PUTTING PATIENTS FIRST: INCREASING ORGAN
SUPPLY FOR TRANSPLANTATION

HEARING

BEFORE THE

SUBCOMMITTEE ON
HEALTH AND ENVIRONMENT

OF THE

COMMITTEE ON COMMERCE
HOUSE OF REPRESENTATIVES

ONE HUNDRED SIXTH CONGRESS

FIRST SESSION

APRIL 15, 1999

Serial No. 106-14

Printed for the use of the Committee on Commerce

&R

U.S. GOVERNMENT PRINTING OFFICE
56-603CC WASHINGTON : 1999



COMMITTEE ON COMMERCE

TOM BLILEY, Virginia, Chairman

W.J. “BILLY” TAUZIN, Louisiana
MICHAEL G. OXLEY, Ohio
MICHAEL BILIRAKIS, Florida
JOE BARTON, Texas
FRED UPTON, Michigan
CLIFF STEARNS, Florida
PAUL E. GILLMOR, Ohio
Vice Chairman
JAMES C. GREENWOOD, Pennsylvania
CHRISTOPHER COX, California
NATHAN DEAL, Georgia
STEVE LARGENT, Oklahoma
RICHARD BURR, North Carolina
BRIAN P. BILBRAY, California
ED WHITFIELD, Kentucky
GREG GANSKE, lowa
CHARLIE NORWOOD, Georgia
TOM A. COBURN, Oklahoma
RICK LAZIO, New York
BARBARA CUBIN, Wyoming
JAMES E. ROGAN, California
JOHN SHIMKUS, Illinois
HEATHER WILSON, New Mexico
JOHN B. SHADEGG, Arizona
CHARLES W. “"CHIP” PICKERING,
Mississippi
VITO FOSSELLA, New York
ROY BLUNT, Missouri
ED BRYANT, Tennessee
ROBERT L. EHRLICH, Jr., Maryland

JOHN D. DINGELL, Michigan
HENRY A. WAXMAN, California
EDWARD J. MARKEY, Massachusetts
RALPH M. HALL, Texas

RICK BOUCHER, Virginia
EDOLPHUS TOWNS, New York
FRANK PALLONE, Jr., New Jersey
SHERROD BROWN, Ohio

BART GORDON, Tennessee
PETER DEUTSCH, Florida
BOBBY L. RUSH, Illinois

ANNA G. ESHOO, California

RON KLINK, Pennsylvania

BART STUPAK, Michigan

ELIOT L. ENGEL, New York
THOMAS C. SAWYER, Ohio
ALBERT R. WYNN, Maryland
GENE GREEN, Texas

KAREN McCARTHY, Missouri
TED STRICKLAND, Ohio

DIANA DEGETTE, Colorado
THOMAS M. BARRETT, Wisconsin
BILL LUTHER, Minnesota

LOIS CAPPS, California

JAMES E. DERDERIAN, Chief of Staff
JAMEs D. BARNETTE, General Counsel
ReID P.F. STuNnTZ, Minority Staff Director and Chief Counsel

SUBCOMMITTEE ON HEALTH AND ENVIRONMENT

MICHAEL BILIRAKIS, Florida, Chairman

FRED UPTON, Michigan
CLIFF STEARNS, Florida
JAMES C. GREENWOOD, Pennsylvania
NATHAN DEAL, Georgia
RICHARD BURR, North Carolina
BRIAN P. BILBRAY, California
ED WHITFIELD, Kentucky
GREG GANSKE, lowa
CHARLIE NORWOOD, Georgia
TOM A. COBURN, Oklahoma
Vice Chairman
RICK LAZIO, New York
BARBARA CUBIN, Wyoming
JOHN B. SHADEGG, Arizona
CHARLES W. “CHIP” PICKERING,
Mississippi
ED BRYANT, Tennessee
TOM BLILEY, Virginia,
(Ex Officio)

SHERROD BROWN, Ohio

HENRY A. WAXMAN, California

FRANK PALLONE, Jr., New Jersey

PETER DEUTSCH, Florida

BART STUPAK, Michigan

GENE GREEN, Texas

TED STRICKLAND, Ohio

DIANA DEGETTE, Colorado

THOMAS M. BARRETT, Wisconsin

LOIS CAPPS, California

RALPH M. HALL, Texas

EDOLPHUS TOWNS, New York

ANNA G. ESHOO, California

JOHN D. DINGELL, Michigan,
(Ex Officio)

(m



CONTENTS

Testimony of:
Brand, Joseph L., Chairman, Office of Scientific and Public Policy, Na-
tional Kidney Foundation ............ccoceeooiiiiiiiicniiiiiiciccceeeee 45

Burton, Jamar, Organ Transplant Recipient, State of Tennessee . 10
Campbell, John R., Executive Director, Lifelink Foundation ......... 13
Guillemin, Cynthia, Organ Transplant Recipient, State of Florida 10
Higgins, Robert S.D., Director, Thoracic Organ Transplantation, Henry

