

502 Ibid. In July 1999, HRSA reported to the Commission

that it was implementing a diversity initiative as a "system

of training activities for managers, supervisors, field per-

sonnel, and workforce." HRSA intends training to provide

managers with knowledge to incorporate diversity factors in

grant programs to further ensure access to health care pro-

grams, training, and research for minorities and women.
Fox letter, p. 3.

503 Ibid.

504 HHS, Health Resources and Services Administration,

Agenda for Women's Health, no date, p. 2.

505 Ibid., p. 1.

To facihtate its role in reducing access barri-

ers and improving the status of health care for

all vulnerable popvdations, HRSA issued an
Agenda for Women's Health.^oe This initiative

seeks to improve the agency's programs and
policies on the health needs of women. The
agenda estabhshes HRSA's role in women's
health through an integrated approach that in-

cludes education and training, health services,

and research and evaluation. ^o'? The education

and training goals include increasing integration

of women's health issues and training of the

health profession work force, participation of

women in health professions, with particular

attention given to women of color, and participa-

tion of women in leadership positions in health

education, practice, research, and administra-

tion. ^o^ The health services goals include im-

proving access for women to primary, preven-

tive, and mental health services, and improving

understanding of the roles of health care provid-

ers in the dehvery of women's health care.^o^ The
research and evaluation goal is to improve the

capacity to develop and disseminate information

affecting the health of the women served by

HRSA programs.510 The goals and priorities are

grounded in the need to: (1) produce a health

professions work force skilled in providing qual-

ity primary and preventive health care to

women; (2) educate women about their health

risks and benefits; and (3) improve access for

women to gender-specific, culturally competent

health services within a changing health dehv-

ery system. 511

Office of Minority Health

HRSA's major agency component for coordi-

nating activities targeted for minorities is the

Office of Minority Health (OMH),5i2 which re-

506 Ibid.

50V Ibid.

508 Ibid., p. 2.

509 Ibid.

510 Ibid.

511 Ibid., p. 1.

512 In 1994 one of HRSA's bureaus, the Bureau of Primary

Health Care, established a staff-run Office of Minority and

Women's Health to improve the health care of underserved

minorities and women served by the bureau's programs. The
office serves as a think tank and advisor for the bureau's

director, and is a repository for up-to-date information on

issues affecting women and ethnic/racial populations. Since
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ports directly to the HRSA administrator.^^^ Ac-

tivities that address health issues of minority

populations across the board include the Minor-

ity Management Development program and
HRSA's committees designed to address minor-

ity health issues. The Minority Management De-

velopment Program is a pubUc-private partner-

ship funded by HRSA, HCFA, other Federal

agencies, and the American Association of

Health Plans and its member health organiza-

tions. The project is a 10-month fellowship pro-

gram designed to increase the representation of

minority managers and administrators in the

managed care industry. Managerial training,

work experience, and knowledge of the industry

through training opportunities are provided for

project participants. Upon completion of the pro-

gram, feUows are provided with placement assis-

tance within the health care industry. Since its

inception in 1992, 76 fellows have graduated

from the program.^i^

The OMH also is charged with implementing

four departmental minority health initiatives

that target African Americans, Hispanic Ameri-

cans, American Indians/Alaska Natives, and
Asian Americans/Pacific Islanders. OHM also is

the lead office on HRSA's Initiative to Prevent

Family and Intimate Partner Violence, which
focuses on abuse against women.^is

HRSA has an administx:ator's Minority Health

Advisory Committee and a Cultural Competency
Committee chaired by HRSA/OMH. The commit-

tees develop recommendations for improving

program and coordination of minority health

initiatives across HRSA.^ie

The Office of Minority Health has the leader-

ship role at HRSA for implementing the HHS
Initiative to EUminate Racial and Ethnic Dis-

parities in Health and has provided funds to

majority and minority institutions to increase

the number of racial/ethnic minorities in health

profession programs. As part of this initiative, in

FY 1996, HRSA began the first phase of a mul-

titiered project, managed through its OMH,
which wiU eventually result in a track-

ing/management information system that can be

used by the agency to assess and improve the

performance of its minority training pro-

grams. ^^'^

In 1997 HRSA/OMH initiated two new proj-

ects to enhance the participation of African

American medical colleges in HRSA-supported
health professions training programs.^^^ One of

the projects focuses on "capacity building and
targeted technical assistance," and the other is

an outreach campaign to increase HBCUs'
awareness of HRSA activities.^is

The Office of Minority Health also represents

HRSA in partnerships with other operating divi-

sions, other Federal components, health profes-

sion institutions, academic health centers, and
the private sector for the Hispanic Agenda for

Action.520 The Office of Minority Health also rep-

resents HRSA in implementing the newly insti-

tuted American Indian/Alaska Native Tribal Ini-

tiative. The initiative has involved, for the most
part, outreach and networking through a satel-

Ute broadcast on nursing programs in collabora-

tion with the Indian Health Service and the

Sahsh Kootenai Community CoUege, confer-

ences, and the development of a steering com-

mittee, ^^i

its inception, the office has grown from two to nine employ-

ees. HHS, Health Resources and Services Administration,

Bureau of Primary Health Care, "Office of Minority and
Women's Health, Bureau of Primary Health Care," Dec. 28,

1998, pp. 1-9, accessed at <http://www.bphc.hrsa.dhhs.gov/

omwh/omwh_ 20.htm#2>.

513 Claude Earl Fox, administrator, Health Resources and
Services Administration, HHS, memorandum to Frederick

D. Isler, assistant staff director for Civil Rights Evaluation,

USCCR, Jan 29, 1999 (re: response to information request)

(hereafter cited as HRSA, Response to Information Request),

attachment: Office of Minority Health Mission Statement.

514 HRSA, Response to Information Request, attachment:

"Office of Minority Health Programs Benefiting Women and
Minorities," p. 1.

515 Ibid.

516 Ibid.

517 Ibid., p. 2.

518 Ibid., p. 3. This project is supposed to conduct a compre-

hensive analysis of the decUning level of HRSA programs to

the four African American medical schools (Morehouse

School of Medicine, Howard University School of Medicine,

Meharry Medical College, and the Charles R. Drew Univer-

sity of Medicine and Science) and to develop recommenda-
tions that will reverse the trend. Ibid.

519 HHS, Health Resources and Services Administration,

"Office of Minority Health Projects and Initiatives," Mar. 20,

1997, p. 3, accessed at <http://www.hrsa.gov/hrsa/OMH/

omhproj.htm>.

520 HRSA, Response to Information Request, attachment:

"Office of Minority Health Programs Benefiting Minorities

and Women," pp. 3—4.

521 Ibid., p. 5.
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For HHS' activities connected to the Tribal

College and Universities Initiative, OMH has

the lead role in developing a coordinated re-

sponse to Executive Order 13021.522 The Office of

Minority Health is collaborating with bureaus

and offices to devise approaches to ensure that

tribal postsecondary education institutions have

increased accessibihty to Federal resources on a

continuous basis. OMH is also implementing

HRSA's Action Plan for Tribal Consiiltation, to

strengthen relationships with American Indian

and Alaska Native customers and to devise a

strategy to address their needs.523

HRSA spearheaded a departmentwide effort

to form the free-standing National Association of

Hispanic-Serving Health Professional Schools,

whose members are health professions schools

with a Hispanic enroUment of at least 9 per-

cent.524 HRSA claims that the vmderrepresenta-

tion of Hispanics in the health professions is a

weU-dociunented problem that covild jeopardize

Hispanic Americans' health status; and that a

concerted effort within HHS is essential to ad-

dress the critical shortage of Hispanic health

care workers.525 OMH was charged with con-

vening presidents of health sciences centers,

deans of medical schools, and administrators in

institutions serving high concentrations of His-

panics to form a national association that devel-

ops strategies to expand the number of Hispan-

ics in health professions and estabHshes Links

with pubhc elementary and secondary schools.^26

Currently, OMH provides technical assistance to

the National Association of Hispanic-Serving

Health Profession Schools, which was incorpo-

rated in 1996 as a nonprofit organization.527 The
partnership among the Federal Government,

health profession institutions, academic health

centers, and the private sector is striving to en-

sure that a sufficient supply of Hispanics are in

the health care work force by the 21st centviry.528

An vmderstanding of Hispanic health issues and
cultviral competency will be an essential tool for

522 HKSA, "Minority Health Initiatives," p. 4.

523 Ibid.

52'* Report of Working Group on Hispanic Issues, p. 6.

525 HRSA, "Minority Health Initiatives," p. 2.

526 Ibid.

527 Ibid.

528 Ibid.

trained professionals to meet the needs of the

Nation's growing Hispanic population.529

Under the Asian /Pacific Islanders and Na-
tive American Initiative, the Office of Minority

Health was one of the first offices in HRSA to

initiate efforts to meet the health care needs of

this community. Activities have included devel-

oping strategies for implementing the initiative

and sponsoring a national conference with Asian
American and Pacific Islander leaders in March
1998 to develop an action plan.^so

The Women's Preventive Health Branch of

OMH developed a training program for health

care providers in rural communities where most
migrant workers reside to increase the nvmiber

of health care staff who can communicate with

limited-English-proficient persons. HRSA author-

izes States to disseminate grant funds to rural,

medically underserved communities with many
limited-Enghsh-proficientresidents.531 States can

use the grant funds to build health care provid-

ers' skills in conducting medical histories and
nutrition and HIV counseling and to improve

their knowledge about sociocultural and health

factors related to specific ethnic populations.532

OMH also provides State grant funds for

multicultural projects, which include interpreter

services for low-income and immigrant commu-
nities, and training workshops at local health

departments in growing multiethnic districts.533

These projects allow primary and preventive

health care providers to improve their knowl-

edge on particular genetic disorders, and en-

hance the quahty and effectiveness of their

communication with limited-Enghsh-proficient

chents.534

Bureau of Primary Health Care. Aside from ini-

tiating programs that target the individual mi-

nority initiatives, HRSA has programs that

serve as health care lunbrellas for the Nation.

For example, the National Health Service Corps

(NHSC), a program of HRSA's Bureau of Pri-

529 Ibid.

530 HRSA, Response to Information Request, attachment:

"Office of Minority Health Programs Benefiting Minorities

and Women," p. 5.

531 HHS, response to recommendations cited in Civil Rights

Issues Facing Asian Americans in the 1990s.

532 Ibid.

533 Ibid.

534 Ibid.
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mary Health Care, assists underserved commu-
nities through the development, recruitment,

and retention of community-responsive, cultur-

ally competent primary care professionals dedi-

cated to practicing in areas with a shortage of

health professionals.^^s HRSA provides scholar-

ships and loans to disadvantaged students en-

rolling in health professions training programs

and schools. In exchange for tuition assistance or

loan repayment, health care professionals in the

National Health Service Corps are placed in un-

derserved areas for the duration of their service

commitment.536

The NHSC is a culturally diverse team of

2,300 primary care professionals who provide

quahty care to 4.6 miUion people, who would

otherwise lack adequate access to health serv-

ices.537 NHSC serves people of every age, race,

and ethnic background with diverse health

needs.538

Bureau of Health Professions. HRSA's Bvireau

of Health Professions sponsors 132 Health Ca-

reers Opportunity Programs, which introduce

high school and undergraduate students to

health professions schools. Through these pro-

grams, students meet minority health profes-

sionals, learn about health care careers, and par-

ticipate in academic enrichment programs.^39

According to HRSA, the students who partici-

pate in these programs are accepted into health

professional schools at a higher rate than the

national average.5^°

In one program, Partnerships for Health Pro-

fessions Education, health educators work with

local health care providers, schools, and other

partners to encourage students to enter the

health professions. ^'^^ The HRSA administrator

said, "Beginning in elementary school, the part-

nerships build awareness of health professions

and make sure minority children see minority

535 Health Resources and Services Administration, Bureau
of Primary Health Care, National Health Service Corps,

GE149E, June 23, 1997 (hereafter cited as HRSA, National

Health Service Corps).

536 Claude Earl Fox, "HRSA Opens Doors for Minorities in

Health Professions," Closing the Gap, May/June 1999, p. 3.

537 HRSA, National Health Service Corps.

538 Ibid.

539 Fox, "HRSA Opens Doors," p. 2.

540 Ibid.

541 Ibid.

health care providers in action. Summer science

programs and camps, even health care magnet
school programs encourage and prepare young
people for health professions training."542

Maternal and Child Health Bureau. HRSA's Ma-
ternal and Child Health Bureau is primarily re-

sponsible for promoting and improving the

health of mothers, infants, children, adolescents,

and famihes with low incomes, of diverse racial

and ethnic groups, and in rural or isolated areas

with little access to health care.^'*^ The Bureau
administers four major programs: the maternal

and child health services block grant, the

Healthy Start Initiative, the emergency medical

services for children program, and the absti-

nence education program.^44

Two of the Maternal and Child Health Bu-
reau's programs in particular address the needs

of underserved populations. The maternal and
child health block grant program is specifically

involved in initiatives aimed at reducing infant

mortaUty, providing health care for women at all

stages of pregnancy and childbirth, immunizing
children, and improving the nutritional and de-

velopmental needs of famihes.^^s In addition, the

Healthy Start Initiative funds programs aimed
at reducing infant mortaUty in high-risk com-

munities.^46

HIV/AIDS Bureau. HRSA's HIV/AIDS Bureau

administers funds for intervention, treatment

services, and research on the disease. In par-

ticular, the Bureau funds programs that focus on
the provision of primary health care for children

and women hving with HIV and their famihes.^47

Many of the services funded by the Bureau are

community based and comprehensive; services

include outpatient health care, case manage-
ment, home health, hospice care, and transpor-

tation assistance.

The HIV/AIDS Bureau also houses the Spe-

cial Projects of National Significance Program,

542 Ibid.

543 HHS, Health Resources and Services Administration,

Maternal and Child Health Bureau, "Maternal and Child

Health Bureau—Overview," accessed at <http://www.mchb.

hrsa.gov/overview.htm>.

544 Ibid.

545 Ibid.

546 Ibid.

547 HHS, Health Resources and Services Administration,

HIV/AIDS Bureau, fact sheet, accessed at <http://www.

hrsa.dhhs.gov/hab/OC/factshee/hab.htm>.
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which supports the development of innovative

models of health care designed to address the

special needs of individuals with HIV/AIDS in

minority and hard-to-reach communities. S'*^ In

an effort to reach populations with high rates of

HIV/AIDS infection, the Bureau has established

AIDS education and training centers in desig-

nated geographic regions to increase the number
of health care professionals with expertise in

diagnosis, counsehng, and treatment of

HIV/AIDS patients. Since 1991, more than

700,000 providers have been trained by this pro-

gram.^49

Substance Abuse and Mental Health Services

Administration

Office of Minority Health and Office of Women's Healtfi

The Substance Abuse and Mental Health

Services Administration (SAMHSA) has an Of-

fice of Minority Health, which advises SAMHSA
components on initiatives on access and delivery

of services to racial/ethnic minorities who suffer

disproportionately from substance abuse and

mental illness. ^so The office also provides leader-

ship and coordination for addressing specific

substance abuse and mental health issues of ra-

cial and ethnic minority populations.^^^

In 1994 and 1995, SAMHSA's organizational

structure also included an Office for Women's
Services with an associate administrator for

Women's Services, but that office no longer ex-

ists.552 As a result of reorganization, SAMHSA's
associate administrator for Women's Services

now serves as the team leader for the Women,

548 Ibid.

549 Ibid.

650 Nelba Chavez, administrator, Substance Abuse and Men-
tal Health Services Administration, HHS, letter to Frederick

D. Isler, assistant staff director for Civil Rights Evaluation,

USCCR, Jan. 13, 1999 (re: request for information), p. 8

(hereafter cited as SAMHSA, Response to Information Re-

quest). See also ibid., attachment: Organizational Chart.

From SAMHSA's documents that show its organizational

structure from 1994 to 1998. SAMHSA's Office of Minority

Health first appears on the agency's Organizational Chart

dated Dec. 22, 1997.

551 SAMHSA, Response to Information Request, attachment,

tab 3, mission and function statements, p. 8.

552 SAMHSA, Response to Information Request, attachment

Organizational Charts.

Children, and Famihes Team, which is located in

the Office of Pohcy and Program Coordination.^^^

Reports and Otfier Activities Related to

Minority and Women's Initiatives

SAMHSA's components and grantees have

developed standards and have prepared studies,

reports, and manuals on substance abuse and
mental health services for women and different

racial and ethnic minority groups. For example,

SAMHSA funded a project to develop cultural

competence standards in managed care for five

underrepresented racial/ethnic groups. ^^4 "Yhe

standards were developed as a result of fovir na-

tional panels, with representatives from the five

groups.555 According to the project's final report,

"Cultural competence includes attaining the

knowledge, skills, and attitudes to enable ad-

ministrators and practitioners within systems of

care to provide effective care for diverse popula-

tions, i.e., to work within the person's values and
reahty conditions."556 Cultural competence ac-

knowledges differences in behaviors, beHefs, and
values in determining an individual's mental

wellness, and in incorporating those variables

into assessment and treatment.^s^ The document
presents 16 guiding principles for attaining cul-

tural competence in health care, including prin-

ciples for community-based system care, man-
aged care, and for collaboration and empower-
ment.558 The report also includes the components

553 Nelba Chavez, administrator. Substance Abuse and Men-
tal Health Services, HHS, letter to Frederick D. Isler, assis-

tant staff director for Civil Rights Evaluation, USCCR, July

9, 1999 (re: comments on draft report), p. 1 (hereafter cited

as Chavez letter).

554 HHS, Substance Abuse and Mental Health Services Ad-

ministration, Center for Mental Health Services, Cultural

Competence Standards in Managed Mental Health Care for

Four Underserved/ Underrepresented Racial/Ethnic Groups:

Final Report from Working Groups on Cultural Competence

in Managed Mental Health Care, prepublication copy, Octo-

ber 1997. The document was prepared through the Western

Interstate Commission for Higher Education Mental Health

Program with SAMHSA's Center for Mental Health Serv-

ices, Division of Special Programs Development and Special

Populations, Special Program and Development Branch,

HHS. The five racial/ethnic groups were African American,

Asian/Pacific Islander, Latino/Hispanic, Native Ameri-

can/American Indian, and Native Alaskan/Native Hawaiian.

555 Ibid., p. V.

556 Ibid., p. 19.

557 Ibid.

558 Ibid., pp. 19-22, 28-30.
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of a cviltviral competence plan, 14 gmdelines for

implementing the plan, and recommendations
for performance indicators and outcomes for

such a plan.559

In a speech deHvered at a health conference

in Michigan in 1997, the administrator of

SAMHSA called on the Nation's health adminis-

trators to ensure that cultxiral competency be-

comes a standard part of medical training-^^o She
stressed that developing a "thoughtful poUcy" to

provide cultural sensitivity training to health

professionals and to provide Hispanic/Latino

women and other women of color (as recipients

of HHS programs) with more health information

and greater involvement in health research

would reqviire the "active participation" from

groups that have been traditionally excluded

from the discussions and research.^^^ In 1998

SAMHSA received positive feedback for broad-

casting a discussion of its household svirvey on
all Spanish-language networks.^62 To further the

HHS goal of reducing the gaps in the provision

of health care services to Hispanics, SAMHSA
has awarded grants to the U.S.-Mexico border

States to provide prevention and early interven-

tion services for substance abuse to Latino youth

and families.563

In 1998 SAMHSA released its first report on
national estimates of drug, alcohol, and tobacco

use, and need for drug abuse treatment for ra-

cial/ethnic subgroups, including Asian/Pacific

Islanders, Native Americans, Caribbean Ameri-

cans, non-Hispanic blacks. Central Americans,

Cuban Americans, Mexican Americans, Puerto

Ricans, South Americans, and other Hispanic

Americans.564 The report was based on the

agency's National Household Survey on Drug
Abuse which is conducted annually by SAMHSA
and provides estimates of the prevalence of iUicit

drug, alcohol, and tobacco use in the United

559 Ibid., pp. 25-27.

560 HHS, Hispanic Initiative Press Release.

561 Ibid.

562 Hispanic Agenda for Action Steering Committee, July 16,

1998, Meeting Summary, p. 1.

563 Clay E. Simpson, Jr., "Reaffirming Our Commitment to

Improving Health Services for Hispanics," Closing the Gap,

October 1998, p. 3.

564 HHS, Substance Abuse and Mental Health Services Ad-

ministration, Office of Apphed Studies, Prevalence of Sub-

stance Use Among Racial/Ethnic Subgroups in the United

States, 1991-1993, April 1998, pp. 1-2.

States.565 The report analyzes racial and ethnic

patterns of substance abuse, using a more de-

tailed classification of race/ethnicity than had
been done previously by the agency.566 The
findings of the report suggest that "social, demo-
graphic and economic differences among the

subgroups studied to some extent influence lev-

els of substance use, alcohol abuse and depend-

ence, and need for drug abuse treatment."567

SAMHSA has also focused on these issues as

they affect women. In FY 1997, SAMHSA's Cen-

ter for Substance Abuse Treatment provided

funds to support 65 grant projects for residential

substance abuse treatment for women and their

infants and children nationwide. The center re-

leased a document that provides a general over-

view of and descriptive information about each

project, including contact information for each

project site.568 SAMHSA, the Office of Apphed
Studies, and the National Opinion Research

Center prepared the first systematic effort to

study alcohol, cigarette, and iUicit drug use in a

sample of women aged 12 and older.569 Using

data from 1979-1995 National Household Sur-

veys on Drug Abuse, the report shows trends

and patterns of substance abuse and use among
women, including pregnant women, use of

treatment services among fem;ale drug abusers,

and characteristics of women who did not receive

treatment within the criminal justice system.5''o

In 1994 SAMHSA's Center for Substance

Abuse Treatment, Division of Chnical Programs'

Women and Children's Branch, released a com-

prehensive document for substance abuse treat-

ment providers on substance abuse treatment of

women.571 The manual is a guide to developing

and implementing effective substance abuse

565 Ibid., pp. 1-2, 5-6.

566 Ibid., p. 7.

567 Ibid., p. 2.

568 See HHS, Substance Abuse and Mental Health Services

Administration, Center for Substance Abuse Treatment,

Center for Substance Abuse Treatment Women & Children's

Program Grantees: Project Summaries 1997.

569 See HHS, Substance Abuse and Mental Health Services

Administration, Office of Applied Studies, Substance Use

Among Women in the United States, September 1997, p. iii.

570 Ibid., pp. iii.

571 See HHS, Substance Abuse and Mental Health Services

Administration, Center for Substance Abuse Treatment,

Division of Clinical Programs, Women and Children's

Branch, Practical Approaches in the Treatment of Women
Who Abuse Alcohol and Other Drugs, 1994.
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treatment services for women and includes a

cross-section of women. ^'2 por example, one sec-

tion presents summary epidemiologic data on
several groups of women, including older

women, women with disabilities, and African

American, Asian/Pacific Islander, and Hispanic

women."3 In 1998 the Substance Abuse Treat-

ment and Domestic Violence Treatment Im-

provement Protocol was released. ^^^ It presents

information on the role of substance abuse in

domestic violence and focuses primarily on

women who are victims of violence. The docu-

ment provides techniques for detecting violence

as weU as ways to modify treatment to ensure

victims' safety, and serves as an instrument for

treatment providers, support workers, and re-

searchers.^'s Another study, the Women and
Violence Study, also addresses issues of alcohol,

drug abuse, mental health disorders, and vio-

lence. The study's purpose is to develop an inte-

grated system of treatment, and then implement
strategy models.^'^

In July 1994, SAMHSA's Center for Mental

Health Services and the Human Resource Asso-

ciation of the Northeast cosponsored a confer-

ence to shape the national agenda for women in

abuse and mental health services. Funded in

part by a grant administered by the center, the

conference included survivors, professionals, and
advocates from the fields of mental health, sub-

stance abuse, and criminal justice, as weU as

advocates for the homeless.^'''' The conference

covered several topics and issues on women's

health concerns in abuse and mental health

services. The proceedings of the conference were

presented in a report released in 1994 and re-

printed in 1995.578 In June 1999, SAMHSA
hosted the Second National Conference on

Women (the first of which it cosponsored with

several Federal agencies in 1997), in an effort to

increase interest in and commitment to women's

572 Ibid.

573 Ibid., p. 35.

574 Chavez letter, p. 1.

575 Ibid., p. 2.

576 Ibid.

577 HHS, Substance Abuse and Mental Health Services Ad-

ministration, Center for Mental Health Services, Women's
Mental Health Programs, Dare to Vision, January 1995,

statement ofHRA director.

578 Ibid.

substance abuse and mental health issues within

the health and social service arenas. ^''^ The con-

ference aims were to improve the dehvery of

mental health services for women and their

famihes and to foster interaction among provid-

ers across discipHnes.^^o

Centers for Disease Control and Prevention

Office of the Associate Director for Women's Health

At the Centers for Disease Control and Pre-

vention (CDC), an associate director for Women's
Health reports to the deputy director for Science

and Pubhc Health.^^i The mission of the office is

"to provide leadership in enhancing CDC's ef-

forts to promote and improve the health and
quality of hfe of women."582 In FY 1998, the of-

fice's budget was $1.12 million, and it had a staff

of four. 583

The goals of the associate director are to pro-

vide leadership that supports the full integration

of women's health into disease prevention and
health promotion programs at CDC and to im-

prove the health of aU women through promo-

tion and support of prevention programs, re-

search and pohcies.584

Through CDC's centers, institutes and offices,

the Women's Health director funds projects by

CDC researchers and partners in pubhc health

and academic organizations.^85 The projects in-

clude research on women's health problems such

as osteoporosis, violence against women, infec-

tious disease management, injuries, occupa-

tional-related illnesses, and health care and
health promotion of women with physical dis-

abihties.586

The associate director also supports activities

at the State, local, national, and international

levels to disseminate information on women's

579 Chavez letter, p. 2.

580 Ibid.

581 Candice Nowicki-Lehnherr, deputy director/Executive Sec-

retariat, Centers for Disease Control and Prevention, HHS,
letter to Eileen Rudert, OfBce of Civil Rights Evaluation,

USCCR, no date (re: request for information), attachment

(hereafter cited as CDC, Response to Information Request).

582 HHS, Centers for Disease Control and Prevention, Fact

Book, FY 1998, p. 26 (hereafter cited as CDC Fact Book).

583 Ibid., p. 26.

584 Ibid., p. 28.

585 Ibid., p. 27.

58S Ibid.
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health issues; coordinates CDC activities to en-

sure that women's health issues are adequately

addressed in research and programs; collabo-

rates with HHS and other governmental organi-

zations on women's issues; and chairs the CDC
Women's Health Committee.^s? With respect to

areas of focus for women's health initiatives at

CDC, the agency concentrates efforts on such

areas as breast and cervical cancers, injury and
violence, sexually transmitted diseases, health

in later years, and health status indicators.^^*

The CDC has estabUshed partnerships with

State and local health departments, academic

institutions, professional and community organi-

zations, philanthropic foundations, school sys-

tems, churches and other local institutions, and
industry and labor organizations.589

Inclusion of Women and Racial/Ethnic Minorities

in CDC Research

In 1996 CDC set forth the agency's pohcy on
the inclusion of women and members of racial

and ethnic minority groups in intramviral re-

search conducted by CDC staff.^^^ The guidehnes

are intended to ensure that individuals of both

sexes and the various racial and ethnic groups

will be included in CDC studies involving human
subjects, whenever feasible and appropriate. ^^i

For purposes of generaHzing study results, CDC
investigators must include the widest possible

range of population groups.^^^ The guidance

states conditions as to when the inclusion of

such groups in the research may or may not be

warranted, and offers some standards for evalu-

ating when the inclusion of these groups should

be considered.593

Office of the Associate Director for Minority Health

CDC's associate director for Minority Health

reports to the deputy director for Science and
PubUc Health.594 The mission of the minority

health initiative at CDC is "to improve the

health of specific minority groups, including Af-

rican Americans, Hispanic Americans, Asian

Americans and Pacific Islanders, and American
Indians and Alaska Natives, and other racial

and ethnic subgroups in the United States and
abroad.595 The office has several small contracts

with academic institutions, churches, national

minority organizations, and community-based

organizations for programmatic analysis and
minority health demonstration projects.^96

The Office of Associate Director for Minority

Health provides leadership, assessment, advo-

cacy, coordination, and evaluation of minority

health activities of CDC centers, institutes, and
program offices in cooperation with State and
local governments and private agencies, organi-

zations, and community groups.^97 Many initia-

tives target CDC research and programs to

health conditions that disproportionately affect

racial and ethnic minorities.

Activities include the dissemination of data

on minority health conditions; the development

of minority health education in historically black

colleges and universities; the implementation of

a cooperative agreement with the Minority

Health Professions Foundation to analyze pre-

ventive health practices among minority health

providers and foster development of research

capabihties at colleges and universities; and
collaboration with chvirches and other local enti-

ties to develop health promotion and disease

prevention initiatives targeted to at-risk popula-

tions.598

587 Ibid.

588 Ibid., p. 28.

589 CDC Fact Book, p. 4.

590 HHS, Centers for Disease Control and Prevention,

"Inclusion of Women and Racial and Ethnic Minorities in

Research," Manual Guide, General Administration CDC-80,
Transmittal Notice 96.2, Feb. 16, 1996, accessed at <http://

www.cdc.gov/od/foia/policies/inclusio.htm>. The guidelines

originally were published in the Federal Register on Sept.

15, 1995. See 60 Fed. Reg. 47,947 (1995). See chap. 3.

591 60 Fed. Reg. 47,947 (1995).

592 Id.

593 Id.

594 CDC, Response to Information Request, attachment Or-

ganizational Chart, November 1998.

595 CDC Fact Book, p. 17.

596 Ibid., p. 17.

597 Ibid., p. 18.

698 CDC Fact Book, p. 18. Some of the initiatives target in-

fant and maternal health among African American women;
chronic diseases (diabetes, heart disease, hsTJertension, etc.)

of African Americans, Hispanics, American Indians, and
Alaska Natives; HIV infection and other transmitted dis-

eases that disproportionately affect minorities; infectious

diseases; and environmental health conditions among resi-

dents of urban and rural areas, the U.S.-Mexican border

area, and migrant workers in the United States. Ibid., p. 19.
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CDC also cosponsors symposiums and other

activities that enhance careers for minorities in

biomedical sciences, manages cooperative

agreements and other initiatives with HBCUs;
reviews cxirrent data sources on the health con-

ditions and status of racial and ethnic minority

populations; and collaborates with departmental

work groups, associations and other government
agencies in developing and implementing mi-

nority-related health issues, topics, and agen-

das.599

In an effort to coordinate its data systems

and enhance the quahty of pubHshed informa-

tion, the National Center for Health Statistics'

National Health Interview Survey has expanded
the level of detail for the Asian American cate-

gory to coUect data on Chinese, FiHpino, Ha-
waiian, Korean, Vietnamese, Japanese, and
other subgroups.6°o Other ways in which HHS
has attempted to enhance the quahty of pub-

Hshed information is through the National Cen-

ter for Health Statistics' Minority Health Statis-

tics Grant Program, which is charged with im-

proving the quahty of health statistics on ra-

cial/ethnic groups, as well as determining

strategies to coUect detailed subpopvdation data

from national, State, and local surveys.^^i In

1995 NCHS awarded funds to the American
Asian Health Forum, Inc., to identify existing

health studies that can potentially include

and/or examine Asian American ethnic groups

and determine samphng methods to revise cur-

rent or conduct new community-based health

studies.

In 1994 the CDC released a report that pre-

sented information on chronic disease and its

effect on four major racial and ethnic minority

groups.^°2 The dociunent summarizes national

demographic and health data related to chronic

diseases in minority populations, and serves as a

resource on such diseases and the associated be-

havioral factors found within these groups. The
report includes discussions on pubhc health im-

phcations of population diversity and growth,

699 Ibid., pp. 20-21.

fio*' HHS, response to recommendations cited in Civil Rights

Issues Facing Asian Americans in the 1990s.

601 Ibid.

602 HHS, Centers for Disease Control and Prevention,

Chronic Disease in Minority Populations: African Americans,

American Indians and Alaska Natives, Asians and Pacific

Islanders, Hispanic Americans, 1994.

morbidity and hfe expectancy, as well as risk

factors and preventive health practices affecting

these groups.^''^

Food and Drug Administration

Office of Women's Health

The Food and Drug Administration's (FDA)
Office of Women's Health funds research and
education and outreach programs on a large

number of health issues. It uses a competitive

peer review process for selection of projects with

an emphasis on projects that can significantly

contribute to knowledge of women's health.^"^ To
date, FDA's Office of Women's Health has

awarded approximately $6 miUion in grants for

these projects, including more than 50 scientific

projects for research on breast and ovarian can-

cer, cardiovascular disease in women, and
women and HIV.^os

The FDA Office of Women's Health also has
education and outreach activities, including a

series of minority empowerment workshops in

the mid-Atlantic region, the production of a

breast cancer awareness play and panel discus-

sion in Afincan American chvirches in Texas and
at Howard University, a Hispanic women's
health conference for health professionals in

south Florida, and the translation of brochures

on mammography and pap smears into several

Asian languages and dialects.^^^ The office also

has started a pubhc awareness program,

Women's Health: Take Time to Care, aimed at

bringing important health promotion messages

to mid-hfe and older women, with emphasis on

the underserved.^o^ One of its missions is to en-

courage industry to include women in their

studies and encourage the participation of

women in chnical trials of FDA-regulated prod-

ucts.^°8 The office also sponsors and attends con-

ferences, proposes new regulations, participates

603 Ibid., pp. 1-4.

604 Rosamelia T. Lecea, director, OfBce of Equal Employ-

ment and Civil Rights, Food and Drug Administration,

HHS, letter to Frederick D. Isler, assistant staff director for

Civil Rights Evaluation, USCCR, Mar. 31, 1999 (re: re-

sponse to information request), enclosure #3, "FDA Office of

Women's Health," Feb. 18, 1999, p. 1 Qiereafter cited as

FDA, Mar. 31, 1999, Response to Information Request).

605 Ibid.

606 Ibid.

607 Ibid.

608 See discussion in chap. 2.
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on intra-agency, departmental, and outside

committees that address women's scientific and
policy issues, and sponsors agency initiatives for

collecting and analyzing gender-specific data.^^^

Since FY 1994, the office has funded more
than 88 intramtiral projects, including 77 scien-

tific/regidatory projects totahng $6,722,400, and
11 health promotion programs equaling

$382,000,610 Fvinded projects include workshops,

studies, a pilot software program, and transla-

tion of brochures and other documents for and
about women in Asian and Pacific Islander lan-

guages 611

Indian Health Service

The Indian Health Service (IHS) is responsi-

ble for providing Federal health services to

members of federally recognized American In-

dian and Alaska Native tribes.6i2 The IHS is the

principal Federal health care provider and
health advocate for Indian people, and its goal is

to ensure that comprehensive, cultvirally accept-

able personal and pubhc health services are

available and accessible to American Indian and

Alaska Native people.^^^ The IHS partners with

American Indian and Alaska Native tribes to

raise the physical, mental, social, and spiritual

health of their members to the highest level. To
carry out its mission, the IHS:

• Assists Indian tribes in developing their

health programs through activities such as

health management training, technical assis-

tance, and human resource development.

609 FDA, Mar. 31, 1999, Kesponse to Information Request,

enclosure #3, "FDA Office ofWomen's Health," Feb. 18, 1999.

fi'" U.S. Food and Drug Administration, Office of Women's
Health, "OWH Funding for Research and Health Promotion

Programs Conducted by Center/Office Staff," Feb. 1, 1999. See

FDA Mar. 31, 1999, response to information request, tab A.

G" Ibid.

612 American Indians and Alaska Native people carry a dual

status for purposes of Federal responsibilities, both political

and minority based. As such, they have certain distinct pro-

tections. Although the IHS is an operating division, it is

considered a "special population" agency within HHS and
not a minority initiative. Michael J. Trujillo, Assistant Sur-

geon General, director, Indian Health Service, HHS, letter

to Frederick D. Isler, assistant staff director for Civil Rights

Evaluation, USCCR, July 2, 1999 (re: comments on draft

report) (hereafter cited as Trujillo letter).

G13 HHS, Indian Health Service, "Indian Health Service

Internet Home Page," accessed at <http://www.tucson.

ihs.gov>. See also Trujillo letter, p. 2.

• Assists Indian tribes in coordinating health

planning; in obtaining health resources

available through Federal, State, and local

programs; in operating comprehensive health

care services; and in doing health program
evaluations.

• Provides comprehensive health care services,

including hospital and ambulatory medical

care and preventive and rehabihtative serv-

ices; and assists in developing community
sanitation facUities.

• Serves as the principal Federal advocate for

Indians in the health field to ensure compre-

hensive health services for American Indian

and Alaska Native people.^i'*

The IHS has numerous programs designed to

reduce mortahty and raise life expectancy. Some
of the major health concerns of American Indi-

ans and Alaska Natives include maternal and
child health needs, problems associated with

aging, heart disease, alcohoHsm, mental health,

diabetes, and accidents.®!^ To address the health

care needs of American Indians and Alaska Na-
tives, IHS has designed programs, such as the

diabetes program, the nutrition program, the

mental health program, the community health

representative program, the dental program, the

accident and injury reduction program, the labo-

ratory program, and the pharmacy program.^i^

The IHS has 43 hospitals in the United

States, ranging in size from 11 to 170 beds per

hospital, and several new facilities are being

planned.61^ Comprehensive patient-oriented

pharmacy services are provided throughout the

Nation. Because alcohohsm is a major health

issue in the American Indian and Alaska Native

61'' Indian Health Service, "Comprehensive Health Care

Program for American Indians and Alaska Natives—^Mission

Statement," accessed at <http://www.ihs.gov/NonMedical

Programs/Profiles/profileMission .asp>.

615 Indian Health Service, "Comprehensive Health Care

Program for American Indians and Alaska Natives

—

Introduction," p. 2, accessed at <http://www.ihs.gov/Non

MedicalPrograms/Profiles/profileIntro.asp>.

616 Indian Health Service, "Comprehensive Health Care

Program for American Indians and Alaska Natives

—

Summary Statement," p. 1, accessed at <http://www.ihs.

gov/NonMedicalPrograms/Profiles/profileSuramary.asp>

(hereafter cited as IHS, "Summary").

617 Ibid., p. 2.
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community, the IHS has funded 200 alcohohsm
programs throughout the United States.^i^

Agency for Health Care Policy and Research

The Agency for Health Care Pohcy and Re-

search (AHCPR) is the lead HHS agency charged

with supporting, conducting, and disseminating

research that improves access to care and the

outcomes, quahty, cost, and use of health care

services.619 AHCPR accomphshes its mission

through three strategic goals: by supporting im-

provements in health outcomes; by strengthen-

ing quality measurement and improvement; and
by identifying strategies to improve access, fos-

tering appropriate use, and reducing unneces-

sary expenditures.620 T^e agency's research

strives to develop methods to improve the or-

ganization and dehvery of health care services to

improve the quahty of care for racial and ethnic

minority popvdations. Over time, AHCPR in-

tends to shift the focus of research activities to-

ward identifying the many types of interventions

that will be necessary to ehminate gaps in

health status and health outcomes for minority

populations.621

AHCPR's Minority Health Program coordi-

nates agency activities that address the concerns

of racial and ethnic minorities. The Minority

Health Coordinating Committee (MHCC) was
created to facihtate communication and coordi-

nation between the offices and centers, and ad-

vise the director of AHCPR's Minority Health

Program. The MHCC, the focal point for extra-

mural and intramural activities and initiatives

throughout the agency, includes one member
and one alternate from each Office and Center,

and the director of the Minority Health Program
chairs the MHCC.622

Through implementation of its Minority

Health Program Strategic Plan, AHCPR plans to

618 Ibid.

619 John M. Eisenberg, administrator, Agency for Health

Care Pohcy and Research, HHS, letter to Frederick D. Isler,

assistant staff director for Civil Rights Evaluation, U. S.

Commission on Civil Rights, June 26, 1999 (re: comments on

draft report), p. 1.

620 Ibid.

621 Ibid., p. 2.

622 HHS, Agency for Health Care PoUcy and Research,

"Agency for Health Care Policy and Research Report to Con-

gress on Minority Health Activities for Fiscal Years 1997

and 1998" (no date), pp. 1-2, executive summary.

continue increasing the knowledge base, sup-

porting training, increasing the participation of

minority constituents in AHCPR activities, and
disseminating research information to minority

consumer and professional organizations.623

AHCPR has had two programs dedicated to mi-

nority care research and training:

• The Minority Supplement Program, which
was initiated in fiscal year 1991 for the pur-

pose of providing research supplements to

ciirrently funded project grants in order for

the principal investigator either to expand
the research in an area that address issues

concerning minority populations, or to pro-

vide a training opportunity for a minority re-

searcher. Through fiscal year 1998, AHCPR
allocated $5.86 miUion for the training of 101

minority researchers through tliis activity.^24

• The Medical Treatment Effectiveness Pro-

gram (MEDTEP) Research Centers on Mi-

nority Populations Program was created to

address discrepancies in health, increase the

knowledge base of minority health research,

and increase the number of minority health

services researchers. This program was initi-

ated in 1991, with the intention of developing

research centers to conduct and support re-

search, to provide technical assistance, to dis-

seminate information, and to train research-

ers on the outcomes and effectiveness of

health care services provided to minority

populations.625 Over the course of the pro-

gram, AHCPR has supported a total of 11

MEDTEP Centers.626

AHCPR has worked with the directors of its

National Research Service Award Institutional

Training Programs to increase the participation

of racial and ethnic minority students in the

programs. Of the 472 students participating in

the programs from 1993 to 1996, 18 percent were

identified by the principal investigators as racial

and ethnic minority students.

623 Ibid., p. 2.

624 Ibid., pp. 1-2.

625 Ibid., p. 2.

626 Ibid.
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state Initiatives: Minority and
Women's Heaitli Activities

Many State health agencies have imple-

mented programs and activities targeting mi-

norities and women.627 With the assistance of

Federal funds, States have been able to success-

fidly implement a variety of programs. There are

many possible tactics for addressing the health

care issues of minority and women populations.

Those hsted here can be categorized to address

three health care objectives: identifying dispari-

ties in health status, increasing access to care,

and improving the level of health education and
outreach in underserved communities. This is

not intended to be an exhaustive examination of

all initiatives, but rather a sample of those that

have been undertaken.

In an effort to focus on these health issues,

many States have created separate offices to ad-

dress minorities' and women's health. For exam-
ple, in October 1998, the West Virginia Depart-

ment of Health and Human Services, Bvireau for

Pubhc Health, started a minority health pro-

gram. The program acts as a resource in assist-

ing organizations, health care providers, gov-

ernment agencies, and minority communities in

decreasing morbidity and mortahty, increasing

general wellness, and ehminating the disparities

in health status and access to quahty medical

care.628 "phe lUinois Department of Health has a

Center for Minority Health Services that coordi-

nates a Minority Health Partnership responsible

for providing information and assistance on a

wide range of health-related issues to improve

the overall health of minorities. The State of II-

hnois has also estabhshed an office of women's
health with the purpose of conducting an inven-

tory of all women's health programs in the State;

identifying areas of potential collaboration; and

627 Of the 37 States that responded to the Commission's re-

quest for information, 14 provided materials about specific

programs that are discussed here. The Commission would like

to acknowledge the remaining 23 States that responded but

did not include specific information on initiatives: Alaska,

Arizona, Colorado, Georgia, Iowa, Kansas, Kentucky, Louisi-

ana, Maryland, Michigan, Mississippi, Nevada, New Mexico,

New York, North Dakota, Ohio, Pennsylvania, South Caro-

lina, South Dakota, Tennessee, and Wyoming, as well as the

territories ofGuam, Puerto Rico, and the Virgin Islands.

628 Joan E. Ohl, Secretary, State of West Virginia, Depart-

ment of Health and Human Resources, Charleston, WV,
letter to Frederick D. Isler, assistant staff director for Civil

Rights Evaluation, USCCR, Feb. 17, 1999 (re: information

for health care project), p. 1.

examining social, economic, psychological, and
physical barriers to better health for women.629

Every State, several territories, and the Dis-

trict of Columbia have a designated women's
health contact who communicates with the Of-

fice of Women's Health at HHS.^^o ^s many as

11 States have formally estabhshed women's
health offices, some by statute, some by Execu-

tive order, either within the State health de-

partment or the Governor's office.^^i Some of the

offices and contacts have significant budgets,

some are formal positions, but most are collat-

eral duty. And even when located in the State

health department, the office may be at the level

of the Health director, or it may be within a

family planning, maternal and child health, or

chronic disease division.^32

Identifying Disparities in IHealtli Status

Most efforts at the State level appear to be in

data collection and production of reports on
group-specific health issues. Almost all States

that submitted materials to the Commission in-

cluded information about data gathering efforts,

and many States have commissioned reports on

health concerns of minorities and women, in-

cluding comprehensive analyses of health serv-

ices and utihzation rates, disease-specific data,

and demographic compositions of geographical

regions. These reports are essential for high-

hghting areas where health and health care dis-

parities exist, and subsequently assessing where
there is the greatest need for intervention.

For example, the Washington State Depart-

ment of Health has issued several reports and
other documents on statewide initiatives affect-

ing women and racial and ethnic populations.^^a

In October 1992, the department released the

Washington State Health Data Report on People

629 John R. Lumpkin, director of Public Health, Illinois De-

partment of Public Health, Springfield, IL, letter to Freder-

ick D. Isler, assistant staff director for Civil Rights Evalua-

tion, U.S. Commission of Civil Rights, February 1999 (re:

information for health care project), enclosure, tab 2

(hereafter cited as Lumpkin letter).

630 Jones letter, p. 1.

esi Ibid.

632 Ibid., p. 2.

G33 Mary C. Selecky, Secretary, State of Washington De-

partment of Health, Olympia, WA, letter to Frederick D.

