WITHDRAWAL SHEET -

Clinton Library

Collection: Domestic Policy Council, Carol Rasco Archivist: rfw
OA/Box: OA 10159
File Folder: Organ Transplants

Date: 5/1/04

1. Form HHS Fax cover sheet re: organ transplant, Ip -1 6/22/93 | | P6/B6
2. Memo - | To Carol Rasco from Kevin Thurm re: organ transplant, 4p n.d. P6/B6
w/attchmnt. :
i
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RESTRICTIONS '

P1 National security classified information [(a)(1) of the PRA].
P2 Relating to appointment to Federal office [(a)(2) of the PRA].

P3 Release would violate a Federal statute [(3)(3) of the PRA]. -

P4 Release would disclose trade secrets or confidential commercial

or financial information [(a)(4) of the PRA].

P35 Release would disclose confidential advice between the President and
his advisors, or between such advisors [{(a)(5) of the PRA].

P6 Release would constitute a clearly unwarranted invasion of personal
privacy [(a)(6) of the PRA].

PRM Personal records misfile déﬁned in accordance with 44 USC 2201 (3).

B1 National security classified information [(b) (1) of the FOIA]

B2 Release could disclose internal personnel rules and practices ¢ of an
agency [(b)(2) of the FOIAL

B3 Release would violate a Federal statute [(b)(3) of the FUlA]

B4 Release would disclose trade secrets or confidential commeréial financial information
[(b)@4) of the FOIAL

B6 Release would constitute a clearly unwarranted invasion of
personal privacy [(b)(6) of the FOIA].

B7 Release would disclose information compiled for law enforce—
ment purposes [(b)(7) of the FOIA]. -

B8 Release would disclose information concerning the regulation of
financial institutions [(b)(9) of the FOIA]L

B9 Release would disclose geological or geophys1cal mformatlon
concerning wells [(b)(9) of the FOIA].
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LIGHTLE, BEEBE, RANEY, BELL AND HUDGINS
ATTORNEYS AT LAW
211 WEST ARCH AVENUE
SEARCY, ARKANSAS 72143-5331
s01 » 268-411t

MIKE BEEBE B l..IGll-lTl.E, BR. (1932-45)
DONALD P RANEY S0 E. LIGHTLE, Jr. (1936-88)
AL WATSON BELL.
ROBERT HUDGINS

July 19, 1993
O
(L\
W |
Ms. Carol Rasco, President B
DOMESTIC POLICY ADVISOR

White House
Washington, D.C. 20500

Dear Carol:

I want to express to you my personal thanks and appreciation
for arranging for me to see Christine Heenan when I was in
Washington last week to discuss issues with respect to organ
transplantation. I must tell you that I was quite impressed
with Christine. Her grasp of the complex and compliicated
issues involved with respect to the allocation and
procurement of organs for transplantation was amazing. She
was attentive, professional, and I felt a lot better. about
my cause after my meeting than before.

Your courtesy in arranging our meeting with Christine is
greatly appreciated. ' :

Please let me know if I can return the favor for you h@re in
Arkansas. ‘

My partner, Mike Beebe, sends his warmest and kindest
personal regards. :

Best personal regards.

Very truly yours,

‘«?e;%:n Bell

AWB/rc
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DATE:  July 26, 1993 |
TO: The Houorable Les Aspm Secretary of Defense

FROM:

The Honorable Charles A. Bowsher, Comptroller General
of the United States
The Honorable Ron Brown, Secretuery of Commerce

" Roger Herdman, M.D., Acting Director U.S. Congress

Office of Technology Assessment

. Drs, Howard & Sylvia Johnson, JoAnne Katherine Johnson Eoundation

Ira Magaziner, Senior Policy Advisor to the President :
Carol Rasco, Domestic Policy Advisar, President's Task Force
on Health Care
The Honorable Janet Reno, Attorney General of the United States
Senior Case Agent Federal Bureau of Investigation
The Honorable Donna Shalala Secretary of Health & Human Services .
Fred B. Verinder, Deputy Assistant Director Crimmal Investigative
Division Federal Bureau of Investigation ‘
Antronette Yancey, MD., M.P.H.