FOrd HOSPITAL ..o 35
Johnston, Abbey Lynn, Organ Transplant Recipient, State of Ohio ............ 11
Marcos, Amadeo, Assistant Professor of Surgery, Medical College of Vir-

[0 L = T PO OO U PP PPRTROPPRIN 21
Metzger, Robert A., Medical Director, Transplant Physician, TransLife

at Florida HOSPItal ........cooviiieeiiiie e 29
Miller, Joshua, President, American Society of Transplant Surgeons, De-

partment of Surgery, University of Miami School of Medicine ................. 41
Nathan, Howard M., President, Coalition on Donation, Delaware Valley

Transplant Program 17
Neylan, John F., American Society of Transplantatio 25

Thio, Kara Grace Organ Transplant Recipient, State of North Carolina . 11
Material submitted for the record by:
Brand, Joseph L., Chairman, Office of Scientific and Public Policy, Na-
tional Kidney Foundation, letter dated May 5, 1999, enclosing response

fOr the reCord ..o 67
Campbell, John R., Executive Director, Lifelink Foundation, letter dated

May 4, 1999, enclosing response for the record .........cccccevevveiviiee e, 64
Higgins, Robert S.D., Director, Thoracic Organ Transplantation, Henry

Ford Hospital, response for the record ............ccoevieiiiiniiniicniccieenc 70
Hoffmann-La Roche, prepared statement of .........ccccocoeeviiiieiiicie e 59
Marcos, Amadeo, Assistant Professor of Surgery, Medical College of Vir-

ginia, letter dated April 27, 1999, enclosing response for the record ....... 77

Metzger, Robert A., Medical Director, Transplant Physician, TransLife
at Florida Hospital, letter dated May 5, 1999, enclosing response for
ThE FECOIT ..ottt 61
Miller, Joshua, President, American Society of Transplant Surgeons, De-
partment of Surgery, University of Miami School of Medicine, letter
dated May 5, 1999, enclosing response for the record ...........ccccccocvevnennnn. 73
Nathan, Howard M., President, Coalition on Donation, Delaware Valley
Transplant Program, letter dated May 18, 1999, enclosing response

L0 g € [T =To{o ] o ET TR UR PP 83
Neylan, John F., American Society of Transplantation, letter dated April
30, 1999, enclosing response for the record ..........cccocceviiiieiiiiiinieeeneeee 79
(m)



PUTTING PATIENTS FIRST: INCREASING
ORGAN SUPPLY FOR TRANSPLANTATION

THURSDAY, APRIL 15, 1999

HoOuUSE oF REPRESENTATIVES,
CoMMITTEE ON COMMERCE,
SUBCOMMITTEE ON HEALTH AND ENVIRONMENT,
Washington, DC.

The subcommittee met, pursuant to notice, at 10:07 a.m., in room
2123, Rayburn House Office Building, Hon. Michael Bilirakis
(chairman) presiding.

Members present: Representatives Bilirakis, Upton, Greenwood,
Burr, Bilbray, Whitfield, Ganske, Coburn, Cubin, Bryant, Brown,
Waxman, Pallone, Green, DeGette, and Barrett.

Staff present: Marc Wheat, majority counsel; Patrick Morrisey,
majority counsel; Penn Crawford, clerk; and John Ford, minority
counsel.

Mr. BILIRAKIS. The hearing will come to order. I am sure we all
admire the patience of the children, particularly, but I do not think
we ought to make them wait any longer.

I am pleased to convene this hearing on increasing the supply of
organs available for transplantation. The subcommittee’s review of
these issues is timely because, as we know, next week is National
Organ and Tissue Donor Awareness Week.

Last year, this subcommittee held a joint hearing with the Sen-
ate Labor Committee to review our Nation's system for organ allo-
cation, and more specifically, the changes proposed by the Depart-
ment of Health and Human Services. Despite strong differences of
opinion, all of the witnesses recognize the severe shortage of organs
for transplantation. The question before us now, as then, is what
the Federal Government can and should do to improve this situa-
tion.

This year, 20,000 people will receive organ transplants, but
40,000 will not. In the last decade alone, the waiting list for trans-
plants grew by over 300 percent. Much of this increase is due to
improvements in medical treatments for transplant patients. How-
ever, the gap between organ supply and demand remains enor-
mous.

As we consider these issues, we should remember that many suc-
cessful programs to encourage organ donation have been developed
at the State level. In my home State of Florida, the organ procure-
ment program operated by LifeLink has increased donations by 46
percent in the past 3 years alone. Today, John Campbell will de-
scribe the innovative strategies LifeLink has employed to increase
organ supplies in Florida and Georgia.
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This is literally a matter of life and death for tens of thousands
of Americans each year. Given the enormity of these issues, we
have an obligation to work together to address these concerns on
a bipartisan basis. However, the solution to this problem, I am sure
we all agree, is not entirely legislative.

By working to increase public awareness about the need for
organ donations, we can all save lives. My wife and | were proud
to sign the First Family Pledge, which encourages families to talk
about the importance of organ and tissue donation, and are hopeful
that most of the Congress, if not all of it, will follow suit. Many al-
ready have, obviously.