Isler, assistant staff director for Civil Rights Evaluation,

USCCR, Apr. 2, 1999 (re: information for health care proj-

ect), p. 1 (hereafter cited as Selecky letter).
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of Color.^^^ The pvirpose of this report was to

provide statistics on the health conditions of mi-

norities in the State, analyze the data so that

their health concerns could be addressed ade-

quately, and serve as a "springboard" for im-

proving data collection and analysis efforts in

the area of health care for these groups and, in

particular, some of the Hispanic and Asian
American/Pacific Islander subgroups.^^s Jn July

1997, the department released a report on the

State's plan for American Indian health care de-

Hvery.636 This report found that American Indi-

ans have Hmited health care resources and diffi-

culty accessing available services. The report

presented 20 recommendations for improving

American Indian health care in Washington
State. The recommendations cover such issues

as State-supported funding for improving health

care, American Indian involvement in pohcy and
program development, and technical assistance

to the American Indian community on the

State's health care system. ^3?

In conjunction with the nationwide Healthy

People 2000 and Healthy People 2010 initiatives

instituted by HHS, many States have estab-

Hshed similar programs, focusing on narrowing

the disparities in health status of minorities. For

instance, the Nebraska Department of Health,

Office of Minority Health and Human Services,

produced a report on the health of the State's

racial and ethnic minorities.^^s The issues ad-

dressed in the report include access to care,

health status, and risk factor prevalence for Af-

rican Americans, Native Americans, Asian

Americans, and Hispanics. The report targets

issues specific to each group to be addressed in

the Nebraska Year 2000 initiative. In addition,

the report addresses issues of concern for

women, broken down by racial and ethnic group.

^34 Washington State Department of Health, Center for

Health Statistics, Washington State Health Data Report on

People of Color, October 1992.

635 Ibid., p. 1.

636 Washington State Department of Health, Office of Com-
munity and Rural Health, American Indian Health Care

Delivery Plan, July 1997.

637 Ibid., pp. 4-5.

638 Nebraska Department of Health, Office of Minority

Health, Nebraska's Racial and Ethnic Minorities and Their

Health, September 1996.

to identify how particular health concerns affect

women of color differently.^^^

The Texas Department of Health has two re-

ports stemming from the Healthy People 2000

initiative that look at health status by race and
ethnicity^'*" and by gender. 6'*^ The report on race

and ethnicity provides data about the status of

Texas' predominant racial and ethnic popula-

tions in attaining the Healthy People 2000 goals

and targets 18 health status indicators. The
health status of racial and ethnic populations

are particularly important in Texas because it

has the third largest black popvJation and the

second largest Hispanic population among aU
States. 642 The gender report addresses 16 of the

health status indicators.^'*^

The State of Utah Department of Health has

produced several categorical reports on minority

and women's health issues. 64"* In 1993 the de-

partment released a report on health status in-

dicators by race and ethnicity. ^'^^ This report in-

cludes indicators such as mortahty rates, causes

of death, and socioeconomic factors. While not

considered a comprehensive data analysis of all

health problems, the authors think that the re-

port does provide a description of the relation-

ship between racial/ethnic health factors in Utah
as compared with national rates.^^^ In 1996 the

Utah Department of Health released a report

prepared by the department and the State's Ad

639 Ibid.

640 Texas Department of Health, Bureau of State Health

Data and Policy Analysis, Texas Healthy People 2000:

Health Status Indicators by Race and Ethnicity, 1980-1996,

July 1998 (hereafter cited as Texas Department of Health,

Health Status by Race and Ethnicity).

641 Texas Department of Health, Bureau of State Health

Data and Pohcy Analysis, Texas Healthy People 2000:

Health Status Indicators by Gender, 1980-1996, October

1998 (hereafter cited as Texas Department of Health, Health

Status by Gender).

642 Texas Department of Health, Health Status by Race and
Ethnicity, p. 1.

643 Texas Department of Health, Health Status by Gender,

p. 1.

644 Rod L. Betit, executive director. State of Utah Depart-

ment of Health, letter to Frederick D. Isler, assistant staff

director for Civil Rights Evaluation, USCCR, Mar. 19, 1999

(re: information for health care project), p. 7.

645 Utah Department of Health, Office of Surveillance and
Analysis, Division of Community Health Services, Utah's

Healthy People 2000 Health Status Indicators by Race and
Ethnicity, May 1993.

646 Ibid., pp. v-vi.
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Hoc Women's Health Committee. The report

shows the differences of health status, health-

related behavior, and access to health care and
utihzation of health care services for men and
women in Utah. The report is intended to inform

those who make social and health pohcies of

these differences, and how these differences and
concerns should be addressed in future State

pohcies.^4'

The Utah Department of Health also released

a report in 1997 on maternal and infant health

that provides information on the health and
well-being of women of childbearing age in

Utah.648 In 1997 the University of Utah's De-

partment of Health Promotion and Education

prepared a report on the health status of ethnic

populations for the Utah Department of

Health.649 The purpose of the report was to en-

hance the understanding of health issues that

are important to Utah's racial and ethnic popu-

lations, and inform the Department of Health of

the methods to collect ethnic health-related in-

formation in Utah.^50

Most recently, the Utah Department of

Health released its draft study on the health

status of Utah residents by race and ethnicity .^^^

Mainly a presentation of data from a variety of

sources, it examines indicators such as the

leading causes of death of American Indians,

Asian Americans and Pacific Islanders, African

Americans, Hispanics and whites, by age and
sex, health risk factors, and life expectancy from

birth.^52 The department expects to provide in-

formation on health care conditions of these

communities, as well as to address and improve

^^' Utah Department of Health, Women's Health in Utah,

December 1996, p. vii.

^^8 See Utah Department of Health, Division of Community
and Family Health Services, Maternal and Infant Health,

September 1997.

^*^ See Utah Department of Health, Bureau of Surveillance

and Analysis and Statewide Ethnic Health Committee, Utah
Health Status Survey on Ethnic Populations—Qualitative

Component, Final Report, November 1997 (hereafter cited

as UTDept. of Health, Survey on Ethnic Populations).

650 Ibid., p. 1.

651 See Utah Department of Health, Bureau of Surveillance

and Analysis, Office of Pubic Health Data, Health Status in

Utah by Race and Ethnicity, February 1999) (hereafter cited

as Health Status in Utah by Race and Ethnicity).

652 Ibid., p. vii.

the health care services that they need and pro-

vide suggestions for responsive action.^^a

In 1993 the Rhode Island Department of

Health released a report on the health of minori-

ties in Rhode Island.^^^ The report was intended

to provide health indicators and patterns of

health behavior and health care use in order to

assess the health status of Rhode Island's mi-

nority populations.655 The report is a foundation

for a State plan aimed at addressing the health

concerns of the minority groups in Rhode Is-

land.65^ In 1995 the department released a "data

sourcebook" that compares the minority and
white populations in Rhode Island with respect

to health status indicators and priority needs.^^v

Maine's Department of Human Services

submitted to the Commission a report on
women, as weU as several outreach and educa-

tion brochures for women and minorities pre-

pared by various State agencies.^^s The 1998 re-

port summarizes the findings of quahtative and
quantitative data to assess health needs of

women, which culminated in a State profile of

women's health.^^^ Selected issues discussed in

the report include demographics, health status,

behavioral health, health risks, and chnical pre-

ventive services relative to women.^^°

653 UTDept. of Health, Survey on Ethnic Populations, p. 1.

654 Edward J. Martin, assistant director of Management
Services, State of Rhode Island and Providence Plantations

Department of Health, letter to Frederick D. Isler, assistant

staff director for Civil Rights Evaluation, USCCR, Mar. 24,

1999 (re: information for health care project).

655 Rhode Island Department of Health, Office of Health

Statistics, The Health of Minorities in Rhode Island

(Providence, RI: Rhode Island Department of Health, May
1993) (hereafter cited as The Health of Minorities in Rhode
Island).

656 Ibid.

657 Rhode Island Department of Health, Office of Health

Statistics, Healthy Rhode Islanders 2000 : Sourcebook for

Minority Health Status, May 1995, p. 2.

658 jvf . Warren Bartlett, director. Offices of Health Data and
Program Management, State of Maine, Department of Hu-
man Services, letter to Frederick D. Isler, assistant staff

director for Civil Rights Evaluation, USCCR, Mar. 18, 1999

(re: information for health care project).

659 Maine Department of Human Services, Bureau of

Health, Division of Community and Family Health and
Maine Department or Mental Health, Mental Retardation

and Substance Abuse Services, Women's Health: A Maine
Profile, 1998. Several Federal, public, and private organiza-

tions funded the project/report, including HHS's Region I

Office on Women's Health.

660 See ibid.
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In 1997 the Oklahoma State Department of

Health released a comprehensive report on fam-

ily planning services in the State that includes

racial/ethnic data and statistics on women's
needs with respect to this issue. ^^i The depart-

ment released a report on maternal and infant

health data to address risk factors and charac-

teristics of pregnant women and infants in

Oklahoma County. ^^2

The Office of Minority Health in the Virginia

Department of Health, in conjunction with the

State's Multicvdtural Task Force, produces an
annual report on Virginia minority health

data.^^3 The 1997 report, which presents 1995

data, provides detailed health statistics for the

racial and ethnic minority groups. Before 1997,

health data were primarily aggregated as white

and nonwhite, and did not distinguish informa-

tion on the minority groups hving in Virginia.^^^

The expanded racial/ethnic breakdown in the

report was developed in response to the Virginia

Health Commissioner's Minority Health Advi-

sory Committee's recommendation "to improve

existing sources of data by adding more detail

and refinement to include race/ethnicity, gender,

age and local identifiers to Virginia vital health

records and reports."^^^ The objective of includ-

ing expanded data on minorities is to provide an
informative tool for Virginia's pohcymakers,

health care providers, consumers, and the gen-

eral pubhc in the area of health care.^^^ The

66' Oklahoma State Department of Health, Maternal and
Child Health Services, Family Planning Services in Okla-

homa, 1997, p. xii.

662 Oklahoma State Department of Health, Maternal and
Child Health Planning and Evaluation, Maternal and Infant

Health in Oklahoma County, no date.

663 E. Anne Peterson, acting state health commissioner.

Commonwealth of Virginia, Department of Health, Rich-

mond, VA, letter to Frederick D. Isler, assistant staff direc-

tor for Civil Rights Evaluation, USCCR, Apr. 13, 1999 (re:

information for health care project) (hereafter cited as Pe-

terson letter).

664 Virginia Department of Health, Center for Health Statis-

tics and Office of Minority Health, Virginia Minority Health

Data Report (City/County Tables) 1995, 1997). In 1995 the

population in Virginia was 6,550,826. Minorities were 25

percent of the total. African Americans (19.5 percent) were

the largest minority group in Virginia, followed by

Asian/Pacific Islanders (3.1 percent), and Hispanics (3.0

percent). Native Americans were less than 1 percent of the

total population. Ibid., p. 1.

665 Ibid.

666 Ibid.

State's Multicultural Health Task Force is cvir-

rently doing a study to identify the contributors

to the health status gap in Virginia and to de-

velop strategies for future program planning.^^'^

In 1993 Wisconsin's Department of Health

and Social Services, Center for Health Statistics,

issued a report on the health status of minority

populations in Wisconsin.^^^ The report exam-
ined health status at different life stages: birth

and infancy, childhood and youth, young adtdt-

hood and middle age, and older age.^^^ The
findings were comprehensive. For example, for

prenatal and infant health, the report found that

in Wisconsin, women in ethnic and racial mi-

norities were less likely to begin care in the first

trimester of pregnancy and tended to make
fewer prenatal visits, compared with statewide

percentages. In 1991 black infants in Wisconsin

were more likely to be born .with low birth-

weight. Minority groups were also more highly

represented among Wisconsin births to mothers

less than 18 years old, among births to unmar-
ried women, among births to women who have

less than a high school education, among births

that represent the mother's fourth or higher

birth, and among mothers who had experienced

another birth within the previous 24 months.

Blacks and American Indians had higher than

average infant mortahty rates.^''*^

The Delaware Health and Social Services De-

partment submitted several reports to the Com-
mission that covered health care issues affecting

racial and ethnic minorities and women.^'^i The
Governor's Advisory Council is responsible for

setting priorities to address problems and par-

ticipating in efforts to improve minority health.

The council also participates in programs that

promote health and prevent disease in minority

populations and identifies the effect that

changes in the health care system will have on

667 Peterson letter, p. 1.

668 Wisconsin Department of Health and Social Services,

Division of Health, Center for Health Statistics, Minority

Health in Wisconsin: Toward a Healthy Diversity, 1993.

669 Ibid., p. xiii.

6''0 Ibid., pp. xix—XX.

6''i Gregg C. Sylvester, Secretary, Delaware Health and So-

cial Services, Office of the Secretary, letter to Frederick D.

Isler, assistant staff director for CivU Rights Evaluation,

USCCR, Apr. 12, 1999.

173



minorities.6^2 Jn June 1998, the council released

its progress report, which focuses on four target

areas to be addressed to improve the health

status of minorities in Delaware: infant mortal-

ity, cancer, HIV/AIDS, and health education.^'^^

In conjunction with the reports produced on
health status and health disparities, Delaware
Health and Social Services has pubhshed much
needed information on the racial/ethnic and
gender composition of primary care physicians in

the State. The report examines physicians prac-

ticing in five specialties: family practice, general

practice, internal medicine, pediatrics, and ob-

stetrics/gynecology. For minorities and women,
the data show that in the entire physician data-

base, 56 percent of the female physicians were in

one of the primary care specialties. The smallest

percentage of primary physicians was African

Americans, even in the State's predominantly

African American county. However, the highest

proportion of Hispanic primary physicians

(approximately 4 percent) practiced in the

county with the highest number of Hispanic

residents. ^''4 Identifying the demographic compo-

sition and practice patterns of health care pro-

viders is the necessary first step toward in-

creasing minority and female representation in

the medical profession.

In addition to the production of reports. State

health departments have produced and dissemi-

nated other materials that address specific

health issues. The Nebraska Health and Himian
Services System, in conjunction with HHS, pre-

pared fact sheets on 17 issues related to women's
health care. The fact sheets, covering such issues

as access to health care, maternal and child

health, cancer and other diseases, mammo-
grams, and violence against women, were com-

piled for a women's health symposium held in

^^2 Delaware Health and Social Services, Report of the Gov-

ernor's Advisory Council on Minority Health, 1998, p. 4.

^''^ Ibid. The report focuses on African Americans, although

it acknowledges the increase in the Hispanic population by

60.9 percent since 1990. The council noted that the report is

missing significant comment on the health status of His-

panics in the State and stated that the data provided for the

report were mainly firom the Delaware Vital Statistics An-

nual Report, which has limited coverage of the Hispanic

population. According to the council's report, "Discussions

are under way to broaden the scope of coverage of Hispanics

in the near future." Ibid., pp. 2-3, 5-6.

674 Ibid., pp. 6-7.

May 1998.675 in January 1999, the Nebraska
Health and Human Services System's Office of

Minority Health and Human Services presented

a statistical document of minority health infor-

mation. The statistics show that there is a

"significant disparity in the overall health status

and quahty of life for racial/ethnic minorities in

Nebraska."^''^ Based on the statistics, the study

reports that minorities in Nebraska are over-

represented in morbidity and mortahty health

rates and in disability rates.

Other data collection efforts have focused on
disease-specific issues to generate an under-

standing of what factors lead to disparities in

occurrence, treatment, and outcome. The Mis-

souri Department of Health, for example, issued

a report on the prevalence of diabetes among
African Americans in various regions of the

State. 6'^'' National data show the disease to be

more common and more severe among African

Americans as compared with whites; the purpose

of the Missoviri study was to examine to what
extent the trend exists in the State and to ex-

amine the health factors specific to the Missouri

population of African Americans.^'^s The same
office recently produced a second report on the

prevalence of activity hmitation and arthritis

among African Americans within specific geo-

graphic regions of the State. ^'^^ Data show that

African Americans rank arthritis as the top con-

dition that limits major activities such as work-

ing, keeping house, and hving independently .^^o

6V5 Mike Johanns, Governor, State of Nebraska, letter to Fre-

derick D. Isler, assistant staff director for Civil Rights Evalua-

tion, USCCR, Feb. 16, 1997 (re: information for health care

project), enclosure, "Fact Sheets on Women's Health for the

Women's Health Symposium, May 14-15, 1998."

676 Nebraska Health and Human Services System, Office of

Minority Health and Human Services, Minority Health In-

formation, January 1999, p. 10.

677 Missouri Department of Health, Division of Chronic Dis-

ease Prevention and Health Promotion, Office of Surveil-

lance, Research and Evaluation, Prevalence of Diabetes

Among African Americans in the City of St. Louis, Kansas
City, and the Bootheel Region of Missouri, October 1997.

678 Ibid., p. 1.

679 Missouri Department of Health, Division of Chronic Dis-

ease Prevention and Health Promotion, Office of Surveil-

lance, Research and Evaluation, Prevalence of Activity Limi-

tation and Arthritis Among African Americans in the City of

St. Louis, Kansas City and the Bootheel Region of Missouri,

January 1999.

680 Ibid., p. 3.
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These reports and findings illustrate qviite

plainly that disparities in health status and
health care exist. Recognition by State health

agencies that disparities are unacceptable is a

first step. The volumes of information must now
be analyzed further to include practical solutions

for eliminating differences, which can be par-

tially accompUshed through improved access to

care.

Increasing Access to Health Services

As demonstrated earher in this report, one of

the greatest predictors of poor health status is

lack of access to health care.^^i Reconciling need
with use has presented a dUemma for health

care providers, particularly in predominantly

minority communities. To remedy this, at least

in part, some States have designed health serv-

ice programs aimed specifically at those popula-

tions whose health needs most often go unmet.

For example, minority and poor women often

receive relatively httle prenatal care.^^^ 'Po ad-

dress this, the Texas Department of Health es-

tabhshed a prenatal program called Baby Bun-
dles. The program recruits community volun-

teers to work with public health professionals in

reducing the number of low-birthweight babies

and lowering the infant mortahty rate. Health

clinics distribute baby clothing made by the vol-

unteers to cHnic mothers and children as an in-

centive to estabhsh healthy practices, such as

attending prenatal care visits, breast feeding, or

completing all first-year well-baby checkups and
immunizations.^83

The Oregon State Health Division has a

number of activities aimed at increasing health

care participation among minorities and women.
To address the high rate of infant mortahty

among African Americans, the State has devel-

oped an African American Infant Mortahty Pre-

vention CoaHtion. The State Health Division

provides the coaHtion technical assistance.^^4

681 See chaps. 2-3.

G82 See chaps. 2-3.

683 Charles W. Pankey, director, Office of Equal Opportu-

nity, Texas Department of Health, Austin, TX, letter to Fre-

derick D. Isler, assistant staff director for Civil Rights

Evaluation, USCCR, Feb. 19, 1999 (re: information for

health care project), enclosure, Texas Volunteer Health

Corps, "Baby Bundles."

684 EUi Hall, Health Division, Oregon Department of Human
Resources, memorandum to Mark Gibson, Governor's Office,

The division also has two grants: a Federal

Healthy Start grant to develop a community-
based strategy to prevent and reduce infant mor-
tahty and the African American Birth Outcomes
Project to develop an intervention model to pre-

vent infant mortahty.^^^ These programs are in-

tended to provide better access to medical care

for mothers, including home visits by nurses,

social and community support, and improved
prenatal nutrition to reduce infant mortahty and
morbidity .686 The Office of Community Services

in the Oregon Health Division also has a preven-

tive health and health services block grant for a

program targeted to women of color who are the

victims of domestic and sexual violence.^^^ For
HIV/AIDS prevention, the Oregon Health Divi-

sion has estabhshed a partnership with the Mul-
ticultural HIV/AIDS Alhance of Oregon, a state-

wide grassroots organization adyocating compe-
tent, culturally appropriate HIV prevention and
service dehvery. The partnership has produced

the People of Color Needs Assessment, which
has surveyed African American and Hispanic

Oregonians about factors that have contributed

to an elevated risk for HIV infection.^ss

Immigrants and refugees are among the most
difficult to reach for health care. A few States

administer programs to provide health care spe-

cifically for these popvilations. The Idaho De-

partment of Health and Welfare has estabhshed

the Migrant and Seasonal Farm Worker Out-

reach Project to meet the needs of the estimated

119,000 migrant and seasonal farmworkers in

Idaho. The program uses the services of the

Idaho Primary Care Association, an organization

Aug. 7, 1998 (re: data and pubUc health programs for mul-
ticultural populations), p. 1 (hereafter cited as Hall memo-
randum).

685 Ibid. See also Gary K. Weeks, director. Department of

Human Resources, State of Oregon, letter to Frederick D.

Isler, assistant staff director for Civil Rights Evaluation,

USCCR, Mar. 12, 1999 (re: information for health care proj-

ect) (hereafter cited as Weeks letter), enclosure, Oregon
Health Division, Center for Child and Family Health,

"Information for Governor's Task Force on Multi-Cultural

Health," p. 1.

686 Weeks letter, enclosure, Oregon Health Division,

"Information on Multi-Cultural Health," p. 1. The Oregon
Health Division reported its efforts and activities to prevent

and reduce racial disparities in infant mortality rates to an
African American Legislative Roundtable in 1997.

687 Ibid.

688 Hall memorandum, p. 5.

175



of nonprofit health centers offering preventive

and primary health care services to medically

underserved areas of the State. Although the

Community and Migrant Health Centers dehver

health care services to these populations, the

State recognizes that there are still gaps in ac-

cess to primary health services due to the popu-

lation's frequent travel, isolated housing, social

and cultural differences, and transportation dif-

ficulties. The outreach project, therefore, in-

cludes activities to reduce these barriers to care,

assist in recruiting cHents, provide health pro-

motion and education, and facilitate health

services and coordinated care through referral

and followup. Areas covered under the grant in-

clude family planning, diabetes education,

STD/HIV education and counseUng, breast and
cervical cancer education, and tuberculosis

screening.689 Outreach workers provide bihngual

and culturally sensitive education services to

groups and individuals.

Through the Illinois Department of PubHc
Health's Center for Minority Health Services, a

Refugee and Immigrant Health Screening Pro-

gram coordinates the provision of health

screening to lUinois refugees and Orderly Depar-

tvire Program immigrants through identification,

treatment, and foUowup of observed health

problems.^^" As the first refugee health program
in the United States to provide trained biUngual

translators in its chnics, the lUinois program has

been successful in contacting and screening more
than 95 percent of new arrivals.^^^ In Oregon
another initiative focuses specifically on the

health of immigrant children. The migrant im-

munization program immvinizes preschool chil-

dren in migrant communities to reduce the

prevalence of vaccine-preventable disease.^^^

In Florida many of the initiatives targeting

minorities and women focus on promoting

treatment for HIV/AIDS patients. To ensure ef-

fective allocation of resources in the field, a Peer

Advisory Review Workgroup for the Title II

689 Janie Aguilar, Idaho Department of Health and Welfare,

Boise, ID, letter to Mireille Zieseniss, USCCR, Apr. 7, 1999

(re: information for health care project), enclosure, p. 10.

690 Orderly Departure Program immigrants are defined as

Vietnamese nationals who have legally appUed for migration

to the U.S.

691 Lumpkin letter, enclosure, tab 2.

692 Weeks letter, enclosure, Oregon Health Division,

"Information on Multi-Cultural Health," p. 1.

Ryan White Comprehensive AIDS Resources

Emergency Act of 1990693 ^^g estabUshed. Un-
der title II of the act, direct assistance is pro-

vided to Florida to improve the quahty, avail-

abihty and organization of health care and sup-

port services for individuals Hving with HIV and
their famihes. Of particular concern to the

workgroup is the lack of participation in the

services and in the consortium by minorities,

particularly African Americans. The absence of

African American participation is critical, con-

sidering it has fallen short in proportion to the

population affected by the disease.^^^

The workgroup has cited many possible rea-

sons for this lack of participation among African

Americans, including perceptions that their par-

ticipation will not result in increased access, per-

ceptions that their opinions will not be taken

seriously in the decisionmaking process, cultural

discomfort with the ways in which the consor-

tium operates, not feehng welcomed, and preju-

dice. One remedy at the local level has been the

estabhshment of an African American caucus

whose input is then channeled into the consor-

tium. The workgroup advised local constituents

to address the issues of minority access and par-

ticipation, but also acknowledged that a state-

wide workgroup needs to address this issue in a

methodical manner and devise several ap-

proaches to share with consortia. The recom-

mendation was a statewide Workgroup on FuU
Participation/Full Access to assess and remedy
the obstacles to care.^ss

A separate program was designed in Florida

to address HIV/AIDS in women. Under the Tar-

geted Outreach to Pregnant Women Act of

1998,696 five counties received funds to estabUsh

outreach programs to find pregnant women who
are not receiving proper prenatal care and are at

risk of dehvering newborns who are exposed to

HIV or are at risk of being affected by the

mother's substance abuse. The outreach will in-

693 Pub. L. No. 101-381, sec. 201, §§ 2611-2620, 104 Stat.

586 (codified at 42 U.S.C. §§ 300ff-21-300ff-30 (1994 &
Supp. II 1996).

694 Florida Department of Health, Bureau of HIV/AIDS,
"Serving Persons Living With HIV Disease, A Peer Advisory

Review Interim Report," Aug. 15, 1998, p. 29 (hereafter cited

as Florida Department of Health, "Serving Persons Living

With HIV Disease").

695 Ibid., pp. 31-32.

696 FLA. Stat. 381.0045, ch. 381, title XXIX (1998).
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volve locating these hard to find women and
linking them with services. ^^'^

Improving Education and Outreach

Education and outreach programs serve not

only to inform minority groups of their health

care needs and options, but also to include mi-

norities and women as active participants in

health care. For outreach efforts to be effective,

and for health providers to better serve consum-
ers, the traditionally underserved must be in-

volved in decisionmaking processes and be given

the opportunity to voice their health concerns.

For example, from 1996 to 1998, the Rhode Is-

land Department of Health's Office of Minority

Health and its Minority Health Advisory Com-
mittee sponsored a series of commvmity forums
targeting each of the major racial and ethnic mi-

nority groups for the purpose of providing con-

sumers with an opportunity to express their con-

cerns and needs regarding health care.^^s Eight

community forums were held focusing on prior-

ity areas and barriers relating to health care for

members of these groups. In 1998 the depart-

ment released a report on the community fo-

rums, which would culminate in a minority

health plan for the State.699

The Washington State Department of Health

has estabhshed collaborative efforts with differ-

ent American Indian tribes to address pubhc
health issues and implement programs.'^o" In

1994 the department funded the first American
Indian Tribad Leaders Svmimit on Health Re-

form. According to the Washington State De-

partment of Health, one of the significant results

was the estabhshment of the American Indian

Health Commission for Washington State. '^"^ The
commission is a consortium of federally recog-

nized tribes, urban Indian health programs, and

^^^ Chris Kertesz, "Program Gears Up for Outreach to High-

Risk Pregnant Women," The Health Advisor, Florida De-

partment of Health, February 1999, p. 3.

698 Rhode Island Department of Health, Office of Minority

Health and the Community Resource Assessment Subcom-
mittee, Minority Health Advisory Committee Community
Forum Report, Strategic Plan Series: Report I, April 1998,

executive summary, pp. 1—3.

699 Ibid.

''oo Selecky letter, enclosure, "Washington State Department
of Health, Current Health Care Initiatives," p. 2.

TOi Ibid., p. 3.

American Indian individuals. "'"^ Other outreach

activities include ongoing partnering between
local health jurisdictions and minority commu-
nity organizations in an effort to expand the

reach of pubhc health activities and to promote
commxxnitywide participation in health serv-

ices. ^°3

Washington's Department of Health also

sponsors a breast and cervical cancer program
that targets low-income women ages 40 to 64
who are uninsured or underinsured. The pro-

gram includes pubhc education, quahty assvir-

ance, tracking, surveillance, evaluation, and
service dehvery components. '^''^ j^ addition to

these efforts, Washington State has developed

pubhc health improvement strategies through-

out the State. ''°5 For example, department initia-

tives have been put in place to address diseases

and illnesses, such as diabetes and tuberculosis,

that disproportionately affect minority commu-
nities.''*'^

The Utah Department reported its participa-

tion in an annual national summit that is held to

address American Indian health care issues and
concerns. The fifth annual summit on Indian

health care issues was held in 1998 in Salt Lake
City. The summit included 106 attendees repre-

senting 14 States, 53 tribal and urban program
representatives, representatives from the Fed-

eral Government including Health Care Fi-

nancing Administration (HCFA) staff, and a rep-

resentative from the White House's Office of

Management and Budget. The summit's recom-

mendations include a clarification of HCFA's
role with respect to services for American Indi-

ans, and a partnership of HCFA, other govern-

ment agencies, and tribes to address the provi-

sion of health care."'"''

The Missoviri Department of Health has
taken a disease-specific approach to minority

health care through the development of the de-

partment's Section of STD/HIV/AIDS Prevention

and Care Services. The program addresses the

importance of being responsive to the health

care needs of specific populations at risk or di-

™2 Ibid., p. 2.

703 Ibid.

™^ Ibid., p. 1.

TO5 Ibid., p. 3.

706 Ibid., pp. 3-5.

™7 Betit letter, enclosure, "Indian Health Care," p. 1.
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agnosed with HIV and other STDs (sexually

transmitted diseases), particularly the dispro-

portionately affected women and minority

populations. The section has placed a strong em-

phasis on prevention and care services targeting

these women and minorities and it developed

specific initiatives to address urban minority

popvdations as well as those in rural communi-
ties.

The Texas Department of Health also has a

breast and cervical cancer control program.^"^ Its

priority is African American women, who have

the highest breast and cervical cancer mortahty
rates.'^o^ Unfortunately, the percentage of Afri-

can American women enrolled in the program

decreased after the first year, and the depart-

ment concluded that speciahzed outreach may be

necessary. ''10 A 13-member work group met in

February 1997 to address concerns about breast

cancer screening among African American
women to develop responses to the problems,

and to develop links to other health systems to

improve breast health care among African

American women. '^^i The group convened task

forces on the topic in March 1997 and September
1998. ''12 The department requested funding and
recently received a cooperative agreement from

the Centers for Disease Control and Prevention

to pilot test outreach activities and screen Afri-

can American women for breast and cervical

cancer.''i3

708 Margaret C. Mendez, director, Breast and Cervical Can-

cer Control Program, Texas Department of Health, Austin,

TX, memorandum to Bureau of Disease and Injury Preven-

tion, Feb. 15, 1999 (re: materials related to access to health

care) (hereafter cited as Mendez memorandum).

""^ Texas Department of Health, Breast and Cervical Cancer
Control Program, "Progress Report, Breast and Cervical

Cancer Control Program," Jan. 20, 1997, p. 2.

''i" Mendez memorandum, p. 2.

'ii Ibid, p. 1; see also Texas Department of Health, Breast

and Cervical Cancer Control Program, "Workgroup Ap-

pointed to Address Breast Cancer Among African American
Women," Commitment, vol. 6, no. 3 (March 1997), p. 4.

^12 Mendez memorandum, enclosure, "Task Force on Breast

Cancer Among African American Women, March 17, 1997,"

p. 1.

^13 Sidney Shelton, chief. Bureau of Financial Services, and
Margaret C. Mendez, director. Breast and Cervical Cancer

Control, Texas Department of Health, letter to Sharron P.

Orum, grants management officer. Procurement and Grants

Office, Centers for Disease Control and Prevention, HHS, Oct.

6, 1998 (re: Breast and Cervical Cancer Prevention and Early

Detection Program); Mildred S. Garner, grants management
officer. Procurement and Grants Office, Centers for Disease

In Texas technical assistance is available to

health care providers in an effort to make health

services more accessible to the Hispanic commu-
nity. A manual was produced that explains how
to determine bilingual staffing needs and dis-

cusses alternative methods for serving Hmited-

English-proficient chents. It also provides infor-

mation on volunteer interpreter services, and
Hsts some of the cultural differences (for exam-
ple, body language) of various Hispanic groups,

so that health care providers can provide more
cultiirally competent care.''^^ Another manual
describes the Texas Department of Human
Services' Volunteer Interpreter Services Pro-

gram and provides instructions for volunteer

interpreters as weU as for staff relying upon in-

terpreters. ''^^

Initiatives and Programs at Teaching
Hospitals and iViedical Scliools

Many innovative programs being imple-

mented at the local level, if adopted more uni-

versally, have the potential to vastly improve

both health care dehvery and the health status

of underserved populations. The challenge of

inclusive health care at the local level can be

viewed in three areas: the development of diver-

sity programs for health care providers in an
effort to estabhsh an understanding of what it

means to provide culturally competent health

care; assessment of community-specific health

care needs, particularly for those within a desig-

nated service deUvery area; and finally, the de-

velopment of targeted programs that improve

the access and quaHty of care for the under-

served.

PubUc and private medical schools and
teaching hospitals across the country are en-

gaging in programs designed to identify prob-

lems with and work toward solutions for the

health care system. The initiatives mentioned

here are only a handful of those that have been

Control and Prevention, HHS, letter to Margaret Mendez,

Chronic Disease Prevention Program, Texas Department of

Health, Jan. 27, 1999 (re: Notice of Cooperative Agreement
Award No. U57/CCU606729-07-1, 1997 National Breast and
Cervical Cancer Early Detection Program).

'1'* See Bob Compton and Lonzo Kerr, CivU Rights Depart-

ment, Texas Department of Human Services, Accessing

Services by the Hispanic Community, 1998, p. 1.

'•s Texas Department ofHuman Services, Region 3, Accessing

Services by the Hispanic Community, Supplemental Informa-

tion: Volunteer Interpreter Services Program, November 1995.

I
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implemented, but they represent feasible strate-

gies for assessing and addressing the needs of

minorities and women.

Diversity Programs and Cultural Competence
Before providers can begin serving the com-

munities in need inclusively, an atmosphere of

sensitivity and awareness must be reached
among those actually providing health services.

Medical schools and health care faciUties alike

have begun incorporating diversity issues and
cultural competency training in their curricula

and modes of operation. The increasing diversity

of this country's population means all health

care providers need to recognize and adapt the

ways in which they provide care.

Commentators have suggested that one of the

major issues confronting medical educators is

how medical schools can prepare students to re-

dress the maldistribution of physicians. '^^^ At the

University of New Mexico an innovative pro-

gram educates medical students on the specific

needs of rural minority populations and at the

same time provides health care to these under-

served groups. '^1'' The Community Based Educa-
tion Research and Treatment Program moves
academic medicine out of the university hospital-

chnic setting and into the rural or underserved

community. The medical school curriculum at

the University of New Mexico includes the con-

ventional aspects of medicine, but training oc-

curs in a community context that reqioires medi-

cal professionals to be cultvirally competent.''^*

Other schools of medicine have incorporated

diversity issues and cultural competency train-

ing into the required coursework for medical

students:

• At the Ohio State University College of Medi-

cine and Pubhc Health, a diversity module is

part of the first year curriculum for all medi-

''ifi Arthur Kaufinan, Diane Klepper, S. Scott Obenshain, J.

Dayton Voorhees, William Galey, Stewart Duban, Maggi
Moore-West, Rebecca Jackson, Max Bennet, and Robert

Waterman, "Undergraduate Medical Education for Primary
Care: A Case Study in New Mexico," Southern Medical

Journal, vol. 72, no. 9 (September 1982), pp. 1110-17.

'1'' Paul B. Roth, Dean, associate vice president for Clinical

Affairs, Health Sciences, University of New Mexico School of

Medicine, Albuquerque, NM, letter to Mireille Zieseniss,

USCCR, Mar. 19, 1999 (re: information for health care proj-

ect), enclosure, p. 1.

"8 Ibid., p. 1.

cal students. It includes cultural diversity,

women's health, spirituahty, and complemen-
tary medicine and therapies. In addition, a

separate module on violence in society that

addresses violence and rape against women is

offered.719

• At the University of Nebraska College of

Medicine the curriculum addresses issues of

access, race, gender, equity, and allocation of

resoTxrces. Students are reqviired to take ses-

sions in areas including language, culture

and ethnicity in health care, gay and lesbian

issues in health care, economics, justice and
the allocation of health care resources, and
Native American health care.'^^o

• At the University of Southern California De-

partment of Nursing, the Hispanic Initiative

Program allows for the integration of conver-

sational Spanish in the nursing curriculum.

Students also learn about the diverse Latino

cultiu-e, and about the health care needs of

the large Latino population in the area. La-

tino bihngual nursing students serve as men-
tors to the non-Spanish-speaking students. ^^i

• At the University of Pennsylvania School of

Medicine, components dealing with cultviral

competency will be introduced into the year

2000 curriculum. A core of training called

"humanism and professionahsm" has been in-

tegrated into the medical school program and
spans the entire 4 years of the cvirriculum.

The purpose of the training is "to promote the

appreciation of cvdtural differences and their

influences in the physician-patient relation-

ship, in the interface with the healthcare sys-

tem, and in behefs about health and disease."

Methods include symposia, longitudinal

learning experiences, and small group work

^13 Robert L. Holder, associate to the vice president for

Health Sciences, The Ohio State University Health Sciences

Center, Columbus, OH, letter to Mireille Zieseniss, USCCR,
Mar. 18, 1999 (re: information for health care project), en-

closure, p. 1 (hereafter cited as Ohio State University

Health Sciences Center response to information request).

^20 Harold M. Maurer, chancellor, University of Nebraska
Medical Center, Omaha, NE, letter to Frederick D. Isler, as-

sistant staff director for Civil Rights Evaluation, USCCR, Feb.

26, 1999 (re: information for health care project), app. IB.

721 Linda Nola, director. Equity and Diversity, University of

Southern California, Los Angeles, CA, letter to Mireille Zie-

seniss, USCCR, Mar. 15, 1999 (re: information for health

care project), enclosure, p. 9.
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with representation from various racial/ethnic

groups.'^22

Fairview University Medical Center in Min-

neapolis, partner of the University of Minne-

sota's Academic Health Center, illustrates rec-

ognition of the need for integration of diversity

awareness in the dehvery of health care services

in a practical setting. Because of the increasing

diversity of the patient community and the

change in racial makeup of health care provid-

ers, the Transcultural Care and Service Team
was created in 1998. The Transcvdtural Care and
Service Team has created subunits to address

five elements: building the business case, devel-

oping a learning plan, developing a human re-

source plan, removing barriers to care and serv-

ice, and recognizing and affirming diversity.

Proposed plans for implementation include sys-

tems to educate staff about diversity and cul-

tural differences; integration of diversity into

normal business routines such as employee ori-

entation, training, and education programs; and
providing staff with the abihty to recognize in-

stances of prejudice and discrimination.'^^s Al-

though hospital administrators acknowledge

that Fairview may be behind other institutions

in terms of actually implementing diversity pro-

grams,''24 they have made strides toward reach-

ing that goal and a commitment to improving

their ciiltural sensitivity.

At the Boston Medical Center a committee

was formed to produce monthly forums to ad-

dress the health care behefs and practices of

specific racial/ethnic groups. Seven ethnic

groups have been targeted based on the number
of patients seen at the center from each of the

groups: African American; Bosnian, Serbian,

and Croatian; Puerto Rican; Vietnamese; Hai-

^22 Bernett L. Johnson, Jr., senior associate dean for Veter-

ans Affairs, associate dean for GME and Minority Affairs,

associate dean for Community Affairs, University of Penn-

sylvania Health System, letter to Frederick D. Isler, assis-

tant staff director for Civil Rights Evaluation, USCCR, Apr.

12, 1999 (re: information for health care project), pp. 2-3

(hereafter cited as University of Pennsylvania Health Sys-

tem response to information request).

^23 David R. Page, president/CEO, Fairview Health Systems,

Minneapohs, MN, letter to Frederick D. Isler, assistant staff

director for Civil Rights Evaluation, USCCR, Mar. 12, 1999

(re: information for health care project), tab 3.

724 Ibid., tab 4.

tian; Somah:, and Cape Verdean.'^^s The goal of

the program is to educate staff on the appropri-

ate methods of questioning patients about their

culture, language, social customs, rehgious be-

hef, taboos, family structure and roles, health

care behefs and hving conditions as related to

the individual's health needs. "^^e The Boston

Medical Center model demonstrates a direct re-

sponse to an identified need; this is another ef-

fective strategy toward inclusive health care.

Similarly, the University of Washington
School of Medicine combines American Indian

traditional heahng methods and modern medical

practices in classroom and chnical experi-

ences. '^27 The School of Medicine also prepares

American Indian students and physicians for

academic careers by offering fellowships to sup-

port research and placing students in clerkships

with rural and urban health care providers. ''^s

Other programs focus on increasing the num-
ber of minority health care professionals by en-

coviraging students in elementary, middle, and
high schools to enter the health professions. For

example, the Florida A&M University College of

Pharmacy and Pharmaceutical Sciences pro-

motes career opportunities through its Center

for Excellence. The center matches high school

students with African American students in the

university's pharmacy program. In addition,

students and faculty in the program jointly con-

duct research on pharmacy in the African

American community.'^^s Similarly, the Univer-

sity of California at San Diego works with mid-

dle and high school students in the community
to increase the number of Hispanic students and
faculty in its school of medicine. '^^^

Another example of partnerships between

schools and communities is the University of

Arizona's American Indian Students United for

Nvirsing (ASUN) Project, which works with stu-

dents to encourage them to undertake careers in

nursing.''3i Faculty members work with the uni-

725 Boston Medical Center, Catalog of Diversity Programs,

November 1998, p. 11 (hereafter cited as BMC, Catalog of

Diversity Programs).

726 Ibid., p. 11.

727 Fox, "HRSA Opens Doors," p. 3.

728 Ibid.

729 Ibid.

730 Ibid.

731 Michelle Meadows, "Project Brings More Indians to

Nursing," Closing the Gap, May/June 1999, p. 11.
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versity's American Indian Institute to expose

students to careers in nursing, and the faculty

members participate in career days on reserva-

tions. ASUN also hosts monthly social and aca-

demic meetings with prenursing students and
conducts blessing ceremonies before exam peri-

ods. In addition, ASUN has an Adopt-a-Tribe

program through which the school estabUshes

relationships with local communities and
tribes. ''32

Assessing Community Needs
Health care initiatives extending beyond tra-

ditional medical care are necessary to address

the needs of various communities. However, be-

fore programs can be implemented, it is neces-

sary to assess what those needs are and identify

community-specific deficiencies in existing

health care systems. This is exactly what was
done by the Archbishop's Commission on Com-
munity Health (ACCH) in St. Louis, Missouri. In

an attempt to assess the needs of the communi-
ties served by facihties participating in the

ACCH, the assessment process was aimed at

identifying the gaps between the communities'

resources and deficits, and to identify additional

potential resources within the communities. ''33

The assessment used both quantitative data in

the form of census information to identify socio-

economic need, as well as other social indicators,

and quahtative data gathered through inter-

views with community leaders and focus groups

with the targeted members. The assessment

identified several populations in which these

gaps existed, among them immigrants. The
health care needs of the immigrant communities

included language assistance, transportation,

and primary health care such as immunizations,

baby care, and general hygiene education.''34

Assessing the needs of a specific community
in this way allows for development of a blueprint

for programs to remedy the deficiencies, and is a

necessary strategy if initiatives at the commu-
nity level are to be successful. The Greenville

732 Ibid.

733 Sandy Kimball, employee relations coordinator, St.

John's Mercy Medical Center, St. Louis, MO, letter to

Mireille Zieseniss, USCCR, Mar. 31, 1999 (re: information

for health care project), enclosure, "Archbishop's Commis-
sion on Community Health: Community Health Assessment,

May 1996," p. 2.

734 Ibid., p. 4.

Hospital System in GreenviUe, South CaroUna,
conducted a similar study that aimed to identify

health issues of particular concern to Hispanics
in the area. ''35 After conducting svirveys and
holding discussions with focus groups and health

care providers, the researchers were able to pro-

duce several recommendations for how to best

approach the needs of the growing Hispanic

community. Researchers inquired into the

health care use patterns, barriers to care, and
preferences for health care dehvery of Hispanics

in the area. They then assessed the views of cur-

rent providers and their capacity to identify

shortfalls. Recommendations included increasing

the cultiiral competency of health care providers

and patients so that each has accurate expecta-

tions of the other, focusing on community-based
facilities with hours and payment options appro-

priate for low-income workers, recruiting Span-
ish speaking staff and improving communication
abihties of existing staff, and using grassroots

methods to reach the Hispanic community.736

Researchers from Georgetown University in

Washington, D.C., in conjunction with members
from local organizations and advocacy groups,

recently completed a pilot study to identify the

barriers faced by Latino immigrants in accessing

health and social services. ''37 Researchers held

focus groups with Latino immigrants from dif-

ferent geographic regions in the city, and were
specifically concerned with the respondents' fa-

miharity with Latino agencies, what kinds of

services they rehed on for assistance, and where
they experienced difficulty accessing services.

They further identified deficiencies in health

services, such as lack of bihngual providers,

dearth of faciUties in their areas of residence,

and lack of available health insurance for immi-
grants. Recommendations for resolving these

issues included creating outreach programs, fos-

735 Frederick D. Hobby, vice president, Diversity and Service

Excellence, Greenville Hospital System, Greenville, SC,

letter to Frederick D. Isler, assistant staff director for Civil

Rights Evaluation, USCCR, Mar. 24, 1999 (re: information

for health care project), enclosure, p. 1. The project was
funded by the Duke Endowment through its Immigrant
Health Planning Grants program.

736 Ibid., enclosure, pp. 13-14.

737 Maria da Gloria Miotto Wright, coordinator. Interna-

tional Health Program, and Patricia A. G'Hare, associate

professor of Nursing, Georgetown University, Washington,

DC, letter to Mireille Zieseniss, USCCR, Apr. 26, 1999 (re:

information for health care project).
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tering collaboration among Latino agencies, and
developing a Latino network of health and social

services. ''38 If widely pubUcized and presented to

local health agencies, such studies have the po-

tential to illustrate the need for community-
specific program development and can influence

poHcymaking.

There are many other examples of local re-

search and commiinity-based planning projects

designed to highhght the concerns of specific

populations. The Los Angeles Coxuity Depart-

ment of Health Services director, in conjunction

with the University of Southern California, has

developed an initiative called Community-
Focused Service Area Planning that will collabo-

rate with communities to identify and address

health care needs by service area.'^^^ At Lu-

theran General Hospital in Park Ridge, lUinois,

the Healthy Communities Initiative has worked
in partnership with local communities to assess

their specific needs to build new models of

care. ''4°

Delivery of Services and Outreach Efforts

The initiatives being implemented at the lo-

cal level vary in scope, intent, and outcomes, but

they share the common theme of integrating

health services to address the needs of under-

served populations and ultimately improve ac-

cess to care. Through innovation, reassessment

of funds, and creative use of available resources,

many of these sample initiatives and programs
can be repHcated, resxilting in a broader impact.