‘ Taylox
Former Ass irector
National Minority Recruitment
National Marrow Donor Program
Founder, Chairperson
Citizens Action Committee for
Minority Health & Educational Initiatives
TEL. (800) 331.7966 FAX. (800) 331-7966 or (612) 922.4426
Address; 3208 W. Lake Street #409 - Minneapolis, MN 33416

MESSAGE:

Please see altached . correspondence, as described below, conceming the Nadonal MarTow
Donor Program. Thank you.

1. Copy of July 22, 1993 correspondence to the Honorable John Dingell.

2. Copy of July 23, 1993 correspondence distributed to the full membership of the U.S.
House and Semte

3. Copy of 5 of 13 pages distributed to members of the House Energy and Commerce

Cpmmmee.

{
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Henn'éé Taylor

3208 West Lake Street Minneapolis, MN 55416 Tel BO0 331-7966 Fax 800 331-7966 /6129234426

Ty 22, 1993 | |

The Honorable John Dingell. : ‘ ' ;
U. S. House of Representatives
Committes on Energy and Commerce- I
Rayburn House Office Building Rm. 2125 ~ |
Washington, DC 20515 A |

Dear Congressman Dingell:

I am writing, once again, to request your assistance and support in addressing the discriminatory
policies of the National Marrow Donor Program (NMDP) and the negative effect of these
institutionally condoned practices on the survival of African, Asian, Higpanic and Native Ameriun.,

transplant patients,

It is my understanding that the Committee on Energy and Commerce has requested that the NMDP
respond to eleven questions, relating to concerns which have been raised regarding the "operation and
effectiveness of the current program”. , .

It is my belief that the enclosed correspondence may be helpful to you and to the members- of your
committeo with respect to your review of the implementation of the provisions of section 379 of the
Pubiic Health Service Act scheduled for Tuesdav July 27th,

This correspondence includes a letter of complaint ditected to the NMDP from the Chairman of the
" African Americans Uniting For Life” committee, based in Baltimore Maryland. It questions the "lack
of commitment” of the NMDP to properly address minority recruitment needs and it is particularly
critical of the recruitment goals for recruiting African Americans as indicated in the following quote

“When you consider the odds of African-Americans matching one another being one in a md!:ou or
greater, your goal fi.e. 35,000 in two Yyears} is grossly low”. o
Also included is a set of recent cotrespondence, identifying similar concerns, which I d:rected 10 @ new
member of the NMDP Board of Directors, an African American physician. :

Az a point of information, not only is this African American physician a very recent addition to the

Board, this is the first biack physmam and the first member of any minority group to be added in

‘the. past six years sinco the inception of the NMDP, The inclusion of this membership mcreasnd the
total minority representation of the NMDF Board to a grand total of two, '

This long term resistance to diversity among members of the. NMDP Board is minoréd in the.

contingous resistance to increasing the ethnic diversity of the registry and is reflective of the lack of

sensitivity and concern for the needs of minority patients and the minority community_

In closing 1 would like to again affirm my fifth or sixth request for an opportunity to provide further

information to your committee so that you will have for review much of the same information that was

provided to the Federal Bureau of Investigation. |

{
While I have been and continue to be extremely critical, and rightly so, of the gross mismanagement of
the minority recruitment and patient advocacy aspects of the NMDP and its unjust enrichment
practices, there are other aspects of the Program that are worthy and deserving of support..

!

|
!
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The Honorable John Dingell
July 22, 1993 :
Page 2

I believe that 1 can offer valuable insights and an important perspective that deserves {0 be heard. 1
was the first minority employee of the NMDP and prior to my involuntary separation, for objecting to
discriminatory practices, secved as the Assistant Director of National Minority Recruitment. [ was
also the co-coordinator of the "Save JoAnne" campaign.

You may recall that my niece's campaign was the first significant effort to recruit African Americans

ino the registry. This Washington, DC based community recruitment effort, though heavily edited

and censored, was profiled in a book length arvicle entded “Window of Hope® in the July 1992 editon
of the Readers Digest and featured as the cover lead story in foreign editions distributed via 28 miltion
copies in 17 different languages worldwide. .

In correspondence of April 20th to the Attorney General, the Honorable Janet Reno, 1 expressed that
"g competently managed program, operating with even o modicum of the resources that have been

made available through federal funds to the NMDP, should be able to reverse® the almost certain:

death sentence facing minority patients.