Our first witnesses today are young people who participated in
the First Family Pledge Congress, which was held yesterday. Their
lives were saved by an organ transplant and they will provide a
firsthand perspective on these issues. Their stories should motivate
us to redouble our efforts to increase organ donations.

Our second panel of experts will focus on methods being used to
increase organ donation and expand organ supply. They will also
discuss the reasons why demand greatly exceeds supply in certain
areas of the country.

I again want to welcome all of our witnesses and especially our
young heroes. | appreciate their time and effort in joining us, and
I look forward to hearing their testimony. | will allow the panel to
make their opening statements at this time, but I would hope that
they could be curtailed in the interest of not extending the patience
of the young people on the first panel.

Mr. Brown is recognized for an opening statement.

Mr. BRowN. Thank you, Mr. Chairman. | welcome all of our wit-
nesses. Thank you for coming today and being with us.

I would like to take this opportunity to commend my colleague,
Mr. Stark, for introducing the Gift of Life Congressional Medal Act,
legislation that recognizes the compassion, humanitarianism, and
courage of organ donor families. | am proud to be a cosponsor of
this bill.

I am particularly pleased, Mr. Chairman, to welcome our first
panel. | understand that Abbey, and it says in front of her name
Ms. Johnston, is from Napoleon, Ohio. I live in Lorain, not very far
from you, about 100 miles away from you. Welcome to you and to
your three friends on the panel. Thank you for coming.

The four of you coming to talk to us today is a better advertise-
ment for organ donation than any billboard or television commer-
cial or long-winded speech that could ever be. Meeting you and
hearing your stories makes the need for increased organ donation
more real for all of us.

I looked at my own district to get a better sense of the donation
shortfall. At any given time last year, more than 1,100 people in
Northeast Ohio were waiting for a transplant. Over the same pe-
riod, there were only 86 organ donors and 231 tissue donors. That
is a tremendous gap. Fortunately, there are actions we can take to
reduce this critical shortfall.

The U.S. population is increasing but the number of organ do-
nors, unfortunately, is not. As a matter of fact, there has not been
a significant increase in the number of organ donors since 1986. At
the same time, the number of patients waiting for donated organs
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has grown dramatically, driven in part by medical advances and
changes in the Nation’'s demographics.

Research shows we can improve this situation by focusing on two
key areas, becoming more diligent in identifying and referring po-
tential organ donors and learning better ways to help families ne-
gotiate the difficult emotions around organ donation. Experts be-
lieve more than a quarter of medically suitable organ donors go un-
recognized. Based on this figure, each year, we forsake thousands—
thousands—of critical opportunities to help patients.

But this is not the most common reason that medically suitable
organs are not recovered. Family refusal to provide consent for do-
nation is. These families face an untenable decision at a crisis point
in their lives. But researchers believe we can encourage more fami-
lies to consider organ donation by adopting outreach and support
models that have met with particular success. According to these
researchers, there are fertile opportunities to identify and apply
best practices to organ donation, and by doing so we can increase
organ donation rates. It will not be easy, but together, we can do
it.

Organ donation is such an amazing act of giving, one that deliv-
ers hope, health, and time to thousands of patients each year. |
look forward to learning more about this issue from our four panel-
ists. Thank you for joining us again.

Mr. BiLIrAKIs. | thank the gentleman.

Mr. Bryant, for an opening statement.

Mr. BRYANT. Thank you, Mr. Chairman. 1 am happy to be here
today to learn more about organ donation and transplantation.
With all the recent discussions in the medical and health policy
communities about how best to allocate the number of donated or-
gans, | am glad that we are choosing to focus today’s hearing on
the root problem, the shortage of organs available for transplant.
Finding ways to increase organ supply is really the best, most di-
rect way to help thousands of patients currently waiting for a
transplant and those who will need organs in the future.

I would like to take this opportunity to welcome this most distin-
guished panel of witnesses. | appreciate each of you taking your
time to be here today. | want to particularly welcome Mr. Burton,
who is a good volunteer from the State of Tennessee. He lives just
outside my district, up around Nashville, but I thank him for being
here and | know that you will help us better understand the nature
of the problem and how we in Congress can assist you in your ef-
forts.

As a result of you being here and testifying today, all of you, I
am going to look at supporting the pledge you have asked us to
support regarding organ donations and discussing those, and | will
make that commitment to you today, especially for my good volun-
teer, Mr. Burton.

Thank you, Mr. Chairman and Mr. Brown, for holding these
hearings and | yield back.

Mr. BiLIRAKIS. Thank you, sir.

Mr. Pallone, for an opening statement.

Mr. PaLLoNE. Thank you, Mr. Chairman. Let me say that | do
think this is a very important hearing and | want to thank you and
Mr. Brown for holding it this morning.