Perhaps one of the most innovative and effec-

tive uses of resovirces is the University of Missis-

sippi Medical Center's Medical Mall. This initia-

tive's goal is to improve access to care for the

medically underserved in the Jackson, Missis-

sippi, area. A deserted shopping mall was con-

verted into the Jackson Medical Mall with the

University of Mississippi Medical Center as the

^38 Ibid., enclosure, p. 5.

^39 Roberto Rodriguez, executive director, Los Angeles

County/University of Southern California Medical Center

and Northeast Cluster, Los Angeles, CA, letter to Frederick

D. Isler, assistant staff director for Civil Rights Evaluation,

USCCR, Mar. 8, 1999 (re: information for health care proj-

ect), enclosure, p. 1.

''^^ Kenneth Rojek, chief executive, Lutheran General Hospi-

tal, Park Ridge, IL, letter to Frederick D. Isler, assistant

staff director for Civil Rights Evaluation, USCCR, Mar. 18,

1999 (re: information for health care project), p. 2.

anchor tenant.'^^i The faciUty provides preven-

tive, primary, and a full range of specialty care,

including obstetrics-gynecology and pediatrics.

The Mississippi Department of Health has also

estabUshed clinics in the mall for prenatal care,

immunizations, and sexually transmitted dis-

eases.''42

The maU serves as a one-stop location for

comprehensive medical needs. In addition to the

chnics and medical facihties, spaces are leased to

retail businesses offering health care products

such as home medical equipment. The mall pro-

vides physical and occupational therapy, in-

cluding a mall concourse marked with mile

markers for indoor walkers who walk for reha-

bilitation or fitness, and offers a free daycare

center for patients who must bring their children

with them. The 700-seat movie theater will un-

dergo renovations to become a medical confer-

ence center, for both the community and health

professionals. This year, it is expected that

150,000 individuals will seek care at the Medical

Mall, most of whom are medically indigent or

receive medicaid. '^'^^ Area churches have also

participated by providing transportation to the

mall for patient appointments. The mall will also

be headquarters for the Jackson Heart Study,

the largest study of cardiovascvdar disease risk

factors in African Americans ever undertaken by
the National Institutes of Health.''44

Targeting Specific Populations

Other initiatives target smaller, more seg-

mented groups. The University of Arizona has

developed several programs aimed at improving

the health status of residents of rural areas, in-

cluding poor Hispanic border populations and
Indian tribal communities, and empowering
them with the ability to coordinate services for

themselves. The University of Arizona's Rural

Health Office sponsors a mobile clinic program
that provides primary care cUnical services,

health promotion and disease prevention educa-

tional programs, and technical assistance for

''^i Wallace Conerly, vice chancellor for Health Affairs and
Dean, School of Medicine, The University of Mississippi

Medical Center, Jackson, MS, letter to Frederick D. Isler,

assistant staff director for Civil Rights Evaluation, USCCR,
Feb. 17, 1999 (re: information for health care project), p. 1.

742 Ibid., p. 3.

743 Ibid., p. 2.

744 Ibid., pp. 5-6.
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community development in underserved com-

munities in rural areas, many of which are

heavily populated by American Indians and His-

panics. Community health advisors and other

people who provide health education and out-

reach services serve as Uaisons with the mobile

clinic program. '''*5

The Rural Health Office is also involved with

the Tohono O'odham Indian Tribe to implement
a professional education and training program
for tribal members who will staff a 60-bed nurs-

ing home facihty beiag constructed on a reserva-

tion. The tribe selected individuals to train for

administrative staff positions. '^'^^ In addition, in

1997 the Rviral Health Office began working

with the Hopi Tribe to develop a health career

education program that is community based,

demand driven, and focused on the tribe's goal of

community development through on-reservation

education programs.'^'*'' Tribal members are be-

ing trained to staff a new Hopi ambvilatory care

facihty. In 1998 Northern Arizona University

received a grant from the Howard Hughes Medi-

cal Institute for science education, including

support for teaching assistants and laboratory

equipment to dehver health-related coursework

to the Hopi Reservation high school via distance-

learning technology.'''*^

After assessing the needs of a local Japanese

commvinity, the University of Michigan Health

System estabhshed the Japanese Health Chnic,

an Internal Medicine Department-sponsored

chnic staffed by bilingual providers who are

knowledgeable about Japanese diet, culture, and
traditional medicine. '''*9 As a result of the success

of the Japanese program, the Women's Health

Program is developing a women's health clinic

designed to provide a c\iltvirally appropriate re-

sponse to the needs of women from Mushm,
Arab, Chaldean, and Middle Eastern coun-

tries.'^so

'''*5 University of Arizona, Rural Health Office Progress Re-

port, 1997-98, p. 2.

746 Ibid., p. 5.

747 Ibid., p. 6.

748 Ibid., p. 7.

^''s Gilbert S. Omenn, executive vice president for Medical

Affairs, CEO, University of Michigan Health System, Ann
Arbor, MI, letter to Frederick D. Isler, assistant staff direc-

tor for Civil Rights Evaluation, USCCR, Mar. 15, 1999 (re:

information for health care project), p. 2.

750 Ibid., p. 2.

Because of the alarming increase in HIV in-

fection among African Americans, the Cleveland

Chnic in Cleveland, Ohio, has partnered with a

nearby church to develop an effective outreach

program for AIDS education, prevention, and
early detection in the African American commu-
nity. 'si The program, which is housed in the

church and staffed by the Cleveland Chnic and
volunteers from the congregation, includes a

curriculum of educational events at weekly in-

tervals, a place for HrV-infected individuals and
their families to gather, an anonymous testing

program, and counseHng services. '^^ Treatment
for AIDS patients is available at the Cleveland

Clinic, which is only a few blocks away.

At Southern Illinois University in Carbon-

dale, lUinois, several projects have been devel-

oped that target health concerns of the immi-
grant and migrant worker populations. One
project is the Immigrant and Migrant Battered

Women Project in which staff from the Center

for Rviral Health and Social Service Develop-

ment, the International Development Office, and
the Women's Center in Carbondale have devel-

oped presentations and a video on spousal abuse

in these communities. Another project has ad-

dressed rviral health safety for Hispanic famiUes,

targeting migrant and seasonal farmworkers to

improve their health and safety by reducing

unintentional injuries. Materials are provided in

Enghsh and Spanish.753

At the Oregon Health Sciences University

(OHSU), multiple institutional initiatives ad-

dress health care for women and minorities. In

1997 OHSU estabhshed a Center for Women's
Health that integrates health care services and
gender-related research and serves as a center to

train future physicians, nurses, and dentists.

The unique aspect of the center is that its focus

is not limited to the traditional areas of women's

health care, obstetrics/gynecology, but instead

takes a more hohstic approach by including nu-

751 John D. Clough, director of Health Affairs, the Cleveland

Clinic Foundation, Cleveland, OH, letter to Frederick D.

Isler, assistant staff director for Civil Rights Evaluation,

USCCR, Mar. 25, 1999 (re: information for health care proj-

ect), p. 2.

752 Ibid., p. 2.

753 Jo Ann E. Argersinger, chancellor. Southern Illinois Uni-

versity , Carbondale, IL, letter to Frederick D. Isler, assis-

tant staff director for Civil Rights Evaluation, USCCR, Feb.

26, 1999 (re: information for health care project), enclosure,

pp. 2-3.

183



trition and most medical specialties. '^^^ OHSU
also has an Indochinese Psychiatric CUnic that

provides speciaUzed services to Southeast

Asian refugees. Additionally, OHSU coordi-

nates the Screening Kids Informing Parents

Program, which sends facvdty and students into

community centers and schools where they

provide free health care assessments to inner

city children. The program, administered by
the Child Development and Rehabihtation Cen-

ter and the Portland metropohtan area public

schools, is intended to teach parents how to be-

come involved in their child's health care.'^^^

As mentioned above, the Office on Women's
Health in HHS' Office for PubHc Health and
Science designates medical schools across the

country as National Centers of Excellence in

Women's Health for their demonstrated com-

mitment to issues in women's health. The Ohio

State University Health Sciences Center is one

such center. The Women's Wellness Center was
opened in which various programs are offered,

including, among other offerings, a women's
mood disorder cHnic, osteoporosis prevention,

contraceptive care cUnic, and a menopause
cUnic. In addition, the Women's Wellness Cen-

ter is home to the Ohio Women's Heart Pro-

gram, an effort to increase women's awareness
of cardiovascular disease risk factors. Ohio
State also has a series of initiatives for im-

proving community development in the health

care arena. Included in this are the Asian Con-

sumer Health and Wellness Initiatives and the

Hispanic Consumer Health and Wellness Ini-

tiatives. Both initiatives seek to improve access

to care for these communities and include the

provision of services and materials in multiple

languages.''5^

The University of Pennsylvania Health Sys-

tem has implemented several programs tar-

geting underserved communities. One, the

Community Collaborative, is part of an over-

arching initiative, FOCUS on the Health of

^54 Timothy M. Goldfarb, director, Health Care System, Ore-

gon Health Sciences University, Portland, OR, letter to

Mireille Zieseniss, USCCR, Mar. 19, 1999 (re: information for

health care project), enclosure, "The Campaign for Women's
Health at Oregon Health Sciences University," p. 2.

755 Ibid., p. 2.

756 Ohio State University Health Sciences Center response

to information request, enclosure, p. 1.

Women.''^'^ The Community Collaborative ad-

dresses prevention, diagnosis, and treatment
strategies for aU women, with particular focus

on vxdnerable populations, such as minority

women, women in poverty, and elderly women.
FOCUS works collaboratively with community-
based organizations to implement these activi-

ties. Another innovative program. Bridging the

Gaps, is a mvdti-institutional effort that places

medical students in underserved communities
throughout the city.''^^ Medical, nursing, dental,

social work, and law students provide health

and social services each summer. They then

share the strategies and resources they have
developed with local agencies, community lead-

ers, pubUc health officials, and university fac-

ulty.

Evanston Northwestern Healthcare in

Evanston, Illinois, with funding from the Illi-

nois Department of Pubhc Health, Office of

Women's Health, has developed the Community
Wellness Initiative to improve outreach and
access to health care.'^^s One program in the

initiative, called Heart to Heart: A Dialogue

with My Sisters, is a 12-week educational pro-

gram focusing on heart disease in African

American women. The initiative also coordi-

nates risk screening programs, including blood

pressure, cholesterol, heart disease, and osteo-

porosis screenings in various locations

throughout the community.'6°

University Hospital at the University of

Utah has developed many initiatives to target

the needs of minorities and women.^^i One pro-

gram demonstrates a commitment to medically

underserved teen parents. The Teen Mother

757 University of Pennsylvania Health System response to

information request, enclosure, p. 1.

758 Ibid., attachment H. The University of Pennsylvania was
designated as a Center of Excellence in Women's Health by

the Office of Women's Health at HHS. This outreach effort is

one of the activities implemented through the Center of

Excellence.

759 William R. Luehrs, senior vice president, Human Re-

sources, Evanston Northwestern Healthcare, letter to Fre-

derick D. Isler, assistant staff director for Civil Rights

Evaluation, USCCR, Apr. 26, 1999 (re: information for

health care project), enclosure, p. 1.

760 Ibid., p. 2.

761 Jesse M. Soriano, director of Health Sciences, Office of

Ethnic Minority Affairs, University of Utah, letter to

Mireille Zieseniss, USCCR, May 19, 1999 (re: information

for health care project).
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and Child Program offers comprehensive health

care for pregnant and parenting teens until

they are 19 years old. The program provides

prenatal services, postnatal care, pediatric

care, family counseHng, vocational counseUng,

and nutritional counseUng, as well as support

groups and services for teen fathers. '^^^ The
hospital also provides other maternal health

services, including reduced rate vJtrasounds for

vininsured patients who do not have access to

subsidized prenatal care and car seats for those

parents who cannot afford them.'^^^

Assisting tiie Economically Disadvantaged

Financial constraints present an often in-

surmountable barrier to care, particularly for

racial/ethnic minorities and women. Many
teaching hospitals provide care for the

"medically indigent" and uninsured popula-

tions, and in fact teaching hospitals serve a

disproportionate number of individuals unable

to pay.''^'* As service providers and educational

facilities, they have the responsibihty to make
services available to aU patients in need, re-

gardless of abihty to pay. Programs have been
designed to make the fulfillment of this respon-

sibihty a possibUity. For example, at Ingham
Regional Medical Center in Lansing, Michigan

an access to care program was initiated to cre-

ate an organized system of care for the indi-

gent, uninsured, and underinsured.'^^^

The goal of the project is to reach agreement
between Ingham and Sparrow Health systems,

the two area health care systems, and to plan a

collaboratively funded and dehvered organized

system of care for the economically needy in the

area. The two health systems are still reaching

concurrence on the coverage options to be de-

veloped, funding designs, and dehvery mecha-
nisms. Network centers will be estabhshed to

serve as neighborhood-based access points

where barriers to personal health care access

can be addressed. The network center will be a

762 Ibid., attachment 9, p. 2.

763 Ibid.

764 See chap. 2.

765 W. Lee Hladki, chief community benefits officer, Ingham
Regional Medical Center, Lansing, MI, letter to Rebecca

Kraus, USCCR, Mar. 4, 1999 (re: information for health care

project), enclosure, p.3 (hereafter cited as Hlaki letter). Ing-

ham Regional Medical Center is also affiliated with Michi-

gan State University.

shared facUity occupied by both neighborhood

and agency representatives to help neighbor-

hood residents increase access to health and
human services, ''^^ as weU as to improve their

physical and social environment.

The children of uninsured parents make up
a particularly vulnerable population whose
health care needs often go unmet. The State

University of New York Health Science Center

at Syracuse cosponsors a program called Chil-

dren's Health Place that is a free pediatric

health clinic located in a low-cost government
housing development that is home to a below

poverty level population of African, Hispanic,

and Asian Americans.''^'' Started in 1992 in re-

sponse to alarmingly high rates of infant mor-

tahty, low immunization rates, teen pregnancy,

and sexually transmitted diseases, as well as

overuse of hospital emergency rooms, the facil-

ity is staffed by volunteer physicians, nurses,

and medical students. The program also has a

36-foot van equipped with examining rooms, a

dental room, nursing station, iramunization

room, waiting room, and computers for elec-

tronic medical records.^eSiiii its 7 years of op-

eration. Children's Health Place has made a

significant contribution toward improving the

health of children in its service area. Immuni-
zation rates are up to 90 percent, emergency
room visits have been reduced by 40 percent,

and in 1996-97 there were no reported cases of

infant mortahty among those being served by

the faciUty.™9

Increasing the Number of Minorities

and Women in Researc/i

Several initiatives are aimed at increasing

the representation of women and minorities in

research, both as subjects and as researchers.

The Duke University Health System developed

a Center for Minority Based Chnical Research

766 Ibid., enclosure, p. 4.

767 ICathy Walrod, Office of Personnel, General Administra-

tion, State University of New York Health Sciences Center,

Syracuse, NY, letter to Mireille Zieseniss, USCCR, Mar. 16,

1999 (re: information for health care project), p. 2. This proj-

ect is cosponsored by the Minority Health Office at SUNY-
Albany and the Gifford Foundation.

768 Ibid., p. 2.

769 Kathy Walrod, Office of Personnel, General Administra-

tion, State University of New York Health Sciences Center,

Syracuse, telephone interview, Apr. 7, 1999, p. 1.
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to provide access to clinical trials to minority allocated each year for a research on women
patients within the Duke health system as well grant. The grant is available to full-and part-

as to provide training and career opportunities time faculty, and its primary purpose is to pro-

for minority investigators.'^''" At the University vide support to stimulate scholarship on women
of Louisville Health Sciences Center, funds are and enco\irage research on women's issues. ''^^

'''1 Mark P. Pfeifer, acting associate vice president for

''™ Vicki Y. Saito, assistant vice chancellor for Health Af- Health Affairs and acting vice dean for Clinical Affairs, Uni-

fairs, Duke University Medical Center, Durham, NC, letter versity of Louisville Health Sciences Center, Louisville, KY,
to Mireille Zieseniss, USCCR, Apr. 1, 1999 (re: information letter to Frederick D. Isler, assistant staff director for Civil

for health care project), enclosure, "Concept Sheet: Center Rights Evaluation, USCCR, Mar. 11, 1999 (re: information

for Minority Based Clinical Research," p. 2. for health care project), p. 1.

186



Appendix 4.1

HHS Spending on Programs Targeted to Minority l-lealth and Assistance (dollars in thousands)

HHS agency FY 1998 FY 1999 FY 2000

HRSA 93.919 139.848 213,683

IHS 2.459.787 2.651.524 2.822.474

CDC 83.788 139.833 169.833

NIH 822.201 909.675 928.406

SAMHSA 5.785 33.986 34.404

AHCPR 8,975 19.000 29.600

AOA 3.068

OS/OPHS/OMH 29.034 28,000 28,000

Source: U.S. Department of Health and Human Services, Novella

Matthews. Office of Budget, Office of the Assistant Secretary of

Management and Budget, fax to Eileen Rudert, Office of Civil Rights

Evaluation, U.S. Commission on Civil Rights, no date (re: request for

infonnation). attachment, "Minority Health and Assistance: Direct/

Specifically Targeted Programs Only."

HHS Spending on Programs Targeted to Minority Health and Assistance as a Percentage of

the Total HHS Budget

HHS agency FY 1998 FY 1999 FY 2000

HRSA .026 .036 .534

IHS .684 .699 .705

CDC .023 .037 .042

NIH .229 .240 .232

SAMHSA .002 .009 .009

AHCPR .002 .005 .007

AOA - - .000

OS/OPHS/OMH .008 .007 .007

Source: Calculated from figures from the U.S. Department of Health

and Human Services, Novella Matthews, Office of Budget. Office of

the Assistant Secretary of Management and Budget, fax to Eileen

Rudert, Office of Civil Rights Evaluation, U.S. Commission on Civil

Rights, no date (re: request for infomnation), attachment, "Minority

Health and Assistance: Direct/Specifically Targeted Programs Only."

The total HHS budget in FY 1998 was $359.5 billion; the FY 1999

budget was $379.3 billion; the projected FY 2000 budget was $400.3

billion.
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Appendix 4.2

HHS Spending on Programs Targeted to Women (dollars in thousands)

HHS agency FY 1998 FY 1999 FY 2000

FDA 23,754 23,101 23,544

HRSA 1,044,792 1.139,836 1,187,074

IHS 119,298 123,460 129,460

CDC 550,748 628,146 671,244

NIH 2,085,891 2,340,685 2,404,437

SAMHSA 177,506 202,764 207,739

AHCPR 33,976 40,000 50,000

HCFA 44,132,675 46,038,300 48,881.483

ACF 87,840 90,000 103.500

AOA 357,140 357,140 382.660

OS/OPHS 31,908 36,299 29.576

Source: U.S. Department of Health and Human Services, Novella

Matthews, Office of Budget, Office of the Assistant Secretary of

Management and Budget, fax to Eileen Rudert, Office of Civil Rights

Evaluation, U.S. Commission on Civil Rights, no date (re: request for

infomiation). attachment, "HHS Women's Health."

HHS Spending on Programs Targeted to Women as a Percentage of the Total HHS Budget

HHS agency FY 1998 FY 1999 FY 2000

FDA .007 .006 .006

HRSA .291 .301 .313

IHS .033 .033 .034

CDC .153 .166 .177

NIH .580 .617 .607

SAMHSA .047 .053 .055

AHCPR .009 .011 .013

HCFA 12.275 12.138 12.889

ACF .024 .024 .027

AOA .099 .094 .100

OS/OPHS .009 .010 .008

Source: Calculated from figures from U.S. Department of Health

and Human Services, Novella Matthews, Office of Budget, Office

of the Assistant Secretary of Management and Budget, fax to

Eileen Rudert, Office of Civil Rights Evaluation, U.S. Commission

on Civil Rights, no date (re: request for infonmation), attachment,

"Minority Health and Assistance: Direct/ Specifically Targeted

Programs Only." The total HHS budget in FY 1998 was $359.5

billion; the FY 1999 budget was $379.3 billion; the projected FY
2000 budget was $400.3 billion.
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Chapter 5

Findings and Recommendations

Setting the Stage for Civil Rights
in Health Care
Summary

Despite efforts to eliminate discrimination

and reduce racial segregation over the past 30

years, there has been Httle change in the quaHty
of or access to health care for many minorities

and women. Discrimination in health care deUv-

ery, financing, and research continues to exist.

Such discrimination is perpetuated in part by
failure of Federal agencies to implement and
vigorously enforce Federal civil rights laws in

the health care context. As a result, poUcies and
practices that resvdt in disparate impact on mi-

norities and women continue to thrive.

The Federal Government has made attempts

to ensure equal access to health care through

statutes such as the Hill Bvu'ton Act, title VI of

the Civil Rights Act of 1964, and title IX of the

Higher Education Amendments Act of 1972.

These Federal civil rights statutes were enacted

to fight discrimination on the basis of race, color,

national origin, or sex, and if enforced vigor-

ously, could have a positive effect on ensuring

equal access to quahty health care for women
and minorities. However, the Department of

Health and Human Services (HHS) has faced

several deficiencies, including shortage of re-

sources and funding, which have hampered its

abihty to enforce civil rights laws and ensure

nondiscrimination in the health care context.

The result is the perpetuation of severe dispari-

ties in health status and access to health care

services between minorities and nonminorities

and women and men.

Finding: Racial disparities in the quahty of

health care are related to differences in both

need and access. For example, blacks in the

United States are more likely to require health

care services but are less likely to receive such

services, including certain treatments and

therapies, than are white persons. Racial dis-

parities have been found in the hkehhood of un-

dergoing bypass svirgery and in receiving a kid-

ney transplant and other life-saving procedures.

Despite a focus on women's and minorities'

health, HHS' Office for Civil Rights (OCR) gen-

erally has failed to enforce civil rights laws vig-

orously and appropriately. The failixre of

HHS/OCR to be proactively involved in health

care issues or initiatives has resulted in the con-

tinuance of pohcies and practices that, in many
instances, are either discriminatory or have a

disparate impact on minorities and women. Fur-

ther, although the Office of Minority Health and
the Office of Women's Health within HHS' Office

of Pubhc Health and Science have been estab-

Ushed to ensure that these issues are addressed

throughout the Department, it appears that

their input has been met with some resistance

from the agencies within HHS that actually de-

velop programs. Thus, there remain disparities

in access to health care and in health care re-

search, and unequal distribution of health care

financing in the United States.

Health care disparities also are the resiilt of

discrimination, differences in access to quahty

health care, socioeconomic barriers, and cultural

barriers. Health status is intimately linked to

race, ethnicity, and gender. Programs that do

not consider racial, ethnic, and gender variations

in health, income, etc., run the risk of continuing

or widening such disparities. The deHvery of

quaHty health care in the United States caters to

the needs of selected segments of society. Racial

discrimination and segregation are common and
ingrained in health care in such a way that

health care services and benefits are frequently

not available to minorities and the poor. Thus,

failure to recognize that differences in health

care deHvery, financing, and research are dis-

criminatory barriers to health care translates
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into and perpetuates differences in health

status. 1

Recommendation: For health care pro-

grams to be effective in reducing disparities and
improving conditions for women and minorities,

ultimately they must be implemented at the

community level. It is imperative that HHS/OCR
become actively involved in minority and
women's health initiatives from conception and
that minority and women's concerns become in-

grained in the process of developing aU HHS
health care programs from the initial planning

stages. The ultimate goal toward which HHS
should strive is to no longer need a separate fo-

cus for women's health and minority health be-

cause that focus will be inextricably integrated

into the fabric of every project, every grant, and
every program from initial development.

However, new minority and women's pro-

grams and initiatives alone cannot improve the

health of the Nation. To address issues related to

unequal access to health care effectively, HHS
must focus its attention on vigorous civil rights

enforcement. OCR, as the civil rights enforce-

ment office of the Federal agency responsible for

the Nation's health, must be actively involved in

eliminating health care practices that result in

unequal access to and receipt of quaUty health

care. Failure to do so results in an unstated ac-

ceptance of poor or nonexistent health care for

minorities and women, and a perpetuation of

inequahty in the Nation's health care system.

Chapter 2; Disparities, Discrimination,
and Diversity in Heaitii Care

Summary
There are many examples of disparities in

health status between racial/ethnic groups and
between men and women: infant mortahty rates

are 2H times higher for blacks, and IH times

higher for American Indians, than for whites;

the death rate for heart disease for blacks is

higher than for whites; individuals from racial

and ethnic minority groups account for more

1 See generally chaps. 2-4. See also U.S. Commission
on Civil Rights, The Health Care Challenge: Acknowl-

edging Disparity, Confronting Discrimination, and
Ensuring Equality, Vol. II. The Role of Federal Civil

Rights Enforcement Efforts, September 1999

(hereafter cited as USCCR, The Health Care Chal-

lenge, vol. II), chaps. 1, 3, and 4.

than 50 percent of aU AIDS cases although they

only account for 25 percent of the U.S. popvda-

tion; the prevalence of diabetes is 70 percent

higher for blacks and twice as high for Hispanics

as compared with whites; Asian Americans and
Pacific Islanders have the highest rate of tuber-

culosis of any racial/ethnic group; cervical cancer

is nearly five times more likely among Vietnam-

ese American women than white women; women
are less likely than men to receive life-saving

drugs for heart attacks; more women than men
require bypass sxirgery or suffer a heart attack

after angioplasty.

In addition to recognizing the disparities in

health status between white Americans and mi-

nority groups, it is vitaUy important to recognize

differences within groups as weU. Ethnic and
racial minority communities are comprised of

diverse groups with diverse histories, languages,

cultures, reUgions, beliefs, and traditions. This

diversity is reflected in the health care they re-

ceive and the experiences they have with the

health care industry. Nonetheless, there has

been relatively Httle research done on the differ-

ences in accessing quaUty health care by ra-

cial/ethnic subgroups, and few data are available

on many of these groups. Similarly, the unique

experiences of women of color have been largely

ignored by the health care system. These women
share many of the problems experienced by mi-

nority groups, in general, and women, as a

whole. However, race discrimination and sex

discrimination often intersect to magnify the

difficulties minority women face in gaining equal

access to quahty health care.

These gaps in health status, and the absence

of relevant health information, are directly re-

lated to access to health care which, in addition

to being affected by race/ethnicity and gender, is

affected by socioeconomic status. For example,

racial and ethnic minorities tend to have lower

levels of educational and occupational attain-

ment and therefore less income than whites, re-

sulting in disproportionate rates of poverty and
the inability to obtain adequate health care fi-

nancing. Education, occupation, and income,

therefore, aU play a role in determining the ex-

tent to which an individual wiU have adequate

financial access to health care. Thus, women and
racial/ethnic minorities who fare worse socio-

economicaUy, also suffer inequities in access to

and receipt of quaUty health care, and thus
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health status. Nonetheless, several studies have

shown that access to health care service delivery

is associated with improved health outcomes.

Another critical element to the provision of

quaUty health care for minorities is cultural

competency. Nutritional deficiencies and dietary

variations, genetic differences, and lifestyle

habits aU contribute to differences in health

status. Without understanding and incorporat-

ing these differences, health care cannot be pro-

vided in a culturally competent manner. Cultur-

ally competent care is defined as care that is

"sensitive to issues related to culture, race, gen-

der, and sexual orientation." Cultural compe-

tency involves ensuring that all health care pro-

viders can function effectively in a cultiu-ally

diverse setting; it involves understanding and

respecting cultural differences. Linguistic barri-

ers also affect the quahty of health care services,

particularly for Hispanics and Asian Americans.

Disparities in health status and access to care

are further fueled by the structure of the health

care industry in the United States, which is

comprised of several components, including

health care professionals, facihties, financing

organizations, and research organizations. Cur-

rently, there are relatively few minorities and

women involved in the system at influential lev-

els and as health care practitioners. This is

problematic for several reasons, but most impor-

tantly because the absence of women and mi-

norities as health professionals Hmits the influ-

ence they can have on the restructuring of ex-

isting systems and the eventual improvement of

health care deUvery to aU populations.

In addition to cultural awareness, the incor-

poration of women's and minorities' perspectives

into the provision of health care will improve the

quahty of care these groups receive. Areas that

are heavily populated by minorities tend to be

medically underserved. A lack of minority doc-

tors may result in Hmited access to health care

for minorities, since minority health care provid-

ers are more likely to serve minority patients.

Even when health care services are available,

minorities may face racial discrimination that

makes it difficult for them to obtain care or hm-
its their choices among health care providers.

Programs aimed at increasing the numbers of

minorities enrolled in medical schools have had

only marginal success.

Recognizing Diversity

Finding: Racial and ethnic minority commu-
nities differ on several socioeconomic indicators,

including health status. In addition, cultural dif-

ferences, such as traditional heahng practices,

rehgious behefs, and language, have an effect on
health status and access to quality health care.

Although race and ethnicity are often divided

into five categories (white, black, Asian Ameri-

can, Native American, and Hispanic), there is

great diversity within those five groups.

For example, the African American commu-
nity is quite diverse, including persons who have

been in the United States for several centuries,

persons of African and Caribbean decent, and
more recent immigrants from countries such as

Egypt, Ghana, Nigeria, Haiti, and Jamaica. Very

httle research has been done on health status

differences among the subcultures in the African

American community. Some studies have indi-

cated differences in disease prevalence rates be-

tween American-born African Americans and
more recent immigrants. Further, there are cul-

tural differences within the African American
community that could affect how certain African

Americans seek and receive health care. Simi-

larly, Asian American commionities, Native

American communities, and Hispanic communi-
ties are heterogeneous and experience health

care in diverse ways.^

Recommendation: Federal, State, and local

programs and initiatives addressing health care

issues must take into consideration differences

among and within racial and ethnic groups. In

particular, health researchers and providers

must address cultural differences within minor-

ity communities when examining racial differ-

ences in death rates, disease rates, and access to

care dehvery and financing. Further, research-

ers both within and outside the Federal Gov-

ernment should conduct community-specific and

geographical studies to determine the health

care issues that are specific to certain ethnic

groups, and to various regions of the country (for

example, minorities in rural areas as compared

with those hving in a metropohtan setting).

Once these group-specific health concerns are

cited, it wiU be necessary to further understand

2 See chap. 2, pp. 23-28. See generally chap. 2, "Profile

of Five Communities," pp. 23—55.
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the distinct patterns and behaviors that might

lead to certain health outcomes.

In addition, health care practitioners must be

cognizant and respectful of cultural differences

and behefs. Medical and health professional

schools must include diversity and cultxiral com-

petency courses as part of the required cvirricu-

lum for students. Professional organizations,

such as the American Medical Association and
the American Dental Association, should provide

seminars on diversity and cultural competence

as weU. These courses should address tradi-

tional, folk, and rehgious heahng practices to the

extent that such practices can be used in con-

junction with prescribed medical treatments.

Finding: Compared with other racial/ethnic

groups, Asian Americans and Pacific Islanders

as a whole have relatively low rates of HIV/AIDS
infection. These low rates may reflect a variety

of factors, including differences in intravenous

drug use and sexual behavior, but also the un-

derreporting of infection. AIDS outreach workers

suggest that AIDS is vastly underreported

among Asian Americans, partly because of a re-

luctance to discuss the sensitive topics sur-

rounding AIDS. The result is that many Asian

Americans do not seek medical attention until

very late stages of the disease. The low numbers
have also reinforced the denial of many Asian

Americans that AIDS is indeed a threat, and
cultural sensitivities within the Asian American
community may preclude discussion of high-risk

behaviors associated with AIDS transmittal.

Moreover, it has been specvilated that because of

the geographic and social isolation of many AAPI
communities, the effect of HIV is magnified once

it is introduced into the communities.

Experts agree that education about the

transmission of HIV is particularly important in

populations where incidence rates are low be-

cause people may erroneously perceive them-

selves not to be at risk. However, efforts to edu-

cate Asian American and Pacific Islander com-

munities appear to be lacking. A study by the

San Francisco Health Department revealed that

Chinese, Japanese, and FHipino Americans have

a strong awareness of AIDS, but exhibit a "high

level of ignorance" about how the disease is

transmitted. There is also a degree of disparity

in AIDS incidence rates among AAPI subgroups.

For example, FiHpino Americans have the high-

est percentage of AIDS cases among all Asian

Americans and Pacific Islanders. But, until re-

cently, there has been httle data collected on
various Asian American ethnic groups, and yet

State and Federal agencies have cited lack of

statistics about AAPIs as a reason not to fund
AIDS and HIV-related research and programs
targeting Asian American communities.

^

Recommendation: HHS must place special

emphasis on outreach and education efforts fo-

cusing on AIDS in the Asian American commu-
nity. OCR should spearhead an AIDS awareness
and prevention campaign targeted specifically

toward Asian Americans. This campaign should

include posters, pamphlets, pubhc service an-

nouncements, and newspaper pubhcity targeted

toward the Asian American community. All me-
dia used in this campaign should be translated

into the most commonly spoken languages in

Asian American communities. OCR regional

staff should work with Asian American civil

rights advocacy groups to develop meetings and
forums on AIDS prevention and treatment in

urban areas with large Asian American popula-

tions such as San Francisco and Los Angeles.

These forums should be held in health care fa-

cOities and treatments centers with speakers

who are AIDS medical practitioners and Asian
Americans Hving with AIDS or HIV. To address

cultural influences in the Asian American com-

munity contributing to misinformation and de-

nial, HHS should create a task force to report on
the influence of Asian American cultural tradi-

tions on AIDS awareness and prevention in that

community.
Finding: The health care system has failed

to recognize the effect of the intersection of

race/ethnicity and gender on the health status of

women of color and their access to quality health

care. Minority women in the United States rep-

resent many diverse populations, and, in fact, 26

percent of the female popvilation are members of

racial/ethnic minorities. On average minority

women use fewer health services and are in

poorer health than white women.^
Recommendation: Researchers, health care

providers, and health care advocacy groups must
make a concerted effort to include minority

women in all of their health care plans and pro-

grams. Researchers in particular must be re-

3 See chap. 2, pp. 28-36.

* See chap. 2, pp. 47-50.
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quired to include diverse women in clinical trials

to determine if there are different outcomes

when the combined variables of race/ethnicity

and gender are factored in. Clinical trial proto-

cols must not assume that women of color will

have similar outcomes to all women or all mi-

norities. Further, the offices of women's and mi-

nority health within HHS must become commit-

ted to advancing the unique needs of women of

color, and should take the lead in collecting such

data.

Finding: Current data collection efforts fail

to captiore the diversity of racial and ethnic

communities in the United States. Disaggre-

gated information on subgroups within the five

racial and ethnic categories is not collected sys-

tematically. Further, racial and ethnic classifica-

tions are often hmited on surveys and other data

collection instruments, and minorities often are

misclassified on vital statistics records and other

surveys and censuses. It is important to collect

the most complete data on racial and ethnic mi-

norities, and subpopiolations, to fully vuiderstand

the health status of all individuals, as well as to

recognize the barriers they face in obtaining

quahty health care.^

Recommendation: Data collection efforts

vindertaken by Federal, State, and local govern-

ments, as well as private entities, must be as

inclusive as possible. To the extent that national

estimates are not available for certain minori-

ties, community studies and locail censuses can

be taken to provide information on those groups.

HHS should target smaller health surveys to

racial and ethnic subpopulations. Further, NIH
and other research grant-funding agencies

should encourage and fiuid studies analyzing the

health status of specific subpopulations and dis-

seminate the information in a timely and usable

manner. HHS should develop a comprehensive

minority health database—^including informa-

tion on health status, service utilization rates,

and methods of financing. All operating divisions

should be required to contribute to the database

information on minority subgroups pertaining to

their individual functions (for example, the

Health Care Financing Administration should

provide information on medicaid and medicare

use; the National Institutes of Health should

provide disease-specific information; and the

Food and Drug Administration should provide

information on drug and treatment effective-

ness).

The Federal Government must also collect

accvirate and current data on immigrant popula-

tions, in an effort to assess how their health

needs differ from other minorities. Such data

collection efforts should include information on
utihzation of health care services and the extent

of immigrants' rehance on pubhc assistance.

Once these data are collected, they should be

distributed to all health care providers and State

and local health agencies in regions with large

immigrant populations so that they can modify

health programs accordingly.

Cultural Competency and Linguistic Barriers

Finding: When cultviral competency is not

addressed, the provision of health care may be

compromised. Lack of cultural competency re-

sults in the creation of additional obstacles to

health care which in tvu:n resvilt in inefficient

and inappropriate use of health care resources.

Patients come to rely on the emergency room
because they avoid seeing a doctor until medi-

cally necessary; they use traditional remedies in

addition to or in heu of Western medicine be-

cause of a reluctance to trust the doctor; and

they do not comply with prescribed treatments

because of a lack of understanding or trust. Cul-

tural barriers to health care exist in the form of

misunderstood customs, the inabihty to express

one's health needs, and lack of faith or trust in

the health care system.

Furthermore, health care services are often

unacceptable to members of minority groups be-

cause they have been designed by members of

the medical commvinity who are not of the same
cultiire. Cvdturally competent care is compro-

mised by prejudice, racism, lack of understand-

ing, and cultviral myths. The result is that many
racial and ethnic minorities attempt to seek care

outside the norm of pubhc health care, such as in

more expensive private facihties, if they can af-

ford it; through home-based medical remedies or

traditional healing processes; or if these are not

available options, only when an acute need is

present.®

Recommendation: HHS and recipients of

HHS funding must take sociocvdtioral contexts of

5 See chap. 2, pp. 50-52. 6 See chap. 2, pp. 52-55.
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individuals' lives into consideration when de-

signing health programs if they are to ade-

quately meet the needs of the communities they

serve. Medical and health professional schools

should educate students about the severity of

the persistent racial/ethnic and gender dispari-

ties in access to health care and strategies to

eliminate such ineqviities. For example, a medi-

cal curriculum could inform prospective physi-

cians and other primary care givers that all

Asian Americans and Pacific Islanders or all

Hispanics should not be treated as homogeneous
groups, because each is a highly diversified

group of minorities from widely varied regions

and cultures, and with distinct health risks and

health concerns. Providers should also be

trained to work with language interpreters,

identify resources and strategies to help ethnic

Americans remain healthy, as well as under-

stand entitlements and legal issues, racial/ethnic

classifications, and the influences of culture on

health care practices and provider-patient inter-

actions. Training should also address myths and

stereotypes about the health status of racial and

ethnic groups to make health care providers

aware of the erroneous assumptions that are

made that negatively affect patients. Most im-

portant, education and training to enhance the

provision of culturally effective health care must
be integrated into lifelong learning for health

care providers. All health care providers, ad-

ministrators, social workers, and anyone who
works with consumers in the health care context

should receive cultviral competency training

through continviing education.

Finding: Effective communication between

patient and provider is essential to obtaining

quahty health care. Communication and Unguis-

tic barriers that exist between health care pro-

viders and other professionals and their custom-

ers create a significant problem for members of

language minorities in accessing quahty health

care. Although many individuals have limited

Enghsh proficiency and cannot effectively com-

municate with their physicians, there is no

statutory requirement that such barriers be ad-

dressed or remedied in the context of health

care. Yet individuals with hmited Enghsh profi-

ciency encounter substantial communication

problems at almost every level of the health care

dehvery system, from the administrative level,

such as in schedvding an appointment, to the

chnical level, such as when attempting to convey

symptoms, personal medical history, or a genetic

profile to health care providers.'^

Recommendation: Health care providers

and facihties should ensure that language barri-

ers are eliminated through interpreters and
translation of materials based on a community's

need. HHS should require hospitals to have ac-

cess to a 24-hour telephone interpretive service,

to be used particularly in emergency situations

when a qualified interpreter is unavailable or for

patients who speak uncommon languages. Indi-

viduals charged with translation must be fluent

in both Enghsh and the patient's primary lan-

guage, have at least some famUiarity with medi-

cal terms, and be wiUing to keep the health care

provider-patient interactions confidential. For

treatment information, physicians and other

practitioners shovdd be required to furnish bro-

chures/pamphlets, forms, records from office

visits, and other information to patients in their

respective native languages, if they are unable to

read and/or comprehend Enghsh sufficiently.

When printed materials are unavailable, health

care providers should be required to provide an
oral translation of such information. Providers

and health care facihties should also furnish

health care information in languages other than
Enghsh that inform all individuals about efforts

that prevent iUness and minimize risks.

OCR should provide technical assistance to

the facihties in their attempts to provide cultural

and language competent care, and should take a
more aggressive role in ensuring that hmited
Enghsh proficiency does not hinder the receipt of

quahty care. Hospitals and other health facihties

must recruit more minorities into health profes-

sions, which will result in the incorporation of

multicultural viewpoints in the science of health

and in the dehvery of health care. To ensure the

recruitment of minority staff and health profes-

sionals, OCR should provide technical assistance

on the importance of a diverse work force, and
how to recruit minority and female staff. OCR
should partner with the U.S. Department of La-

bor and/or the U.S. Equal Employment Oppor-

tunity Commission to develop recommendations

to improve minority hiring and recruitment

practices within the health care industry.

^ See chap. 2, pp. 53-55.
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Finding: Immigrants, and particularly im-

migrant women, face considerable economic, le-

gal, language, and cultural barriers to health

care services. Statutes like Proposition 187 limit,

and in some cases eliminate, access to care and
have a resoundingly adverse effect on the health

status of immigrant communities. Data confirm

that, even though it was eventually ruled uncon-

stitutional, the passage of Proposition 187 had a

residual effect on the use of health services by

immigrants. There was a clear decrease in the

number of patient visits after the vote in favor of

the statute. This decrease was associated with a

subsequent increase in use of crisis services.

Immigrants face barriers to health care access

not only from the standpoint of language diffi-

culties, but also from less tangible social and le-

gal isolation. Legislation Hke Proposition 187

and welfare reform have left many unsure of

what ehgibiUty standards are.^

Recommendation: Medical professionals

must take into account differences in cultural

values and social roles, along with unique fears

and stressors, when assessing the health care

needs of the immigrant community. Medical re-

searchers need to conduct studies from both

quantitative and quahtative perspectives that

can bring understanding to immigrants' daily

experiences with regard to their immigration

and refugee status, roles, and forms of social

support, and how these experiences influence

their health, health care access, and health care

use. Health care organizations and providers

must make efforts to overcome barriers created

by the Nation's increasing diversity.

OCR must develop guidehnes for health care

consumers (particularly immigrants) on their

rights, responsibihties, and entitlement to care,

in addition to those currently being developed

for State health agencies and caseworkers on the

effects of welfare reform. These guidelines

should be provided in multiple languages and

should be simple enough to be understood by

consiuners who may be less educated or less fa-

mihar with the health system and social pro-

grams (in other words, not in technical or legal

jargon). In particular, OCR Region IX staff must
work with the State of California to disseminate

information to immigrant communities inform-

ing them of their health care rights, and should

8 See chap. 2, pp. 52-55; and chap. 3, pp. 77-78.

extend outreach programs so that immigrants
are aware of whether they qualify for public as-

sistance.

OCR regional offices should partner with pri-

vate advocacy groups, community organizations,

and relocation sponsors across the covintry who
are wiUing to assist with the dissemination of

information and that have better contact with

the targeted groups. For example, OCR staff

should work with the many Hispanic and Asian

American and Pacific Islander organizations in

California and other States with large immi-
grant populations that have regular contact with

immigrant communities. OCR must partner with

such groups to ensure that HHS programs have

a broader scope and greater impact.

In addition to the outreach and education,

HHS must pursue the collection of data and re-

search on the particular concerns of immigrant

populations, including cultural differences, spe-

cial health needs, and financial status as they

relate to health coverage, with particular focus

on access to care for immigrant children. Re-

search shoxold be done on the effects of welfare

reform and health care reform on children in

immigrant famihes, and how access to and effec-

tiveness of health care and other services for

immigrants are affected by cultvirally incompe-

tent care.

Health Care Professionals

Finding: Studies have shown that minority

doctors have a positive effect on the health

status of minority patients. Thus, a lack of mi-

nority doctors may result in limited access to

health care for minority patients. Independent of

income, communities that have a high propor-

tion of black and/or Hispanic residents are likely

to have a shortage of physicians. Thus, because

black and Hispanic doctors are more likely than

white doctors to practice in poor areas and areas

where there is a high proportion of residents of

their own race or ethnic group, minority doctors

fill an important role in the community. Further,

a decrease in the number of physicians from mi-

nority groups may result in reduced access to

health care, reduced health, and reduced well-

being for a large portion of the minority popula-

tion.

Similarly, minority dentists in private prac-

tice are more likely than whites to provide free

or reduced rate dental care to patients who may
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have difficulty in paying for, or otherwise ob-

taining, dental care. Private practitioners who
are members of minority groups are more likely

to provide free or reduced rate dental care to mi-

grant workers. At the same time, minorities who
went to dental school have lower income, less

prestigious jobs and, in the case of blacks, are

less likely to actually be practicing dentistry

than whites. Minority dentists are also less

likely to be speciaHsts than whites. Because

there are so few minorities currently in medical

and dental professions, there is a relatively

small support network of mentors.

In much the same way that minority physi-

cians have had a positive effect on minority

communities, women physicians have the poten-

tial to positively affect on female patients. Simi-

larly, despite gains women have made in enter-

ing health professions, women still are clustered

in specific areas of medicine, and remain poorly

represented in the field of medical research.

Women physicians are often steered to areas of

general practice and primary care, while men
are more likely to enter the richly rewarding

surgical subspecialties. Hispanic women are still

severely xinderrepresented, making up less than

2 percent of those in health professions requiring

advanced degrees. Increasing the numbers of

women in medicine can encourage the develop-

ment of mviltidisciphnary and community-based
curricula, contribute to the expansion of infor-

mation on women's health, and increase atten-

tion to women's health research.^

Recommendation: Because they are clearly

handUng a disproportionate amount of the bur-

den of providing medical services to those unable

to pay, minority dentists and physicians should

be compensated for their efforts through Federal

and State reimbursement. HHS and Congress

should work together to develop tax incentives,

funding programs, or other methods of reward-

ing health care practitioners who demonstrate a

proven record in providing needed services to

underserved populations. Health care organiza-

tions, advocacy groups, and other organizations

that serve minority communities also should

provide grants and fellowships to provide finan-

cial and other assistance to physicians, dentists,

nurses, and other health care professionals

9 See chap. 2, pp. 60-63.

sei-ving disadvantaged groups and practicing in

minority communities.

Federal scholarships, fellowships, and subsi-

dized loans should be made available for under-

represented minorities and women to be able to

attend medical school. Congress should legislate

a program and allocate funds for HHS and the

Department of Education (DOEd) to distribute to

institutions that show a commitment to increase

minority and women representation. Similarly,

States and private organizations also should

fund scholarships for minorities and women to

attend medical schools.

Further, as an incentive for attending medi-

cal and dental schools, as well as a way to ensure

future improvements in medically underserved

areas, HHS should develop a medical corps pro-

gram in which costly medical school tuition is

paid for by the Federal Government in exchange
for an agreement that the student will serve in

minority and poor communities for the first 3

years of his or her medical practice. This pro-

gram, similar to the National Health Service

Corps, would be specifically targeted toward
students, minority or not, who are willing to

make the commitment to serve underserved

populations at the onset of their medical careers.

A program Uke this will also serve to eliminate

the financial barrier to medical education expe-

rienced by many minority students.

Additionally, in order to level the playing

field, HHS, through the Office of Minority

Health (OMH), should estabUsh a minority

medical professional mentoring and placement

program to assist minorities with career oppor-

tvuiities, such as finding residencies and jobs

after completion of training. Medical and dental

schools should try to place all students, but par-

ticularly those who are underrepresented, with

mentors who can assist in career planning and
development. To gviide this effort, OMH should

develop a formal, structured mentoring program
in which all health professional schools can par-

ticipate. OMH should develop guidelines on how
to develop a mentoring program, relying on ex-

amples of programs that have been proven to be

successful. These guidelines should be made
available to aU health professional schools. Fur-

ther, professional organizations, such as the

American Medical Association, the American
Dental Association, and the American Associa-

tion of Medical Colleges, should develop a com-
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prehensive list of professionals who are willing

to serve as mentors. Similarly, HHS' Office for

Women's Health (OWH) shotild develop a similar

or joint program, partnering with professional

groups such as the American Medical Women's
Association.

HHS must not only encourage, but require

medical training programs, particularly those in

racially and ethnically diverse regions of the

country, to actively recruit minority students.

Educational enrichment programs must begin at

the elementary level and continue through sec-

ondary education. HHS should partner with the

Department of Education (DOEd) to identify

those schools that would benefit most from such

advanced science programs.

Further, because women already make up
nearly half of current medical students, recruit-

ment into medical school is not the issue; rather,

efforts shovdd be made to recruit women into

specialty areas of medicine and to place women
into diverse fields. Medical schools must, how-

ever, increase the numbers of minority women,
particvdarly Hispanic women, admitted to medi-

cal education programs. Joint HHS/DOEd sci-

ence-oriented educational programs at the ele-

mentary and high school levels should empha-
size medical professions for these women, who
are often neglected in education and who, on av-

erage, have lower levels of educational attain-

ment.

Finding: Women face difficulty breaking into

medical research, and this is compounded by the

uneven distribution of grant support. Women
receive only 21.5 percent of all research project

funds, and their grant awards are, on average,

$30,000 less than those of male researchers. Un-
even distribution of funds based on gender is a

blatant civil rights violation. Further, women
face additional difficulties in biomedical careers,

such as low visibUity and the lack of role models

and mentors, sex discrimination and sexual har-

assment, family responsibilities, and reentry

into a biomedical career after professional sepa-

ration, i"

Recommendation: To assess the reasons

that women scientists are underfunded, the of-

fices of women's health in the operating divisions

and the Office of Pubhc Health and Science

should initiate a comprehensive review of unsuc-

cessful grant applications, to determine whether
the deficiencies are in the applications them-
selves or whether the review process is flawed in

favor of male appHcants. HHS must mandate
that women scientists are awarded grants at the

same ratio as men, based on their apphcation

numbers. In other words, funding for women
scientists should be raised to match the average

for the success of all proposals. Because they

have only recently entered medicine in large

numbers, HHS and the major grant-making op-

erating divisions, particularly the National Insti-

tutes of Health (NIH), must provide technical

assistance to female scientists on the apphcation

process and review procedures.

HHS also should provide technical assistance

to all apphcants, particularly minorities and
women, on the availabihty of grants and re-

search funds so that they are made aware of re-

search opporttinities, even if they are not a part

of the scientific network that has traditionally

been dominated by male researchers. The offices

of women's health within the major grant-

funding agencies should be responsible for pro-

viding coordination and leadership and should

serve as an internal and external contact point

for information regarding the equitable distribu-

tion of research funds. Further, operating divi-

sions must require more detailed information on

the race/ethnicity and gender of researchers, not

just the principal investigators, during the ap-

phcation process. Operating divisions should

review this information annually to ensure that

minorities and women are significantly repre-

sented in the scientific community as research-

ers.

Health Care Facilities

Finding: Teaching hospitals play a major

role in serving underserved populations. In fact,

52 percent of patients hospitahzed in major

teaching hospitals are either medically indigent

or of a racial or ethnic minority group. Further,

as the number of uninsured or underinsured

people in the United States continues to grow,

and hospital survival increasingly becomes a

business venture, teaching hospitals will be less

able to provide care to these populations in the

future. ^1

1" See chap. 2, p. 62. 11 See chap. 2, p. 63.
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Recotnmendation: Federal, State, and local

governments should allocate funds to ensure

that the hospitals' infrastructures are adequate

to address the needs of the populations being

served, with up-to-date eqmpment and high

quaUty accommodations. Further, HHS should

draw upon the unique resources available at

teaching hospitals, such as medical students,

faculty, and advanced technology, to fund and
implement innovative programs. For example,

HHS should allocate additional funds to those

hospitals that have made a commitment to

reaching minorities through community health

programs or that operate health cHnics and cen-

ters in the community. The programs that prove

successful should then be repUcated at other fa-

cilities.

However, because of the potential effect

teaching hospitals can have on minority and low-

income patients, it is necessary that OCR pay

close attention to teaching hospitals, and hold

them to the highest civil rights standards. Com-
pUance reviews must be done on a regular basis

and OCR should make an ongoing effort to pro-

vide technical support and outreach to these fa-

cilities.

Health Care Financing

Finding: Some commentators caution that as

the health care system moves to a new form of

organization—^managed care—^there may be in-

centives for policies that will resvdt in discrimi-

nation. The premise behind managed care could

result in discrimination against those whose care

is costly and could ultimately lead to the segre-

gation of racial and ethnic enrollee groups into

health care groups that are less accessible and of

poorer quahty. For example, managed care plans

can Hmit their service areas to suburban areas,

which tend to have a smaller percentage of mi-

nority residents than inner cities. Plans also can

select which health services providers to contract

with, potentially leaving out providers who have

traditionally served minority populations.

As private insvirance increasingly becomes

under the control of managed care organizations,

assistance to those without health insurance

may disappear. The combination of the rising

numbers of uninsured and growing managed
care penetration is undermining the abihty of

providers to continue to provide care to the un-

insured. As physicians become affiHated with

managed care organizations and larger group

practices, they have less control over the pa-

tients they see in practice arrangements that are

more formal and that serve a defined population.

As a result, physicians have less latitude to pro-

vide charity care to members of the community
who cannot afford health care.

Doctors who serve poor and minority patients

will not fare well in a managed care environ-

ment. When making decisions regarding the se-

lection or dismissal of physicians, HMOs value

cost effectiveness in addition to medical quality.

They value doctors who perform few procedures,

order a low number of prescriptions, and mini-

mize referrals. Because physicians serving poor

and minority communities are faced with a high

percentage of sick patients who often require

more intense and costly services compared with

healthier groups of patients, these physicians

will be less attractive to managed care net-

works. ^2

Recommendation: Federal Government,

States, managed care plans, and private accredi-

tation agencies must work together to ensure not

only that quaUty care is being provided, but that

minorities and women are equally participating

in and benefiting from managed care. Enroll-

ment numbers and geographically targeted ar-

eas must be examined to ensure equal provision

for traditionally vmderserved populations. In

addition, States should be responsible for estab-

lishing their own quahty assurance mechanisms
to monitor managed care programs within the

State, with particular emphasis on medicaid

managed care programs. For example, Minne-

sota has created a State Office of Health Care

Consumer Advocacy and Information to answer
questions for consumers and resolve problems as

they arise. The office is also responsible for re-

viewing basic processes and operational proce-

dures and contracts, making site visits to HMO
cUnics, conducting financial audits, and investi-

gating complaints against HMOs. These State

quahty assurance boards should be required to

submit annual progress reports to OCR regional

offices outhning the extent of their involvement

with State managed care programs and giving a

progress report on the investigations and correc-

tions of violations. They shovild also be required

to provide data on the race, ethnicity, and gen-

12 See chap. 2, pp. 64-69.
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der of managed care enrollees and the plans in

which they are enrolled.

Physicians need incentives to provide charity

care. In some cases local governments finance

charity care with local tax dollars because com-

munities have a vested interest in the health of

their residents, but this is costly and many local

governments do not have excess funds. State and
Federal governments should develop programs
that address this issue. PossibHities include

matching funds to facihties and providers who
provide a set amoiuit of charity care, prepaying

charity care from the medicaid budget, and pro-

viding incentives for private hospitals to absorb

some of the bixrden of charity care from pubhc
and teaching hospitals.

To ensure that physicians are not excluded

from plans based on the populations they serve,

OCR must develop guidehnes which require that

an adequate number of minority-serving provid-

ers are included in any given network. Further,

managed care groups must not be permitted to

use cost effectiveness as a reason for excluding

certain practitioners when that exclusion will

have a disparate impact on minority or women
patients.

OCR must require all managed care networks

to follow specific guidelines for enrollment so

that women and minorities are not excluded

from participating in and receiving managed
care benefits. In addition, providers who serve

minority populations must be safeguarded

against discrimination by managed care plans.

OCR shovdd estabhsh guidelines reqvdring that

when plans are selecting providers with whom to

contract, there must be adequate representation

of minority physicians and minority-serving

physicians. Further, OCR should forbid net-

works from requiring providers to sign exclusive

contracts as a condition of participation in the

network. In this way, physicians will have the

option of signing multiple contracts with plans

that have a more diverse group of enrollees.

Also, plans shovdd be encouraged to include

nonphysician providers (for example, nurse prac-

titioners) in an expanded network to be offered

to enroUees. Not only will enrollees have greater

choice in who they select as health providers, but

this will open access to smaller facilities and

community health centers that are primarily

staffed by nonphysician health providers. OCR
must provide State officials and officials in the

health care industry guidance on the unlawful
practices within managed care as well as areas

of potential violation. OCR also must require

managed care networks to tailor services to ra-

cial and ethnic minority groups and include a

diverse group of providers so that enrollees can
choose a provider with whom they feel comfort-

able and who can provide culturally sensitive

care.

OCR must develop guidance on how respon-

sibihties under civil rights legislation apply in

the managed care setting. OCR must then work
in conjunction with health care providers who
participate in the networks to ensure that the

needs of minorities and women are not being

ignored by selective practices of the managed
care networks. Further, to ensvire that the new
health care system revolving around managed
care does not perpetuate and deepen practices

found in the old system, OCR must require State

agencies and other recipients of HHS funds to

collect information on plan structures, care proc-

esses, and treatments for aU groups served. OCR
must also ensure that data collection in this area

adequately reflects the effect of managed care on
women and minorities. For example, the data

collection efforts of the Health Care Financing

Administration (HCFA) and the Health Re-

sources and Services Administration (HRSA)
shovdd be reviewed by OCR to determine to what
extent more relevant data can be obtained and to

ensvire that civil rights are addressed in the

managed care environment.

Finding: One limitation of pubhc insurance

as compared with private coverage is the amovmt
of physician reimbursement for services. Current

pubhc insurance programs emphasize the need

for cost containment and include restrictive eh-

gibihty levels, low reimbursement rates, and
cost-sharing requirements (through deductibles

and copayments), aU of which can hmit access to

necessary health care, to the particular detri-

ment of women and minorities. Health care

plans with low reimbursement levels create a

financial incentive for health care providers to

avoid treating minority and indigent individuals

altogether, or to treat such individuals inappro-

priately and provide them with less medical care

than their health status warrants. It may also

lessen the likelihood that providers will make
referrals to speciaUsts or provide care that is not

covered by pubhc insurance. Copayments and
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deductibles may also discourage low-income in-

dividuals (usually women and minorities) from

use of preventive services, and may compel them
to delay obtaining essential medical care. De-

laying care until conditions become emergencies

that require more extensive and costly treat-

ments increases the Nation's medical expendi-

tures over the long run.^^

Recommendation: Congress must either

increase the reimbvtrsement rate for physicians

serving medicaid patients so that it is compara-

ble to private insurance, or require aU. physi-

cians to serve an equal number of medicaid pa-

tients so that a few do not absorb the financial

bvirden. In addition, medicare and medicaid cov-

erage must cover the same range of services and
treatments as private insurance, and the range

of services covered should be based on the needs

of the enrollees. For example, if medicaid enrol-

lees are more likely to need preventive care,

such as high blood pressure and breast cancer

screening, then this service shovild be expUcitly

covered.

Chapter 3: Gender, Race, and
Ethnicity—Experiences with Three
Health Care Related Issues

Summary
Women and minorities are adversely affected

by discriminatory practices and differential

treatment in the health care setting. Of par-

ticular importance is the degree to which health

care is accessible. Access to quahty health care is

affected by a variety of factors, including avail-

abihty and quahty of health care service deUv-

ery, availabihty of financing, and the extent to

which research includes various subgroups.

Unequal access to health care services, financ-

ing, and research translates into racial, ethnic,

and gender differences in health status in the

United States. Inequahties in income, education,

and occupation account for some of the race- and
gender-related differences in health status and
access to health care, but those factors alone do

not account for aU disparities. Failure to recog-

nize and ehminate differences in health care de-

Uvery, financing, and research presents a dis-

criminatory barrier that creates and perpetuates

differences in health status.

** See generally chap. 2, pp. 65-69; see also chap. 3,

pp. 91-109.

Differences in health status reflect, to a large

degree, inequities in preventive care and treat-

ment. For instance, African Americans are more
likely to require health care services, but are less

hkely to receive them. Racial disparities have
been fovmd in the likelihood of undergoing by-

pass surgery, receiving a kidney transplant, and
other life-saving procedures. Differences also

exist in the number of doctor's office visits be-

tween whites and blacks, even when controlling

for income, education, and insurance. Further-

more, researchers have concluded that doctors

are less aggressive when treating minority pa-

tients.

Inequities exist along gender hnes as weU.
For example, there are statistically significant

differences between the amount of time males
and females wait to see a physician in the emer-

gency room, with females waiting longer. Ex-

perts in health research acknowledge that

women's health issues frequently have been
overlooked, particularly those of minority

women who often have low-paying jobs with no
insurance, and thus have poorer health than

other women or men. For minority women,
health status is affected by income, employment,

and other factors that are compounded by the

intersection of race, ethnicity, and gender.

These differences are just a few examples of

the many that reflect discriminatory practices.

To facHitate greater understanding of disparities

based on race and gender within the health care

system, it is necessary to look at the experiences

of minorities and women. These inequities reveal

the importance of applying vigorous civQ rights

enforcement efforts to the Nation's health care

system. Inequities in access to quahty health

care may be observed in three broad contexts:

dehvery of services, availabihty of financing, and
appropriate research on health-related issues.

Lack of insurance, lack of transportation, cul-

tviral barriers in the form of misunderstood cus-

toms, language difficulties, and stereotypes all

affect the quahty of care received.

Discriminatory pohcies and practices can

take the form of medical redlining, excessive

wait times, unequal access to emergency care,

deposit requirements as a prerequisite to care,

and lack of continuity of care, which all have a

negative effect on the type of care received. Be-

cause discriminatory practices are often facially

neutral, citing exact practices becomes a difficult
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task. There are many examples, however, of

pohcies and practices that disproportionately

affect racial and ethnic minorities, such as re-

fusal to admit patients who do not have a physi-

cian with admitting privileges at that hospital,

exclusion of medicEiid patients from faciHties,

and failure to provide interpreters and transla-

tions of materials, to name a few.

In addition to these barriers restricting ac-

cess to health care for racial/ethnic minorities,

there are barriers to care that predominantly

affect women. There are also gender differences

in medical use, provision of treatments, and in-

clusion in research. This is partly the result of

different expectations of medical care between
men and women and of gender bias of health

care providers. Furthermore, the difficulty

women face accessing adequate health care, and
all its components, is not hmited to illnesses that

affect both male and female populations. Rather,

there is evidence that women often find it diffi-

cult to access quahty health care related to gen-

der-specific illnesses such as breast cancer.

An additional symptom of gender bias in the

health care system that can affect outcomes is

the way in which women's medical concerns are

not taken as seriously as men's and axe often

dismissed as the result of emotional distress or

as a psychosomatic condition. Further, some
women's health issues, such as violence against

women, have been largely ignored by the medi-

cal commimity, and seen primarily as a social

issue, not necessarily a health issue. Part of the

problem is that medical professions have histori-

cally lacked a female perspective, in much the

same way that the minority perspective is miss-

ing, therefore giving httle attention to women's
health concerns.

Another restriction to health care access,

which is disproportionately experienced by both

women and minorities, is the abihty to pay for

services. As the cost of health care continues to

rise, many Americans find that they cannot af-

ford coverage, nor can they afford services. The

majority of those without health insurance are

minorities and/or women. Without health insur-

ance, individuals are not likely to receive appro-

priate care. Financing for health care is provided

by a number of entities: employer-provided

health plans, privately purchased insurance, and

pubhc assistance in the form of medicaid and

medicare. The high cost of private insiurance

precludes many women and minorities from be-

ing able to afford it. Women and minorities also

are less likely to be employed in jobs that pro-

vide health insurance as a benefit, and therefore

they are often forced to go uninsured, particu-

larly if the wages they earn disqualify them from
receiving pubhc assistance, making them "the

working poor."

Pubhc insurance in the form of medicaid fills

some of the gap between the privately insiired

and the laninsured, but does httle to ensure that

those relying on pubhc insurance are afforded

the same high standard of care as those who are

privately insured. Although medicaid improves
access for those with more serious health prob-

lems, it goes only half way toward providing the

same level of care that private insiirance pro-

vides. Because minorities and women rely more
on medicaid, they are disproportionately more
likely to have less adequate care. The develop-

ment of public assistance programs has shifted

the focus away from the inabihty of patients to

pay toward a more subtle racism that cannot be

easily untangled from the economics of the pro-

vision of health care.

Researchers have noted that not only does

the receipt of health services vary according to

insurance coverage, but that there is a correla-

tion between coverage and health outcomes. For

example, in the case of breast cancer, women
with medicaid and uninsured women have

higher rates of morbidity and mortahty due to

the fact that hospitals that treat large nimibers

of these patients often provide less thorough

screening processes. Uninsured and medicaid

women have significantly more advanced stages

of the disease when initial diagnosis is made.
In 1996 welfare reform changed the structure

of pubhc assistance and, as a result, had a dispa-

rate impact on women and minorities. One of the

direct effects of welfare reform has been a reduc-

tion in the use of medicaid by those who qualify,

because of an vinawareness of ehgibility re-

quirements, which has increased the number of

vminsured. A second effect has been that the

subsequent increased poverty among those in

need of assistance has caused a worsening of

health status and an increase in the need for

health care services.

The health condition of women and minori-

ties will continue to suffer tmtil they are in-

cluded in all types of health research. BiUions of
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dollars are spent each year on health research

($35 bilhon in 1995). However, a strikingly min-

ute percentage of those funds are allocated to

research on issues of particular importance to

women and minorities, and to research by

women and minority scientists (21.5 percent and
.37 percent, respectively). In response to years of

exclusion of minorities and women, several

statutory requirements have been enacted to

ensure that research protocols include a diverse

population.

Lack of inclusion has the significant effect of

lessening the abiHty to generaUze research

findings. Broad-based inclusion of minorities in

chnical trials is a civil rights issue as well as a

sociopoHtical one. Despite volumes of Uterature

suggesting the importance of race, ethnicity, and
cultvire in health, health care, and treatment,

there is relatively httle information available on

the racial, ethnic, and genetic differences that

affect the manifestations of certain illnesses and
their treatments. Based on a history of exploita-

tion by and mistrust of the medical community,

many minorities are not wiUing to participate in

chnical trials.

Women also traditionally have been ignored

as subjects in chnical trials. Consequently, there

is relatively httle knowledge about the gender-

specific effects of drug therapies and other

treatments in the provision of health services for

women, even for illnesses that affect women at

rates equal to or greater than for men. The mis-

information resvdting from gender-biased re-

search is potentially life-threatening. The lack of

research contributes to a lack of knowledge

about prevention and treatment procedures,

leaving health care providers to rely on specvda-

tion and assumptions when it comes to women's
health needs.

Health Service Delivery

Finding: Despite the existence of civil rights

legislation, equal treatment and equal access are

not a reahty for racial/ethnic minorities and
women in the current chmate of the health care

industry. Many barriers hmit both the quahty of

health care and utihzation rates for these

groups, including geographical distances, short-

age of primary care providers in minority com-

munities, and discrimination.

Additionally, members of racial and ethnic

minority groups disproportionately face multiple

restrictions to health care services dehvery, in-

cluding lack of insurance, lack of transportation,

difficvilty taking a day off of work to get health

care services, finding child care while in the hos-

pital, and pa3dng for services such as nursing

homes. 1^

Recommendation: First and foremost, OCR
must increase its enforcement efforts to specifi-

cally identify and remedy title VI, title IX, and
Hill-Burton violations. Further, OCR needs to

serve as the facihtator between those in need of

better services and those that provide such

services. For example, OCR should identify those

commvinity and other health programs that have
been effective in improving access to quahty

health care, outhne the reasons for their success,

and then make that blueprint available for reph-

cation at other facihties. There are innovative

programs at the local level that have worked;

perhaps a "mentoring" partnership program
could be estabhshed between health care facih-

ties, in an effort to exchange ideas and methods
for enacting them.

Because resources often serve as a barrier to

implementing these programs, OCR should ask

HHS to allocate funds, which would be dissemi-

nated and monitored by OCR, for those facihties

that demonstrate a commitment to implement-

ing programs that would not only ensure civil

rights comphance, but would incorporate civil

rights enforcement and improved access to

quahty care into the daily functions of the facil-

ity. Programs of this natvire covdd be modeled

after the Centers of Excellence Program imple-

mented in the Office of Pubhc Health (PHS) and
Science's Office of Women's Health, where funds

are given to those institutions that have demon-
strated a commitment to women's and minori-

ties' health issues. HHS should provide funding

to faculties that are willing to share their ideas

and programs with other facihties and to assist

in the rephcation and implementation of similar

programs. Such programs should be extended to

commxinity health facihties in addition to major

teaching hospitals and medical schools. With
assistance from HHS and the Offices of Minority

Health and Women's Health, OCR could identify

those facihties with a proven track record for

commitment to addressing the needs of women
and minority patients.

14 See chap. 3, p. 73.
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Finding: Research has shown that minority

and low-income patients have fewer mammo-
grams, influenza immunizations, and visits to

physicians for ambulatory care. However, these

groups have higher hospitalization rates, higher

mortality rates, and greater instances of ampu-
tation. In addition, statistical analyses have
documented discrepancies in access to long-term

care, with nonwhite patients experiencing longer

delays than white patients in being placed in

nursing homes. Even after controlling for several

factors, including patient age, gender, health

conditions, special care requirements, behavior,

financing, and cooperativeness of family, racial

differences persist in the wait time to be dis-

charged from a hospital and placed in a nursing

home.

Overt discrimination and poUcies that result

in disproportionate impacts on certain groups

further deteriorate the health care services

available to and received by racial and ethnic

minorities. For example, different access to

medical care may be manifested in differences in

wait times among blacks and whites, and males

and females. Because white patients are more
likely than black patients to have seen a private

physician before going to the emergency room,

their conditions may be considered more serious

than those of patients who have not previously

seen a doctor. However, there is Uttle data to

justify that this perception should result in

longer wait times. There are many other exam-
ples of facially neutral pohcies and practices that

disproportionately affect racial and ethnic mi-

norities, such as refusal to admit patients who
do not have a physician with admitting privi-

leges at that hospital, requiring a deposit in or-

der to treat a patient in the emergency room or

to admit a person for inpatient care, and in-

quiring into a patient's citizenship, national ori-

gin, or immigration status before admitting that

patient to the hospital.

When examining the reasons for differences

in health status and access to care, researchers

tend to cite cultvu-al differences, undocumented
patient preferences, or a lack of information

about the need for care as determinants. The
alternative explanation is racism—^that is, ra-

cially discriminatory rationing by physicians and

health care institutions. However, if racism is

involved, it is unlikely to be overt or even con-

scious, making it more difficult to identify. i^

Recommendation: OCR must take its en-

forcement efforts seriously and address the un-

derlying health care structures that foster ra-

cism and sexism, including the obvious barriers

such as financing, as well as the more elusive

barriers such as prejudice, stereotyping, and cul-

tural ignorance. If OCR continues to focus its

enforcement on the more tangible civil rights

violations, without delving into the reasons they

exist in the first place, it will fail to recognize

and ehminate the true sources of inequity. OCR
must conduct broad-based, systemic comphance
reviews on a rotating basis in all federally

funded health care facilities, at least every 3

years. These comphance reviews must be com-
prehensive onsite investigations. OCR should

work with the Joint Commission for the Accredi-

tation of Health Care Organizations and other

accreditation entities to develop legally man-
dated civil rights guidehnes to be used in their

reviews and evaluations of health care facHities.

OCR should also develop and enforce severe

penalties for actual civil rights violations, and
intervene when potential violations present

themselves. OCR must follow up its findings

with the requirement of mandatory revision

and/or repeal of any discriminatory practices or

pohcies if facihties wish to continue receiving

Federal funds.

OCR also should develop guidance materials

on practices that are potentially discriminatory

and provide technical assistance to hospitals and
other medical facihties on how to identify poten-

tially discriminatory poHcies and develop non-

discriminatory pohcies. For example, OCR
guidelines should specify that health care pro-

viders must not be allowed to refuse patients

based on a physician's admitting status, require

a deposit before rendering emergency care, ref-

use to dehver any baby, exclude medicaid pa-

tients, or inquire into a patient's immigration or

citizenship status.

In addition, OCR and other HHS agencies

shoiild use existing research outlining dispari-

ties in health status and access to health care

and incorporate this information in the devel-

opment of civil rights pohcies and civil rights

enforcement programs. For example, the infor-

ms See chap. 3, pp. 7S-91.
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mation from these studies could be incorporated

into data collection instruments, such as sur-

veys, that would then be used by HHS and State

and local governments to review the practices of

providers and individuals who apply for Federal

assistance. This would include information on

patient assignments, standard medical services,

and the type of treatment offered based on race,

ethnicity, and gender. The addition of some of

these factors to data collection instruments covdd

detect, at an earher phase, potential discrimina-

tory problems at a facihty, and secure compli-

ance to remedy such problems before awarding

funds.

To identify the cause of discrimination, re-

searchers must ask the following questions:

What choices are black patients and white pa-

tients actually offered by their physicians? What
do they hear? Do their physicians make specific

recommendations? Do the patients participate

fully in the decisionmaking process? What crite-

ria do physicians use in making clinical judg-

ments? Are they apphed eqviitably, or are they

subtly influenced by racial stereotyping on the

part of time-pressured physicians, reinforced

both by institutional attitudes and unwarranted

assvunptions about prevalences and outcomes?

Once questions hke these are widely asked in

research, the results will be much more useful in

identifying civil rights compUance. Researchers

need to focus attention on possible sources of

discrimination, such as the assumption that mi-

nority patients are unable to pay for services,

the prejudicial biases of admissions personnel,

and the unavailability of translators. When
viewed in this Hght, different treatment de-

mands attention as a civil rights violation. OCR
must address these poUcies and practices in a

vigorous, consistent manner.

Finding: Many reports have detailed the in-

equities confronting racial and ethnic minorities

in the health care system. For example, a series

of articles in Newsday chronicled the disparities

in health care on Long Island, New York. After a

year of analyzing hospital records and databases

and conducting research on health care in the

region, reporters came to the following conclu-

sions, many of which have been reached by other

researchers: compared with black patients,

whites receive more advanced and intensive

treatment; blacks are more likely than whites to

receive more radical, severe treatments, such as

amputation; blacks wait longer for kidney trans-

plants than whites; and stereotypes about the

treatment of minorities pervade the medical

community. To carry out the investigation,

Newsday reporters did a behavioral risk study of

more than 2,000 residents on Long Island and in

Queens to parallel those that have been done on
the national level. They also extensively ana-

lyzed databases covering every hospital admis-

sion in New York State over 7 years, including

information about doctors and insvirance compa-
nies. These methods proved effective.

As a result of the Newsday pubHcation, OCR
in Region II began a series of investigations into

the condition of health care in the Long Island

hospitals. Certainly, it can be argued that OCR
should have had the foresight to recognize the

disparities uncovered before they became as

rampant as the newspaper's investigation sug-

gests. However, the quickness with which Re-

gion II responded to the allegations should be

commended. 1^

Recommendation: AU OCR regions must
stay in tune with practices in their areas and
should use local researchers, advocacy and com-

munity groups, and media as resources for un-

covering barriers and civil rights violations in

health care. Local organizations and advocacy

groups, as weU as OCR, should undertake stud-

ies that are area-specific to identify broad-based

discrepancies or disparities within their jvirisdic-

tions. For example, organizations representing

women and minorities shovdd sponsor research

on disparities and discriminatory practices and
poUcies in health care. These organizations

should make grants available for nonbiomedical

research such as longitudinal studies of changes

in health care and testing for civil rights viola-

tions. Such studies should be incorporated into

the standard comphance review procedures of

OCR investigators.

Gender Bias in l-iealtli Care Services

Finding: Gender bias extends to all areas of

health care, but is perhaps most visible in the

ineqviities with which women are treated as pa-

tients. The gender differences in medical utiliza-

tion and treatments may be the result of gender-

related biological differences that have been ob-

scured by the exclusion of women fi*om research,

»6 See chap. 3, pp. 79-80.
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different expectations of medical care between
men and women, or gender bias by health care

providers. Women tend to undergo more exami-

nations, laboratory tests, and blood pressure

checks than men, but are less likely to receive

major diagnostic or therapeutic interventions.

The rates at which procedures are performed

may be influenced by physicians' perceptions of

gender-related differences in risk and efficacy.

Perhaps one of the most teUing causes of

gender-based inadequacies in treatment, par-

ticularly for specific diseases that affect both

sexes, is the historical lack of research on
women's health issues. Medical practitioners are

often unaware of differences in disease rates,

treatment effects, and outcomes simply because

there is a dearth of information available to

them. This lack of information also extends to

the way in which health care services are deUv-

ered in a gender-incompetent manner. But the

problem of inadequate health care for women is

much more deeply entrenched in the paternaHs-

tic nature of the health care industry, from the

way medicine is practiced to health care financ-

ing to health care poHcy.^'^

Recommendation: HHS, with the legisla-

tive and financial power to significantly affect all

aspects of health care in the United States, must
reassess its agenda to include women's perspec-

tives and reevaluate the methodology of health

care. The Office of Women's Health in PHS and
the individuals responsible for women's health

coordination in the operating divisions shoxild

take a more proactive role in the incorporation of

women's health issues in HHS. These offices suf-

fer from the usual affliction of peripheral offices

in that they have extremely Umited budgets.

HHS must recognize the potential effect of these

offices and should increase their funds and ex-

tend grant-making authority to at least the Of-

fice of Women's Health at the departmental

level, if not all offices of women's health within

HHS.
The Office of Women's Health and OCR

should work together to identify the areas of

health care practice that are potential civil

rights violations for women, and OCR must
make the evaluation of gender-neutral pohcies

an integral part of compliance reviews and pre-

and postaward reviews. For example, in the

course of a review, OCR should collect informa-

tion, on a regular basis, about the diagnostic and
treatment referrals made to men and women
with similar health conditions to determine if a

facihty consistently provides different treatment

on the basis of sex.

Further, HHS, and OCR in particular, must
include women's health advocacy groups as

partners in health pohcymaking. This approach,

if done inclusively, will ensvire the representa-

tion of diverse groups of women and will facih-

tate communication between poHcymakers and
health care consumers. Women's issues must be

attended to in health care pohcymaking beyond
expanding biomedical research and developing

new medical treatments: they must include the

basic questions of whether and how women can

access health information and services that will

enable them to improve their health, i*

Finding: Studies have found discrepancies in

the treatment of breast cancer on the basis of

race/ethnicity and socioeconomic status. Minor-

ity women have higher death rates from cancer

and receive less breast care than other groups.

Women in lower income groups are less likely to

receive breast cancer information and screening

than other women. Studies have indicated that

black women receive different breast cancer

treatments than white women, doctors are less

likely to recommend breast cancer screening for

Hispanic women, and breast cancer often is un-

detected and untreated in the Chinese American
community.

The interplay between race/ethnicity and lack

of private insurance compromises the accessibil-

ity of thorough preventive and maintenance-

related health care. Many necessary treatments,

including breast cancer examinations and
mammograms, are not expHcitly covered by
medicaid. Even when such services are available

to medicaid patients, there are no requirements

for physicians to provide periodic breast cancer

screenings. Because breast cancer is a disease

that is to a large degree cvirable if caught in the

early stages, it makes sense that women should

be provided with adequate screening and early

treatment options. However, because hospitals

that care for large numbers of uninsured pa-

17 See chap. 3, pp. 84-91.

•8 See Carol S. Weisman, Women's Health Care

(Baltimore, MD: The Johns Hopkins University Press,

1998), pp. 201-04, 218.
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tients and medicaid patients often use less thor-

ough screening processes, these patients have

higher rates of morbidity and mortaHty from the

disease. Uninsured women and women covered

by medicaid have significantly more advanced

stages of the disease than privately insiired

women when initial diagnosis is made.^^

Recoiiunendation: lUness screenings and
related treatment should become part of the

regimen covered by pubUc insurance and must
be provided to those who have no insiorance.

Congress and HHS should revise medicare and
medicaid coverage to include the costs of breast

cancer screening, taking into account differences

in types and frequency of screening procedures

necessary by age and race/ethnicity. In addition,

breast cancer and other health concerns specific

to women, such as reproductive health, must
become recognized as primary care and not spe-

cialty services. Not only will this improve the

health of these populations in the long run, but

it will be economically advantageous to provide

such care because treatment in the early stages

of many diseases is less costly.

HHS has devoted a substantial amovmt of

resources to breast cancer research and educa-

tion and, in fact, these efforts have proven suc-

cessful—for nonminority, economically advan-

taged women. HHS must ensure that informa-

tion on preventive measures and screening is

available to all communities. HHS should make
an effort to address community groups, minority

and women's organizations, schools, chiirches,

and other institutions that can assist in reaching

different popvJations, and should conduct out-

reach, education, and technical assistance activi-

ties to ensiire that individuals are informed

about important health issues. Because women
who do not have access to a primary care physi-

cian are less likely to have access to the most
common forms of screening such as mammo-
grams, HHS must work in conjiinction with hos-

pitals and community centers not only to provide

free screening to all women, but to make that

screening easily accessible.

Finding: Inequities in treatment are further

fueled by the role of gender in the physician-

patient relationship. Studies evaluating the rela-

tionship between the gender of the physician

and the offering of gender-congruent diagnostic

procedures, such as breast exams, Pap smears,

and mammograms, have indicated that gender
bias does indeed exist. Women who report hav-

ing a male physician are less likely to receive

these procedures than women who have a female

physician. Women physicians are more likely to

exercise greater dihgence in offering screening

tests, and women patients are more likely to

follow through with obtaining tests suggested by
women physicians. Because communication is

fundamental to achieving the intended goals of

health care, the relationship between the patient

and provider is central to the process of health

care delivery.

An additional symptom of gender bias in the

health care system that affects health outcomes

is the way in which women's medical concerns

are not taken as seriously as men's, if not trivi-

aUzed altogether. In a recent study, one out of

four women stated that they had been "talked

down to" or treated Kke a child by their physi-

cian, and nearly one out of five women had been
told that a reported condition was "aU in her

head." Women's complaints are dismissed by
doctors far too often. One study found that pri-

mary care physicians judged 65 percent of

women's symptoms to be influenced by emo-
tional factors and women's complaints were
more than twice as likely as men's to be identi-

fied as psychosomatic.

Further, many gender-specific health con-

cerns such as domestic violence have been ig-

nored by health care providers. Since providers

are not adequately trained in hoHstic care for

women's health problems, including sexual

abuse or domestic violence, they have been ne-

glected in research and clinical practice. Al-

though health care providers are in a unique

position to detect abuse, they often do not give

appropriate care.20

Recommendation: Gender sensitivity

training should become part of the medical

school curriculum. The Office of Women's Health

in the Office of PubUc Health and Science at

HHS should work with women's health organi-

zations and professional groups to develop and
implement national curricula on women's health

issues and holistic approaches to medicine, in-

cluding training on specific issues in women's

primary care at different life phases.

19 See chap. 3, pp. 104-05. 20 See chap. 3, pp. 84-91.
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Male physicians in particular must be made
conscious of differences in health care needs,

including the method by which medical care is

provided. All physicians who are credentialed to

serve as primary care providers for women
within managed care programs or other health

systems must be required to demonstrate appro-

priate training and competency in women's
health care.^i State Hcensing boards should re-

quire gender and cvdtural competency as neces-

sary elements for Ucensure of all medical profes-

sionals. Women's health organizations and advo-

cacy groups should play an integral role in the

development of curricvda that ensure the needs

of all groups of women are being represented.

In addition, approaches to specific women's
health issues, such as domestic violence, need to

be incorporated into medical training programs.

Health care professionals need to view domestic

violence as a health care issue, not just a social

problem. The American Medical Association has

strongly advocated the inclusion of domestic

violence training for practicing physicians and
has worked toward changing the chmate of

women's health care so that this problem is not

only identifiable, but solvable. Because domestic

violence is so widespread, primary care physi-

cians must make screening a part of routine

care.

The Office of Women's Health in the Office of

Pubhc Health and Science has recognized do-

mestic violence as a serious health issue, and

domestic violence is identified as a health con-

cern in the objectives of Healthy People 2010. As
such, HHS should provide the Office of Women's
Health with additional resources to tap into the

health care profession and assess the deficien-

cies that exist in the treatment of domestic vio-

lence and assault in the medical industry.

Health Care Financing as a

Socioeconomic Barrier to Care

Finding: Findings presented in this report

demonstrate that one of the most pervasive de-

terminants of whether an individual will receive

health care is the abihty to pay for services. De-

spite good economic conditions and a strong pri-

vate market, more than 42 mUHon Americans

are without health insurance and this number is

expected to grow. Persons without health insur-

21 Weisman, Women's Health Care, p. 222.

ance are less hkely to: (1) have a usual source of

health care, (2) receive preventive health care

services, and (3) have their health care needs
met. Insufficient insurance coverage, can also

result in inadequate care. Moreover, if the unin-

svired are a sicker population than their insured

counterparts, then this poses a more serious

health problem because persons with the most
need for health care are also the least likely to

receive it. Reasons for the decHne in the number
of persons with health insurance include rising

costs for health care and decreases in real family

income and hourly wages. In addition, employers

have increased the number of part-time and con-

tract positions, which usually do not receive

health benefits.

Low-income persons often face difficulty lo-

cating a provider wilhng to serve them. Simi-

larly, lower income individuals are likely to en-

counter difficulty finding health care plans they

can afford and are less likely to have employer-

provided health insurance coverage. Even when
low-income individuals have health insurance, it

is often inadequate, with high premiums and
deductibles, and hmited coverage, particularly

for costly specialty procedvires. This reahty begs

for government intervention. Ensxiring financial

access to care for all Americans will greatly im-

prove the health of the Nation, but will have a

particular effect on minorities and women who
are more likely to be among lower income groups

and to be uninsured. Thus, an inclusive pubHc
insurance poUcy is necessary to address financial

and socioeconomic barriers to care, as well as to

remedy the adverse effects of such barriers for

racial/ethnic minorities and women.
Although medicaid improves access for those

with more serious health problems, it does not

provide necessarily the same level of care that

private insurance provides. Thus, minorities and
women, those most likely to receive medicaid,

are more hkely to have less adequate care. Fur-

ther, many adults do not qualify for medicaid,

yet cannot afford private health insurance. It is

often assvmied that people without private in-

surance, medicaid, or medicare nonetheless find

health care. It is assumed they may be incon-

venienced by the form and location of the serv-

ices, but that they still have access. This is not

the case. Although emergency rooms in hospitals

that accept medicare are legally obHgated to

provide emergency services, other private health
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care providers have no such obligation. Long
waiting hsts for the few pubHc services available

to the uninsiired poor mean that they sometimes

either never obtain medical care or obtain care

only when their condition is beyond treatment.22

Recommendation: Congress and the Presi-

dent must address the gap between qualifying

for pubhc assistance and being able to afford

private health insvirance. Specifically, Congress

and the President must design and implement a

plan that ensures all individuals, regardless of

race, ethnicity, gender, or socioeconomic status,

have financial access to quahty health care.

Steps toward vmiversal coverage might have

to be made incrementally. One solution, at least

in the short run, woxild be to make existing pro-

grams available on a wider scale, particularly for

those who have qualified for pubhc assistance in

the past but, due to changes in welfare legisla-

tion, no longer qualify or are unaware that they

are still ehgible for benefits. For example, insvir-

ance coverage could be extended to the parents

of children who are enrolled in the Children's

Health Insvirance Program, or medicaid could

expand ehgibihty to individuals who have higher

income levels but are still the working poor. The
low-income uninsured shovild also be able to

purchase subsidized medicaid coverage if they

are not eUgible for fuU coverage based on in-

come. Another possible solution would be to en-

courage employers to provide insvirance to all

employees. Tax incentives based on the size of

the firm, with small employers (including mi-

nority businesses and small family businesses)

receiving a greater tax benefit, might enable

firms to pvirchase insurance through the open
market and would expand the option of em-
ployer-sponsored insvirance to a larger portion of

the work force, particularly low-wage workers

who are employed in small companies or minor-

ity and family run businesses.

A long-term plan, however, is needed to sty-

mie the growing uninsvirance rate and to ulti-

mately improve the health status of the Nation.

Several recommendations have been made by

advocacy groups and private organizations as to

ways in which universal health insurance cover-

age can be achieved. The Commission recom-

mends that Congress revisit this issue, because

in the current system, health insurance coverage

22 See chap. 3, pp. 91-105.

is inextricably hnked to the abUity to access

health care. Congress and the President should

allocate funds for an initiative specifically de-

signed to identify solutions and to close the

health care financing gap.

A health care financing initiative should pay
dehberate attention to the poorest persons, espe-

cially because of their higher rates of disease

and disabihty, and include a provision that

services must be dehvered by health care pro-

viders to aU individuals without discrimination

on the basis of abihty to pay for care, or any
other basis unrelated to the individual's need for

the service.

There must be consideration of alternative

forms of providing health insurance, other than
relying on employer-based insvirance, which does

not result in universal coverage. One appropri-

ate and effective strategy would be to emulate

the current health care plan offered to Federal

employees for those who are uninsured or un-

derinsured. PubHc insvurance recipients, includ-

ing those cvirrently relying on medicaid, should

have choices in plan selection so that their indi-

vidual needs can be met. Such choice would alle-

viate concerns that universal coverage would
have a negative effect on the insvirance market
and would be devastating to the health industry.

Government would identify several networks or

health insurance providers that individuals

could choose fi:om. Plans would compete for

market share and be required to meet standards

for providing adequate coverage.

Individuals who choose to enroU in a govern-

ment-assisted insvirance plan would be given a

variable tax credit based on need for the pur-

chase of coverage. This plan should be made
available to all individuals who do not have em-
ployer-sponsored insvirance as weU as for those

who do, but choose not to use it. However, this

tax credit must be generous enough to cover the

cvirrent high cost of health insurance, with

higher income Umits for ehgibihty than have

previously been used to determine ehgibihty for

other forms of pubhc assistance. To be effective

in reducing the number of uninsured, this in-

come-based tax credit would have to provide low-

wage workers with a greater percentage of their

income in tax credit than those at higher income

levels. Rather than allocate a fixed credit across

the board, credit would be based on need. Fur-

ther, when assessing one's need, many factors
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besides income must be taken into consideration,

such as existing health conditions, and the sub-

sequent cost of care, number of dependents, ex-

penses such as debts, and cost of Uving.

This type of program must also provide rehef

for those individuals who are underinsured

—

those who may have health insvirance through

an employer, but who still cannot afford high

deductibles or the uncovered portions of health

care. In these instances, it is necessary to in-

clude a provision for additional optional coverage

that would make up the difference and would

cover deductibles and vmcovered health care to

the same extent that government-sponsored in-

svirance would. Tax credits for the purchase of

this supplemental insvirance would be less than

that given to those enrolled in the government

plan, but would have to be enough to cover the

added insurance premiums.

In designing a plan for providing health care

to low-income individuals, pohcymakers must
take into consideration the fact that health in-

surance is often a low priority for those who
struggle with hmited resources. Program bene-

fits must be easily obtainable, and the incentive

must be worthwhile for participation rates to be

inclusive of all who are vminsured.

Finding: In addition to the economic barriers

shared with other racial and ethnic minorities,

immigrants face unique barriers to obtaining

pubHc assistance for health care. Many in immi-

grant communities fear that if they receive

medicaid or other pubHc health benefits, they

will be considered pubHc charges, which will af-

fect their immigration status. Although the use

of pubhc services alone is not grounds for exclu-

sion, there is sufficient ambiguity in this area to

prevent many immigrants from seeking pubhc

health benefits. The result is fittle or no use of

either preventive or necessary medical care, re-

sulting in poor health status. Thus, in the long

run, more money will be spent on emergency

care, on the spread of untreated infections and

communicable diseases, and in the treatment of

prolonged or aggravated conditions that could

have been prevented had early health care been

received.23

Recommendation: OCR regional offices

must oversee coordination with immigrant com-

munities and advocacy groups to ensure that

23 See chap. 3, pp. 102-03.

any misinformation about eligibiHty for medicaid

is corrected. Many immigrants do in fact qualify

for pubhc assistance, particularly children. It is

also the responsibihty of HCFA, as the agency

within HHS that controls medicaid funds, and
the State agencies that distribute them, to en-

sure that those who are ehgible are aware of

their status. HHS must also work in conjunction

with the Immigration and Naturahzation Serv-

ice to develop clear pohcy guidance on immigra-

tion status and pubHc assistance. This informa-

tion must then be disseminated through immi-

grant community information networks.