4

Increasing the supply of organs for transplantation is a critical
public policy issue in this Nation and an acute problem in my own
State of New Jersey and | am grateful for the opportunity to hear
from today’'s witnesses, particularly the first panel here. They look
about the age of some of my children.

I want to articulate some of the concerns | have with the impact
the current system is having on the ability of organ procurement
organizations to focus all of their energies on their mission. New
Jersey has one of the finest organ procurement systems in the
country and New Jersey’s largest organ procurement organization,
the New Jersey Organ and Tissue Sharing Network, does an excel-
lent job in organ donation education and in meeting the needs of
New Jersey’s transplant centers.

One particularly noteworthy aspect of the New Jersey Organ and
Tissue Sharing Network’s efforts is its work in assisting minority
and indigent care communities. New Jersey’s network has been rec-
ognized nationally for its work in these areas.

My State was also one of the first to pass routine referral legisla-
tion and help set the standard that the Federal Government even-
tually followed, and | am very pleased to note that since the enact-
ment of that legislation, New Jersey has seen a 20 percent increase
in donation. Despite this increase, however, there are still flaws in
the system that are obstructing the effort to increase organ dona-
tion. Like every OPO in the Nation, New Jersey’s sharing network
must meet HCFA recertification standards every 2 years or face
termination.

Mr. Chairman, | wanted to say | am extremely concerned about
the unpredictability of the recertification process and the impact it
has on the ability of OPOs to focus their energy on increasing
organ donations. OPOs must conform to performance thresholds
that may have no direct correlation to the OPO service population
characteristics and, therefore, no real connection to the actual per-
formance of the OPO.

The recertification process, moreover, allows no time for OPOs to
respond to HCFA's findings. Sometimes they are notified only a
month or 2 before the recertification deadline, by which time it is
too late to address identified problems. HCFA's regulations allow
no corrective action plan for the OPOs to improve donation serv-
ices. In other words, either you meet the arbitrary requirements or
you fail. There is no second chance.

Organ procurement organizations are on the front lines of public
education efforts and the existence of a performance review process
that removes established organizations without due process, or at
least an attempt to deal with local demographic realities, is of
great concern to me. Organ procurement organizations cannot con-
centrate fully on programs to increase the supply of organs when
they are burdened by the mandate to meet unpredictable national
average performance standards over a 2-year period, and such a
short cycle simply does not help OPOs implement the best practices
to increase the organ supply.

This system is clearly not good for areas with diverse populations
and areas with high cancer, HIV, and HVC rates that adversely
impact the supply of organs, and accordingly, 1 would like to see
HCFA suspend the certification process so new and better data
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from hospital death records and other sources can be studied.
Study of new information will allow for a certification process that
better reflects actual organ donation potential to be implemented.

My State and other areas with diverse populations and high
incidences of disease cannot tolerate the biannual threats to their
existence. The system obstructs the access my constituents have to
organ donation and transplantation services and this flaw must be
addressed, and I am hopeful that today’'s hearing will move us clos-
er to this goal. Thank you again.

Mr. BiLIrAKIS. | thank the gentleman.

Mr. Greenwood, for an opening statement.

Mr. GREENwoOD. Thank you, Mr. Chairman, and thank you for
holding this hearing. | think our patients are well named because
they are very patient while these Congressmen drone on here.

Over the last 10 years, the number of transplants performed in
the country increased by about 56 percent while the number of pa-
tients on the waiting list grew by about 316 percent. Some people
estimate that less than one-third of the potential donors in America
actually contribute. But according to some researchers, it may be
possible to increase by 80 percent the number of organ donations
in the United States through incentive programs and public edu-
cation.

In my State of Pennsylvania, we have passed what we call rou-
tine notification requirements, that all deaths or imminent deaths
be reported to the local OPO. After we did that, within 3 years of
doing that, organ donations were up 43 percent in Pennsylvania.

In addition, Pennsylvania offers a $300 contribution toward fu-
neral expenses to families of organ donors as part of a 3-year pilot
program. The money is given directly to the funeral home. Because
the program does not give money directly to the donor, it is not
considered a direct financial incentive, which is banned under Fed-
eral law. The whole question of financial incentives as a method-
ology of increasing organ donor supply is controversial and raises
a variety of ethical questions.

In the audience is a friend of mine and a constituent. His name
is Gene Epstein. He has been promoting an idea in which the Fed-
eral Government would issue a $10,000 life insurance policy with
benefits payable upon donation and transplantation of the
deceased’s organs. Mr. Epstein has been working with Dr. Alan
Bozeman, a liver transplant recipient, to develop public support for
this idea. Dr. Bozeman and Mr. Epstein estimate that if all poten-
tial organs were transplanted successfully, the only remaining pa-
tients waiting for an organ would be new listees.

This is an intriguing idea. We would have to look at how it would
be financed, and | welcome his insights and ask my colleagues to
examine his ideas. | also ask unanimous consent that his proposal,
entitled “Project Donor,” be inserted into the record.

Mr. BiLIRAKIS. Without objection.

[The Proposal appears at pg. 87.]