The Effects of Welfare Reform
on Health Care Financing

Finding: Welfare reform of 1996 had a sig-

nificant effect on health care, especially medi-

caid. The changes to pubHc assistance have

caused much confusion among former pubhc

health insvirance recipients as to ehgibility stan-

dards. The new guidehnes were intended to

maintain access to medicaid eHgibiHty, and in

some States, make the qualifications more inclu-

sive. However, some provisions of welfare reform

have caused others to lose medicaid eHgibiHty.

The new law includes tightened eHgibiHty crite-

ria for coverage of disabled children under sup-

plemental security income (although some of

these children may qualify for medicaid under

other criteria). With the passage of welfare re-

form legislation, lack of U.S. citizenship became

an important factor, by limiting eHgibiHty and

access of noncitizens to pubhc benefits. Before

the 1996 welfare reform, legal immigrants were

generaUy eHgible for medicaid and other Federal

benefits. Immigrants who entered the United

States before the law's enactment may remain

eHgible for medicaid, but those who have arrived

since are banned from receiving Federal assis-

tance, including medicaid, for at least 5 years.

Women also face a disadvantage as a result of

welfare reform, as they dominate the ranks of

welfare recipients. In 1993, of the 5 milHon

famiHes receiving Aid to FamiHes with Depend-

ent Children (AFDC), 90 percent were headed by

women. Many of those receiving other types of

general assistance were also women. Attempts to

convert medicaid to a block grant program with

capped Federal funding levels and without

automatic eHgibiHty for prior AFDC recipients

will have significant impHcations for poor
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women's access to medical care and will further

jeopardize the health of their famihes.

In response to the changes in welfare legisla-

tion, OCR has produced draft guidehnes for

States and caseworkers outhning their responsi-

bilities for ensxiring that legal obhgations under

Federal civil rights laws are being met in the

administration of public assistance and welfare

services. These gmdehnes give examples of in-

stances where potential civil rights violations

may occur, however, none of the examples cited

is from the health care context. They also fall

short by failing to identify the potential civil

rights impact welfare reform will have on mi-

norities and women.^"*

Recommendation: Now that States have

restructured pubhc insurance programs in re-

sponse to the Personal Responsibility and Work
Opportunity Reconcihation Act of 1996

(PRWORA), OCR regional offices should be in-

volved to ensure that adequate civil rights provi-

sions have been included in the implementation

of State health insurance programs. States have

a fair amount of discretion on how they imple-

ment pubhc assistance programs, but OCR must
ensure uniform civil rights comphance, as man-
dated in Federal civil rights laws. For example,

OCR should ensixre that pubUc insurance en-

rollment procedures do not exclude minorities

because of discriminatory pohcies and other ac-

tions that result in a disparate impact on minori-

ties, and that health care is not compromised by

changes in health insurance coverage as man-
dated by welfare reform provisions. A State re-

view board should be estabhshed, with participa-

tion from OCR regional staff, to assist in the re-

vision of ehgibihty criteria and to monitor the

implementation of pubhc insvirance programs

from a civil rights perspective.

OCR needs to modify its draft welfare reform

guidehnes to include examples of civil rights

violations in the health care context as they may
occur under PRWORA. In addition, OCR should

clearly identify how PRWORA will specifically

and disparately affect health care for minorities

and women, as a pertinent civil rights issue.

OCR must work with HCFA to further develop

and widely distribute user-friendly guidehnes

for recipients of pubhc insvirance, informing

them not only of their ehgibihty, but also of their

civil rights. These information guides must be

translated into several languages to be of use to

immigrants who have been particularly affected

by welfare reform. Further, OCR must carefully

monitor State agencies to ensure that those re-

quiring pubhc assistance to meet their health

care needs are not subject to different treatment

under welfare reform laws.

Health Research
Finding: Women and minorities traditionally

have not been included in health research stud-

ies. Broad-based inclusion of women and minori-

ties in chnical trials is a civil rights issue as well

as a sociopohtical one. Relatively httle informa-

tion is available on genetic differences that affect

the manifestations of certain illnesses and their

treatments. Although the National Institutes of

Health, the Centers for Disease Control, and the

Food and Drug Administration have issued re-

quirements in the past 6 years that women and
minorities be included in clinical trials, it is un-

clear to what extent inclusion is monitored and
enforced.

Many minorities are hesitant to participate in

research studies and receive treatment because

of the distrust created by earlier exploitation

and discrimination. This, compounded with

other barriers, including hmited Enghsh profi-

ciency, lack of transportation, inconvenient chnic

hours, and potential for lost wages, not only

make participating in trials a low priority but

make participation an impossibihty for many
minorities. The misinformation resvdting from

research that lacks an understanding of minori-

ties and women has potentially life-threatening

ramifications. The lack of research contributes to

a lack of knowledge about prevention and treat-

ment procedures, leaving health care providers

to rely on speculation and assumptions.^^

Recommendation: HHS must take the lead

in enforcing the mandated inclusion of females

and minorities in health-related research, both

as participants in and recipients of Federal

funds for research. The Department must re-

qviire its agencies to take strong and effective

steps toward ensuring that minorities and

women are adequately included in projects and

programs. HHS should estabhsh an interagency

task force to review research proposals, projects,

24 See chap. 3, pp. 106-09. 25 See chap. 3, pp. 109-17.
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and clinical trials to make certain that minori-

ties and women have been incorporated into

such programs from the initial planning stages.

OCR staff should work closely with operating

division staff to ensvire that scientists are

tracking the race, ethnicity, and gender of their

participants. OCR could accompHsh this by pro-

viding outreach to appHcants and monitoring

research studies to ensure that participants are

diverse in race, ethnicity, and gender.

Researchers and scientists must make efforts

to reach underrepresented communities, and
reevaluate the scientific protocol so that it is

congruent with the beHefs and practices of those

communities. Making the trials more accessible

by providing transportation and offering other

medical care as compensation might serve as

incentives for potential participants. Through its

minority and women's health offices, HHS
should promote and support outreach and edu-

cation programs in minority-populated areas to

enhance awareness of ongoing research projects

and increase participation of women and minori-

ties in clinical trials. These offices should estab-

Hsh Haisons with local organizations, schools and
clinics, and individual researchers to dissemi-

nate information aimed at alleviating misgivings

and misunderstandings about such projects.

Further, although there have been many im-

portant gains made in the research on women's

and minorities' health, continued funding is

critical in order to address additional questions,

confirm what initial studies have fovmd, and un-

derstand what those findings really mean. Many
research areas must be explored to fully under-

stand the complexities of health. Research is

needed in biomedicine, health behavior, screen-

ing technology, alternative modes of health care

financing, deUvery of disease prevention infor-

mation, and the poUcy imphcations of proposals

surrounding women's and minorities' health

concerns.

Chapter 4: Health Care Programs and
Initiatives at the Federal, State, and
Local Levels

Summary
Despite the overwhelming evidence of health

disparities, and the lack of vigorous civil rights

enforcement, there have been many initiatives

that target the health concerns of women and

minorities. Although the initiatives vary in scope

and mission, they share a common set of goals,

including producing health practitioners who are

skilled in providing quahty health care for

women and minorities, developing researchers

who understand the necessity of addressing the

health concerns of women and minorities, and
improving access to gender and race/ethnicity

specific, ciilturally competent health services

within a changing health system.

HHS has several departmentwide initiatives

and programs designed to address minority and
women's health disparities. Four initiatives have
been decreed by Executive orders: the Histori-

cally Black Colleges and Universities Initiative,

the Hispanic Agenda for Action, the Tribal Col-

leges and Universities Initiative, and the Asian
American and Pacific Islander Initiative. These
initiatives provide support for educational insti-

tutions so that they can improve their infra-

structures to increase productivity for education

and research on relevant minority health issues.

Other departmental initiatives include Healthy

People 2000 and 2010, and the President's Ini-

tiative to Eliminate Racial and Ethnic Dispari-

ties in Health, which aims to ehminate dispari-

ties among racial and ethnic groups by the year

2010.

These departmental initiatives are monitored

in part through the coordination and oversight of

the Office of Women's Health and the Office of

Minority Health in the Office of Pubhc Health

and Science. The Office of Women's Health was
estabhshed, as a resvilt of pressure firom women's
advocates, to improve the health of American
women of all ages, races, and ethnicities by ad-

vancing and coordinating a comprehensive

women's health agenda. The Office of Minority

Health was primarily established to ensure that

issues related to minority health are integrated

into the day-to-day operations of the HHS' oper-

ating divisions. However, while these two offices

have significant interaction with each other,

their effectiveness as peripheral enforcers of civil

rights is hmited by the lack of interaction with

the Office for Civil Rights.

The operating divisions implement the multi-

ple programs that directly target and affect mi-

nority communities. Most operating divisions

have decided on their own to estabUsh and fund

women's and minority health offices; however,

some, such as the Health Care Financing Ad-
ministration, have chosen not to do so, but in-
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stead to address these issues within specific pro-

grams. In response to the Commission's request

for information, many of the operating divisions

provided information about innovative and effec-

tive minority and women's initiatives. For ex-

ample, many of the agencies within the National

Institutes of Health sponsor workshops and con-

ferences, provide training programs and techni-

cal assistance, and collaborate with minority and
women's organizations to target minorities and
women both as health care professionals and
consumers.

Other operating divisions have designated

individuals to initiate and track minority and
women's health programs. These programs often

result in interagency agreements with other

HHS entities, particularly when addressing the

departmentwide initiatives. The Health Re-

sources and Services Administration has taken a

more comprehensive approach, recognizing and
addressing all facets of health care from educa-

tion to service dehvery to research; and women's
and minorities' health issues have been inte-

grated into HRSA's general functions. The Cen-

ters for Disease Control and Prevention and the

Food and Drug Administration both fund re-

search and education/outreach programs to ad-

dress specific health concerns of minority and
women populations and provide information on
racial, ethnic, and gender differences in diseases

and their treatments. The Substance Abuse and
Mental Health Services Administration has done

the same by focusing on how women and minori-

ties are differentially affected by specific mental

health illnesses and the effectiveness of subse-

quent care.

Many State health agencies, with the assis-

tance of Federal funds, also have recognized the

need to address the health care needs of tradi-

tionally underserved populations. For example,

several States have created separate offices to

address these issues. The responsibilities and
authority of the offices vary, but they serve as

cornerstones for oversight and implementation

of State programs in much the same way that

the offices of minority health and women's
health do on the national level.

Initiatives at the State level include identi-

fying disparities in health status, increasing ac-

cess to care, and improving the level of health

education and outreach in underserved commu-
nities. Most efforts at the State level appear to

be in data collection and the production of group-

specific health reports, often in conjunction with

the missions of national initiatives. Other pro-

grams seek to reach specific communities, such

as immigrants, whose health care needs are of-

ten neglected. Still others take disease-specific

approaches to health issues, focusing on the dif-

ferences in illness and health care utilization

rates between groups.

PubHc and private medical schools and
teaching hospitals across the country have taken

a more locahzed grassroots approach to address

the health care needs of specific communities
and are engaging in programs to identify prob-

lems with and work toward solutions for the

health care system. At this level, health care

providers have recognized that initiatives ex-

tending beyond traditional medical care are nec-

essary to address the needs of various communi-
ties. This has been accomphshed through the

development of diversity programs, assessment

of community-specific health care needs, and
development of programs that improve access

and quahty of care for women and minorities.

Looking at programs and initiatives at all

levels—Federal, State, and local—allows for the

development and rephcation of blueprints for

programs that can remedy deficiencies in access

to health care and that can be appHed at a more
global level. However, rather than relying on
initiatives as remedies to existing problems, em-
phasis should be placed on the promotion of

health and the prevention of inequahty, which
can be achieved through greater collaboration at

the Federal, State, and local levels. Moreover,

the cvirrent lack of interaction between the enti-

ties implementing these programs and civil

rights experts Hmits the potential effect of even

the most innovative programs.

Maximizing the Effectiveness

of IHealth Care Initiatives

Finding: Many initiatives have been imple-

mented that target the health concerns of

women and minorities, but initiatives alone can-

not narrow the gap in health care or eliminate

health care disparities. Viewed in a civil rights

context, these initiatives have the potential to

work toward the ehmination of disparities while

improving the health status of women and mi-

norities. However, several HHS entities, in-

cluding many of the HHS operating divisions
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and State and local health care organizations

have Uttle or no contact with OCR, and as a re-

sult, civil rights concerns are not integrated into

their initiatives. ^s

Recommendation: Civil rights objectives

should be integrated into all initiatives during

initial planning stages. OCR should take a pro-

active approach in integrating civil rights con-

cerns into all health care initiatives and not wait

until discrimination has occurred to react to an
issue. OCR also must be informed of operating

division activities, including the production of

reports and the development of pertinent initia-

tives. OCR shovdd be more proactive in moni-

toring the implementation of all initiatives at

the Federal, State, and local levels. OCR shovild

provide guidance and training to ensvire that

civil rights laws are understood and followed by

those receiving funds to implement health care

programs. HHS should make it a top priority to

also train Office of Minority Health and Office of

Women's Health staff at headquarters, and all

minority and women's health staff in the oper-

ating divisions, on their civil rights responsibih-

ties.

Each women's health and minority health

office in HHS should have a senior civil rights

analyst on staff who would be responsible for

overseeing civil rights implementation in the

operating division projects and programs. The
civil rights analyst should interact with OCR to

provide feedback on how civil rights have been

incorporated into current HHS projects. Minor-

ity and women's health offices and/or coordina-

tors should provide monthly summaries of oper-

ating division reports to OCR.
In turn, OCR should appoint staff members

responsible for keeping the civil rights analyst in

each operating division minority health office

and women's health office abreast of any

changes in civil rights law and/or how existing

civil rights laws are interpreted and reinter-

preted in various health care contexts. This staff

member should be aware of all reports and ac-

tivities of these offices and should receive any

summaries or monthly activities the operating

divisions send to OCR. This staff member also

should ensure the dissemination of these reports

among OCR staff.

In addition, OCR should develop an interof-

fice working group to examine the relationship

between civil rights enforcement and the work of

operating division civil rights, minority health,

and women's health offices. This working group
should meet regularly to address civil rights is-

sues and to assess the effect of civil rights en-

forcement efforts within the operating divisions.

Any findings of this interoffice working group

shovdd be presented to the heads of OCR and the

operating divisions.

Finding: Various governmental initiatives

are designed to improve health care for women
and minorities. Many are innovative and crea-

tive in their approaches to achieving this goal.

For example, "Baby Bundles," a program estab-

hshed by the Texas Department of Health to ad-

dress the need for prenatal care for minority and
poor women, partners community volunteers

with pubhc health professionals to reduce the

number of low-birthweight babies and lower the

infant mortahty rate. However, no matter how
well-designed, health care initiatives will not be

successful in their missions unless their goals

transcend the programmatic level to become in-

stitutionahzed in all aspects of health care serv-

ice dehvery and research.27

Recommendation: By placing an emphasis
on the promotion of quahty health care and the

prevention of inequahty rather than relying on
initiatives as sole remedies to problems, HHS
can better assure that minorities' and women's
concerns become institutionahzed in the Nation's

health care system. However, until full integra-

tion occvtrs, initiatives and programs can remedy
some existing inequafities. It is thus essential

that all government agencies at the Federal,

State, and local levels, as well as other health

care related organizations, rephcate the initia-

tives that work on a more universal level. HHS
components, namely the operating divisions and
OCR, need to examine State and local, pubhc
and private health care programs and research

studies initiated outside the Department to keep

abreast of health care concerns and issues both

regionally and nationwide. Also, HHS should

rely on electronic information in databases and
on the Internet to help locate these programs.

Recognizing the initiatives on a more univer-

sal level wotild help HHS develop innovative and

26 See chap. 4, p. 118. 27 See chap. 4, pp. 118, 175.
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creative projects. Programs such as the Baby
Bundles project in Texas shovild be implemented

at the Federal level and all States should be en-

couraged to develop similar programs. HHS
should include as many of these kinds of pro-

grams as possible in its Strategic Plan. In addi-

tion, HHS shotild require that OCR and the op-

erating divisions implement them to formulate

timely and effective health care improvement

strategies and initiatives that can positively af-

fect Americans who currently do not have ade-

quate access to quaUty health care. HHS should

call on OCR to assist the operating divisions by

conducting proactive efforts, such as compUance

reviews, to determine any underlying civil rights

concerns that created the need for various initia-

tives.

Implementing Effective Programs: The Need
for Adequate Funding and Creative Ideas to

Energize Minority Health Offices

Finding: HHS allocates miUions of dollars

each year to ensxire that the operating divisions

are able to implement minority and women's

health programs. However, the funds slated for

minority and women's issues are small in com-

parison to the Department's total funds. For fis-

cal years 1998 and 1999, approximately 1 per-

cent of HHS' total funds were designated for mi-

nority initiatives and programs. The amount has

been increased for FY 2000 to approximately 2.5

percent. Women's programs and initiatives fare

sHghtly better at approximately 13.5 percent of

all HHS funds in fiscal years 1998 and 1999, and
14.2 percent projected for FY 2000. These very

small budget allocations are one of the most sig-

nificant problems hindering the development of

strong, effective minority initiatives that have

the potential of doing more than providing weak,

stopgap measures to the enormous problems of

poor health status and inaccessible health care.

There appears to be a strong reluctance to

appropriately fund and promote programs that

can assist minorities' efforts to gain equal access

to quahty health care services. Without adequate

funding there is httle chance that HHS can play

a role in truly ehminating the wide gap in the

quaUty of health care between minorities and
nonminorities. The lack of funding for minority

initiatives is yet another example of HHS' ten-

dency to take a reactive rather than proactive

approach to addressing disparities.^s

Recommendation: The allocation of funds

for minority and women's health programs
should be more equitably distributed. The
amount of funds distributed should be based on
the size of the minority populations for whom
the programs are targeted. In addition, HHS
health care initiatives and programs for minori-

ties should be funded at a level high enough for

the Department to develop and design initiatives

that can provide the earhest possible outreach,

intervention, and prevention.

In addition, HHS minority initiatives and
programs should target young people and con-

tinue to foUow them through high school and
into adulthood. Such programs should focus on
nutritional needs of poor and minority students,

health education that emphasizes prevention

and willingness to seek medical treatment, and
ensuring avaUabHity of medical facihties in ar-

eas and neighborhoods where a high proportion

of racial/ethnic minorities reside.

In order to promote maximum effectiveness,

these programs must be implemented almost

entirely at the grassroots level. Federal employ-

ees at HHS should remain in the background, as

silent partners. All of the actual activity, in-

cluding a large portion of program development,

shotdd occxu: at the local level, where it can per-

meate the entire minority community. Efforts

should be part of a comprehensive network that

encompasses schools, community centers, local

health care facihties—^including cUnics, nursing

homes, managed care organizations, and child

care centers—and local health care profession-

als.

AH health care programs and initiatives

should be designed in a culturally competent

manner to address the needs of different ra-

cial/ethnic minorities. The programs also should

have adequate fvinding to incorporate strong

outreach and education components. This aspect

of the program initiative should include an ad-

vertising campaign using a multimedia ap-

proach, such as posters, brochures, mailouts, and
pubhc service announcements on radio and tele-

vision. It also should encompass onsite visits by

medical and nutritional experts to primary and

secondary schools. These visits should be part of

4

28 See chap. 4, p. 119.

214



regularly scheduled "health care awareness"

days, which wovJd be much like "career days"

except their entire focus would be on providing

minority students with raised awareness and
understanding of the importance of proactive,

preventive, and vigilant efforts to maintain the

best possible health status and to gain access to

the highest quaHty health care services.

Collaboration Between OCR, Office of

Women's Health, and Office of Minority Health

Finding: In recent years there has been in-

creased collaboration between the Office of

Women's Health (OWH) and the Office of Mi-

nority Health (OMH). For example, the OMH
has assisted the OWH with the Centers of Ex-

cellence Program. This program provides funds

to health care facifities to serve their communi-

ties, particularly with regard to women's and

minorities' health issues. Cvirrently, all

awardees have been academic medical centers,

but work is being done to include community-

based facilities as well. Because there are many
similar issues of concern for women and minori-

ties, the OWH and OMH convene at headquar-

ters for programmatic updates and to discuss

new initiatives.29

Recommendation: Overall, HHS must work

to estabUsh strong cohesiveness throughout its

many and varied offices, agencies, and other in-

ternal elements to implement initiatives focus-

ing on women and minorities. To accomphsh

this, all HHS components must communicate

with each other and share ideas in their efforts

to implement programs. Because nearly 26 per-

cent of aU women are minorities, and half of all

minorities are women, it is particularly impor-

tant for offices of women's health and offices of

minority health to work together closely. The

health issues of minorities and women are often

intertwined. OCR, OWH, OMH, and other staff

should work together routinely to share informa-

tion, keep abreast of issues and/or concerns, as-

sess how these issues affect their missions, and

provide feedback on how effective projects are

being implemented. OCR needs to be involved in

the planning and implementation of these initia-

tives, since their success can have a significant

effect on OCR's civil rights compliance and en-

forcement activities.

29 See chap. 4, pp. 119-22.

State health agencies must also encourage

interaction between women's and minority

health offices. Those States that have already

estabhshed these offices are in a prime position

to implement concurrent projects and initiatives.

Joint ventures will not only benefit a greater

number of underserved individuals, but will

make implementation of programs more eco-

nomically feasible. Additionally, local minority

and women's health agencies and advocacy

groups shovdd create aUiances to address con-

cerns that affect both communities. These or-

ganizations should work toward identifying pro-

grammatic deficiencies in State and Federal ini-

tiatives, and offer suggestions on how specific

programs can address the needs of both women
and minorities at the same time.

In addition, OCR should offer operating divi-

sions and State and local health care organiza-

tions technical assistance and guidance on civil

rights requirements appHcable to their health

care initiatives. This information should be

communicated to local advocacy groups and re-

search organizations that target minorities and
women in their projects and activities. OCR
should be included in the implementation of the

initiatives and insist that the operating divisions

and their recipients comply with the mandate to

include these groups in HHS programs and ini-

tiatives. The Secretary of HHS should require

that the operating divisions and OCR work to-

gether to show the relationship between civil

rights enforcement organizations and the initia-

tives, and to ensure uniform comphance with

civil rights concerns in the objectives of the ini-

tiatives.

Finding: OCR has very Httle or no contact

with operating divisions, States, or local minor-

ity and women's health offices. There also has

been no collaboration between the Office of Pub-

lic Health and Science's Office of Women's
Health and OCR. As a matter of fact, the direc-

tor of OWH, until recently, was unaware of the

function of OCR, nor did she know any of the

employees or managerial officials employed in

OCR. The women's health coordinator at the

Health Care Financing Administration serves on

departmental committees and meets with other

HHS offices, but was not aware of OCR until she

received information on the Commission's health

care study. The director of the Office of Research

on Women's Health within the National Insti-
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tutes of Health has not had any contact with

OCR. In addition, OCR headquarters and re-

gional offices do not have contact with State of-

fices of minority health and women's health.^o

Recommendation: Interaction with OCR
shoxild provide opportunities for addressing the

health care issues of women and minorities.

OCR must become more visible through net-

working, providing training and briefings, and
reaching out to the operating divisions and other

agencies within HHS. The link between the ini-

tiatives and OCR's role in civil rights enforce-

ment should be understood by aU affected HHS
staff. OCR should take the leadership role on aU
departmental committees that address equaUty

of access to health care for minorities and
women. OCR staff should regtdarly interact with

other HHS components involved with minority

and women's initiatives. In addition, OCR
shovdd estabhsh a Uaison specifically to coordi-

nate with all OMH and OWH offices, compo-

nents within HHS, and State and local minority

and women's health offices. OCR shovdd develop

a mechanism for communicating and sharing

information with operating division coordinators

who are responsible for overseeing the initiatives

at the agency level.

OCR should distribute to the operating divi-

sions and other components of HHS updated in-

formation with photographs and telephone num-
bers of each of its individual staff members so

that operating division staff will be aware of who
OCR is and what role the office plays in the en-

forcement of civil rights laws.

OCR, particularly the regional offices, shoiild

view State offices of minority health and
women's health as valuable resoxirces. In addi-

tion to collaborating with these offices to identify

where potential civil rights violations occur in

State poHcies, OCR regional offices should train

office staff members on how to ensure that civil

rights objectives are incorporated in all State

health care programs. Further, OCR regional

offices should interact on a regvilar basis with

local organizations and advocacy groups who are

more Likely to be aware of actual civil rights

violations as they occur. The civil rights process

shovild be one of interaction among all entities:

OCR headquarters, OCR regional offices. State

women's health and minority health offices, and

local health organizations and advocacy groups.

The dynamics provided by the interaction among
these groups will greatly assist OCR in meeting
its goals.

Ensuring Minority and Women's Participation

in Researcii Projects

Finding: The operating divisions control a

large portion of HHS resources and implement
mvdtiple programs that directly target and affect

minority communities in this country. One of the

goals of the minority health office within each
operating division is to ensure that issues re-

lated to minority health are integrated into the

day-to-day operations of that operating division.

However, the minority health office does not

have any formal methods or pohcies by which it

makes sure the operating division is incorporat-

ing minorities in research and other projects.

Currently, the Centers for Disease Control and
Prevention, the National Institutes of Health,

and the Food and Drug Administration have in-

dividual inclusion poHcies for minorities and
women in their funded research projects. How-
ever, there does not appear to be any mechanism
for monitoring the inclusion of diverse subjects.^i

Recommendation: The Secretary of HHS
should implement a departmentwide pohcy
mandating that each operating division incorpo-

rate minorities' and women's health concerns

into all programs, particularly research projects.

A departmentwide poHcy should include a num-
ber of provisions. First, it should require that

women and minorities are appropriately in-

cluded in research trials at numbers propor-

tional to the rates in which they are affected by
the issue being researched. Second, study popu-

lations must be inclusive of minority subgroups

and adequate numbers of women of color. Fi-

nally, offices of minority health and women's
health within the operating divisions shovild be

held responsible for monitoring inclusion prac-

tices. Oversight of operating divisions that do

not have ofiices of women's health and minority

health should be the responsibifity of OMH and
OWH at the departmental level.

National Institutes of IHealth

Finding: The Office of Research on Minority

Health (ORMH) and the Office of Research on

30 See chap. 4, pp. 120, 124, 134, 170-86. 31 See chap. 4, pp. 119-26.
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Women's Health (ORWH) at the National Insti-

tutes of Health can develop ideas for programs
relating to minorities and women and contribute

to their support by providing guidance on strate-

gies, but they cannot make grants for such pro-

grams. Grant-making authority resides within

the offices of the heads of each of the institutes

and centers that compose NIH. The director of

NIH has stated very clearly that internal ele-

ments attached to the Office of the Director,

such as ORMH and ORWH, may not compete

with the institutes and centers for grants. In ad-

dition, the review committees within the insti-

tutes and centers make judgments as to the sci-

entific merit of grants. The longstanding prob-

lem with this approach is that many minority

institutions, for example, historically black col-

leges and viniversities and Hispanic-serving in-

stitutions, beheve that they are not plasnlng on a

level field, either in terms of the composition of

review committees or in terms of the ixniverse of

institutions against whom they are competing

for funding support. However, the ability to fund

projects is critical for the implementation of pro-

grams and initiatives. Without this abiHty, of-

fices such as the ORMH and ORWH have rela-

tively Uttle control over program development.32

Recommendation: The director of NIH
should not withhold grant-making authority be-

cause of concerns about competition with insti-

tutes and centers. Rather, grant-making

authority should be based on programmatic

needs as demonstrated by health care gaps.

The Office of the Director should estabHsh a

program review and grant-making component

within ORMH. Allowing ORMH this authority

would provide the office with the abihty to im-

plement ideas for improving health status and

access to quahty health care within the minority

commvinity. ORMH would not have to rely on

the institutes to decide whether a grant proposal

will be accepted or whether a recipient is meet-

ing the goals set by the institutes and centers,

goals that some have viewed as arbitrary and

overly stringent. The institutes and centers may
lack the expertise that the ORMH possesses to

determine the relevance and importance of spe-

cific programs.

Finding: The lack of HHS oversight of mi-

nority health offices and the unwillingness to

grant these offices more responsibiHties reflect a
reluctance to develop effective offices of minority

health throughout HHS. NlH's ORMH is not

representative of the majority of offices of mi-

nority health within HHS operating divisions,

which do little more than act as haison or coor-

dinator between offices or conduct monitoring

activities. NIH's ORMH plays a more central

role in the development and implementation of

NIH minority initiatives.

NIH's ORMH has an $80 miUion budget, $70
miUion of which is used for supporting programs,

including many pilot programs. Through consul-

tation, ORMH makes determinations about the

level of minority involvement and the quahty of

efforts to improve minority health. For example,

ORMH can identify gaps in health care research,

approach the relevant NIH institute or center,

and work collaboratively to pilot,new initiatives

addressing identified gaps. Based on an evalua-

tion of the success of the program, it is antici-

pated that the relevant institutes and centers

would take responsibihty for the program, fis-

cally and administratively. ORMH is considering

a model whereby institutes and centers would be

asked to share in the initial funding of pilot pro-

grams.33

Recommendation: The active role and the

level of responsibihty of NIH's ORMH should

become a model for other minority health offices

in the operating divisions. Moreover, the Com-
mission supports the Congressional Black Cau-

cus Health Braintrust Initiative to develop

strategies and legislative options for funding the

Office of Minority Health and to elevate the Of-

fice of Research on Minority Health at NIH to a

full-fledged center. Offices of minority health

within HHS operating divisions should not be

relegated to the minor role they play in HHS'
agency initiatives or programs. While their coor-

dination and monitoring roles are important,

these offices should play a more central role in

developing and implementing the overall mis-

sion of their respective operating divisions.

For example, these offices of minority health

should take the lead in overseeing important

initiatives on minority health, and they should

also ensure all operating division initiatives and
programs address major civil rights compHance
issues and that they contain strong civil rights

32 See chap. 4, pp. 135-38. 33 See chap. 4, pp. 135-38.
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components. In particular, these offices should

work with OCR to develop initiatives on such

civil rights compUance issues as racial discrimi-

nation in managed care organizations, racial

segregation in nursing homes, and minority par-

ticipation in medical school programs. In addi-

tion, the offices of minority health and OCR
should ensure that operating division initiatives

incorporate civil rights training programs and
pubhcity campaigns on the responsibilities of

health care providers under Federal law.

Further, the Secretary of HHS should provide

ORMH with the funding necessary to accompUsh
the above described tasks. The poUcy and pro-

grammatic roles and the resovu-ces necessary to

carry out those responsibihties should make of-

fices of minority and women's health full part-

ners with other operating division offices.

Finding: NIH's ORMH partners with the

ORWH, the NIH institutes and centers, and
other Federal agencies on initiatives targeted at

minority-serving institutions for the piirpose of

increasing the private sector's role in strength-

ening institutional infrastructure, facUitating

planning, and using new technologies to ensure

the long-term viability of institutions serving

African Americans, Hispanics, and other minori-

ties. However, minority institutions have cited

HHS evaluations of the success of these pro-

grams as problematic. For example, some his-

torically black colleges and universities (HBCUs)
have expressed concerns that the funds and time

to complete projects have not been svifficient.

Apparently, inappropriate benchmarks are used

in assessing the cost of doing research at minor-

ity institutions. Historically, HBCUs have been

at a much greater disadvantage, in terms of in-

frastructure, than majority institutions, and
many of these HBCUs still lack adequate faciU-

ties. The minority institutions have asked that

release time allocations and current funding lev-

els be reassessed to improve the opportunity for

successful research enterprises at these institu-

tions.34

Recommendation: To ensure more effective

outcomes from the research done at minority

institutions, HHS should reassess the bench-

marks used in determining the overall level of

funding support, particularly in the area of time

allocations (including both research and teach-

ing) for faculty doing research at minority-

serving institutions. Opporttinities for the suc-

cessful completion of biomedical research at

these institutions would be increased if they

were accompanied by an increased investment in

capacity-building programs by NIH targeting

minority institutions, an increased investment in

programs that would allow nonresearch-

intensive institutions to compete with their

peers for research funding, and a more appro-

priate assessment of research costs at minority

institutions. This or similar language should be

incorporated into the implementation plans of

the current Executive orders that relate to mi-

nority-serving institutions.

Finding: Since an institution's infrastructure

often determines its abihty to compete success-

fully for research dollars, inadequacies in infra-

structvire, including the quahty or availabihty of

laboratories and research facihties have pre-

sented a problem for a number of minority-

serving academic institutions. Fvirthermore, in

the past year, NIH has aided at least one HBCU
(Howard University) in making sorely needed
improvements in its infrastructure so as to pre-

vent the loss of its accreditation. Even when the

missions of minority institutions are similar to

their majority counterparts, the resovirces avail-

able for infrastructure development are simply

less, thus severely curtailing the abihty of mi-

nority institutions to successfully compete for

the same pool of research dollars.

OMHR has recommended one method for

creating equal opportunity for minority-serving

institutions. The model would estabhsh pro-

grams for which only institutions recognized vm-

der the Executive orders would be ehgible to

compete. Fair competition would be ensvtred

through the design and development of peer

group-specific programs. Each peer group would

apply to competitive, targeted programs that

support the mission of the sponsoring agency,

but that are also responsive to the needs, mis-

sions, and potential of the apphcant institu-

tions.35

Recommendation: The Commission sup-

ports ORMH's concept of leveling the playing

field as it relates to the competition of minority

institutions for research and research training

doUars at NIH and other HHS operating divi-

34 See chap. 4, pp. 136-38. 35 See chap. 4, pp. 137-38.
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sions. This concept appears to be based on a hy-

brid of the underlying concept of small business

innovation research programs and the Depart-

ment of Education's title III program models.

The model would create bands or peer groupings

of institutions that would compete for the dollars

in innovative programs that are sensitive not

only to the missions of the grant-awarding agen-

cies, but also to the reaHty and needs of minor-

ity-serving institutions. Developing this model
would send a message to racial and ethnic mi-

nority communities that the Federal Govern-

ment, in particidar HHS, recognizes the impor-

tance of empowering all of its populations to be-

come full participants in efforts to improve their

health. Members of minority populations shoiild

be assured that the Federal Government recog-

nizes the role that all institutions of higher

learning can play in alleviating health dispari-

ties and improving the overall health of Ameri-

cans.

Finding: NIH funds several programs that

provide opportunities for faculty at minority in-

stitutions to update and sharpen their research

skills, enabling the institutions to become more
competitive for grant support. The number of

minority researchers in the scientific work force

is already severely Umited, and unfortunately

individuals with outstanding research creden-

tials often lose their competitive edge at minor-

ity institutions due to heavy teaching demands
and less than adequate research infrastruc-

ture. ^^

Recommendation: NIH should develop in-

novative programs sensitive to smaller institu-

tions, where resources and time are Umited for

research and related activities outside the class-

room. Innovative programs should offer incen-

tives to encourage minority and female faculty to

remain active in the research enterprise. Incen-

tives may include summer fellowships, sabbati-

cals, and adequate time for research activities

during the academic year, as well as funding

commvinity-based research in which faculty

members may become involved.

For example, NIH could develop a program of

research fellowships for professors at minority

institutions that would provide 6 months to a

year of sabbatical leave diu-ing which time the

grantee could do research in a chosen area of

health care. The purpose of the program would
be to strengthen the medical and research skills

and credentials of the fellows as well as keep
them active in research. The program would
have to provide appropriate support and re-

soixrces for the fellow to conduct research, for the

minority-serving institution that is reUeving a

faculty member of teaching responsibihties, and
for medical research institutions or government
agencies to create opportunities for feDows to

participate either in ongoing medical research

studies or studies of their own creation.

Finding: NIH has not focused on minority

students in kindergarten through grade 12 (K—
12). It may be prudent to consider enhancing
minority interests in biomedical and related re-

search well ahead of the college undergraduate

years. Currently, there is a modest collaborative

K-12 program jointly funded by the National

Science Foundation (NSF) and the ORMH that

focuses on mathematics and engineering.^'

Recommendation: The Commission's com-
mends NSF and ORMH for developing a pro-

gram for younger people who can benefit greatly

from efforts to enhance their participation in

mathematics and science. Expansion of this pro-

gram to include the life sciences might help to

sohdify the interest of more minority students in

biomedical research weU ahead of their coUege

undergraduate years. Early introduction of chil-

dren to sciences, such as chemistry, often defines

the level of success students will have in com-

peting for entry into and the completion of

graduate training programs. The development of

interest in medical professions can begin in their

early years and be nurtured throughout their

academic careers.

Finding: Relatively httle health status data

are available on health concerns of the different

members of the Asian American commvinity,

which often resvdts in an inaccurate interpreta-

tion of health care issues. NIH is working with

Asian American organizations to design the col-

lection of the much needed data. A primary focus

of this effort is the collection of data on Asian

American subgroups, such as Chinese, Korean,

Japanese, and Filipino Americans and Native

Hawaiians. One project supported by OMH and
the National Cancer Institute focuses on Asian

3« See chap. 4, p. 138. 37 See chap. 4, p. 138.
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American and Pacific Islander women and cervi-

cal cancer.38

Recommendation: Efforts should be made
to ensvire that aU Asian Americans understand

the importance and potential uses of the health-

related data to be collected, especially in terms

of how the collection of these data will benefit

them. This will alleviate negative feeHngs or

misgivings about participating in data collection

activities. Through its operating divisions and
OCR, HHS should: (1) expand its outreach and
education to the entire Asian American commu-
nity about health care issues and their relevance

and importance; (2) expand its data collection

instruments to include those issues pertinent to

the Asian American community; and (3) produce

these instruments in a culturally sensitive man-
ner and in multiple languages. The Department
should consult with Asian American community
organizations about such data collection efforts

and instrxunents, use the organizations as con-

duits for transmitting data collection instru-

ments, and get feedback on how the instruments

could be improved and made more relevant to

specific communities.

Finding: ORWH funds many projects to in-

crease the recrviitment and retention of women
in biomedical careers; however, claims that pro-

grams targeted strictly to women are discrimina-

tory have sometimes been prohibitive to pro-

gram development. For example, during the de-

velopment of a reentry program for women sci-

entists who had career interruptions due to child

or elder care or relocation to be with a spouse,

the office was told it could not target women
only, that the program would be considered dis-

criminatory. ORWH overcame the barrier by

also accepting men—the program has served 35

women and 3 men.^s

Recommendation: OCR needs to provide

more outreach and education to communities

and agencies both inside and outside HHS. It

would have been helpful to ORWH to have had
knowledge of what constituted discriminatory

actions before developing its reentry program. It

is OCR's responsibihty to ensxire that all offices

within HHS are familiar with civil rights laws.

ORWH's failure to know that it was engaging in

potentially discriminatory activity is a good ex-

38 See chap. 4, p. 138.

3^ See chap. 4, pp. 140-41.

ample of why it is important for OCR to under-

take proactive efforts to ensure such familiarity

departmentwide. The ultimate goal is to try to

ensure diversity without practicing exclusion.

Finding: Minority issues are primarily the

purview of the Office of Research on Minority

Health. ORWH staff, however, do collaborate

with the HHS Office of Women's Health on par-

ticular activities that concern minority women.
Although the various women's health offices ad-

dress the health concerns and/or issues facing aU
women, their programs do not necessarily reach

and target the health issues faced by minority

women.4°

Recommendation: The health issues of mi-

nority women should not solely be the purview of

the ORMH. The Secretary of HHS should estab-

Hsh a division within the Office of Women's
Health that focuses on health issues for women
of color. Further, a staff member in each

women's and minority health office throughout

HHS should be designated to coordinate the ef-

forts for addressing health concerns of minority

women. These staff members should meet
monthly to assess how minority women can be

integrated into every initiative and program,

and to determine what the role of each office will

be in meeting this goal.

Health Care Financing Administration

Finding: Currently, the Health Care Fi-

nancing Administration has no separate office of

women's health. The chief medical officer in the

Office of Strategic Planning is assigned to

women's issues part time as the women's health

coordinator. In 1997, in response to the depart-

mental initiative on women's health issues,

HCFA assigned her as its representative to carry

out the women's health projects and initiatives.

The women's health coordinator has no poHcy-

making authority and sees her role as advisory.

Currently, no other staff are assigned to the

area, and the coordinator has no separate budget

for activities. There are no plans to estabhsh an
office of women's health at HCFA. According to

the women's health coordinator, the potential to

enhance women's health issues at HCFA,
through data analysis and research initiatives

and projects, has been hampered by the lack of

managerial support or commitment to include

40 See chap. 4, p. 141.
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women's health issues as a top priority or to ex-

pand women's health perspectives at the

agency."**

Recommendation: Coordination of women's
health issues, in an effort to incorporate civil

rights into all activities, should be mandatory for

all operating divisions. However, the minorities'

and women's health care initiatives at HCFA,
and all operating divisions, must have the sup-

port of agency administrators and managers.

Further, the role of the minority and women's
health coordinators should be more than

"advisory." The lack of a separate office shovild

not preclude the women's health coordinator

from pla5dng an integral role in project develop-

ment. If there is no separate office, the coordina-

tors should have the resources to participate ef-

fectively as representatives and participants

with other departmental and agency compo-

nents, including OCR. The coordinators should

have the status to carry out pohcies affecting

their initiatives, and be members of pohcy and
program committees.

Finding: In response to the departmental

initiatives and Executive orders to enhance the

participation of racial and ethnic minorities in

Federal programs, HCFA formed the Minorities

Beneficiaries Work Group in 1996, rather than

estabUshing a central office for the implementa-

tion of these initiatives. As a result, the imple-

mentation of the initiatives at HCFA is frag-

mented and has been dispersed throughout re-

gions. Until very recently, the initiatives lacked

agency oversight and coordination. Although the

HCFA administrator recently appointed a coor-

dinator to oversee the implementation, the coor-

dinator has no staff or resources. Different com-

ponents of HCFA are still implementing the ini-

tiatives without guidance, supervision, or ac-

countabihty.*2

Recommendation: HCFA shovdd estabhsh a

central minority health office with staff, re-

sovirces, and authority to oversee, monitor, and

coordinate the minority activities and projects

that are implemented at the agency, as weU as

to estabhsh pohcy on such activities. Until that

happens, the current coordinator must receive

civil rights training from OCR, and must be

briefed on the status of the initiatives he or she

41 See chap. 4, pp. 155-58.

*2 See chap. 4, pp. 155—56.

is intended to oversee. The coordinator should

also take the lead in coordinating activities of

the Minorities Beneficiaries Work Group to en-

sure that HCFA's activities with regard to the

departmental initiatives are implemented most
effectively.

Finding: HCFA has a system for tracking

data, particularly with respect to medicaid and
medicare information, yet the data in this sys-

tem are not used regtdarly to examine minority

and women's health concerns. According to the

women's health coordinator, there is a wealth of

information and great potential for use of the

data, but currently there is no indepth analysis

of the data being collected. Any statistics pro-

vided on the use of health services by women are

generated from HCFA's budget office. "^^

Recommendation: HCFA should assign

staff to extrapolate social, economic, and health

care related information on women and minori-

ties from its data tracking system. The women's
coordinator shovdd be actively involved in the

assessment of this data (including suggestions

on what data should be analyzed for these

groups) to formulate issues, initiatives, and proj-

ects for women and minorities. The budget office

should only provide data as it pertains to how
much of the budget is spent in various areas of

health care. The women's coordinator should

have complete access to and responsibihty for all

data sets.

Health Resources and Services Administration

Finding: The Health Resources and Services

Administration's Office of Minority Health

(HRSA/OMH) has the lead role in developing a

coordinated HRSA response to the Executive

order on tribal colleges and universities.

HRSA/OMH is collaborating with bureaus and
offices throughout HRSA to develop a 5-year

plan with yearly progress reports, and to devise

approaches to ensxu-e that tribal postsecondary

education institutions have increased accessibil-

ity to Federal resources on a continuous basis.

Furthermore, to assure quahty health care to

underserved, vulnerable, and special needs

populations of American Indians/Alaskan Na-

tives, HRSA/OMH is developing and imple-

menting HRSA's Action Plan for Tribal Consul-

tation. The plan will provide a core mechanism

43 See chap. 4, pp. 155-56.
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and process for strengthening the operating di-

vision's relationship with Native American cus-

tomers, and to devise a strategy to address their

needs-^"*

Recommendation: The Commission sup-

ports HRSA's plans to identify and ehminate

barriers and problems related to access to care.

When holding conferences and other activities

for the Native American community, HRSA
should continue to seek input from Native

Americans served at the national, State, and
local levels. In addition, HRSA should provide

technical assistance and enhance Internet Unks
so that various tribes can improve their under-

standing of HRSA's programs and funding op-

portunities. HRSA should also continue to dis-

seminate svirveys to tribal groups to measure
their satisfaction with HRSA's services, and to

enhance the overall communication between the

operating division and Native Americans.

Finding: Under the Asian American and Pa-

cific Islander (AAPI) Initiative, HRSA/OMH was
one of the first offices in HRSA to start efforts to

meet the health care needs of this community. In

developing the framework for the AAPI Initia-

tive, a working group held more than 25 meet-

ings nationwide to get input from Asians and
Pacific Islanders. HRSA/OMH sponsored a na-

tional conference with Asian American and Pa-

cific Islander leaders in March 1998 to develop

an action plan, and developed a component of

HRSA's implementation plan that included in-

put from the conference.'*^

Recommendation: Other operating divi-

sions should foUow HRSA's example in initiating

strategies for implementing the AAPI Initiative.

HRSA's AAPI work group should continue to

hold regular meetings with AAPI leaders to get

additional feedback on areas of health care of

concern to the AAPI community and to monitor

changes in needs as the population diversifies.

OCR should continue to provide regional techni-

cal assistance to State and local agencies in both

urban and rural areas, particularly those areas

with large Asian American populations. If neces-

sary, HHS should provide OCR with more
funding for additional staff and resources so that

OCR can serve a larger segment of the AAPI
commvmity.

Substance Abuse and Mental Health

Services Administration

Finding: In 1994 and 1995, the Substance

Abuse and Mental Health Services Administra-

tion's organizational structure included an Office

for Women's Services with an associate adminis-

trator for Women's Services who reported to the

Office of the Administrator. However, cvirrently

SAMHSA does not have an office for women's
health or director of women's issues.'*^

Recommendation: SAMHSA needs to rees-

tabhsh an office of research on women's health

to more effectively address, evaluate, and resolve

specific substance abuse and mental health is-

sues that affect women. SAMHSA shoixld also

estabhsh an office that provides leadership and
coordination for programs related to minority

health.

Centers for Disease Control

Finding: The Centers for Disease Control

(CDC) has amassed information on minority and
women's health care issues. In 1994 the CDC
released a report on chronic disease and its ef-

fect on the major racial and ethnic minority

groups. The document summarizes national

demographic and health data related to chronic

diseases in minority populations, and serves as a

resource on such diseases and associated behav-

ioral risk factors (for example, smoking) found

within these groups. The report includes discus-

sions on pubhc health imphcations of popidation

diversity and growth, morbidity and life expec-

tancy, as well as risk factors and preventive

health practices affecting these groups.

However, monitoring the health of minorities

and women is only part of CDC's mission. In ac-

compUshing its broader mission, the CDC moni-

tors health status and issues, detects and inves-

tigates health problems, conducts research to

enhance prevention, develops and advocates

health policies, implements prevention strate-

gies, promotes healthy behaviors, fosters safe

and healthy environments, and provides health

leadership and training.'*'' The CDC has estab-

lished partnerships with State and local health

departments, academic institutions, professional

and community organizations, philanthropic

foundations, school systems, churches and other

44 See chap. 4, pp. 159-60.

*^ See chap. 4, pp. 161-62.

46 See chap. 4, p. 163.

47 See chap. 4, pp. 165-67.
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local institutions, and industry and labor organi-

zations to accomplish these objectives. For ex-

ample, CDC's Pubhc Health Leadership Insti-

tute is part of an ongoing initiative that develops

leadership skills of pubhc health officials at the

Federal, State, and local levels.^s

Recommendation: Women's and minority

health issues should be included in aU activities

related to the achievement of CDC's mission.

CDC should estabhsh partnerships with minor-

ity- and female-oriented institutions, community
groups, research and medical associations, foun-

dations, and other health-related entities to dis-

seminate its information on minorities and
women. CDC should hold a series of forums at

minority-serving colleges, universities, and
medical schools so that faculty and students are

better informed about health care issues affect-

ing women and minorities.

State initiatives

Finding: Many States have created separate

offices to address minorities' and women's
health. The responsibihties and authority of the

offices vary, but they serve as cornerstones for

oversight and implementation of programs. For
example, the West Virginia Minority Health

Program serves as a resource in assisting or-

ganizations, health care providers, government
agencies, and minority communities in decreas-

ing morbidity and mortahty, increasing general

wellness, and eliminating the disparities in

health status and access to quahty medical care.

The Illinois Center for Minority Health Services

coordinates a Minority Health Partnership that

provides information and assistance on a wide
range of health-related issues to improve the

overall health of minority individuals, famiUes,

and communities. The State of lUinois has an
Office of Women's Health that inventories all

women's health programs in the State, identifies

areas of potential collaboration, and examines

social, economic, psychological, and physical bar-

riers to better health for women.'*^

Recommendation: HHS, specifically OCR,
needs to draw on what States are doing with re-

spect to minority and women's health. The De-

partment should use the information on State

initiatives to develop technical assistance and

guidance, identify barriers to health care for

members of these groups, and initiate proactive

measures that will ensure inclusion of aU groups
in plans and initiatives relative to health care.

OCR shovdd use the State offices as a haison to

reach more community projects. They might also

be effective partners for OCR regional offices,

which could benefit from their resources.

Finding: Most efforts at the State level ap-

pear to be in data collection and the production
of reports on group-specific health issues. Almost
all of the States that submitted materials in-

cluded information about data-gathering efforts,

and many States have issued reports on health

concerns of minorities and women, including

comprehensive analyses of health services and
utihzation rates, disease-specific data, and
demographic compositions of geographical re-

gions.

For example, the Washington State Depart-
ment of Health has issued several reports and
other documents on statewide initiatives affect-

ing women and racial and ethnic populations.

One report provided statistics on the health con-

ditions of minorities in the State, analyzed how
their health concerns were addressed, and
served as a springboard for improving data col-

lection and analysis efforts concerning the

health care of minorities in general and some of

the Hispanic and Asian American/Pacific Is-

lander subgroups. Another report found that

American Indians have Limited health care re-

sources and difficulty accessing available serv-

ices. The report presented the State's plan for

American Indian health care deUvery and pro-

vided recommendations for improving American
Indian health care in Washington State.

States have also issued reports in response to

HHS initiatives, Healthy People 2000 and
Healthy People 2010, and have estabhshed pro-

grams focusing on narrowing the disparities in

health status of minorities. For instance, the

State of Nebraska Department of Health, Office

of Minority Health and Hximan Services, pro-

duced a report addressing access to care, health

status, and risk factor prevalence for African

Americans, Native Americans, Asian Americans,

and Hispanics. Also, the report addresses

women's health issues, broken down by racial

** See chap. 4, pp. 165—66.

49 See chap. 4, p. 170.
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and ethnic group, to identify how women of color

are affected differently. 5°

Recommendation: The Commission com-

mends States for producing their versions of the

Healthy People reports. State reports detaiUng

the health status and concerns of women, mi-

norities and their subgroups are essential for

highhghting areas where health and health care

disparities exist and where intervention is most
needed. All States should continue to produce

reports on the health status of minorities and
women. State efforts should not end with reports

on health status. They also should examine dis-

parities in health care dehvery for minorities

and women, identify barriers to equal access,

and propose ways to overcome such barriers.

HHS operating divisions and OCR headquar-

ters and regional staff should form haisons with

State and local officials, institutions, commvinity

organizations, research and medical associa-

tions, foundations, and other health-related enti-

ties to obtain their information on the health

status of minorities and women and disparities

in health care dehvery, as well as proposed solu-

tions. OCR and operating divisions could then

use these reports to assess which States are not

doing enough to eliminate disparities in access

and could identify the programs or solutions that

have worked well so that they can be pubUcized

and implemented elsewhere.

Further, the operating divisions should re-

view the recommendations for improving the

health care of Native Americans that were pro-

posed by the Washington State Department of

Health, and implement programs and initiatives

that wiQ address those recommendations. OCR
should also review the recommendations to bet-

ter understand the areas in which more techni-

cal assistance is needed and can be provided to

combat the disparities in health care for all mi-

norities and women.
Finding: Immigrants and refugees are

among the most difficult to reach for health care.

A few States administer programs to provide

health care specifically for these populations.

For instance, the Idaho Department of Health

and Welfare has estabhshed the Migrant and
Seasonal Farm Worker Outreach Project to meet
the needs of the estimated 1 19,000 migrant and
seasonal farmworkers in Idaho. The program

uses the services of the Idaho Primary Care As-

sociation, an organization of nonprofit health

centers offering preventive and primary health

care services to medically underserved areas of

Idaho. Although the Community and Migrant
Health Centers dehver health care services to

these popvilations, the State recognizes that

there are still gaps in access to primary health

services due to the popvdation's frequent travel,

isolated housing, social and cvdtvu-al differences,

and transportation difficulties. The outreach

project, therefore, includes activities to reduce

these barriers to care, assist in recrviiting chents,

provide health promotion and education, and
facihtate health services and coordinated care

through referral and followup.^i

Recommendation: HHS should do intensive

outreach and education in areas with a large

migrant population to help them understand

health care services and initiatives that can im-

prove their hves. HHS should work with State

and local agencies that are administering health

programs for these popxolations. The Department
shovdd use its networking information to chan-

nel resources and target projects for these

groups.

State health agencies should be encouraged

to repHcate migrant and seasonal worker health

programs. The Federal Government should allo-

cate additional funds for health services, out-

reach, and education in regions where these

populations reside. State health agencies also

should partner with local health cUnics and
other providers to estabUsh a network of care for

migrant workers so that all of their health needs

can be met, including preventive care, immuni-
zations, illness screenings, dental care, and nu-

tritional guidance. Health programs should also

be developed specifically for children of migrant

workers.

Finding: Many education and outreach pro-

grams include minorities and women as active

participants in health care. For example, from

1996 to 1998, the Rhode Island Department of

Health's Office of Minority Health and its Mi-

nority Health Advisory Committee sponsored a

series of commvinity forums targeting each of the

major racial and ethnic minority groups to give

consumers an opportunity to express their con-

cerns and needs regarding health care. The

50 See chap. 4, p. 170. 51 See chap. 4, pp. 175-76.
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State held eight community forums focusing on
priority areas and barriers relating to health

care for members of these groups. In 1998 the

Department released a report on the community
forvmis, which culminated in a minority health

plan for the State.52

Reconunendation: For outreach efforts to

be more effective, and for health providers to

better serve consumers, traditionally under-

served communities must be involved in out-

reach planning and development and be given

the opportunity to voice their health concerns.

HHS, including the operating divisions. States,

and health providers must involve minorities

and women in advisory groups or other boards

that plan the service delivery of health care. In

addition, OCR shovdd be involved with such

groups in designing health service deUvery plans

to ensure that such plans are developed and im-

plemented in a nondiscriminatory manner.
Finding: Many programs underway at the

local level have the potential to vastly improve

both health care deUvery and the health status

of vinderserved populations, if adopted more vuii-

versaUy. The challenge of inclusive health care

at the local level can be viewed as three phases:

diversity programs for health care providers so

they will understand what it means to provide

culturally competent health care, assessment of

community-specific health care needs, and de-

velopment of targeted programs that improve

the access and quaUty of care for the vinder-

served.

Assessing the needs of a specific community
is necessary if initiatives at the community level

are to be successful. For example, the Greenville

Hospital System in Greenville, South Carohna,

did a study that aimed to identify health issues

of particular concern to Hispanics in the area.

After conducting surveys, focus groups, and dis-

cussions with health care providers, the re-

searchers were able to produce several recom-

mendations for how to best approach the needs

of the growing Hispanic community. Researchers

inqviired into health care use patterns, barriers

to care, and preferences for health care delivery

of Hispanics in the area. They then assessed cur-

rent providers to identify shortfalls.53

Recommendation: HHS needs to become
more aware of initiatives and programs that are

being implemented at aU levels and by aU types

of institutions. Tactics to be repHcated include

increasing the cultiiral competency of health

care providers and patients so that each has ac-

cvirate expectations of the other, focusing on
community-based facihties with horn's and pay-

ment options appropriate for low-income work-

ers, recruiting staff who speak languages

prevalent in the area and improving communica-
tion abihties of existing staff, and using grass-

roots methods to reach minority communities.

Finding: The initiatives being implemented
at the local level vary in scope, intent, and out-

comes, but they share the common theme of in-

tegrating health services to address the needs of

underserved populations and improve access to

care. For example, the University of Arizona Ru-
ral Health Office has partnered with local tribes

to develop needed health programs. The office

has worked with the Tohono O'odham Tribe to

develop, implement, and manage a professional

education and training program for tribal mem-
bers who wiU staff a 60-bed nursing home facil-

ity being constructed on a reservation. In addi-

tion, in 1997 the Rural Health Office began
working with the Hopi Tribe to develop a heedth

careers education program. Tribal members are

being trained to staff a new Hopi ambulatory

care facUity. In 1998 Northern Arizona Univer-

sity received a grant from the Howard Hughes
Medical Institute for science education, includ-

ing support for teaching assistants and labora-

tory equipment to dehver health-related covirse-

work to the Hopi Reservation high school via

distance-learning technology .^4

Recommendation: Through innovation, re-

assessment of funds, and creative use of avail-

able resources, many of these sample initiatives

and programs can be repHcated, resulting in a

broader effect. Programs of this natvire covdd

become part of the Tribal Colleges and Universi-

ties (TCU) Initiative and should include aU Na-

tive American tribes. Not only should TCUs be

given funds to implement health care programs,

but majority institutions in areas populated by

Native American communities should be given

funds to institute clinics and assist with the de-

velopment of health services. The partnership

52 See chap. 4, p. 177.

53 See chap. 4, p. 181. 54 See chap. 4, p. 182.
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between the TCU and the majority institution

would be mutually beneficial. Majority institu-

tions can offer greater resources and often have

a more advanced infrastructure to develop the

health service, while the TCU can provide

knowledge about the specific needs of the com-

munity and educate providers about giving cul-

turally competent care.

Finding: State and local providers have

found several innovative and effective uses of

resovirces to improve access to care for the medi-

cally underserved. In Jackson, Mississippi, a de-

serted shopping mall was converted into the

Jackson Medical Mall, with the University of

Mississippi Medical Center as the anchor tenant.

The facility provides a full range of care, and the

Mississippi Department of Health has estab-

Hshed clinics in the mall for other care. The mall

serves as a one-stop location for comprehensive

medical needs. Most of the persons served are

medically indigent or receive medicaid.^^

The Oregon Health Sciences University

(OHSU) established a Center for Women's
Health that integrates health care services and
gender-related research, and also trains health

care personnel. The unique aspect of the center

is that its focus is not Hmited to the traditional

areas of women's health care, such as obstet-

rics/gynecology, but includes nutrition and most

medical specialties. OHSU also has an Indochi-

nese Psychiatric CUnic that provides speciahzed

services to Southeast Asian refugees. Addition-

ally, OHSU coordinates the Screening Kids In-

forming Parents Program, which sends faculty

and students into community centers and
schools where they provide fi:ee health care as-

sessments to inner-city children.^^

Recommendation: Community resovirces such

as schools, hospitals, and malls should be used to

administer health care programs and services,

particularly in underserved commxinities where
outreach and education can be enhanced
through these facUities. State and local health

agencies should estabhsh programs where feder-

ally funded network centers could be estabUshed

to serve as neighborhood-based access points for

health care. These neighborhood networks can
then develop a plan for providing necessary care

and offer more personalized health services.

Many outstanding programs have been initi-

ated at the State or local levels, and they could

be repUcated at the Federal level, such as the

Children's Health Place, a free pediatric health

cHnic located in a government-subsidized hous-

ing development that is home to a below poverty

level popvdation of African Americans, Hispanic

Americans, and Asian Americans; and the Cen-

ter for Minority Based CHnical Research which
provides access to clinical trials to minority pa-

tients within the Dvike Health System as weU as

training and career opportimities for minority

investigators.

HHS must be committed to increasing and
improving programs and services provided to

minorities and women. HHS' offices of minority

health and women's health should work to-

gether, and with OCR, to identify the many pro-

grams that have improved access to health care

for the medically underserved. Then HHS should

coordinate a system through which other facih-

ties are funded to repHcate such programs.

55 See chap. 4, pp. 182-83.

56 See chap. 4, pp. 183-84.
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statement of Chairperson Mary Frances Berry

and Vice Chairperson Cruz Reynoso

As major changes unfold in the manner in

which health care services are dehvered and fi-

nanced, this report provides a unique and valu-

able contribution to the national debate and fo-

cus on this issue. The report documents the vast

disparities in access to quaUty health care

among U.S. populations and calls for a major

national commitment to identify and address the

underlying causes of the disparity and the sub-

sequent reconciliation of this health care crisis.

The demographic changes that will occur in this

country over the next decade magnify the impor-

tance of the report's findings and recommenda-
tions and the urgent need for cooperation among
Federal, State, and local governments, as well as

private organizations.

Recognizing the importance of health care as

it relates to our success and productivity as a

nation, the Commission has consistently re-

quested increases in funding for the U.S. De-

partment of Health and Human Services' Office

for Civil Rights. In furtherance of these requests,

this report provides detailed information and
guidance to OCR on crucial topics, such as clo-

sure of the health care financing gap, inclusion

of people of color and women in health-related

research, the acknowledgment of community-

specific health needs, and the promotion of in-

creased health care access for the underserved.

The implementation of these recommendations

will produce a meaningfid improvement in the

fives of many Americans who now dispropor-

tionately suffer from the burden of disease and
disabihty.
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Dissenting Statement by Commissioner Carl A. Anderson
and Commissioner Russell G. Redenbaugh

The Commission's report on The Health Care

Challenge is really two reports. First, it is an
assessment of the enforcement of Federal laws

by the U.S. Department of Health and Human
Services (HHS) and its Office for Civil Rights

(OCR). Second, it is an attempt to diagnose the

chief ills of ovir health care system and to pre-

scribe possible ways for addressing them. The
report does a thorough job on the enforcement

side of the issue; it clearly demonstrates the

need for much-improved enforcement by

HHS/OCR. The problem is on the prescriptive

side, to the extent the report goes way beyond
enforcement to advocate not only a whole new
bureaucracy, but a national strategy to achieve a

"leveling" in health care dehvery, research, and
financing. While we support much of what is in

the report about the failures of Federal civil

rights enforcement, the report is a thinly-veiled

endorsement of universal health care, and advo-

cates poHcies to achieve specific outcomes where
market failures have not been demonstrated.

That is why we decided, with reluctance, to vote

against the report and that is the reason for this

dissent.

Because the draft report we received is al-

most a thousand pages long, we cannot possibly

address, in a brief dissent, all of our concerns.

Some of the major problems we have identified

include the following:

Invalid Assumption about the

Nature of the Problem

Since the report was vmable to prove

"disparate treatment" (or "intentional discrimi-

nation"), it centers its discussion on the

"disparate impact" theory, which is defined as

"unintentional discrimination" that occurs "when
a facially neutral poUcy operates in a way that

affects a protected class of citizens dispropor-

tionately." The central theme is that everyone is

entitled to the same "type, quantity, and quahtj^'

of health care services. The report considers

"disparate impact" (for example, the fact that

minorities may be less likely to have private in-

surance) to be the same as discrimination and,

hence, remediable through civil rights legisla-

tion. This is a profound flaw. It will lead to more
bureaucracy, more regulations and more wasted
resources, but not "more health."

The Meaning of Health Disparities

The report is instructive in noting a number
of disparities in areas such as life expectancy,

mortahty rates, disease prevalence rates, health

care service utihzation, availabihty of insurance,

etc. These disparities are real, but their meaning
is misinterpreted. For the most part they are a

function of compromised access to care

(reflecting private and pubhc insurance coverage

patterns) as well as lifestyle issues (e.g., drug
use, sexual behavior, diet, smoking, etc.). Except

in the obvious case of language barriers, they are

not due to a lack of "cultural competence" or

physicians' inabihty to commxuiicate with pa-

tients of another race or ethnicity, nor is there

evidence of physicians' faihng to offer procedures

to minorities because they are minorities.

The report tends to sweep away the problem

of poverty and the impact it has on health care.

Although the report (in volume I, chapter 2) does

explain some of the socioeconomic factors influ-

encing health care (education, income, and occu-

pation), it fails to clearly identify the extent to

which those factors (particularly poverty) ex-

plain differences in health care outcomes. In

other words, is there a way to explain or identify

health differences holding income constant?

That is the important question the report has

chosen not to address. The report concludes that

since socioeconomic factors alone cannot account

for all of the disparities, there must be "other

factors" at work, i.e., discrimination and bias.

Just to say that there may be "other factors" but

that these are difficult to prove is not enough.

Cultural Competence
The "cultviral competence" doctrine is a dan-

gerous distraction from the real challenges we
face with health care today. It is dangerous be-

cause it stresses identity poUtics over patient

care and would substitute group-based generah-

zations for individual evaluations. It assiunes

that doctors (because of either a "conscious" or
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"unconscious" bias) cannot communicate effec-

tively with their patients who are "culturally

different" or of another race and that this leads

to fewer procedures which, in turn, leads to more
illness among minorities.

There is no evidence, however, that race is a

major determinant of how patients select their

doctors, nor is there any reUable evidence or

studies showing that anything but language
compatibiHty really matters. It is true that doc-

tors need to know a patient's background and
local practices of diet, home remedies, etc., as

they affect the patient's health, but doctors can
do this with a relatively brief review of medical

anthropology and by working with the patients

themselves. In contrast, the measures outhned
in this report would have doctors spend more
energy separating patients into groups than
treating them.

Nature of the Evidence

In going beyond civil rights to build a case for

health care reform, the report rehes heavily on
law review articles and personal interviews with

selected civil rights attorneys. Although some
articles from reputable medical journals are also

used, often the same ones are cited over and
over. Studies are often cited indirectly, through

a second-hand source. Very few physicians were

interviewed, and almost no MDs are cited in the

research. In some sections (particularly those

dealing with affirmative action and research

grants), the data are either nonexistent or out of

date. Finally, the language of the report is in

many instances overwrought and, frankly, in-

flammatory: for example, the "epidemic" of

health care discrimination against women and
minorities, the bias "infecting" ovir Nation's

health care system, the "fabric of oppression"

which is "ingrained in the hves of women of

color," the "abominable" state of staff training

within HHS/OCR, and HHS Secretary Donna
Shalala's "timid and ineffectual" leadership of

civil rights enforcement within the Department.

Another specific example of hyperbole and

the lack of rigor in the statistical analysis can be

found in the report's recommendation that HHS
"mandate" the awarding of grants based on the

proportion of women applying. The claim is that

women researchers receive 21.5 percent of all

NIH research grants and that this is a "blatant

civil rights violation." There are several prob-

lems with this finding. First, the datum is old

(from a report that coUated information from
1981 to 1992). Second, without a denominator, it

is meaningless. One has to know the percentage

of the applicant pool that comprised women.
Even if that were known, however, that in itself

would be insufficient to claim bias since, after

all, there should be no expectation that grants be

awarded in proportion to the percentage of

women who apply. They shovdd be judged on
their merits, like all grant apphcants.

According to more recent information from
NIH (covering 1992-1998), the gap in recipients

of grants has narrowed, though this too must
remain a quahfied conclusion since as many as

one-fifth of apphcants in a given year were not

identified by gender. But in 1993, the year in

which only 3.5 percent were of "unknown" gen-

der, 18 percent of the women who appHed were
awarded grants and 17 percent of the male ap-

phcants received grants. Thus, this does not ap-

pear to provide evidence of "blatant discrimina-

tion."

Erroneous Claims

Women doctors "pigeonholed"?* —^The report

frequently asserts that women have been
"pigeonholed" into lower status medical profes-

sions like pediatrics and psychiatry. There is no

basis in fact for this claim, and the report fails to

explore the extent to which women today may
prefer some jobs over others because of family

considerations or other personal choices. Fur-

ther, recent studies show that women are also

choosing to speciahze in obstetrics and gynecol-

ogy, a svirgical subspecialty, in record numbers,

to the point that some complain that male resi-

dents have trouble finding jobs. Since this spe-

cialty has the highest malpractice insurance

premiums (and thus the greatest habiHty), the

increasing number of women speciahzing in OB—
GYN constitutes one of the most impressive

signs of the advances women have made in vari-

ous medical fields.

Women left out of research?—One of the chief

complaints of this report is that "women have

traditionally been ignored as subjects for cHnical

trials in medical research." (See volume I, chap-

ter 3.) The evidence presented by other studies,

* When we submitted our dissent, the word used was
"pigeonholed." It has since been changed to "steered." Our
concern remains, notwithstanding the change.
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however, shows that not only have women long

been represented in medical research, but some-

times (e.g., in the case of chnical trials on
HIV/AIDS) they have been overrepresented.

Writing in The Public Interest (number 130,

Winter 1998), Dr. Sally Satel points to data com-

piled by the Office of Research on Women's
Health at the NIH which show that "women rep-

resented 52 percent of the more than one-miUion

participants in NIH-funded research in 1994

(the most recent statistics)." Dr. Satel further

notes that "[a]s early as 1979, according to NIH,
268 of the 293 active clinical trials involved

males and females; of the remainder, 13 were

aU-female, 12 all-male."

The way the report frames its discussion on

gender discrimination is important because it is

illustrative of the way the report frequently

tends to make a claim, based on the views of "at

least one commentator," without backing it up
with additional sources or factoring in any views

on the other side of an issue. As a result, there is

a constant thread of one-sidedness running

throughout the report: "At least one commenta-
tor has suggested that the failure to use female

test subjects in federally assisted research is a

violation of title IX ... a commentator writing on
research and women's health reported studies

that have found women patients may be more
likely to follow through in obtaining tests sug-

gested by women physicians because they are

more comfortable discussing issues of concern

with female physicians ... as one commentator
[the same one cited in the previous case] has

noted, '[pjhysicians who are women or persons of

color improve the availabihty and quahty of

health care. . .

."'

The analysis of women's participation in

health care research studies is but one example
of the report's procUvity toward generaHzation

and the continual reHance on just one or two
sovirces to build an argiunent (in this case, the

"presence of significant barriers" to women's par-

ticipation in such studies), which could easily be

refuted by an equal number of "commentators."

This is not to say that no problems exist, but

only that we should not diminish the urgent

need to address the special health challenges

women face by confusing the need for additional

research with the false notion that women are

second-class subjects in chnical trials.

Failure of Affirmative Action?—In a lengthy

discussion of minority recruitment in medical

school admissions (volume II, chapter 3), the re-

port justifies a call for broadening affirmative

action by emphasizing that "a lack of minority

doctors may result in hmited access to health

care for minority patients." It seems to take the

position that affirmative action has not worked
(to the extent that the proportion of minorities in

medicine is still not high enough) and, thus, that

increased affirmative action efforts are needed.

The report claims that the problem hes with

the "cvu-rent hostiUty of the Federal judiciary

toward affirmative action pohcies in the profes-

sional school context." It criticizes the Supreme
Court for narrowing the permissibUity of af-

firmative action poHcies under the Constitution,

calling this a "persistent yet baffling denial of

the social, economic, and historical reahties de-

priving ovir medical profession of minority physi-

cians. . .
." It does not address the larger problem

of why admissions gaps persist despite race-

based advantages or why minority students con-

tinue to repeat the first year of medical school

far more often than white students.

According to a 1994 report by the Institute of

Medicine (Balancing the Scales of Opportunity:

Ensuring Racial and Ethnic Diversity in the

Health Professions), "under a mandate to in-

crease the percentage of minority students,"

medical school admissions committees admit
underrepresented minorities (URMs) with lower

Medical College Admissions Test scores and
lower grade point averages than their white

counterparts. The American Association of

Medical Colleges (AAMC) has documented that

the acceptance rate for URMs have long been
higher than for white apphcants with similar

qualifications. In 1979 a URM with high grades

and board scores had a 90 percent chance of be-

ing admitted to medical school while a white ap-

pUcant with comparable qualifications had a 62

percent chance. By 1991, the last year for which

the AAMC has data, the qualified URM had a

shghtly better than 90 percent chance of admis-

sion while his white counterpart had a 75 per-

cent likelihood of admission. Data compiled in

1998 by UC Davis Medical School, UCLA, and
UCSF show that in California, even after the

passage of Proposition 209, minority apphcants

were two to three times as likely to be admitted

to medical school as whites and Asians with con-
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siderably higher grades. Despite these race-

based advantages in admission, the Commis-
sion's report maintains that "OCR has an impor-

tant role to play in efforts to ensure more mi-

nority physicians in the medical profession" and
stresses that OCR should "develop some form of

poUcy gmdance for medical schools to address

this issue."

It is interesting to look at the results of a re-

cent AAMC study, cited in our report, relating

the underrepresentation of minorities in health

professions to two factors: "(1) a scarcity of mi-

norities who are interested in the health profes-

sions, and (2) the relatively small number of mi-

nority students who have the academic qualifica-

tions needed to pursue medical study." These

findings are important because they underscore

that what is needed is not more affirmative ac-

tion but, rather, real initiatives for increasing

the qualified pool of medical school appUcants.

That means remedial action at the elementary,

secondary, and postsecondary levels of educa-

tion, not government pressure on medical

schools to increase the apphcant pool by lower-

ing standards.

Conclusion

The report is an important one insofar as it

relates to the enforcement efforts of HHS/OCR.
What we are unable to support are those find-

ings and recommendations—in particular, the

creation of a "new agency," the implementation

of "new, comprehensive civil rights legislation,"

and broader, federally enforced affirmative ac-

tion mandates—^which go far beyond current en-

forcement issues to advocate an unprecedented

intrusion by the Federal Government into the

Nation's health care dehvery system. This is not

the right prescription for addressing the defi-

ciencies of our health care system or for righting

the wrongs of racism and discrimination in this

country.
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Washington, DC 20201

David Satcher, Surgeon General

Department of Health and Human Services

200 Independence Avenue, SW, Room 716G
Washington, DC 20201

June Gibbs Brown, Inspector General

Department of Health and Human Services

330 Independence Avenue, SW, Room 5250

Washington, DC 20201

John J. Callahan, Assistant Secretary for

Management and Budget
Department of Health and Human Services

200 Independence Avenue, SW, Room 514G
Washington, DC 20201

George Lyons, Associate General Counsel

HHS Office of General Counsel

Civil Rights Division

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

David Garrison

(Former Acting Director, OCR)
Counselor to the Deputy Secrtary

Department of Health and Human Services

200 Independence Avenue, SW, Room 636G
Washington, DC 20201

James Scanlon, Director

Division ofData Policy, Office of Program Systems
Assistant Secretary for Planning and
Evaluation

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

Kevin L. Thurm, Deputy Secretary

Department of Health and Human Services

200 Independence Avenue, SW, Room 614G
Washington, DC 20201

Office for Civil Rights

Thomas Perez, Director

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW, Room 509F
Washington, DC 20201

Toni Baker, Director

Investigations Division, Office of Program Operations

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

Ronald Copeland, Associate Deputy Director

Office for Program Operations

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

Omar Guerrero, Deputy Director

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

Marcella Haynes, Director

Office of Policy and Special Projects

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

LaGrande Howell
Management and Program Analyst

Office of Management, Planning, and Evaluation

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

Patricia Mackey, Deputy Associate Deputy Director

Office for Program Operations

Office for Civil Rights

Department ofHealth and Human Services

200 Independence Avenue, SW
Washington, DC 20201
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Pamela Malester, Deputy Director

Quality Assurance and Internal Control Division

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

Steven Melov, Director

Management, Information, and Analysis Division

Office of Management, Planning, and Evaluation

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

Johnny Nelson, Deputy Director

Voluntary Compliance and Outreach Division

Office of Program Operations

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

Kathleen O'Brien, Special Assistant

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

Valita Shepperd, Deputy Director

Program Development and Training Division

Office of Program Operations

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

Marva Street, Acting Special Assistant

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

Veronica Williams, Secretary

Office of the Director

Office for Civil Rights

Department of Health and Human Services

200 Independence Avenue, SW
Washington, DC 20201

Office of Public HealUi and Science

Wanda Jones, Director

Office ofWomen's Health

Office of Public Health and Science

200 Independence Avenue, SW
Washington, DC 20201

Nathan Stinson, Director

Office of Minority Health
Office of Public Health and Science

5515 Security Lane
RockviUe, MD 20857

Administration on Aging

Jeanette C. Takamura, Assistant Secretary

Administration on Aging
200 Independence Avenue, SW
Washington, DC 20201

Diane Justice. Deputy Assistant Secretary

Office of the Assistant Secretary

Administration on Aging
200 Independence Avenue, SW
Washington, DC 20201

Edwin Walker, Director

Office of Program Operations and Development
Administration on Aging
330 Independence Avenue, SW
Washington, DC 20201

Agency for Health Care Policy and Research

John N. Eisenberg, Administrator

Agency for Health Care Policy and Research

Executive Office Center

2101 East Jefferson Street, Suite 600

Rockville, MD 20852

Marcy Gross, Women's Health Coordinator

Center for Outcomes and Effectiveness Research

Agency for Health Care Policy and Research

6010 Executive Blvd., Suite 300
Rockville, MD 20852

Morgan Jackson

Associate Administrator for Minority Health

Center for Cost and Financing Studies

Agency for Health Care Policy and Research

2101 East Jefferson Street, Suite 500

Rockville, MD 20852

Wendy Perry, Senior Program Analyst

Intermediate Office of the Administrator

Agency for Health Care Policy and Research

6000 Executive Drive, Suite 600

Rockville, MD 20852

Linda Reeves, Assistant Administrator for Equal
Opportunity

Office of the Administrator

Agency for Health Care Policy and Research

2101 East Jefferson Street, Suite 600

Rockville, MD 20852
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Agency for Toxic Substances and Disease Registry

Reuben Warren, Associate Administrator for Urban
Affairs

Office of Urban Affairs

Agency for Toxic Substances and Disease Registry

1600 Clifton Road, NE
Atlanta, GA 30333

Centers for Disease Control and Prevention

Claire Broome, Acting Director

Centers for Disease Control and Prevention

1600 Clifton Road, NE
Building 16, Room 5125
Atlanta, GA 30333

Verla Neslund, Deputy Legal Advisor

Office of the General Counsel

Office of the Director

Centers for Disease Control and Prevention

1600 Clifton Road, NE
Building 16, Room 4308, Mail Station D53
Atlanta, GA 30333

Candice Nowicki, Deputy Director of the Executive

Secretariat

Centers for Disease Control and Prevention

1600 Clifton Road, NE
Atlanta, GA 30333

Karen Steinberg, Acting Director

Office ofWomen's Health

Centers for Disease Control and Prevention

1600 Clifton Road, NE
Building 16, Mail Station D5

1

Atlanta, GA 30333

Deborah Tress, Senior Attorney Advisor

Office of the General Counsel

Office of the Director

Centers for Disease Control and Prevention

1600 Clifton Road, NE
Building 16, Room 4306

Atlanta, GA 30333

Walter Williams, Associate Director

Office of Minority Health

Centers for Disease Control and Prevention

1600 Clifton Road, NE
Building 16, Mail Station D39
Atlanta, GA 30333

Food and Drug Administration

June E. Heeney, Commissioner
Food and Drug Administration

5600 Fishers Lane, Room 1471

Rockville, MD 20857

Christine Everett, Program Analyst

Office of Women's Health

Food and Drug Administration

5600 Fishers Lane, Room 15-61

Rockville, MD 20857

Michael Friedman
Food and Drug Administration

5600 Fishers Lane, Room 1471

Rockville, MD 20857

Rosamelia T. Lecea, Director

Office of Equal Employment and Civil Rights

Food and Drug Administration

5600 Fishers Lane
Rockville, MD 20857

Rosa Morales, Deputy Director

Office of Equal Employment and Civil Rights

Food and Drug Administration

5600 Fishers Lane, Room 8-92

Rockville, MD 20857

Health Care Financing Administration

Nancy Ann DeParle, Administrator

Health Care Financing Administration

200 Independence Avenue, SW, Room 314G
Washington, DC 20201

Richard Bragg, Minority Health Services Coordinator

Office of Strategic Planning

Health Care Financing Administration

7500 Security Blvd., Room C3-23-06

Baltimore, MD 21244

Marsha Davenport, Women's Health

Liaison/Coordinator

Office of Strategic Planning

Health Care Financing Administration

7500 Security Blvd., Room C3-2011
Baltimore, MD 21244

Pam Gentry, Senior Advisor to the Administrator on
Special Initiatives

Health Care Financing Administration

7500 Security Blvd.

Baltimore, MD 21244

Roderick G. Locklear, EEO Manager
Office ofEqual Opportunity and Civil Rights

Health Care Financing Administration

7500 Security Blvd., Room N-2 22-27

Baltimore, MD 21244
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Beverly Moore
Office of Equal Opportunity and Civil Rights

Health Care Financing Administration

7500 Security Blvd., Room N-2 22-27

Baltimore, MD 21244

Alexia Redd, EEO Specialist

Office of Equal Opportunity and Civil Rights

Health Care Financing Administration

7500 Security Blvd.

Baltimore, MD 21244

Ramon Suris-Femandez, Director

Office of Equal Opportunity and Civil Rights

Health Care Financing Administration

7500 Security Blvd., Room N2-22-17

Baltimore, MD 21244

Joe TUghman, Regional Administrator

Kansas City Region

Health Care Financing Administration

Richard Boiling Federal Building

601 E. 12th Street

Kansas City, MO 64106

John Van Walker, Senior Advisor for Technology to

the Chief Information Officer

Office of Information Services

Health Care Financing Administration

7500 Security Blvd.

Baltimore, MD 21244

Health Resources and Services Administration

Earl Claude Fox, Administrator

Health Resources and Services Administrator

5600 Fishers Lane, Room 14-05

RockviUe, MD 20857

J. Calvin Adams, Director

Office of Equal Opportunity and Civil Rights

Health Resources and Services Administration

5600 Fishers Lane, Room 14A-27

RockviUe, MD 20857

Gary Carpenter, Public Health Analyst

Bureau of Maternal and Child Health

Office of State and Community Health

Health Resources and Services Administration

5600 Fishers Lane, Room 18-31

RockviUe, MD 20857

Arlene Granderson, Chief

Affirmative Employment and Special Initiatives

Branch
Health Resources and Services Administration

5600 Fishers Lane, Room 14A-27

RockvUle.MD 20857

Betty Hambelton, Senior Advisor for Women's Health
Office of the Administrator

Health Resources and Services Administration

5600 Fishers Lane, Room 14-25

RockvUle, MD 20857

Mary June Homer, Acting Director

Office of Minority Health
Health Resources and Services Administration

5600 Fishers Lane, Room 14-48

RockviUe, MD 20857

Marilyn Stone, Branch Chief

Grants PoUcy Branch
Grants and Procurement Management Division

Health Resources and Services Administration

5600 Fishers Lane, Room 13A-33

RockvUle, MD 20857

Indian Health Service

Michael H. TrujiUo, Director

Indian Health Service

5600 Fishers Lane, Room 6-05

RockviUe, MD 20857

Cecilia Heftel, Director

Equal Employment Opportunity

Indian Health Service

5600 Fishers Lane
RockvUle, MD 20857

Louise Kiger, Principal Nurse ConsxUtant

Office ofPubUc Health

Indian Health Service

5600 Fishers Lane, Room 6A-44

RockvUle, MD 20857

LesUe Morris

Division of Regulatory and Legal Affairs

Indian Health Service

5600 Fishers Lane, Room 6-06

RockvUle, MD 20857

National Institutes of Health

Harold Varmus, Director

National Institutes ofHealth

1 Center Drive

BuUding 1, Room 126

Bethesda, MD 20892-0148

Ruth L. Eorschstein, Deputy Director

National Institutes ofHealth

1 Center Drive

BuUding 1, Room 126

Bethesda, MD 20892-0148
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Pat Abell, Director

Office ofManagement Assessment
National Institutes of Health

6011 Executive Boulevard Suite 601

Rockville, MD 20852

Donna Comstock
Office ofManagement Assessment
National Institutes ofHealth

6011 Executive Blvd.

Bethesda, MD 20852

Donna Dean, Senior Advisor

Office of the Director

National Institutes of Health

9000 Rockville Pike

Bethesda, MD 20892

Jean Flagg-Newton
Office of Research on Minority Health

National Institutes of Health

9000 Rockville Pike, Building 1, Room 260

Bethesda, MD 20892

Debbie Jackson, Program Analyst

Office of Research on Women's Health

National Institutes of Health

9000 Rockville Pike, Building 1, Room 201

Bethesda, MD 20892

Diana Jaeger, Acting Director

Grants Policy Office

Office of Policy for Extramural Research

Administration

National Institutes of Health

6701 Rockledge Drive

Bethesda, MD 20892-7730

Rose Maria Li, Health Scientist

Administrator/Demographer

Center for Popvdation Research

National Institute of Child Health and Human
Development

National Institutes of Health

6100 Executive Blvd., Room 8307

Bethesda, MD 20892

Pedro Morales, Deputy Director

Office of Equal Opportunity

National Institutes of Health

9000 RockviUe Pike, Building 31

Bethesda, MD 20892

Vivian Pinn, Director

Office of Research on Women's Health

National Institutes of Health

1 Center Drive, Building 1, Room 201

Bethesda, MD 20892-0160

Joyce Rudick, Director of Programs
Office of Research on Women's Health

National Institutes of Health

9000 Rockville Pike, Building 1

Bethesda, MD 20892-0160

John Ruffin, Director

Office of Research on Minority Health

National Institutes of Health

1 Center Drive, Building 1, Room 260
Bethesda, MD 20892-0160

Substance Abuse and Mental Health Services

Administration

Nelba Chavez, Administrator

Substance Abuse and Mental Health Services

Administration

5600 Fishers Lane, Room 12-105

Rockville, MD 20857

Sharon Lynn Holmes, Director

Office ofEqual Employment Opportunity and Civil

Rights

Substance Abuse and Mental Health Services

Administration

5600 Fishers Lane, Room 16C-24

Rockville, MD 20857

Delores Hunter, Associate Administrator

Office of Minority Health

Substance Abuse and Mental Health Services

Administration

5600 Fishers Lane, Room 13A-53

Rockville, MD 20857

Richard Kopanda
Office of Equal Employment Opportunity and Civil

Rights

Substance Abuse and Mental Health Services

Administration

5600 Fishers Lane, Room 16C-24

Rockville, MD 20857

Sam Langerman, Complaints Manager
Office of Equal Employment Opportunity and Civil

Rights

Substance Abuse and Mental Health Services

Administration

5600 Fishers Lane, Room 16C-24

Rockville, MD 20857

Ulanda ShamweU, Acting Director

Office for Women's Services

Substance Abuse and Mental Health Services

Administration

5600 Fishers Lane, Room 13-99

Rockville, MD 20857
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HHS Regional Offices

Region I

Judith Kurland, Regional Director

Department of Health and Human Services

John F. Kennedy Federal Bldg., Room 2100
Government Center

Boston, MA 02203

Caroline Chang, Regional Manager
OflSce for Civil Rights

Department of Health and Human Services

Government Center

John F. Kennedy Federal Bldg., Room 1875

Boston, MA 02203

Peter Chan, Equal Opportunity Specialist

OflBce for Civil Rights

Department of Health and Human Services

Government Center

John F. Kennedy Federal Bldg.

Boston, MA 02203

Stewart Graham, Attorney

Office for Civil Rights

Department of Health and Human Services

Government Center

John F. Kennedy Federal Bldg.

Boston, MA 02203

Linda Yuu-Connor, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

Government Center

John F. Kennedy Federal Bldg.

Boston, MA 02203

Region II

Allison E. Greene, Regional Director

Department of Health and Human Services

Jacob Javits Federal Bldg.

26 Federal Plaza, Room 3835

New York, NY 10278

Michael Carter, Acting Regional Manager
Office for Civil Rights

Department of Health and Human Services

Jacob Javits Federal Bldg.