Mr. GREENwoOOD. Mr. Epstein has also brought with him a check
for $100,000 payable to the United States Treasury in a gesture to
kick-start such a program if the U.S. Congress thought we ought
to put it into law. | look forward to today’s discussion. Thank you,
Mr. Chairman.
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Mr. BiLIRAKIS. That is some kind of motivation for it.

I might add that in the many discussions that we have had re-
garding the proper method of organ allocation, Mr. Greenwood con-
stantly reminded us that as important as that was, organ supply
or having proper organ supply was just as significant. So this hear-
ing is really somewhat of a testimonial, if you will, to Mr. Green-
wood, | would say, more than anything else.

Mr. Barrett, for an opening statement.

Mr. BARRETT. Thank you, Mr. Chairman. Good morning, girls
and boys. It is a pleasure to have you here. As adults, we will
spend a lot of time talking about how organs should be distributed
and what we can do to increase the supply, but in case we are
going to have to give you a recess before we actually get to hear
your testimony, | just want to thank you for being here and | very
much look forward to hearing what you have to say. Thank you,
Mr. Chairman.

Mr. BiLIRAKIS. Thank you so much.

Mr. Whitfield, for an opening statement.

Mr. WHITFIELD. Mr. Chairman, thank you very much. Like the
others on this panel, it is seldom that we have such a distinguished
group of young witnesses and | know all of us are looking forward
to hearing their testimony because they have the firsthand experi-
ence of what transplants are really all about, so | look forward to
their testimony and thank you for holding this hearing.

Mr. BiLIrakIS. Thank you. | appreciate that. These young people
have been sitting here for quite some time. They are very, very pa-
tient, much more so than any of us could be, and so I have asked
for brevity in the opening statements.

Mr. Waxman? | do not necessarily intend that to reflect on you.

Mr. WaxmMAN. No, | understand. | thank you very much, Mr.
Chairman, and | thank the young people for their patience. This
is an important hearing and 1 am glad you have called it. 1 am
really pleased that we have these witnesses here today to talk to
us.

It is obvious that unless people have organs for transplantation,
some people are unfortunately going to die, which means that we
have got to have more organs. | am pleased that the Clinton ad-
ministration has started a new initiative to get people to be aware
of these facts so if an occasion arises, they will either donate their
own organs or respond to the call from members of their family, if
they suffer a sudden death.

But there is another point. I have been excited at the possibility
of stem cell research at UCLA and other places where there is talk
that they can develop organs that can be used for transplantation.
I would just want to emphasize that we should not do anything to
stop this kind of research. We should not let politics get in the way
of this research because it holds an enormous amount of promise
for the future.

Mr. Chairman, | thank you for this chance to say a few words
and to welcome our witnesses today and | want to tell you how
much | think it is important that we are holding this hearing and
I thank you for it.

Mr. BiLIRAKIS. Thank you, sir.

Dr. Ganske, for an opening statement.
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Mr. GANske. Thanks, Mr. Chairman. | will be brief. | was just
thinking that back in 1976, 1977, 1978, | worked with a lot of chil-
dren who had biliary atresia and would have benefited from trans-
plantation surgery. As | am looking at our first panel here, | was
just thinking about the advances that have been made in trans-
plant surgery and we should try to do everything we can to make
those benefits available to as many people as possible, and | yield
back.

Mr. BiLIrRAKIS. Thank you, Doctor.

Mr. Green?

Mr. GReeN. Thank you, Mr. Chairman. | will put my full state-
ment in the record, but | want to, like my colleagues, thank Jamar,
Abbey Lynn, Cynthia, and Kara Grace and say that | was at the
press conference yesterday over on the Senate side and saw some
constituents there and | am proud to have made the pledge.

The problem, like my colleague from Pennsylvania said, we have
66,000 people on waiting lists and 20,000 transplants available, so
we have to do better to develop the transplants. Coming from
Texas, we have a State program that has implemented a number
of things to try and increase, and it has worked, and | encourage
us to look at that, Mr. Chairman.

[The prepared statement of Hon. Gene Green follows:]

PREPARED STATEMENT OF HON. GENE GREEN, A REPRESENTATIVE IN CONGRESS FROM
THE STATE OF TEXAS

Last year the administration made a good faith effort to reduce waiting times for
patients who need an organ transplant. Unfortunately, what their plan did not rec-
ognize is that merely re-allocating organs under today’s levels of supply and demand
would save few lives.

The reality is, when you have 66,000 people on waiting lists and only approxi-
mately 20,000 transplants, our federal resources would be better spent supporting
pr?_g(ams to increase donation rather than to force changes to existing allocation
policies.

If we are serious about making a difference, we have to be serious about increas-
ing the number of organ donors.

In most cases, finding the solution to a problem is the hardest part. But in this
instance, we know what we need to do, we just don't know the best way to do it.

Fortunately, many states around the country, including my home state of Texas,
are starting to figure it out.