New York, NY 10278

Victor Hidalgo, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

Jacob Javits Federal Building

New York City, NY 10278

Patricia Holub, Equal Opportunity SpeciaUst

Office for Civil Rights

Department of Health and Human Services

Jacob Javits Federal Building

New York City, NY 10278

Arnold Loperena, Equal Opportunity SpeciaHst

Office for Civil Rights

Department of Health and Human Services

Jacob Javits Federal Building

New York City, NY 10278

Fernando Morales, Attorney

Office for Civil Rights

Department of Health and Human Services

Jacob Javits Federal Building

New York City, NY 10278

Region III

Lynn H. Yeakel, Regional Director

Department of Health and Human Services

3535 Market Street, Room 11480
Philadelphia, PA 19104

Paul Gushing, Regional Manager
Office for Civil Rights

Department of Health and Human Services

150 S. Independence Mall West, Suite 372

Philadelphia, PA 19101

Kathleen Femple, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

150 S. Independence Mail West
Philadelphia, PA 19101

BiU Rhinehart, Attorney

Office for Civil Rights

Department of Health and Human Services

150 S. Independence Mall West
Philadelphia, PA 19101

Jane Rogers, Equal Opportunity Specialist

Office for Civil Rights

Department ofHealth and Human Services

150 S. Independence Mall West
Philadelphia, PA 19101

Laureen Shembry, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

150 S. Independence Mall West
Philadelphia, PA 19101
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Region IV

Patricia Ford-Roegner, Regional Director

Department of Health and Human Services

101 Marietta Tower, Room 1515

Atlanta, GA 30323

Marie A. Chretien, Regional Manager
Office for Civil Rights

Department of Health and Human Services

61 Forsyth Street, SW
Atlanta, GA 30323

Henry F. Barbour, III, Acting Division Director,

Investigations

Office for Civil Rights

Department of Health and Human Services

6 Forsyth Street, SW
Atlanta, GA 30323

Roosevelt Freeman, Attorney

Office for Civil Rights

Department of Health and Human Services

61 Forsyth Street, SW
Atlanta, GA 30323

Lloyd Gibbons, Director

Voluntary Compliance and Outreach Division

Office for Civil Rights

Department of Health and Human Services

61 Forsyth Street, SW
Atlanta, GA 30323

Region IV

Hannah Rosenthal, Regional Director

Department of Health and Human Services

105 W. Adams Street

Chicago, IL 60603

Charlotte Irons, Regional Manager
Office for Civil Rights

Department ofHealth and Human Services

105 W. Adams Street

Chicago, IL 60603

Region VI

Patricia Montoya, Regional Director

Department of Health and Human Services

1200 Main Tower Bldg., Suite 1290

DaUas, TX 75202

Ralph Rouse, Regional Manager
Office for Civil Rights

Department of Health and Human Services

1301 Young Street, Suite 1169

Dallas, TX 75202

George Bennett, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

1301 Young Street

DaUas,TX 75202

Sandra Brumly, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

1301 Young Street

Dallas, TX 75202

Roger Geer, Attorney

Office for Civil Rights

Department of Health and Human Services

1301 Young Street

Dallas, TX 75202

Delores Wilson, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

1301 Young Street

Dallas, TX 75202

Region VII

Kathleen Steele, Regional Director

Department of Health and Human Services

601 E. 12th Street, Room 210

Kansas City, MO 64106

John Halverson, Regional Manager
Office for Civil Rights

Department of Health and Human Services

601 East 12th Street Room 248

Kansas City, MO 64106

Peter Kemp, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

601 East 12th Street

Kansas City, MO 64106

Jan Ro-Trock, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

601 East 12th Street

Kansas City, MO 64106

Jean Simonitsch, Attorney

Office for Civil Rights

Department of Health and Human Services

601 East 12th Street

Kansas City, MO 64106
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Maria Smith, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

601 East 12th Street

Kansas City, MO 64106

Region VIII

Margaret Cary, Regional Director

Department of Health and Human Services

1961 Stout Street, Room 325

Denver, CO 80294-3538

Vada Kyle-Holmes, Regional Manager
Office for Civil Rights

Department of Health and Human Services

1961 Stout Street, Room 1426

Denver, CO 80294-3538

Doris Genko, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

1961 Stout Street

Denver, CO 80294

Annis Arthur, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

50 United Nations Plaza

San Francisco, CA 94103

Bud Ho, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

50 United Nations Plaza

San Francisco, CA 94103

Maria Sagatelian, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

50 United Nations Plaza

San Francisco, CA 94103

Region X
Jay Inslee, Regional Director

Department of Health and Human Services

2202 Sixth Avenue, Room 1208

Seattle, WA 98121

Velveta GoUghtly-Howell, Attorney

Office for Civil Rights

Department of Health and Human Services

1961 Stout Street

Denver, CO 80294

Jean Lovato, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

1961 Stout Street

Denver, CO 80294

Carmen Rockwell, Regional Manager
Office for Civil Rights

Department of Health and Human Services

2201 Sixth Avenue Suite 900

Seattle, WA 98121

Dolores Braun, Investigator

Office for Civil Rights

Department ofHealth and Human Services

2201 Sixth Avenue
Seattle, WA 98121

Andrea Oliver, Equal Opportunity Specialist

Office for Civil Rights

Department of Health and Human Services

1961 Stout Street

Denver, CO 80294

Region IX

Grantland Johnson, Regional Director

Department of Health and Human Services

50 United Nations Plaza, Room 431

San Francisco, CA 94102

Ira Pollack, Acting Regional Manager
Department of Health and Human Services

Office for Civil Rights

50 United Nations Plaza

San Francisco, CA 94103

Fay Dow, Investigator

Office for Civil Rights

Department of Health and Human Services

2201 Sixth Avenue
Seattle, WA 98121

Ellen Miyasato, Attorney

Office for Civil Rights

Department ofHealth and Human Services

2201 Sixth Avenue
Seattle, WA 98121

Floyd Plymouth, Investigator

Office for Civil Rights

Department of Health and Human Services

2201 Sixth Avenue
Seattle, WA 98121
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Gloria Silas-Webster, Investigator

Office for Civil Rights

Department of Health and Human Services

2201 Sixth Avenue
Seattle, WA 98121

U.S. DEPARTMENT OF JUSTICE
Merrily Friedlander, Chief

Coordination and Review Section

Civil Rights Division

U.S. Department of Justice

1425 New York Avenue, NW, Suite 4013

Washington, DC 20035

Ted Nickens, Deputy Chief, Programs
Coordination and Review Section

Civil Rights Division

U.S. Department of Justice

1425 New York Avenue, NW, Suite 4013

Washington, DC 20035

AUen Payne, Title VI Coordinator

Coordination and Review Section

Civil Rights Division

U.S. Department of Justice

1425 New York Avenue, NW, Suite 4013
Washington, DC 20035

Andrew Strojney, Deputy Chief, Legal

Coordination and Review Section

Civil Rights Division

U.S. Department of Justice

1425 New York Avenue, NW, Suite 4013

Washington, DC 20035

ORGANIZATIONS AND ADVOCATES
Alliance for Aging Research

Daniel Perry, Executive Director

2021 K Street, NW
Washington, DC 20006

Alliance for Health Reform
Edward Howard, Executive Vice President

1900 L Street, NW, Room 512

Washington, DC 20036

American Academy of Allergy Asthma and
Immunology

Contact: Tina Eskes

611 East Wells Street

Milwaukee, WI 53202

American Academy of Family Physicians

Maria Sutton

Committee on Women and Minorities

8880 Ward Parkway
Kansas City, MO 64114

American Academy of Pediatrics

Joe M. Sanders Jr., Executive Director

141 Northwest Point Boulevard

Elk Grove Village, IL 60009-0927

American Academy of Physical Medicine and
Rehabilitation

Ronald A. Henrichs, Executive Director

One IBM Plaza, Suite 2500
Chicago, IL 60611-3604

American Association for Cancer Research

Contact: Jenny Anne Horst-Martz

Public Ledger Building, Suite 826
150 South Independence MaU West
Philadelphia, PA 11906-3483

American Association of Colleges of Nursing

Contact: Dan Mezibov
1 Dupont Circle

Washington, DC 20036

American Association of Colleges of Pharmacy
Contact: Dr. Boesen
1426 Prince Street

Alexandria, VA 22314-2841

American Association of Diabetes Educators

Contact: Sherrie Tyler

100 West Monroe Street

Chicago, IL 60603

American Association of Health Plans

Contact: JuUe Harkins

Program Manager
1129 20th Street, NW, Suite 600
Washington, DC 20036-3421

American Association on Mental Retardation

444 North Capitol Street, NW, Suite 846

Washington, DC 20001-1512

American Association of Occupational Health Nurses,

Inc.

Ann R. Cox, Executive Director

2920 Brandywine Road, Suite 100

Atlanta, GA 30341-4146

American Association of Respiratory Care

Sam P. Giordano, Executive Director

11030 Abies Lane
DaUas, TX 75229

American Blood Resources Association

James ReiUy, President

107 Ridgely Avenue, Suite 9a

AnnapoUs, MD 21404- 0669
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American College of Allergy, Asthma & Immunology
James R. Slawny, Executive Director

85 West Algonquin Road, Suite 550
Arlington Heights, IL 60005

American CoUege of Cardiology

9111 Old Georgetown Road
Bethesda, MD 20814-1699

American CoUege of Emergency Physicians

CoUin C. Rorrie Jr., Executive Director

P.O. Box 619911
Dallas, TX 75261-9911

American CoUege of Healthcare Executives

Thomas C. Dolan, President/CEO

One North Franklin Street, Suite 1700
Chicago, IL 60606-3491

The American CoUege of Obstetricians and
GsTiecologists

Ralph W. Hale, Executive Director

409 12th Street, SW
Washington, DC 20024-2188

American CoUege of Rheumatology
Mark Andrejeski, Executive Vice President

60 Executive Park South, Suite 150

Atlanta, GA 30329

American CoUege of Surgeons

Samuel A. WeUs, Jr., Director

633 North Saint Clair Street

Chicago, IL 60611-3211

American Dental Association

John S. Zapp, Executive Director

211 East Chicago Avenue
Chicago, IL 60611

American Federation for Aging Research, Inc.

Stephanie Lederman, Executive Director

1414 Avenue of the Americas

New York, New York 10019

American Health Care Association

PaxU R. WUlging, Executive Director

1201 L Street, NW
Washington, DC 20005-4014

American Health Information Management
Association

Linda L. Kloss, Executive Vice President/CEO

919 North Michigan Avenue, Suite 1400

Chicago, IL 60611-1683

American Heart Association

Penelope Logan, Marketing Manager of Women's
Health Team

7272 GreenviUe Avenue
DaUas, TX 75231-4596

American Hospital Association

Mary A. Pittman, President

Hospital Research and Educational Trust

One North Franklin Street

Chicago, IL 60606

American Institute for Research
David GosUn, President

3333 K Street, NW, Suite 300
Washington, DC 20007

American Nurses Association

Rose Gonzalez, Legislative Affairs

600 MD Avenue, SW, Suite 100 West
Washington, DC 20024-2571

American Nurses Association

Carla SerUn, Minority FeUowships
600 MD Avenue, SW, Suite 100 West
Washington, DC 20024-2571

American Optometric Association

243 North Lindbergh Boulevard

St. Louis, MO 63141

American Pharmaceutical Association

Tina PugUese, Public Relations Director

2215 Constitution Avenue, NW
Washington, DC 20037-2985

American Physical Therapy Association

Lisa Maatz, Director

Johnette Meadows, Director, Department of

Minority/International Affairs

1111 North Fairfax Street

Alexandria, VA 22314

American Public Human Services Association

WiUiam Waldman, Executive Director

810 First Street NE, Suite 500
Washington, DC 20002-4267

American Public Health Association

Mohammad Akhter, Executive Director

1015 15th Street, NW
Washington, DC 20005-2605

American Society of Addiction Medicine

James F. CaUahan, Executive Vice President

4601 North Park Avenue, Suite 101

Chevy Chase, MD 20815
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American Society on Aging
Jeanette C. Takamura
Minority Concerns Committee Chairman
833 Market Street, Suite 511

San Francisco, CA 94103

American Society of Clinical Pathology, Inc.

Nadine Filipiak, Director of Communications
2100 West Harrison Street

Chicago, IL 60612-3798

American Society for Clinical Nutrition

Ann Gebhart, Executive Director

9650 Rockville Pike

Bethesda, MD 20814-3998

American Society of Hematology
Maurice Majoides, Regulatory and Legislative Affairs

Coordinator

1200 19th Street, NW, Suite 300

Washington, DC 20036-2412

American Society of State and Territorial Health

Officials

Jason Hohl, Coordinator/Public Relations

1275 K Street, NW, Suite 800
Washington, DC 20005-4606

Asian American and Pacific Islander Health Forum,
Inc.

Tessie GuUlermo, Executive Director

116 New Montgomery Street, Suite 531

San Francisco, CA 94105

Asian Health Services

310 8th Street

Oakland, CA 94607

Asian Law Caucus
Joe Lucero, Executive Director

720 Market Street, Suite 500

San Francisco, CA 94102-2500

Asian/Pacific American Wellness Center

John Manzon-Santos, President

730 Polk Street

San Francisco, CA 94109

Asian Pacific Islander Partnership for Health, Inc.

P.O. Box 18964

Washington, DC 20036

Association for Healthcare Philanthropy

Janet Hall, Resource Information Specialist

313 Park Avenue, Suite 400
FaUs Church, VA 22046

The Association ofWomen's Health,

Obstetric and Neonatal Nurses

Gail G. Kincaide, Executive Director

2000 L Street, NW, Suite 740

Washington, DC 20036

Association ofAmerican Medical Colleges

Timothy Ready
Project 3000 by 2000

2450 N Street, NW
Washington, DC 20037-1127

Association of the Asian Pacific Community
Health Organizations

Stephen Jiang, Executive Director

1440 Broadway, Suite 510

Oakland, CA 94612

Association ofManaged Healthcare Organizations

Bradley D. Kalish, Executive Director

One Bridge Plaza Suite 350

Fort Lee, NJ 07024

Association for Health Services Research

Contact: Barbara Krimgold
1130 Connecticut Avenue, NW, Suite 700

Washington, DC 20036

Association ofWomen's Health, Obstetric

and Neonatal Nurses
Karen Kelly Thomas, Director

Practice and Research

700 14th Street, NW
Washington, DC 20005-2006

Black Congress on Health, Law and Economics

Dererk A. Humphries, National Director/General

Counsel

1025 Vermont Avenue, NW
Washington, DC 20005

Brookings Institution

Henry Aaron
Robert Reischauer

1775 Massachusetts Ave, NW
Washington, DC 20036

The Capital Research Center

Terrence Scanlon, President

Patrick ReiUy, Research Associate

1513 16th Street, NW
Washington, DC 20036
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Carnegie Institute of Washington
Maxine F. Singer, President

John Strom, Facilities Coordinator

1530 P Street, NW
Washington, DC 20005

Cato Institute

Greg Scandlen, Fellow in Health Care Policy

1000 Massachusetts Ave, NW
Washington, DC 20001

The Cecil G. Sheps Center for Health Services

Research

University of North Carolina - Chapel Hill

725 Airport Road, Campus Box 7590

Chapel Hill, NC 27599-7590

Center for Equal Opportunity

Roger Clegg, Vice President and General Counsel

815 15th Street, NW, Suite 928
Washington, DC 20005

Center for Health Policy Research

George Washington University

Contact: Leah Nolan
2121 1 Street, NW
Washington, DC 20006

Center for Individual Rights

Terence J. Pell, Senior Counsel

1233 20th Street, NW Suite 300
Washington, DC 20036

Center for National Policy

Maureen S. Steinbruner, President

One Massachusetts Avenue, NW
Washington, DC 20001

Center for New Black Leadership

Phyllis Berry Myers, Executive Director

202 G Street, NE
Washington, DC 20002

Center for Policy Alternatives

Linda Tarr-Whelan, President/CEO

1875 Connecticut Ave, NW, Suite 710

Washington, DC 20009

Center for the Study of Social Policy

Thomas Joe, Director

1250 Eye Street, NW, Suite 503

Washington, DC 20005

Center on Budget and Policy Priorities

Robert Greenstein, Executive Director

820 First Street, NW, Suite 503

Washington, DC 20005

Center on Budget and Policy Priorities

Contact: Jocelyn Guyer
820 First Street, NW, Suite 503
Washington, DC 20005

Citizens Commission on Civil Rights

Corrine M. Yu, Director/Counsel

2000 M Street, NW, Suite 400
Washington, DC 20036

Citizens for Civil Rights

PO Box 2461
West Lafayette, IN 47996

Civil Rights Forum on Communications Policy

Mark Lloyd, Executive Director

818 18th Street, NW, Suite 505
Washington, DC 20006

Congressional Black Caucus
Contact: Ramona EdeUn
1004 Pennsylvania Avenue, SE
Washington, DC 20003

Cuban American National Council, Inc.

Guarione Diaz, Executive Director

300 SW 12th Avenue
Miami, FL 33130-2038

Disability Rights Education Defense Fund
Patricia Wright, Director of Governmental Affairs

1629 K Street, NW
Washington, DC 20006

Drug Information Association

Lauri Risboskin, Assistant Editor and Program
Manager

321 Morristown Road,Suite 225

Ambler, Pennsylvania 19002-2755

Ethics and Public Policy Center

SaUy L. Satel, Senior Associate

1015 15th Street, NW, Suite 900

Washington, DC 20005

Federation ofAmerican Health Systems

1111 19th Street, NW, Suite 402

Washington, DC 20036

Federation of State Medical Boards

Federation Place

400 Fuller Wiser Road, Suite 300

Euless, TX 76039-3855
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The Ford Foundation

Susan V. Berresford, President

320 East 43rd Street

New York, NY 10017

Health Care Liability Alliance

Contact: John DiNapoli

P.O. Box 19008
Washington, DC 20036

Health Concepts International

Jacqueline Watson, Healthcare Consultant

1327 Fenwick Lane
Silver Spring, MD 20910

Health Insurance Association ofAmerica
Willis D. Gradison, Jr., President

555 15th Street, NW, Suite 600 East

Washington, DC 20004-1109

Healthcare Financial Management Association

Richard L. Clarke, President/CEO

Two Westbrook Corporate Center, Suite 700
Westchester, IL 60154-5700

Healthcare Information and Management Systems
Society

Gary Kurtz, President

230 E. Ohio, Suite 500

Chicago, IL 60611

The Healthcare Forum
Kathryn E. Johnson, President/CEO

425 Market Street

San Francisco, CA 94105

Heritage Foundation

Edwin J. Feulner, Jr., President

Robert Moffit, Deputy Director of Domestic Policy

214 Massachusetts, Avenue NE
Washington, DC 20002

Howard Hughes Medical Institute

Contact: Pumell Choppin
4000 Jones Bridge Road
Chevy Chase, MD 20815

Institute for Health Policy Solutions

Contact: Richard E. Curtis

1900 L St, NW, Suite 508

Washington, DC 20036

Institute for Health Research and Policy

Georgetown University

2233 Wisconsin Avenue, NW, Suite 525

Washington, DC 20007

Institute for Policy Studies

Contact: Michael Shuman
733 15th Street, NW, Suite 1020

Washington, DC 20005

Japanese American Citizens League
Herbert Yamnishi, National Director

1765 Sutter Street

San Francisco, CA 94115

Jerome Levy Economic Institute ofBard College

Blithewood Road
Annandale-on-Hudson, NY 12504-5000

Joint Center for Political and Economic Studies

Eddie N. Williams, President

1090 Vermont Avenue, NW, Suite 1100

Washington, DC 20005

Korean Community Development Services Center

Jin Yu, Executive Director

6055 North Street

Philadelphia, PA 19120

Laffer Associates

5405 Morehouse Drive, Suite 340

San Diego, CA 92121

Lawyers Committee for Civil Rights Under Law
Barbara A. Arnwine, Executive Director

1450 G Street, NW
Washington, DC 20005

Leadership Conference on Civil Rights

Wade Henderson, Executive Director

1629 K Street, NW, Suite 1010

Washington, DC 20006

League of United Latin American Citizens

Selena Walsh, Director of Policy and Communications
1133 20th Street, NW, Suite 750

Washington, DC 20036

The Life Foundation

233 Keawe Street

Honolulu, Hawaii 96813-8980

Medicare Rights Center

1460 Broadway
New York, NY 10036

Public Advocates and the Latino Coalition for a

Healthy California

182 2nd Street, 2nd Floor

San Francisco, CA 94105
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National Academy of Sciences

2101 Constitution Avenue, NW, HA- 156
Washington, DC 20078-5576

National Asian Pacific American Bar Association

Margaret Fugioka, President

1 City HaU Plaza

Pakland, CA 94612

National Asian Pacific American Legal Consortium

Karen Narasaki, Executive Director

1001 Connecticut Avenue, NW
Washington, DC 20036

National Association for the Advancement of Colored

People (NAACP)
1000 U Street NW
Washington, DC

NAACP Legal Defense and Education Fund
Elaine Jones, President/Director

99 Hudson Street

New York, NY 10013

National Association for the Advancement of Colored

People

Caya Lewis, National Health Care Coordinator

4805 Mt. Hope Drive

Baltimore, MD 21215

National Association for Equal Opportunity in Higher
Education

Henry Ponder, President

8701 Georgia Avenue
Silver Spring, MD 20910

National Association for Healthcare Quality

Diane Burgher, Executive Director

4700 W. Lake Avenue
Glenview, XL 60025-1485

National Association for Health Services Executives

Debbie Lee Eddy, President

8630 Fenton Street

Silver Spring, MD 20910

National Association of Health Underwriters

Kevin P. Corcoran, Executive Vice President

2000 N. 14th Street, Suite 450
Arlington, VA 22201

National Association of Black Social Workers
Leonard Dunston, President

8436 West McNichols Street

Detroit, MI 48221

National Association of Black Social Workers
Robert Knox, President

1969 Madison Avenue
New York, NY 10035

National Black Caucus of State Legislators

Lois DeBerry, President

444 N. Capitol Street, NW, Suite 622

Washington, DC 20001

National Black Caucus of State Legislators

Diane Bush, Senior Associate for Policy Development
444 North Capitol Street, NW Suite 622

Washington, DC 20001

National Center for American Indian and Alaska
Native Mental Health Research

Spero Manson, Director

4455 East 12th Avenue
Denver, CO 80220

National Center for Policy Analysis

Jan Faiks, Vice President

External Affairs

727 15th Street NW, Suite 500
Washington, DC 20005

National Coalition of 100 Black Women
Lydia G. MaUett, President

38 West 32nd Street

NewYork, NY 10001

National Coalition of Hispanic Health and Human
Services Organization

Jane Delgado, President/CEO

1501 16th Street, NW
Washington, DC 20036-1401

National Coalition on Health Care
Margaret Rhoades, Executive Director

555 13th Street, NW, Suite 300-West
Washington, DC 20004

National Congress ofAmerican Indians

JoAnn K. Chase, Executive Director

2010 Massachusetts Ave, NW
Washington, DC 20000

National Council ofLA RAZA
Maria Lasol, Maternal and Child Health Care

Sonia Ruiz, Program Coordinator for the Children's

Health Initiative

1111 19th Street, NW, Suite 1000

Washington, DC 20035
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National Council of Negro Women
Jane Smith, President

633 Pennsylvania Avenue, NW
Washington, DC 20004

National Federation for the Blind

Marc Murer, President

1800 Johnson Street

Baltimore, MD 21230

National Forum for Black Public Administrators

Sylvester Murray, Executive Director

777 N. Capitol Street, NE
Washington, DC 20002

National Health Law Program
Jane Perkins, StaffAttorney

211 Columbia Street

Chapel HiU, NC 27514

National Health Policy Forum
Judith Miller Jones, Director

2021 K Street, NW, Suite 800
Washington, DC 20006

National Indian Health Board
Yvette Joseph-Fox, Executive Director

1385 South Colorado Blvd., Sviite A-707
Denver, Colorado 80222

National Institute for Public Policy

Keith B. Payne, President

3031 Javier Road , Smte 300
Fairfax, VA 22031

National League of Cities

Donald Borut, Executive Director

1301 Pennsylvania Avenue, NW, Suite 550

Washington, DC 20004

National Medical Association

Nathaniel Murdock, President

1012 10th Street, NW
Washington, DC 20001

National Medical Fellowships, Inc.

Jennifer Collins, Program Administrator

110 West 32nd Street

New York, NY 10001-3205

National Native American AIDS Prevention Center

Ron RoweU, Executive Director

134 Linden Street

Oakland, CA 94607

National Nurses Society on Addictions

Karen Allen, President

4101 Lake Boone Trail, Suite 201

Raleigh, NC 27607

National Partnership for Women & Families

Contact: Joanne L. Hustead
1875 Connecticut Avenue, NW, Suite 710

Washington, DC 20011

National Puerto Rican Forum
Kofi Boateng, Acting Executive Director

31 East 32nd Street

New York, NY 10016-5536

National Puerto Rican Coalition, Inc.

Manuel Mirabal, President

1700 K Street, NW, Suite 500
Washington, DC 20006

National Rviral Health Association

Donna M. Williams, Executive Vice President

One West Armoxir Boulevard, Smte 203

Kansas City, MO 64111

National Urban Coalition

Ramona Edehn, President/CEO

2120 L Street, NW. Suite 510

Washington, DC 20037

New Directions for Policy

Jack A. Meyer, President

1015 18th Street, NW
Washington, DC 20036

New York Lawyers for the Public Interest

Marianne L. Engelman Lado, Oeneral Counsel

151 West 30th Street, 11th floor

New York, NY 10001

Organization of Chinese American Women
Jeanie F. Jew, National President

Pauline Tsui

4641 Montgomery Avenue, Suite 208
Bethesda, MD 20814

Organization of Chinese Americans

Daphne Kwok, Director

1001 Connecticut Avenue, NW, Suite 707

Washington, DC 20036

Pacific American Foundation

1101 17th Street, NW
Washington, DC 20036
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Puerto Rican Legal Defense and Education Fund
Juan Figueroa, President

99 Hudson Street

New York, NY 10013-2815

Progressive Policy Institute

Will Marshall, President

518 C Street, NE
Washington, DC 20002

PubUc Forum Institute

Jonathan Ortmans, President

1215 17th Street, NW
Washington, DC 20036

Quality Education for Minorities Network
Shirley M. McBay, President

1818 N Street, NW, Suite 350
Washington, DC 20036

TEACHING HOSPITALS, UNIVERSITIES AND
MEDICAL SCHOOLS

Alabama
Warren E. Callaway, ChiefAdministrative Officer

Carraway Methodist Medical Center

1600 Carraway Boulevard

Birmingham, AL 35234

Martin C. Nowak, Interim ChiefAdministrative

Officer

University ofAlabama Hospitals

619 South 19th Street

Birmingham, AL 35233

Dennis A. Hall, President

Baptist Health System
3500 Blue Lake Drive

Post Office Box 830605
Birmingham, AL 35283

RAND
David Chu, Director of Washington Research

333 H Street, NW, Suite 800
Washington, DC 20005

Stephen H. Simmons, Senior Administrator

University of South Alabama Medical Center

2451 Fillingim Street

Mobile, AL 36617

Rvural Coalition

Loretta Picciano, Executive Director

110 Maryland Avenue, NE, Sviite 505
Washington, DC 20002

T.H.E. Clinic

3860 W. Martin Luther King Blvd.

Los Angeles, CA 90008

Tennessee Justice Center

Gordon Bonnyman, Managing Attorney

211 Union Street, 916 Stahlman Building

NashviUe, TN 37201-1502

Urban Institute, Health Care Policy Center

John Hohahan, Director

2100 M Street, NW
Washington, DC 20037

The Urban League
Karen Cobble, Case Manager for Health

2900 Newton Street, NE
Washington, DC 20018

Arizona

Steven L. Seller, Senior Vice President/CEO

Good Samaritan Regional Medical Center

P.O. Box 2989
Phoenix, AZ 85062

Frank D. Alvarez, Chief Executive Officer

Maricopa Health System
2601 East Roosevelt

Phoenix, AZ 85008

Mary G. Yarbrough, President/CEO

St. Joseph Hospital and Medical Center

350 West Thomas Road
Phoenix, AZ 85013

Gregory A. Pivirotto, President/CEO
University Medical Center

1501 North Campbell
Tucson, AZ 85724

Arkansas

Jonathan R. Bates, Chief Executive

Officer/President

Arkansas Children's Hospital

800 Marshall

Little Rock, AR 72202
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Richard A. Pierson, Executive Director

Clinical Programs
University Hospital ofArkansas
4301 West Markham Street

Little Rock, AR 72205

California

Gerald A. Starr, Chief Executive Officer

Kern Medical Center

1830 Flower Street

Bakersfield, CA 93305

Thomas B. Mackey, Executive vice President

Tenet Healthcare Corporation

2011 Palomar Airport Road, Suite 305

Carlsbad, CA 92009

Philip Hinton, Chief Executive Officer

University Medical Center

445 South Cedar Avenue
Fresno, CA 93702

Thomas C. Gagen, Senior Vice President

Green Hospital of Scripps Clinic

10666 North Torrey Pines road

La Jolla, CA 92037

Michael Karpf, Vice Provost/Hospital Systems,

Director

UCLA MedicalCenter

10833 Le Conte Avenue
Los Angeles, CA 90095-1730

Ted Schreck, Chief Executive Officer

use University Hospital

1500 San Pablo Street

Los Angeles, CA 90033

Mark Laret, Director

University of California, Irvine, Medical Center

101 The City Drive

Orange, CA 92668

Stephen A. Ralph, President/CEO

Huntington Memorial Hospital

100 West California Boulevard

Pasadena, CA 91105

Frank J. Loge, Director

Hospital and Clinics

University of CaUfomia-Davis Medical Center

2315 Stockton Boulevard

Sacramento, CA 95817

J. David Moorhead, President/CEO

Loma Linda University Medical Center

11234 Anderson Street, P.O. Box 2000
Loma Linda, CA 92354

Thomas J. Collins, President

Long Beach Memorial Medical Center

2801 Atlantic Avenue
Long Beach, CA 90801

Thomas M. Priselac, President

Cedars-Sinai Medical Center

8700 Beverly Boulevard

Los Angeles, CA 90048

Douglas D. Bagley, Executive Director

Northwest Network
Los Angeles County/USC Medical Center

1200 North State Street

Los Angeles, CA 90033

Randall S. Foster, Hospital Administrator/CEO

Martin Luther King, Jr./Drew Medical Center

12021 South Wilmington Avenue
Los Angeles, CA 90059

Mary Jo Anderson, Senior Vice President

ScrippsHealth

4275 Campus Point Drive, Suite 220

San Diego, CA 92121

Kent B. Sherwood, Chief Executive Officer

UCSD Healthcare

200 West Arbor Drive, MC 8986
San Diego, CA 92103-8986

Sumiyo E. Kastelic, Interim Director

University of California- San Diego Medical Center

200 West Arbor Drive

San Diego, CA 92103-8970

Martin Brotman, President/CEO

California Pacific Medical Center

P.O. Box 7999
San Francisco, CA 94120

Richard J. Kramer, President/CEO

Catholic Healthcare West
1700 Montgomery Street, Suite 300

San Francisco, CA 94111

Bruce Schroffel, Interim Director

Medical Center at the University of California at

San Francisco

500 Parnassus Avenue
San Francisco, CA 94143-0296
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Richard Cordova, Executive Administrator

San Francisco General Hospital and Medical Center

1001 Potreto Avenue
San Francisco, CA 94110

John G. Williams, President/CEO

St. Mary's Medical Center

450 Stanyan Street

San Francisco, CA 94117

Peter Van Etten, President/CEO

UCSF/Stanford Health Care

Five Thomas Mellon Circle

San Francisco, CA 94134

Malinda Mitchell, Interim President/CEO

Stanford University Hospital

300 Pasteur Drive

Stanford, CA 94305

Cynthia Bradford, Assistant to the Dean
Office of the Vice President and the Dean
Stanford University School of Medicine

ALWAY, M-21
Stanford, CA 94305

Colorado

Dennis Brimhall, President

University Hospital

4200 Ninth Avenue
Denver, CO 80262

Connecticut

Robert J. Trefry, President/CEO

Bridgeport Hospital

267 Grant Street

Bridgeport, CT 06610

William J. Riordan, President/CEO

St. Vincent's Medical Center

2800 Main Street

Bridgeport, CT 06606

Frank J. Kelly, President/CEO

Danbury Hospital

24 Hospital Avenue
Danbury, CT 06810

Andria Martin , Hospital DirectorA^ice President,

Operations

John Dempsey Hospital, University of Connecticut

Health Center

Farmington Avenue
Farmington, CT 06030

John J. Meehan, President/CEO

Hartford Hospital

80 Seymour Street, P.O. Box 5037

Hartford, CT 06102-5037

David D'Eramo, President/CEO

John Gibbons, Senior Vice President for Health

Affairs

St. Francis Health System
114 Woodland Street

Hartford, CT 06105

Laurence A. Tanner, President/CEO

Central Connecticut Health Alliance, Inc.

100 Grand Street

New Britain, CT 06050

James J. Cullen, President

Hospital of St. Raphael
1450 Chapel Street

NewHaven.CT 06511

Joseph A. Zaccagnino, President/CEO

Yale-New Haven Health System
789 Howard Avenue
New Haven, CT 06904

Philip D. Cusano, President/CEO

Stamford Hospital

Shelbume Road and West Broad Street

West Haven, CT 06904

Delaware

Charles M. Smith, President/CEO

Christiana Health Care Services

P.O. Box 1668

Wilmington, DE 19899

District of Columbia

Edwin K. Zechman, President/CEO

Children's National Medical Center

111 Michigan Avenue, NW
Washington, DC 20010

Phillip S. Schaengold, Chief Executive Officer

George Washington University Hospital

901 23rd Street, NW
Washington, DC 20037

Sharon Fljoin Hollander, Hospital Chief Executive

Georgetown University Hospital

3800 Reservoir Road, NW
Washington, DC 20007
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Kenneth D. Bloem, Chief Executive Officer

Georgetown University Medical Center

4000 Reservoir Road, NW
Washington, DC 20007

Sherman P. McCoy, Chief Executive Officer

Howard University Hospital

2041 Georgia Avenue, NW
Washington, DC 20060

Kenneth A. Samet, President

Washington Hospital Center

110 Irving Street, NW
Washington, DC 20010

Florida

J. Richard Gaintner, Chief Executive Officer

Shands Healthcare

1600 SW Archer Road
Gainesville, FL 32610

J. Larry Read, President

St. Luke's Hospital

4201 Belfort Road
Jacksonville, FL 32216

W. A. McGriff, President/CEO

University Medical Center

655 West 8th Street

Jacksonville, FL 32209

Ira C. Clark, President/CEO

Jackson Memorial Hospital

1611 NW 12th Avenue
Miami, FL 33136

Robert J. Henckel, President/CEO

Mount Sinai Medical Center

4300 Alton Road
Miami, FL 33140

John Hillenmeyer, President/CEO

Orlando Regional Healthcare System
1414 Kuhl Avenue
Orlando, FL 32806

J. Dennis Sexton, President/CEO

All Children's Hospital

801 Sixth Street South

St. Peterburg, FL 33701

John C. Ruckdeschel, Center Director/CEO

H. Lee Moffitt Cancer Center and Research

Institute

12902 Magnolia Drive

Tampa, FL 33612-9497

Bruce Siegel, President/CEO

Tampa General Healthcare

P.O. Box 1289

Tampa, FL 33601

Georgia

Jim Tally, President

Egleston Children's Hospital University

1405 Clifton Road, NE
Atlanta, GA 30322

John D. Henry, Chief Executive Officer

Emory University Hospital

1364 Clifton Road, NE
Atlanta, GA 30322

David E. HarreU, Chief Executive Officer

Georgia Baptist Medical Center

300 Boulevard, NE
Atlanta, GA 30312

Edward J. Renford, President/CEO

Grady Memorial Hospital

80 Butler Street, SE
Atlanta, GA 30335

Patricia K. Sodomka, Executive Director

Medical CoUege of Georgia Hospital and Clinics

1120 15th Street

Augusta, GA 30912

A. Don Faulk, President/CEO

Central Georgia Health Systems
691 Cherry Street

Macon, GA 31201

Robert Colvin, Chief Executive Officer

Memorial Medical Center, Inc.

4700 Waters Avenue
Savannah, GA 31404

Louis Sullivan, President

Morehouse School ofMedicine

Morehouse College

720 Westview Drive

Atlanta, GA 30310-1495

Hawaii

Arthur A. Ushijima, President/CEO

Queen's Medical Center

1301 Punchbowl Street

Honolulu, HI 96813
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Illinois

Brian Lemon, President

MacNeal Hospital

3240 South Oak Park Avenue
Berwyn, IL 60402

Patrick Magoon, President/CEO

Children's Memorial Hospital

2300 Children's Plaza

Chicago, IL 60612

Ruth M. Rothstein, Director

Cook County Hospital

1835 West Harrison Street

Chicago, IL 60657

Bruce C. Campbell, President/CEO

lUinois Masonic Medical Center

865 Wellington Avenue
Chicago, IL 60657

Charles B. VanVorst, President/CEO

Mercy Hospital and Medical Center

Stevenson Expressway at King Drive

Chicago, IL 60616

F. Scott Winslow, President/CEO

Michael Reese Medical Center

2929 South Ellis Avenue
Chicago, IL 60616

Benn Greenspan, President/CEO

Mt. Sinai Hospital and Medical Center

California and 15th Streets

Chicago, IL 60608

Gary A. Mecklensberg, Interim President/CEO

Northwestern Health Care Network
Northwestern Memorial Hospital

250 East Superior Street

Chicago, IL 60608

Wayne M. Lemer, President/CEO

Rehabilitation Institute of Chicago

345 East Superior Street

Chicago, IL 60611

Leo M. Henikofif, President/CEO

Rush-Presbjrterian-St. Luke's Medical Center

1653 West Congress Street

Chicago, IL 60612

Kathleen C. Yosko, President/CEO

Schwab Rehabilitation Hospital and Care Network
1401 South California Network
Chicago, IL 60608

Ralph W. MuUer, President

University of Chicago Hospitals and health System
5841 South Maryland - MCI 114

Chicago, IL 60637

Sidney Mitchell, Executive Director

University of Illinois Hospitals and CUnics

1740 West Taylor Street

Chicago, IL 60612

Mark R. Neaman, President/CEO

Evanston Northwestern Healthcare

1301 Central Street

Evanston, IL 60201

Anthony L. Barbato, President/CEO

Loyola University Health System
2160 South First Avenue
Maywood, IL 60153

Richard Risk, President/CEO

Advocate Health Care
2025 Windsor Drive

Oakbrook, IL 60523

Kenneth J. Rojek, Chief Executive

Lutheran General Hospital

1775 Dempster Street

Park Ridge, IL 60068

Jomary Trstensky, OSF President

Hospital Sisters Health System
Sangamon Avenue, P.O. Box 19431

Springfield, IL 62769

Rbert T. Clarke, President/CEO
Memorial Health System
900 North Rutledge

Springfield, IL 62781

Allison C. Laabs, Executive Vice

President/Administrator

St. John's Hospital

800 East Carpenter Street

Springfield, IL 62769

Ed Curtis, Executive Vice President

Memorial Health System
900 N. Rutledge

Springfield, IL 62781

Indiana

William J. Loveday, President/CEO
Clarian Health

Clarian Health Partners, Inc.

1-65 at 21st Street, P. O. Box 1367

Indianapolis, IN 46206
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Betty Dinius, Executive Director

Wishard Health Services

1001 West 10th Street

Indianapolis, IN 46202

Mitchell Carson, President

BaU Memorial Hospital

2401 West University Avenue
Muncie, IN 47303

Robert S. Curtis, President/CEO

Cardinal Health System, Inc.

2401 West University Avenue
Muncie, IN 47303

Iowa

R. Edward Howell, Director/CEO

University of Iowa Hospitals and Clinics

200 Hawkins Drive

Iowa City, lA 52242

Kansas
Irene M. Cumming, Chief Executive Officer

University of Kansas Hospital

3901 Rainbow Boulevard

Kansas City, KS 66160

Kentucky

Frank A. Butler, Hospital Director

University of Kentucky Hospital

800 Rose Street

Lexington, KY 40536

Douglas E. Shaw, President

Jewish Hospital

217 East Chestnut Street

Louisville, KY 40202

Henry C. Wagner, President

Jewish Hospital Healthcare Services

217 East Chestnut Street

Louisville, KY 40202

James Taylor, President/CEO

University of Louisville Hospital

530 South Jackson Street

Louisville, KY 40202

Louisiana

Chris Bamette, President/CEO

Acute Care Division

Baton Rouge General Medical Center

3600 Florida Boulevard

Baton Rouge, LA 70806

Milton Siepman, President/CEO

General Health Systems
3600 Florida Boulevard

Baton Rouge, LA 70806

Deborah C. Keel, Chief Executive Officer

Kenner Regional Medical Center

180 West Esplanade Avenue
Kenner, LA 70065

Gary E. Goldstein, Chief Executive Officer

Alton Oschsner Medical Foundation

1516 Jefferson Highway
New Orleans, LA 70121

John Berault, Chief Executive Officer

Mediccd Center of Louisiana at New Orleans

1532 Tulane Avenue
New Orleans, LA 70140

Randall L. Hoover, Chief Executive Officer

Tenet Health System Memorial Medical Center, Inc.

2700 Napoleon Avenue
New Orleans, LA 70115

Gary M. Stein, President/CEO

Touro Infirmary

1401 Foucher Street

New Orleans, LA 70115

Shirley Stewart, President/CEO

Tulane University Hospital and Clinic

1415 Tulane Avenue
New Orleans, LA 70112

Ingo Angermeier, Hospital Administrator

Louisiana State University Hospital

1541 Kings Highway
Shreveport, LA 71130

James K. Elrod, President

Willis Knighton Health System
2600 Greenwood Road
Shreveport, LA 71103

Maine

Vincent S. Conti, President/CEO

Maine Medical Center

22 Bramhall Street

Portland, ME 04102

IVIaryland

Charles Mross, President/CEO

Franklin Square Hospital

9000 Franklin Square Drive

Baltimore, MD 21237
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Robert P. Kowal, President/CEO
Greater Baltimore Medical Center

6701 North Charles Street

Baltimore, MD 21204

Robert R. Peterson, President

John Hopkins Health System
600 North Wolfe Street

Baltimore, MD 21287

Edward D. Miller, Dean of the Medical Faculty/CEO
John Hopkins Hospital

600 North Wolfe Street

Baltimore, MD 21287

Warren A. Green, President/CEO

Sinai Health System
2401 West Belvedere Avenue
Baltimore, MD 21215

Morton I. Rapoport, President/CEO

University of Maryland Medical System
22 South Greene Street

Baltimore, MD 21201

Sandra Zyler

Johns Hopkins Health System
600 N. Wolfe Street

Baltimore, MD 21287

John I. GaUin, Director, Clinical Center

Warren G. Magnuson Chnical Center

National Institute of Health

9000 Rockville Pike

Bethesda, MD 20892-1504

Michael R. Merson, President/CEO

Helix Health System
2330 West Joppa Road, Suite 301

Lutherville, MD 21093

James P. Hamill, President/CEO

Holy Cross Hospital

1500 Forest Glen Road
Silver Spring, MD 21093

Massachusetts

David Dohns, President/CEO

Beth Israel-Deaconess Medical Center

350 Brookline Avenue
Boston, MA 02215

Elaine S. Ullian, President/CEO

Boston Medical Center

1 Boston Medical Center Place

Boston, MA 02115

Jeffrey Otten, President/CEO

Brigham and Women's Hospital

75 Francis Street

Boston, MA 02115

Mitchell T. Rabkin, Chief Executive Officer

CareGroup, Inc.

375 Longwood Avenue
Boston, MA 02215

Michael F. Collins, President/CEO

Caritas Christi Health Care System
736 Cambridge Street

Boston, MA 02135

David S. Weiner, President

Children's Hospital

500 Longwood Avenue
Boston, MA 02115

David J. Trull, President/CEO

Faidkner Hospital

1153 Centre Street

Boston, MA 02130

James J. Morgan, President

Massachusetts General Hospital

Fruit Street

Boston, MA 02114

Thomas O'Donnell, President/CEO

New England Medical Center, Inc.

750 Washington Street

Boston, MA 02111

Samuel O. Their, President/CEO

Partners HealthCare System, Inc.

800 Boylston Street, Suite 1150

Boston, MA 02199

Michael F. Collins, President/CEO

St. Elizabeth's Medical Center of Boston

736 Cambridge Street

Boston, MA 02135

John A. Libertino, Chief Executive Officer

Lahey Hitchcock Medical Center

41 Mall Road
Bvirlington, MA 01805

Francis P. L5Tich, President

Mount Auburn Hospital

330 Mount Auburn Street

Cambridge, MA 02238
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David Phelper, President/CEO

Berkshire Medical Center

725 North Street

Pittsfield, MA 01201

Michael J. Daly, President/CEO

Baystate Health Systems
12 Ingraham Terrace

Springfield, MA 01199

Mark R. Tolosky, Executive Vice President/CEO

Baystate MedicalCenter

759 Chestnut Street

Springfield, MA 01199

Peter H. Levine, President/CEO

Memorial Health Care
119 Belmont Street

Worcester, MA 01605

Robert E. Maher, President/CEO

St. Vincent Hospital, Inc.

25 Winthrop Street

Worcester, MA 01604

Lin C. Weeks, Hospital Director

University of Massachusetts Medical Center

55 Lake Avenue North
Worcester, MA 01655

Michigan

Garry C. Faja, Chief Executive Officer

St. Joseph Mercy Hospital

P.O. Box 992

Ann Arbor, MI 48106

Larry Warren, Chief Executive Officer

University ofMichigan Health System
1150 West Medical Center Drive

Ann Arbor, MI 48109-0603

James W. Roseborough, Medical Center Director

Veterans Affairs Medical Center

2215 Fuller Road
Ann Arbor, MI 48105

Laurita Thomas
University ofMichigan Medical School

300 N. IngaUs

Ann Arbor, MI 48109

Gerald D. Fitzgerald, President/CEO

Oakwood Healthcare, Inc.

18101 Oakwood Boulevard

Dearborn, MI 48124

James L. Brexler, Executive Vice President

Oakwood Healthcare, Inc.

Oakwood Medical Center and Healthcare System
18101 Oakwood Boulevard

Dearborn, MI 48124

David J. Campbell, President/CEO

Detroit Receiving Hospital and University Health

Center

4201 St. Antoine Boulevard

Detroit, MI 48201

Gail L. Warden, President/CEO

Henry Ford Health System
One Ford Place

Detroit, MI 48202

William W. Pinksky, Regional Executive, Northwest
Sinai Hospital of Detroit

6767 West Outer Drive

Detroit, MI 48235

Anthony R. Tersigni, President/CEO

St. John Health System
22101 Moross Road
Detroit, MI 48236

Timothy J. Grajewski, President/CEO

St. John Hospital and Medical Center

22101 Moross Road
Detroit, MI 48236

Judith Pelham, President/CEO

Mercy Health Services

34605 Twelve Mile Road
Farmington Hills, MI 48331

Glenn A. Fosdick, President/CEO

Hurley Medical Center

One Hurley Plaza

Ffint,MI 48502

Philip A. Incamati, President/CEO

McLaren Regional Healthcare Corporation

401 South BaUenger Highway
Flint, MI 48532

William G. Gonzalez, Chief Executive Officer

Butterworth Health Corporation

100 Michigan Street, NE
Grand Rapids, MI 49503

Philip McCorkle, Chief Executive Officer

Butteiworth Hospital

100 Michigan Street, NE
Grand Rapids, MI 49503
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Terrence M. O'Rouke, President

Spectrum Health, East Campus
1840 Wealthy Street, SE
Grand Rapids, MI 49503

Dennis M. Litos, President/CEO

Ingham Regional Medical Center

401 West Greenlawn
Lansing, MI 48910

John D. Labriola, Vice President/Hospital Director

WiUiam Beaumont Hospital

3601 West 13 Mile Road
Royal Oak, MI 48073

Ted D. Wasson, President/CEO

William Beaumont Hospital System
3601 West 13 MUe Road
Royal Oak, MI 48073

Brian Connolly, President/CEO

Providence Hospital

16001 Nine MUe Road
Southfield, MI 48075

Minnesota

George Halvorson, Chief Executive Officer

Health Partners, Inc.

8100 34th Avenue South, P.O. Box 1309

Bloomington, MN 55440-1309

David R. Page, President/CEO

Fairview Hospital and Healthcare Services

2450 Riverside Avenue
MinneapooUs, MN 55454

Gordy Alexander, Senior Vice President and
Administrator

Fairview-University Medical Center

420 Delaware Street, SE
Minneapolis, MN 55455

John W. Bluford, Administrator

Hennepin County Medical Center

701 Park Avenue South

Minneapolis, MN 55415

Robert R. Waller, Chief Executive Officer

Mayo Clinic/Mayo Foundation

Mayo Medical Center

Rochester, MN 55901

Jane Campion, Director for Diversity

Mayo Medical Center

Rochester, MN 55901

John M. Panicek, Administrator

St. Mary's Hospital

1216 Second Street, SW
Rochester, MN 55902

Terry S. Finzen, President/CEO

Regions Hospital

640 Jackson Street

St. Paul, MN 55101

Mississippi

Frederick D. Woodrell, Associate Vice Chancellor for

Integrated Health Systems
University of Mississippi Medical Center

2500 North State Street

Jackson, MS 39216

Missouri

Patsy J. Hart, Hospital Director

University of Missouri Hospitals and Clinics

One Hospital Drive

Columbia, MO 65212

Randall L. O'DonneU, President/CEO

Children's Mercy Hospital

2401 Gillham Road
Kansas City, MO 64108

James M. Brophy, Senior Executive Officer

Saint Luke's Hospital of Kansas City

WomaU Road at Forty-Fourth

Kansas City, MO 64111

E. RatcUffe Anderson, Executive Director/Dean

Truman Medical Center

2301 Holmes Street

Kansas City, MO 64108

Peter L. Slavin, President

Barnes-Jewish Hospital

216 South Kingshighway
St. Louis, MO 63110

Fred L. Brown, President/CEO

BJC Health System
4444 Forest Park Avenue
St. Louis, MO 63141

Mark Weber, Chief Executive Officer

St. John's Mercy Medical Center

615 South New Ballas Road
St. Louis, MO 63141

Ted W. Frey, President

St. Louis Children's Hospital

One Children's Place

St. Louis, MO 63110
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Lee Stoll, Chief Executive Officer

St. Louis University Hospital

3635 Vista at Grand Boulevard

St. Louis, MO 63110

Michael E. Zilm, President

St. Mary's Health Center

6420 Clayton Road
St. Louis, MO 63117

William A. Peck, Dean
Washington University School of Medicine

660 S. Euclid Avenue
St. Louis, MO 63110

Nebraska

Louis W. Burgher, President/CEO

Nebraska Health System
4350 Dewey Avenue
Omaha, NE 68105-1018

Frank Vozos, Executive Director

Monmouth Medical Center

300 Second Avenue
Long Branch, NJ 07740

Jean McMahon, Vice President/General Manager
Morristown Memorial Hospital

100 Madison Avenue, P.O. Box 1956

Morristown, NJ 07962-1956

John Lloyd, President/CEO

Jersey Shore Medical Center

Division ofMeridian Hospitals Corps.