For example, within the past few years, Texas has implemented a series of pro-
grams to help increase organ donation. These include: 1) Increasing community par-
ticipation in increasing donor awareness; 2) increasing family consent for donation;
and 3) increasing hospital referrals of potential organ donors to the OPO.

While these programs may seem obvious, they resulted in a 12% increase in Texas
organ donation last year alone.

Other states have similar programs and have also had excellent results. Now we
must join the states and the administration in support of existing programs and do
everything possible to encourage other states to initiate new programs.

I look forward to hearing from our witnesses to learn more about what other
states are doing, so we can see what is working.

Thank you Mr. Chairman.

Mr. BiLIRAKIS. | thank the gentleman.

Dr. Coburn, do you have an opening statement?

Mr. CoBURN. Thank you, Mr. Chairman. | am extremely inter-
ested in this issue. | have had three of my own pediatric patients
transplanted in Oklahoma and three transplanted outside of Okla-
homa. | understand the organ availability issue. Oklahoma has
worked hard to improve that and increase it, and we have. | think
our goal ought to be to find out what we can find during these
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hearings and then we ought to make sure that we implement any
policy that will increase the available number of organs, regardless
of where they are transplanted, and | just want to thank
everybody’s effort in bringing this issue to the forefront and you for
having this hearing. | yield back.

Mr. BiLIrRAKIS. Thank you, sir.

Ms. DeGette?

Ms. DEGETTE. Thank you, Mr. Chairman. I, too, would like to
thank these guys for coming today. It is nice to see all of you here
to testify and to tell us about organ transplants.

Just to add a slightly different perspective, I spent some time
during the recess up at the Joslin Diabetes Center at Harvard Uni-
versity learning about efforts to improve patient tolerance of trans-
planted organs. In addition to the many, many people who are on
waiting lists right now for organ donations, as Congressman Wax-
man said, there is enormous potential in years to come for islet cell
transplantation.

We have 16 million people in the United States right now who
have diabetes. Many of those people, if we could perfect organ
transplantation, and tolerance to these transplants, would benefit
from pancreatic transplantation and also islet cell transplantation.
It could literally cure their diabetes. But in order to do that, we
have to improve our transplantation program in this country be-
cause we do not even have enough pancreases or other organs for
people who are currently on waiting lists.

So | appreciate you holding this hearing, Mr. Chairman, and |
yield back the balance of my time.

Mr. BiLIRAKIS. Thank you.

Mr. Upton?

Mr. UpToN. Thank you, Mr. Chairman. If there is not a better
reason to reauthorize this law, it is the four wonderful kids that
are sitting at that table. I have signed the donor pledge. I look for-
ward to working with you to get the job done, and we appreciate
the patience of our witnesses. And with that, | will cut short my
statement. Thank you.

Mr. BiLIrRAKIS. | thank the gentleman.

[Additional statements submitted for the record follow:]

PREPARED STATEMENT OF HON. BARBARA CUBIN, A REPRESENTATIVE IN CONGRESS
FROM THE STATE OF WYOMING

Thank you, Mr. Chairman, for holding this important hearing on how to best in-
crease the organ supply for those patients in need of transplantation.

Almost one year ago I, along with other Members of Congress who represent the
Northwestern part of the U.S., wrote a strongly worded letter to Secretary of Health
Shalala asking that she reconsider the controversial proposed rule on a new organ
allocation policy.

In part, the letter pointed out that the “sickest-patient-first” standard, applied on
a national basis, would result in more deaths and fewer successful transplants.

In our mostly rural states, where most of the population is spread over large
areas and many people live in rural communities, the number of transplants would
drop, decreasing access to care if the “sickest-patient-first” standard were applied.

A national list would give transplant programs in high-population-density areas
access to more organs. Regions with smaller populations would have fewer. The
Northwestern region’s success in supplying quality, cost-effective transplants to all
regions of the country could be reversed under this standard.

We pointed out that the Organ Procurement and Transplantation Network
(OPTN), a consensus based organization of transplant professionals, transplant re-
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cipients, organ donors and family members, rejected the “sickest-first” standard be-
cause it would not work to ensure the greatest benefit from available organs.

Although | disagreed with much of Secretary’'s work in this regard, | was very
pleased to see that the Department of Health and Human Services has made it a
priority for hospitals that participate in the Medicaid and Medicare Programs to im-
plement “routine notification” policies as they relate to organ donations,
transplantations, and allocations.

It really is an important step in allowing for better communications among the
providers, hospitals and organ procurement organizations (OPOSs).

There are many factors that affect the donation of organs, many of which the fed-
eral government would have no control over. However, if there is a role that the
federal government can play to ensure that those who need an organ transplant re-
ceive one in a speedy and dependable manner we need to do that immediately.

I look forward to hearing from the witnesses today to see what their suggestions
are in this regard.

Thank you, Mr. Chairman. | yield back the balance of my time.

PREPARED STATEMENT OF HON. Tom BLILEY, CHAIRMAN, COMMITTEE ON COMMERCE

Thank you, Chairman Bilirakis for holding this hearing today on a topic that is
literally vital: finding lifesaving solutions to the problem of a short supply of organs
available for transplants for Americans in need.

Our first panel of witnesses are all experts in the field of pediatric transplan-
tation. Each of these experts is between the ages of seven and ten years old, and
each of them has had at least one organ transplant. Their young and precious lives
illustrate why we should do our very best to increase the supply of organs for trans-
plant. Their testimony this morning should remind us in the months ahead, as we
consider the reauthorization of the National Organ Transplant Act, that the closure
of regional transplant centers cannot occur.

Our second panel of witnesses, or what we will refer to today as the “grown-ups’
table,” represents those who have dedicated their lives and imaginations to saving
the lives of thousands of people each year. It is this panel, in regional transplant
centers and organ procurement organizations where innovation and enterprise of
the highest order is being carried out.

We will learn of breakthrough treatments from Dr. Marcos at the Medical College
of Virginia, where living donors actually donate part of their livers to help someone
in need, most often a child. The Medical College of Virginia has had great success
in this area, employing exciting procedures where the liver tissue regenerates in
both donor and recipient. This procedure promises to free up more donated livers
for others, thus easing the pressure on those facing long and life-endangering ill-
nesses. The Medical College of Virginia has performed 25 living donations since the
beginning of 1998, and performs more adult-to-adult procedures than any center in
the country. Every week, MCV performs about four adult-to-child living donor trans-
plants a week, helping guarantee more birthday parties and summer-time ice cream
socials for these children and their families.

Other witnesses we will hear from today will describe ideas put into action by
centers which are increasing donation rates and extending supplies throughout the
Nation. I ask my colleagues to work with me through the authorization process to
encourage the Organ Procurement and Transplantation Network that is increasing
the supply of organs, rather than pursue an experimental redistribution program
that would result in the closure of regional transplant centers.

Thank you, again, Chairman Bilirakis for calling this hearing, and I look forward
to the testimony of our witnesses.

Mr. BiLIrRAKIS. Our first panel is, of course, the very significant
panel of true heroes. Ms. Emily Joan Mahon from the State of Wis-
consin was to be a part of the panel, but I understood she took ill
this morning and is not able to appear. But we do have Mr. Jamar
Burton from the State of Tennessee, Ms. Cynthia Guillemin from
my State of Florida, Ms. Kara Grace Thio from the State of North
Carolina, and Ms. Abbey Lynn Johnston from the State of Ohio.

Kids, I know you all have a written opening statement that is
a part of the record. You are welcome to read that or just speak
on your own. Just tell us basically about your experience, whatever



10

you think is going to be very helpful to us as we confront this prob-
lem.
Jamar, why do we not start off with you.

STATEMENTS OF JAMAR BURTON, ORGAN TRANSPLANT RE-
CIPIENT, STATE OF TENNESSEE; CYNTHIA GUILLEMIN,
ORGAN TRANSPLANT RECIPIENT, STATE OF FLORIDA; KARA
GRACE THIO, ORGAN TRANSPLANT RECIPIENT, STATE OF
NORTH CAROLINA; AND ABBEY LYNN JOHNSTON, ORGAN
TRANSPLANT RECIPIENT, STATE OF OHIO

Mr. BurToN. | am Jamar Burton from Antioch, Tennessee. | am
10 years old and | am a kidney transplant recipient. |1 would like
to thank the members of this committee for giving me the oppor-
tunity to speak about the importance of organ donation.

I have two donors to thank for the miracle that lets me sit here
today. The first is my mother, who donated one of her Kidneys to
me when | was a baby. Unfortunately, a bad case of chicken pox
when | was just starting school damaged that kidney, so | needed
a second transplant. I was blessed. | got a second kidney in 1995,
and now | am doing fine.

But many people are not so blessed. Today, more than 700 people
from my State, Tennessee, are waiting for organs. All of them and
all of their families are hoping an organ will be available in time,
but some of them will be disappointed.

These people do not make the decision to get a transplant by
themselves. 1 know from my own experience, they make the deci-
sion with their families. It is a matter that affects the entire fam-
ily. So why should people make the decision to be an organ donor
by themselves? People should discuss organ donation with their
family, too.

That is why | think the First Family Pledge idea, getting fami-
lies to all agree to be organ donors, is the best hope for the thou-
sands of people waiting. I would like to thank all of the Members
of Congress, particularly Senator Frist and Congressmen Tanner
and Ford, for supporting the First Family Pledge. Thank you.

Mr. BiLIrRAKIS. Thank you so much, Jamar.

Cynthia, you are up.

STATEMENT OF CYNTHIA GUILLEMIN

Ms. GuILLEMIN. | am Cynthia Guillemin from Miami, Florida.
My doctor calls me Madeline, like in the story book, because I lived
in France when | was really little. | am 7 years old and my mommy
gave me her kidney when | was 6. | would like to thank all you
important people for letting me speak to you today.

Just 1 year ago, | was on a kidney machine for a long, long time
because my kidneys did not work. My mommy was really nice,
kind, to give me one of hers. Many kids like me cannot get this
present because their mommies and daddies cannot give it to them.
I was very lucky. Many people need to get this gift of life from
other families.