1945 Route 33

Neptune, NJ 07754

Harvey A. Holzberg, President/CEO

Robert Wood Johnson University Hospital

One Robert Wood Johnson Place

News Brunswick, NJ 08901

J. Richard Stanko, President/CEO

St. Joseph Hospital

601 North 30th Street

Omaha, NE 68105

New Hampshire

James W. Varnum, President

Mary Hitchcock Memorial Hospital

One Medical Center Drive

Lebanon, NH 03756-0001

New Jersey

Kevin G. Halpern, President/CEO

Cooper Hospital/University Medical Center

One Cooper Plaza

Camden, NJ 08103

Richard P. Oths, President/CEO

Atlantic Health System
326 Columbia Turnpike

Florham Park, NJ 07902

John P. Ferguson, President/CEO

Hackensack University Medical Center

30 Prospect Avenue
Hackensack, NJ 097601

Ronald J. Del Mauro, President

St. Barnabas Health Care System
94 Old Short HiUs Road
Livingston, NJ 07039

Vincent Joseph, Executive Director

St. Barnabas Medical Center

94 Old Short Hills Road
Livingston, NJ 07039

Paul A. Mertz, Executive Director

Newark Beth Israel Medical Center

201 Lyons Avenue
Newark, NJ 07112

William L. Vazquez, Vice President/CEO

University of Medicine and Dentistry ofNew
Jersey-University Hospital

150 Bergen Street

Newark, NJ 07103

Sister Jane Frances Brady, President/CEO

St. Joseph's Hospital and Medical Center

703 Main Street

Paterson, NJ 07503

David Freed, Vice President/General Manager
Overlook Hospital

99 Beauvoir Avenue
Summit, NJ 07902

New Mexico

Stephen W. McKernan, Interim Chief Executive

Officer

University ofNew Mexico Hospital

2211 Lomas Boulevard, NE
Albuquerque, NM 87106

New York

James J. Barba, President/CEO ,

Patrick Taylor, Senior Vice President of General

Counsel

Albany Medical Center

42 Scotland Avenue
Albany, NY 12208
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Miguel A. Fuentes, President/CEO

Bronx Lebanon Hospital Center

1276 Fulton Avenue
Bronx, NY 10456

Joseph Orlando, Executive Director

Jacobi Medical Center

Pelham Parkway South and Eastchester Road
Bronx, NY 10461

Spencer Foreman, President

Montefiore Medical Center

111 East 210 Street

Bronx, NY 10467

Gary S. Horan, President

Our Lady ofMercy Healthcare System
600 East 233rd Street

Bronx, NY 10466

Frank J. Maddalena, President./CEO

Brookdale Hospital Medical Center

Linden Boulevard at Brookdale Plaza

Brooklyn, NY 11212

Frederick D. Alley, President/CEO

Brookdale Hospital Center

121 DeKalb Avenue
Brooklyn, NY 11201

Donald F. Snell, President/CEO

Long Island College Hospital

Brooklyn, NY 11219

Mark J. Mundy, President/CEO

New York Methodist Hospital

506 Sixth Street

Brooklyn, NY 11203

Percy AUen, Vice President, Hospital Affairs/CEO

University Hospital of Brooklyn SUNY Health

Science Center

445 Lenox Road, Box 23

Brooklyn, NY 11203

Carrie B. Frank, Interim President/CEO
Bufialo General Health System
100 High Street

Buffalo, NY 14203

John E. Friedlander, President/CEO
CGF Health System,

901 Washington Street

Buffalo, NY 14203

Carol Cassell, Interim Chief Executive Officer

Millard Filmore Hospitals

Three Gates Circle

Buffalo, NY 14209

David C. Hohn, President/CEO

RoseweU Park Cancer Institute

Elm and Carlton Streets

Buffalo, NY 14263

William F. Streck, President/CEO

Bassett Healthcare

One Atwell Road
Cooperstown, NY 13326

Jerald C. Newman, Chief Executive Officer

Nassau County Medical Center

2201 Hempstead Turnpike

East Meadow, NY 11554

Pete Velez, Senior Vice President

Queens Health Network
79-01 Broadway
Ehnhurst, NY 11373

William D. McGuire, President/CEO

Catholic Medical Center for Brooklyn and Queens,

Inc.

88-25 153rd Street

Jamaica, NY 11432

Matthew J. Salanger, President/CEO

United Health Services Hospitals

35-37 Harrison Street

Johnson City, NY 13790

John S. T. GaUagher, President/CEO

North Shore University Hospital

300 Community Drive

Manhasset, NY 11030

Martin J. Delaney, Chief Executive Officer

Winthrop South Nassau University Health System
259 First Street

Mineola, NY 11501

David R. Dantzker, President/CEO

Long Island Jewish Medical Center

270-76th Avenue
New Hyde Park, NY 11040

John R. Spicer, President/CEO

Sound Shore Medical Center of Westchester

16 Guion Place

New Rochelle, NY 10802
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Matthew Fink, President/CEO

Beth Israel Medical Center

First Avenue at 16th Street

New York, NY 10003

Jeffrey Frerichs, President/CEO

Cabrini Medical Center

227 East 19th Street

New York, NY 10003

Mary Healey-Sedutto, Executive Director

Catholic Health Care Network
1011 First Avenue
New York, NY 10022

Robert G. Newman, President

Continuum Health Partners, Inc.

555 West 57th Street, 19th Floor

New York, NY 10019

Linnette Webb, Executive Director

Harlem Hospital Center

506 Lenox Avenue
New York, NY 10037

John R. Aheam, Co-Chief Executive Officer

Hospital for Special Surgery

535 East 70th Street

New York, NY 10021

Gladys George, President/CEO

Lenox HiU Hospital

100 East 77th Street

New York, NY 10021

Paul A. Marks, President/CEO

Memorial Sloan-Kettering Cancer Center

1275 York Avenue
New York, NY 10021

Jose R. Sanchez, Executive Director

Metropolitan Hospital Center

1901 First Avenue
New York, NY 10029

John W. Rowe, President

Mount Sinai Hospital

One Gustavo L. Levy Place

New York, NY 10029

David B. Skinner, Chief Executive Officer

New York and Prebs^terian Hospitals Care Network
525 East 68th Street

New York, NY 10021

Theresa A. Bischoff, Deputy Provost/Executive Vice

President

New York University Medical Center

550 First Avenue
New York, NY 10016

Karl P. Adler, President/CEO

Saint Vincents Hospital and Medical Center

153 West 11th Street

New York, NY 10011

Ronald C. Ablow, President/CEO

St. Luke's-Roosevelt Hospital Center

1111 Amsterdam Avenue
New York, NY 10025

William R. Holman, President

Genesee Hospital

224 Alexander Street

Rochester, NY 14607

Richard Constantino, President

Rochester General Hospital

1425 Portland Avenue
Rochester, NY 14621

Steven I. Goldstein, General Director/CEO

Strong Memorial Hospital

601 Elmwood Avenue
Rochester, NY 14642

Leo P. Brideau, President/CEO

Strong Partners Health System, Inc.

601 Elmwood Avenue
Rochester, NY 14642

Roger Hunt, President/CEO

Via Health System
1040 University Avenue
Rochester, NY 14607

Peter Robinson, Medical Center Vice President and
Chief Operating Officer

University of Rochester Medical Center

601 Elmwood Avenue, Box 706

Rochester, NY 14642

Michael A. Maffetone, Director/CEO

University Hospital, SUNY Health Science Center,

Stony Brook
HSC Level 4

Stony Brook, NY 11794
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Ben Moore, Executive Director

University Hospital, SUNY Health Science Center,

Syracuse

750 East Adams Street

Syracuse, NY 13210

Kathy Walrod, Office of Personnel

State University of New York
Health Science Center at Syracuse

Syracuse, NY 13210

Edward A. Stolzenberg, President/CEO

Westchester Medical Center

ValhaUa, NY 10595

North Carolina

Eric B. Munson, Executive Director

UNC Health Care System
101 Manning Drive

Chapel Hill, NC 27514

Harry A. Nurkins, President/CEO

CaroHnas HealthCare System
1000 Blythe Boulevard

Charlotte, NC 28203

Mr. Paul S. Franz, President

CaroUnas Medical Center

1001 Blythe Boulevard, P.O. Box 32861
Charlotte, NC 28232

Michael D. Israel, Vice Chancellor for Health

Affairs/CEO

Duke University Hospital

Box 3708

Durham, NC 27710

Dennis R. Barry, President

Moses H. Cone Memorial Hospital

1200 North Ehn Street

Greensboro, NC 27401

Dave C. McRae, President/CEO

University Medical Center for Eastern CaroUna-Pitt

County
2100 Stantonsburg Road
Greenville, NC 27935

Len B. Preslar, President/CEO

North Carolina Baptist Hospitals, Inc.

Medical Center Boulevard

Winston-Salem, NC 27157

Gary Eckenroth

Wake Forest University School of Medicine

Medical Center Drive

Winston-Salem, NC 27157

North Dakota

Roger L. Gilbertson, President/CEO, MeritCare

Health System
MeritCare Hospital

720 Fourth Street North

Fargo, ND 58122

Ohio

William H. Considine, President

Children's Hospital Medical Center ofAkron
One Perkins Square

Akron, OH 44308-1062

Albert F. Gilbert, President/CEO

Summa Health System
525 East Market Street

Akron, OH 44309

James M. Anderson, President/CEO

Children's Hospital Medical Center

3333 Burnet Avenue
Cincinnati, OH 45229-3059

John Prout, Chief Executive Officer

Good Samaritan Hospital

375 Dixmyth Avenue
Cincinnati, OH 45220

Jack M. Cook, President

Health Alliance of Greater Cincinnati

2060 Reading Road
Cincinnati, OH 45202-1456

Elliot G. Cohen, Senior Executive Officer

The University Hospital

234 Goodman Street

Cincinnati, OH 45267

Donald C. Harrison, Senior Vice President and
Provost for Health Affairs

University of Cincinnati

P.O. Box 670663
Cincinnati, Oh 45267-0663

Floyd D. Loop, Chairman, Board of

Governors/Executive Vice President

Cleveland Clinic Foundation

9500 Euclid Avenue
Cleveland, OH 44195

Terry R. White, President/CEO

MetroHealth Medical Center

2500 MetroHealth Drive

Cleveland, OH 44109
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Robert J. Shakno, President

Mt. Sinai Medical Center

One Mt. Sinai Drive

Cleveland OH 44106

Farah M. Walters, President/CEO

University Hospitals Health System
11100 Euclid Avenue
Cleveland, OH 44106

David E. Schuller, Director

Arthur G. James Cancer Hospital and Research

Institute

300 West 10th Avenue, Suite 519

Columbus, OH 43210

Jay Eckersley, Chief Executive Officer

Grant-Riverside Methodist Hospitals Grant Campus
111 South Grant Avenue
Columbus, OH 43215

David P. Blom, Chief Executive Officer

Grant-Riverside Methodist Riverside Campus
3535 Olentangy River Road
Columbus, OH 43214

R. Reed Fragley, President

Ohio State University Hospitals

410 West Tenth Avenue
Columbus, OH 43210

Laiirence P. Harkness, President/CEO

Children's Medical Center

One Children's Plaza

Dayton, OH 45404

Thomas F. Breitenbach, President/CEO

Miami Valley Hospital

One Wyoming Street

Dayton, OH 45409

Frank Perez, President/CEO

Kettering Medical Center

3535 Southern Boulevard

Kettering, OH 45429

Richard C. Sipp, Vice President for Administration

Medical CoUege of Ohio Hospitals

3000 Arlington Avenue
Toledo, OH 43614

William W. Glover, Acting President/CEO

ProMedica Health System/Toledo Hospital

2142 North Cove Boulevard

Toledo, OH 43606

Kevin N. Nolan, Chief Executive Officer

St. Elizabeth Hospital Medical Center

1044 Belmont Avenue
Youngstown, OH 44501

Gary E. Kaatz, President/CEO

Western Reserve Care System
345 Oak Hill Avenue
Youngstown OH 44501

Oklahoma
R. Timothy Coussons, Chief Executive Officer

The University Hospitals

800 NE 13th Street

Oklahoma City, OK 73104

Donna N. Rheault, Chief Executive Officer,COO
Saint Francis Hospital

6161 South Yale

Tulsa, OK 74136

Oregon
Timothy M. Goldfarb, Director

Health Care System
Oregon Health Sciences University Hospital

3181 SW Sam Jackson Park Road
Portland, OR 97201

Pennsylvania

Elliot J. Sussman, President/CEO-President,

PennCARE
Lehigh Valley Hospital

Cedar Crest and 1-78, P. O. Box 689
Allentown, PA 18105-1556

Richard A. Anderson, President

St. Luke's Hopsital

801 Ostrum Street

Bethelem, PA 18015

Stuart Heydt, President/CEO

PennState Geisinger Health System
2601 Market Place, Commerce Covirt, Suite 300
Harrisburg, PA 17110-9360

Ted Townsend, Senior Vice President

PennState University Hospital

The Milton S. Hershey Medical Center

500 University Drive, P.O. Box 850

Hershey, PA 17033

Martin Goldsmith, President

Albert Einstein Healthcare Network
5501 Old York Road
Philadlephia, PA 19141-3098
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Margaret M. McGoldrick, Chief Executive Officer

Allegheny University Hospitals, MCP
3300 Henry Avenue
Philadelphia, PA 19129

Edmond F. Notebaert, President/CEO

Children's Hospital of Philadelphia

34th & Civic Center Boulevard

Philadelphia, PA 19104

Arnold T. Berman, President/CEO

Allegheny University Hospitals, Graduate

1800 Lombard Street

Philadelphia, PA 19146

Robert C. Young, President

Fox Chase Cancer Center

7701 Burholme Avenue
Philadelphia, PA 19111

Roy A. Powell, President

Frankford Hospital of the City of Philadelphia

Knights and Red Lion Roads
Philadelphia, PA 19114

William N. Kelley, Chief Executive Officer

Hospital of the University of Pennsylvania

3400 Spruce Street

Philadelphia, PA 19104

John R. Ball, President/CEO

Pennsylvania Hospital

800 Spruce Street

Philadelphia, PA 19107-6192

Calvin Bland, President/CEO

St. Christopher's Hospital for Children

Erie Avenue at Front Street

Philadelphia, PA 19134

Leon S. Malmud, President/CEO

Temple University Health System
Broad and Ontario Streets

Philadelphia, PA 19140

Paul A. Boehringer, Executive Director

Temple University Hospital

Broad and Ontario Streets

Philadelphia, PA 19140

Thomas J. Lewis, President/CEO

Thomas Jefferson University Hospital

11th & Walnut Streets

Philadelphia, PA 19107

William N. Kelley, Chief Executive Officer

University of Pennsylvania Health System
3400 Spruce Street

Philadelphia, PA 19104

Connie M. Cibrone, President/CEO

Allegheny General Hospital

3209 East North Avenue
Pittsburgh, PA 15212

Anthony M. Sanzo, President/CEO

Allegheny Health, Education and Research

Foundation

Fifth Avenue Place, Suite 2900

Pittsburgh, PA 15222

Paul S. Kramer, President

Children's Hospital of Pittsburgh

3705 Fifth Avenue
Pittsburgh, PA 15213

Irma E. Goertzen, President/CEO

Magee-Women's Hospital

300 Halket Street

Pittsburgh, PA 15213

Thomas Mattei, Chief Operating Officer

Mercy Hospital of Pittsburgh

1400 Locust Street

Pittsburgh, PA 15219

Joanne Marie Andiorio, President/CEO

Pittsburgh Mercy Health Systems, Inc.

1400 Locust Street

Pittsburgh, PA 15219

M. Rosita WeUinger, President/CEO

St. Francis Health System
St. Francis Medical Center

400 45th Street

Pittsburgh, PA 15201

Jeffirey A. Romoff, President

UPMC Health System
200 Lothrop Street

Pittbvirgh, PA 15213

George Huber, General Counsel

University of Pittsburgh

Forbes Tower
Suite 11086

200 Lothrop Street

Pittsburgh, PA 15213-2582
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Charles M. O'Brien, President/CEO

Western Pennsylvania Hospital

4800 Friendship Avenue
Pittsburgh, PA 15224

Bonnie Ortiz

Pennsylvania State University

College of Medicine

Gerald Miller, Executive Vice President

Crozer-Chester Medical Center

One Medical Center Boulevard

Upland, PA 19013

Bruce M. Bartels, President

York Health System
1001 South George Street

York, PA 17405

Rhode Island

Francis R. Dietz, President

Memorial Hospital

111 Brewster Street

Pawtucket, RI 02860

William Kreykes, President/CEO

Lifespan, Inc.

167 Point Street

Providence, RI 02903

Steven D. Baron, President

Miriam Hospital (Lifespan, Inc.)

164 Summit Avenue
Providence, RI 02906

Robert A. Urciuoli, President/CEO

Roger Williams Hospital

815 Chalkstone Avenue
Providence, RI 02908

Thomas G. Parris, President

Women and Infants Hospital ofRhode Island

101 Dudley Street

Providence, RI 02905

South Carolina

W. Stuart Smith, Vice President/CEO

Medical University of South Carolina Medical

Center

171 Ashley Avenue
Charleston, SC 29425

Kester S. Freeman, President

Palmetto Richland Memorial Hospital

Five Richland Medical Park
Columbia, SC 29203

Frank D. Pinckney, President/CEO

Greensville Hospital System
701 Grove Road
Greenville, SC 29605

Tennessee
Dennis Vonderfecht, Administrator/CEO

Johnson City Medical Center Hospital, Inc.

400 North State Street

Johnson City, TN 37604

Bruce W. Steinhauer, President/CEO

Regional Medical Center at Memphis
877 Jefferson Avenue
Memphis, TN 38103

Norman R. Urmy, Executive Director

VanderbUt University Hospital

Vanderbilt University Medical Center

1161 21st Avenue, South

Nashville, TN 37232-2102

Leona Marx
Office of General Counsel

Vanderbilt University School ofMedicine

405 Kirkland Hall

Nashville, TN 37240

Texas

Boone Powell, President/CEO

Baylor University Medical Center

3500 Gaston Avenue
Dallas, TX 75246

George D. Farr, President/CEO

Children's Medical Center of Dallas

1935 Motor Street

DaUas, TX 75235

Ron J. Anderson, President/CEO

DaUas County Hospital District, Parkland

Memorial Hospital

5201 Harry Hines Boulevard

Dallas, TX 75235

Howard M. Chase, President

Methodist Hospitals of Dallas (MHD)
1441 North Beckley Avenue
Dallas, TX 75203

Frank Tiedemann, President/CEO

St. Pavd Medical Center

5909 Harry Hines Boulevard

DaUas, TX 75235
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Douglas D. Hawthorne, President/CEO

Texas Health Resources

8220 Wabiut Hill Lane
Dallas, TX 756231

Robert B. Smith, President/CEO

Zale Lipshy University Hospital

5151 Harry Hines Boulevard

DaUas, TX 75235

James F. Arens, Vice President for Clinical Affairs

University of Texas Medical Branch Hospitals at

Galveston

301 University Boulevard

Galveston, TX 77555

Lois Jean Moore, President/CEO

Harris County Hospital District

2525 HoUy MaU, P.O. Box 66769
Houston, TX 77054

Lynn Schroth, President/CEO

Memorial Hermann Healthcare System
6411 Fannin
Houston, TX 77030

Peter W. Butler, President/CEO

Methodist Health Care System
6565 Fannin Street

Houston, TX 77030

Michael K Jhin, President/CEO

St. Luke's Episcopal Health System
P.O. Box 20269

Houston, TX 77225

Mark A. Wallace, Executive Director/CEO

Texas Children's Hospital

6621 Fannin
Houston, TX 77030

L. Maximilian Buja, Dean
Houston Medical School

6431 Fannin
Houston, TX 77030

John Mendelsohn, President

University of Texas M.D. Anderson Cancer Center

1515 Holcombe Boulevard

Houston, TX 77030

John A. Guest, President/CEO

University Health System
4502 Medical Drive

San Antonio, TX 78229

John W. Roberts, President

Scott and White Memorial Hospital

2401 South 31st Street

Temple, TX 76508

Utah

Christine St. Andre, Executive Director

University of Utah Hospital

50 North Medical Drive

Salt Lake City, UT 84132

Vermont
James R. Brumsted, Interim Chief Executive Officer

Fletcher Allen Health Care

111 Colchester Avenue (Burgess 1)

Burlington, VT 05011

Virginia

Michael J. Halseth, Executive Director

University ofVirginia Medical Center

Jefferson Park Avenue
Charlottesville, VA 22908

Jolene Tomabeni, Administrator

Fairfax Hospital

3300 Gallows Road
Falls Church, VA 22046

J. Knox Singleton, President

INOVA Health System
3300 Gallows Road
FaUs Church, VA 22046

Mark Gavens, Chief Executive Officer/President

Southside Hospitals

Sentara Hospitals-Norfolk

600 Grasham Drive

Norfolk, VA 23507

Carl R. Fischer, Chief Executive Officer

Medical CoUege of Virginia Hospitals

P.O. Box 980510
Richmond, VA 23298

Washington

Treuman Katz, President/CEO

Children's Hospital and Medical Center

4800 Sand Point Way, NE
Seattle, WA 98105

David E. Jaffe, Executive Director, CEO
Harborview Medical Center

Unviersity of Washington Hospitals

325 Ninth Avenue
Seattle, WA 98104
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Robert H. Mullenburg. Executive Director

University of Washington Academic Medical Center

1959 NE Pacific Street, Box 356151
Seattle, WA 98195

West Virginia

Phillip H. Goodwin, President/CEO

Charleston Area Medical Center

5091 Morris Street, P. O. Box 1547

Charleston, WV 25326

Bernard G. Westfall, President

West Virginia United Health System
1000 Technology Drive, Suite 2320

Fairmont, WV 26554

Bruce McClymonds, President

West Virginia University Hospitals, Inc.

Morgantown, WV 26506

Wisconsin

Philip J. Dahlberg, President/CEO

Gundersen Lutheran Health Care System
1910 South Avenue
LaCrosse, WI 54601

Gordon M. Derzon, Superintendent

University of Wisconsin Hospitals and Clinics

600 Highland Avenue
Madison, WI 53792

Jon E. Vice, President

Children's Hospital ofWisconsin

9000 West Wisconsin Avenue
Milwaukee, WI 53226

William D. Petasnick, President

Froedter Memorial Lutheran Hospital

9200 West Wisconsin Avenue
Milwaukee, WI 53226

Mark S. Ambrosius, President

AHC Metro Region

St. Liike's Medical Center

2900 West Oklahoma Avenue
Milwaukee, WI 53215

STATE HEALTH AGENCIES
Alabama
Donald E. WiUiamson, State Health Officer

Public Health Department
P.O. Box 303017, RSA Tower
Montgomery,AL 36130-3017

Alaska

Peter Nakamura, Director

Public Health Division

P.O.Box 110610

Alaska Office Building

Juneau,AK 99811-0610

Arizona

James R. Allen, Director

Health Service Department
1740 W.Adams
Phoenix, AZ 85007

Arkansas

George Harper, Director

Health Department
4815Markham
Little Rock, AR 72205-3867

California

S. Kimberly Belshe, Director

Health Services Department
7 14/744 P Street, P.O. Box 942732
Sacramento, CA 94234-7320

Joe Paliani

CaliforniaDepartment ofHealth Services

Office for Civil Rights

714 P Street, Room 1050

Sacramento, CA 95814

Colorado

Barbara McDonnell, Acting Executive Director
Health Care Policy and FinancingDepartment
1575 Sherman Street

Denver, CO 80203-1714

Connecticut

Raymond J. Gorman, Commissioner

Office ofHealth Care Access

410 CapitolAvenue, P. O. Box 340308

Hartford, CT 06134

Delaware

Gregg C. Sylvester, Secretary

Health and Social Services Department
1901 N. DuPont Highway
New Castle, DE 19720

District of Columbia

Marlene N. KeUy, Acting Director

Health Department
800 Ninth Street, SW, 3rd Floor

Washington, DC 20024
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Florida

James T. Howell, Secretary/StateHealth Officer

Health Department
1317 Winewood Boulevard
Tallahassee, FL 32399-0700

Georgia

Tommy Olmstead, Commissioner

Human ResourcesDepartment

Two Peachtree Street, NW, Suite 29250

Atlanta, GA 30303-3142

Pamela Sturdivant Stephenson

Executive Director

Health PlanningAgency

Two Peachtree Street, NW, Room 34262

Atlanta, GA 30303-3142

Hawaii

Lawrence Miike, Director

Health Department
1250 Punchbowl Street

Honolulu, HI 96813

Idaho

Linda L. Caballero, Director

Health and Welfare Department
450 W. State Street, P.O. Box 83720

Boise, ID 83720-0036

Illinois

John R. Lumpkin, Director

Public Health Department
535 W. Jefferson Street

Springfield,IL 62761

Indiana

Richard Feldman, State Health Commissioner

Health Department
Two N. Meridian Street

Indianapolis,IN 46204

Iowa

ChristopherG. Atchison, Director

Public Health Department
Lucas State Office Bldg., 321 E. 12th Street

Des Moines, lA 50319-0075

Kansas

Gary Mitchell, Secretary

Health and EnvironmentDepartment
Landon State Office Bldg

900 SW Jackson Street

Topeka,KS 66612-1290

Kentucky

John Morse, Secretary

Health Services Cabinet

275 E. Main Street, 4th Floor

Frankfort, KY 40621

Louisiana

David W. Hood, Secretary

Health and Hospitals Department
P.O. Box 629

Baton Rouge, LA 70821-0629

Maine

Kevin W. Concannon, Commissioner

Human Services Department
11 State House Station

Augusta,ME 04333

Maryland

Martin P. Wasserman, Secretary

Health and Mental Hygiene Department
201 W. Preston Street, 5th Floor

Baltimore,MD 21201

Massachusetts

WiUiam D. O'Leary, Secretary

Health and Human Services Executive Office

One Ashburton Place, Room 1109

Boston,MA 02108

Michigan

James K. Haveman, Jr., Director

Community Health Department
Lewis Cass Building, 6th Floor

320 S. Walnut Street

Lansing, MI 48913

Minnesota

Anne M. Barry, Commissioner
Health Department
121 E. Seventh Place, P.O. Box 63975

St. Paul, MN 55164-0975

Mississippi

Ed Thompson, State Health Officer

Health Department
2423 N. State Street, P.O. Box 1700

Jackson,MS 39215-1700

Missouri

Maureen E. Dempsey, Director

Health Department
P.O. Box 570

Jefferson City, MO 65102
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Nebraska

Deb Thomas, Policy Secretary

Health and Human Services System
301 CentennialMall South, P.O. Box 95026

Lincoln, NE 68509

Nevada
Charlotte Crawford, Director

Human Resources Department
505 E. King Street, Room 600
Carson City, NV 89710

New Hampshire

Terry L. Morton, Commissioner
Health and Human Services Department
129 Pleasant Street

Concord, NH 03301

New Jersey

Len Fishman, Commissioner
Health and Senior Services Department
P.O. Box 360

Trenton, NJ 08625-0360

Linda Holmes, Director

Office ofMinorityHealth

New Jersey Department ofHealth and Senior Services

P.O. Box 360

Trenton, NJ 08625

New Mexico

J. Alex Valdez, Secretary

Health Department
11909 Francis Drive, P.O. Box 26110
Santa Fe, NM 87502-6110

New York

Barbara A. DeBuono, Commissioner
Health Department
Mayor Erastus Coming II Tower
Albany, NY 122378-0001

North Carolina

H. David Bruton, Secretary

Health and Human Services Department
Adams Bldg., 1010 Blair Drive

Raleigh, NC 27626-0526

Ohio

Lou Ellen Fairless, Director

Health Department
246 N. High Street, P.O. Box 118

Columbus, OH 43266-0118

Oklahoma
Jerry R. Nida, Commissioner
Health Department
1000 NE 10th Street

Oklahoma City, OK 73117-1299

Oregon
Gary Weeks, Director

Human Resources Department
500 Summer Street, NE
Salem, OR 97310

Pennsylvania

Daniel F. Hof&nan, Secretary

Health Department
Box 90

Harrisburg.PA 17108

Rhode Island

PatriciaA. Nolan, Director

Health Department
Three Capitol Hill

Providence, RI 02908-5097

South Carolina

Douglas E. Bryant, Commissioner

Health & EnvironmentalControl Department
2600 Bull Street

Columbia, SC 29201

South Dakota

DoneenB. Hollingsworth, Secretary

Health Department
600 E. CapitolAvenue
Pierre, SD 57501-2536

Tennessee

Nancy Menke, Commissioner
Health Department
425 Fifth Avenue, North, Third Floor

Nashville,TN 37247

Texas

William R. Archer, Commissioner

Health Department
1 100 W. 49th Street

Austin, TX 78756

Utah

Rod Betit, Executive Director

Health Department
288 N. 1460 West
Salt Lake City, UT 84116-0700
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Vermont
Elizabeth R. Costle, Commissioner

Banking, Insurance, Securities and Health Care

Administration

89 Main Street, Drawer 20
MontpeHer.VT 05620-3101

Virginia

Claude A. Allen, Secretary

Health and Human Resources Secretariat

202 N. Ninth Street, Suite 622

P.O.Box 1475

Richmond,VA 23212

Washington

Mary Selecky, Acting Secretary

Health Department

1112 SE Quince Street, P.O. Box 47890

01ympia,WA 98504-7890

West Virginia

Joan Ohl, Secretary

Health Human Services Department

1900 Kanawha Boulevard, East

State Capitol Complex, Bldg. 3, Room 206

Charleston,WV 25305

Wyoming
Don Rolston, Director

Health Department
117 Hathaway Bldg.

2300 CapitolAvenue
Cheyenne,WY 82002

Guam
Dennis G. Rodriguez, Director

Public Health & Social Services Department

P.O. Box 2816

Agana.GU 96932

Puerto Rico

Carmen FeUciano, Secretary

Health Department

P.O. Box 70184

San Juan, PR 00936-0184

Virgin Islands

Jose Poblete, Commissioner

Health Department
21-22 Kongens Gade
St. Thomas, VI 00802

Wisconsin

Joe Leean, Secretary

Health and Family ServicesDepartment

P.O. Box 7850

Madison, WI 53707-7850
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Interview List

To prepare and complete this report, the following persons were interviewed by the U.S. Commission on Civil Rights.

U.S. DEPARTMENT OF HEALTH AND HUMAN
SERVICES

Patricia Abell, Director

Office ofManagement Assessment
National Institutes of Health

6011 Executive Blvd.

Bethesda, MD 20852

Annis Arthur, Equal Opportunity Specialist

Office for Civil Rights - Region IX
50 United Nations Plaza

San Francisco, CA 94103

Toni Baker, Director

Investigations Division

Office of Program Operations

Office for Civil Rights

200 Independence Avenue, SW
Washington, DC 20201

Henry F. Barbour, III, Acting Division Director,

Investigations

Office for Civil Rights - Region IV
6 Forsyth Street, SW
Atlanta, GA 30323

George Bennett, Equal Opportunity Specialist

Office for Civil Rights - Region VI
1301 Young Street

Dallas, TX 75202

Richard Bragg, Coordinator

Minority Health Projects and Initiatives

Office of Strategic Planning

Health Care Financing Administration

7500 Security Blvd.

Baltimore, MD 21244

Delores Braun, Investigator

Office for Civil Rights - Region X
2201 Sixth Avenue
Seattle, WA 98121

Sandra Brumly, Equal Opportunity Specialist

Office for CivQ Rights- Region VI
1301 Young Street

Dallas, TX 75202

Gary Carpenter, Public Health Analyst

Bvireau of Maternal and Child Health
Office of State and Community Health
Health Resources and Services Admin.
5600 Fishers Lane
Rockville, MD 20857

Michael Carter, Regional Manager
Office for Civil Rights - Region II

Jacob Javits Federal Building

New York City, NY 10278

Peter Chan, Equal Opportunity Specialist

Office for Civil Rights - Region I

JFK Federal Building

Boston, MA 02203

CaroUne Chang, Regional Manager
Office for Civil Rights - Region I

JFK Federal Building

Boston, MA 02203

Marie Chretien, Regional Manager
Office for Civil Rights - Region IV
61 Forsyth Street, SW
Atlanta, GA 30323

Donna Comstock
Office ofManagement Assessment
National Institutes of Health

6011 Executive Blvd.

Bethesda, MD 20852

Ronald Copeland, Director

Office of Program Operations

Office for Civil Rights

200 Independence Avenue, SW
Washington, DC 20201

Paul Gushing, Regional Manager
Office for Civil Rights - Region III

150 S. Independence Mall West
Philadelphia, PA 19101

Marsha Davenport, Women's Health Coordinator

Health Care Financing Administration

7500 Security Blvd.

Baltimore, MD 21244
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Donna Dean, Senior Advisor

Office of the Director

National Institutes of Health

9000 Rockville Pike

Bethesda, MD 20892

Fay Dow, Investigator

Office for Civil Rights - Region X
2201 Sixth Avenue
Seattle. WA 98121

Kathleen Femple, Equal Opportunity Specialist

Office for Civil Rights - Region III

150 S. Independence Mall West
Philadelphia, PA 19101

Jean Flagg-Newton
Office of Research on Minority Health
National Institutes of Health

9000 Rockville Pike

Building 1, Room 260
Bethesda, MD 20892

Roosevelt Freeman, Attorney

Office for Civil Rights - Region IV
61 Forsyth Street, SW
Atlanta, GA 30323

David Garrison m Counselor to the Deputy Secrtary

(Former Acting Director, OCR)
Department of Health and Human Services

200 Independence Avenue, SW
Room 636G
Washington, DC 20201

Roger Geer, Attorney

Office for Civil Rights - Region VI
1301 Young Street

Dallas, TX 75202

Doris Genko, Equal Opportunity Specialist

Office for Civil Rights - Region VIII

1961 Stout Street

Denver, CO 80294

Pam Gentry, Senior Advisor to the Administrator on

Special Initiatives

Health Care Financing Administration

7500 Security Blvd.

Baltimore, MD 21244

Lloyd Gibbons, Director

Voluntary Compliance and Outreach Division

Office for Civil Rights - Region IV
61 Forsyth Street, SW
Atlanta, GA 30323

Velveta Golightly-Howell, Attorney

Office for Civil Rights - Region VIII

1961 Stout Street

Denver, CO 80294

Stewart Graham, Attorney

Office for Civil Rights - Region I

JFK Federal Building

Boston, MA 02203

Omar Guerrero, Deputy Director

Office for Civil Rights

200 Independence Avenue, SW
Washington, DC 20201

John Halverson, Regional Manager
Office for Civil Rights - Region VII

601 East 12th Street

Kansas City, MO 64106

Betty Hambleton, Senior Advisor for Women's Health
Health Resources and Services Admin.
5600 Fishers Lane
Rockville, MD 20857

Marcella Haynes, Director

Office of Policy and Special Projects

Office for Civil Rights

200 Independence Avenue, SW
Washington, DC 20201

Cecilia Heftel, EEO Director

Indian Health Service

5600 Fishers Lane
Rockville, MD 20857

Victor Hidalgo, Equal Opportunity Specialist

Office for Civil Rights - Region II

Jacob Javits Federal Building

New York City, NY 10278

Bud Ho, Equal Opportunity Specialist

Office for Civil Rights - Region IX
50 United Nations Plaza

San Francisco, CA 94103

Patricia Holub, Equal Opportunity Specialist

Office for Civil Rights - Region II

Jacob Javits Federal Building

New York City, NY 10278

Debbie Jackson, Program Analyst

Office of Research on Women's Health

National Institutes of Health

9000 Rockville Pike

Building 1, Room 201

Bethesda, MD 20892
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Diana Jaeger

Office of Extramural Research

National Institutes of Health

9000 Rockville Pike, Bviilding 1, Room 144

Bethesda, MD 20892

Wanda Jones, Director

Office ofWomen's Health

Office of Public Health and Science

200 Independence Avenue, SW
Washington, DC 20201

Peter Kemp, Equal Opportunity Specialist

Office for Civil Rights - Region VII

601 East 12th Street

Kansas City, MO 64106

Ruth Kirschstein, Deputy Director

National Institutes of Health

9000 Rockville Pike, Building 1, Room 126

Bethesda, MD 20892

Vada Kyle-Holmes, Regional Manager
Office for Civil Rights - Region VIII

1961 Stout Street

Denver, CO 80294

Sam Langerman, Complaints Manager
Office of Equal Emplojonent and Opportunity and
Civil Rights

Substance Abuse and Mental Health Administration

5600 Fishers Lane
Rockville, MD 20857

RosameUa T. Lecea, Director

Office ofEqual Emplojnnent and Civil Rights

Food and Drug Administration

5600 Fishers Lane
Rockville, MD 20857

Roderick Locklear, EEO Manager
Office of Equal Opportunity and Civil Rights

Health Care Financing Administration

7500 Security Blvd.

Baltimore, MD 21244

Arnold Loperena, Equal Opportunity Specialist

Office for Civil Rights - Region II

Jacob Javits Federal Biiilding

New York City, NY 10278

Jean Lovato, Equal Opportunity Specialist

Office for Civil Rights - Region VIII

1961 Stout Street

Denver, CO 80294

George Lyon, Associate General Counsel

Office of General Counsel

CivU Rights Division

200 Independence Avenue, SW
Washington, DC 20201

Patricia Mackey, Deputy Associate Deputy Director

Office of Program Operations

Office for Civil Rights

200 Independence Avenue, SW
Washington, DC 20201

Pamela Malester, Deputy Director

Quality Assurance and Internal

Control Division

Office for Civil Rights

200 Independence Avenue, SW
Washington, DC 20201

Steve Melov, Director

Management, Information, and Analysis Division

Office of Management, Planning and Evaluation

200 Independence Avenue, SW
Washington, DC 20201

Ellen Miyasato, Attorney

Office for Civil Rights - Region X
2201 Sixth Avenue
Seattle, WA 98121

Fernando Morales, Attorney

Office for Civil Rights - Region II

Jacob Javits Federal Building

New York City, NY 10278

Pedro Morales, Deputy Director

Office of Equal Opportunity

National Institutes of Health

9000 Rockville Pike, Building 31

Bethesda, MD 20892

Rosa Morales, Deputy Director

Office of Equal Employment Opportunity and Civil

Rights

Food and Drug Administration

5600 Fishers Lane
RockviUe,MD 20857

Johnny Nelson, Deputy Director

Voluntary Compliance and Outreach Division

Office of Program Operations

Office for Civil Rights

200 Independence Avenue, SW
Washington, DC 20201
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Candice Nowicki, Deputy Director of the Executive

Secretariat

Centers for Disease Control and Prevention

1600 Clifton Road, NE
Atlanta, GA 30333

Kathleen O'Brien, Special Assistant

Office for Civil Rights

200 Independence Avenue, SW
Washington, DC 20201

Andrea Oliver, Equal Opportunity Specialist

Office for Civil Rights - Region VIII

1961 Stout Street

Denver, CO 80294

Thomas E. Perez, Director

Office for Civil Rights

200 Independence Avenue, SW, Room 515F
Washington, DC 20201

Vivian Pinn, Director

Office ofResearch on Women's Health

National Institutes of Health

9000 Rockville Pike, Building 1, Room 201

Bethesda.MD 20892-0160

Floyd Plymouth, Investigator

Office for Civil Rights - Region X
2201 Sixth Avenue
Seattle, WA 98121

Ira Pollack, Regional Manager
Office for Civil Rights - Region IX
50 United Nations Plaza

San Francisco, CA 94103

Alexia Redd, EEO Specialist

Office ofEqual Opportunity and Civil Rights

Health Care Financing Administration

7500 Security Blvd.

Baltimore, MD 21244

BUI Rhinehart, Attorney

Office for Civil Rights - Region III

150 S. Independence Mall West
Philadelphia, PA 19101

Jan Ro-Trock, Equal Opportunity Specialist,

Office for Civil Rights - Region VII

601 East 12th Street

Kansas City, MO 64106

Jane Rogers, Equal Opportunity Specialist

Office for Civil Rights - Region III

150 S. Independence Mall West
Philadelphia, PA 19101

Ralph Rouse, Regional Manager
Office for Civil Rights - Region VI
1301 Young Street

Dallas, TX 75202

Joyce Rudick, Director of Programs
Office of Research on Women's Health

National Institutes of Health

9000 Rockville Pike, Building 1

Bethesda, MD 20892-0160

John Ruffin, Director

Office of Research and Minority Health

National Institutes of Health

9000 Rockville Pike, Building 1, Room 260
Bethesda, MD 20892-0160

Maria Sagatelian, Equal Opportunity Specialist

Office for Civil Rights - Region IX
50 United Nations Plaza

San Francisco, CA 94103

David Satcher, Surgeon General

Hubert Humphrey Building, Room 716G
200 Independence Avenue, SW
Washington, DC 20201

James Scanlon, Director

Division ofData Policy

Office of Program Systems
Assistant Secretary for Planning and
Evaluation

200 Independence Avenue, SW
Washington, DC 20201

Laureen Shembry, Equal Opportunity Specialist

Office for Civil Rights - Region III

150 S. Independence MaU West
Philadelphia, PA 19101

Valita Shepperd, Deputy Director

Program Development and Training Division

Office of Program Operations

Office for Civil Rights

200 Independence Avenue, SW
Washington, DC 20201

Gloria Silas-Webster, Investigator

Office for Civil Rights - Region X
2201 Sixth Avenue
Seattle, WA 98121

Jean Simonitsch, Attorney

Office for Civil Rights - Region VII

601 East 12th Street

Kansas City, MO 64106
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Maria Smith, Equal Opportunity Specialist

Office for Civil Rights - Region VII

601 East 12th Street

Kansas City, MO 64106

Nathan Stinson, Director

Office of Minority Health

Office of Public Health and Science

5515 Security Lane
Rockville, MD 20857

Marilyn Stone, Branch Chief

Grants Policy Branch
Grants and Procurement Management
Division

Health Resources and Services Admin.
5600 Fishers Lane
Rockville, MD 20857

Ramon Suris-Fernandez, Director

Office of Equal Opportunity and Civil Rights

Health Care Financing Administration

7500 Security Blvd.

Baltimore, MD 21244

Joe Tilghman, Regional Administrator

Kansas City Region

Health Care Financing Administration

Richard Boiling Federal Building

601 E. 12th Street

Kansas City, MO 64106

John Van Walker, Senior Advisor for Technology to

the Chief Information Officer

Office of Information Services

Health Care Financing Administration

7500 Security Blvd.

Baltimore, MD 21244

Delores Wilson, Equal Opportunity Specialist

Office for Civil Rights - Region VI
1301 Young Street

Dallas, TX 75202

Linda Yuu-Connor, Equal Opportunity Specialist

Office for Civil Rights - Region I

JFK Federal Building

Boston, MA 02203

U.S. DEPARTMENT OF JUSTICE
Merrily Friedlander, Chief

Coordination and Review Section

Civil Rights Division

U.S. Department of Justice

1425 New York Avenue, NW, Sviite 4013
Washington, DC 20035

Ted Nickens, Deputy Chief, Programs
Coordination and Review Section

Civil Rights Division

U.S. Department of Justice

1425 New York Avenue, NW, Suite 4013
Washington, DC 20035

Allen Pajme, Program Officer

Coordination and Review Section

Civil Rights Division

U.S. Department of Justice

1425 New York Avenue, NW
Washington, DC 20035

Andrew Strojney, Deputy Chief, Legal

Coordination and Review Section

Civil Rights Division

1425 New York Avenue, NW
Suite 4103
Washington, DC 20035

PRIVATE ORGANIZATIONS
Gordon Bonnyman, Managing Attorney

Tennessee Justice Center

211 Union Street

916 Stahlman Building

Nashville, TN 37201

Jane Campion, Director of Diversity

Mayo Medical Center

Rochester, MN 55901

John DiNapoli

Health Care Liability Alliance

P.O. Box 19008

Washington, DC 20036

Jocelyn Guyer
Center on Budget and Policy Priorities

820 First Street, NW, Suite 503

Washington, DC 20005

Jane Perkins, StaffAttorney

National Health Law Program
211 Columbia Street

Chapel Hill, NC 27514

Margaret Rhoades, Executive Director

National Coalition on Health Care

555 13th Street, NW
Washington, DC 20004

Sonia Ruiz, Program Coordinator for the Children's

Health Initiative

National Council ofLA RAZA
1111 19th Street, NW, Suite 1000

Washington, DC 20035
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Sally L. Satel, Senior Associate Louis Sullivan, President

Ethics and Public Policy Center Morehouse School of Medicine

1015 15th Street, NW Morehouse College

Washington, DC 20005 720 Westview Drive

Atlanta, GA 30310-1495
TEACHING HOSPITALS, UNIVERSITIES AND
MEDICAL SCHOOLS Kathy Walrod

Marianne L. Engelman Lado, Assistant Professor Office of Personnel, General Admission

School of Public Affairs State University ofNew York
Barruch's College Health Science Center at Syracuse

350 Park Avenue Syracuse, NY
New York, NY 10010

287

AU.S GOVERNMENT PRINTING OFFICE: 1999: 457-639 (10561)