Today, more than 1,000 mommies and daddies in Florida who
cannot give such presents are waiting for their kids to maybe get
them from other families. I say families because when a kid like
me, or a mommy or a daddy or a brother or a sister, needs a trans-
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plant, they do not wait by themselves. Their whole family hopes
and prays for them.

When this present is given, the whole family is happy. The mir-
acle is a family miracle, so we should thank the families who made
it happen. If families talk about both parts of this miracle, the giv-
ing and receiving of transplants, then everybody will know it is the
right thing to do.

That is why | thank you for the First Family Pledge. | would like
to thank everybody here, especially Mr. Bilirakis, for signing the
First Family Pledge. Thank you. And thank you also to my favorite
Dr. Miller who operated me.

Mr. BiLIRAKIS. She did considerably better with my name than
I did with hers, did she not? Thank you, Cynthia.

Kara Grace?

STATEMENT OF KARA GRACE THIO

Ms. THio. | am Kara Grace Thio from Cary, North Carolina. |
am 7 years old. I am a liver transplant recipient. | would like to
thank this committee for letting me speak today.

I received the gift of life when | was 8 months old. Since then,
my mother and | are doing all we can to encourage organ and tis-
sue donation.

More than 2,000 people from North Carolina are waiting for an
organ to be available. Some will be lucky and get a new chance,
like me. Some will be disappointed. | think all of them should have
the chance for a transplant.

Yesterday, 200 children like me came to Washington to show
Congress how transplants changed our lives. Lots of family mem-
bers came, too, because transplants change the lives of entire fami-
lies.

Families should discuss the miracle of transplants. If a member
of my family needed a transplant, we all would hope they would
get an organ. So should not families all also agree to be organ do-
nors?

It is also important for family members to know about each oth-
er's desires to be organ donors because it is the family members
who are the ones who make sure that their loved one’s wish to be
an organ donor gets fulfilled.

That is why we support the First Family Pledge idea. | would
like to thank the Members of Congress, particularly Congressman
Burr, who is on the Commerce Committee, Senators Helms and Ed-
wards, and Congress members Myrick, Clayton, Watt, Pomeroy,
Price, and Jones for supporting the First Family Pledge. Thank
you.

Mr. BiLIRAKIS. Last, but far from least, Abbey Lynn.

STATEMENT OF ABBEY LYNN JOHNSTON

Ms. JoHNSTON. | am Abbey Lynn Johnston from Napoleon, Ohio.
I am 10 years old and | am a liver transplant recipient. | would
like to thank the members of this committee for giving me the op-
portunity to speak today about the importance of increasing the
availability of organs for transplantation.

It sometimes is hard for me to realize today how sick | was when
I was a baby, not even 2 years old, and in desperate need of a new
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liver. I am sure my family has very clear memories of their worries
and their hopes and their prayers.

Fortunately, the gift of life was available for me, but more than
1,000 residents of Ohio are waiting right now for a transplant, not
knowing whether the gift of life is going to be available for them.
Can you imagine how the families of all these people must feel?

We have great medical centers in Ohio. In Cincinnati, where |
got my transplant, at Ohio State in Columbus, in Cleveland, trans-
plant surgeons at these Ohio centers perform this miracle oper-
ation every day. The doctors are available. The organs are not.

If every Ohio family talked about the miracle of transplantation,
they all obviously would hope an organ would be available if one
of them needed it. Well, the Golden Rule says it is better to give
than to receive. The two parts, giving and receiving, are linked.
Every family might be in a position some day where it would be
hoping to receive. Every family ought to be willing to give.

I think the First Family Pledge idea, getting families to all talk
about the miracle of transplantation and to all agree as a family
to be organ donors, is the best hope for the thousands of people
waiting. 1 would like to thank all the Members of Congress, espe-
cially Congressmen Brown and Strickland, who are members of the
subcommittee, and Congressmen Oxley and Sawyer, who are mem-
bers of the full Commerce Committee, and Senators DeWine and
Voinovich, and a half a dozen other members of the Ohio Congres-
sional delegation who are supporting the First Family Pledge.
Thank you.

Mr. BiLIraKIs. Thank you so much. | think if every American
had the privilege to hear your story the way we do, virtually all
would be taking the First Family Pledge. Of course, we take the
pledge, but we also have to follow up and do what we have pledged
to do, and that is something that is so important.

I just have one question very quickly. We do not want to keep
you much longer. Do any of you know other children, friends or
other children who will need a transplant or who need a trans-
plant? Do you know any, Cynthia?

Ms. GUILLEMIN. No.

Mr. BILIRAKIS. No, you do not know any. What would you tell
them if you knew, if one of your friends, one of your neighbors,
needed a transplant? What would you tell those children? How
would you make them feel good? Do any of you have an answer to
that? Abbey Lynn, Cynthia, Jamar? No? Okay. It is not the first
time | have raised a q