1 would appreciate an opportunity w share. this information with you and the members of your

committee, During both my tenure with the NMDP, and this past year as founder of the Citizens

Action Committee for Minority Health and Educational Initiatives, I developed s comprehensive

"Minority Marrow Donor Recruitment Plan®. It is expedient and economical, and-if implemented has

the potential of saving tens of thousands of lives.

I hope that in considering my request that you will bear in mind that one end result of the "Save
JoAnne® campaign was the recruiument of over §,000 prospectjve minority donorg for the nation's
registries, in less than eight weeks, compared with only 300 minority donors recruited in three years
by the NMDP, This feat was accomplished prior to the availability of congressional funding for
minority tissue typing and despite significant resistance from the NMDP and its former recruitment
arm, the "LifeSavers Foundation”, to prevent the recruitment of African American donors.

Your comments to this correspondence and my request would be most appreciated. Thank you.

Respwtﬁmy yours, _ : o
Henrice Taylor E ' '
Former Asst. Director National Minority Recroitment

National Marrow Donor Program

Founder, Chairperson

Citizens Action Committee for
Minority Health & Educational Initiatives

¢e: Judy Braslow, Department of Health & Human Services
Hon. Ron Brown
Congressional Black Caucus
Drs. Howard & Sylvia Johnson, JoAnne Katherine Johnson Foundation
Ira Magaziner, Senior Policy Advisor to the President
Hon. Sam Numn, Chairman U.S. Senate Armed Services Commiuee
National Marrow Donor Program, Board of Directors
Hon. Janet Reno, Attorney General of the United States
Hon. Domnna Shalala Secretary of Health & Human Services
U. S. House of Representatives Committee on Energy and Commerce
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Henrice Taylor

3208 West Lake Street-Minneapolis, MIN 5416 Tel 800 331-7966 Fax 800 331-7966 /612 9224426

 July 23, 1993

Dear Legisiator;

on Tuesday, July 27th the U.S. House of Representatives Committee on Energy and .
Commerce ig schaduled to review the implementation of the provisions of section 379 of the Public
Health Service Act with respect to the National Marrow Donor Program, and concems which have -

been raised, regarding the "operation and effectiveness of the currest program”.

Background information is provided in the enclosed copy of correspondence directed April 20th to the
Attorney General, the Honorable Janet Reno; May 27th to the Governmem Accounting Office and
July 22nd to the Honorable John Dingeil.

The issues discussed concern the fraudulent activities of the National Mmow Donor Program (NMDP)
and the failure of its contractual overseers, the National Heart Lung and Blood Institute (NHLEI), the
National Institutes. of Health (NIH), and ultimately the Department of Health & Human Services, to
acknowledge and act upon overwhelming evidence of the deliberate derailment and curtailment of
minority recruitment initiatives and patlent advocacy and protection programs, Also discussed is the

possible misuse and. or misallocation of tens of millions of dollars provided to the NMDP by the

Department of Defense.

The above allegations include, but are by no means limited to, the attempted sabotage of the *Save

JoAnne" African American marrow donor recruitment campaign for my niece, the late JoAnne.

Katherine Johnson, of Silver Spring, Maryland from December of 1989 through February of 1990. A
description of this Washington DC based community recruitment effort, though heavily edited and
censored, is profiled in a book length articie entitled “Window of Hope® in the July 1992 editlon of the
Readers Digest and featured as the cover lead story in foreign editions distributed via 28 million copies
in 17 different languages worldwide. A copy of the U.S. edition of the Digest is enclosed,

As noted in the correspondence referenced above, copies of a report will soon be available which
demonstrates, through correspondence records of the NMDP and the NHLBI, the development and.

continustion of an institutionally ingrained policy of racial and economic discrimination by the NMDP,
and the failure of the NHLBI to properly oversce the NMDP transplaotation system.

This report, a sample of which is enclosed, also demonstrates illegal contract award policies, and
unjust enrichment practices, which prevented both minority and mon-minority institutions from
partticipating in a multi-billion dollar federally funded health-care program, and which contributed
directly to the almost certain death sentence facing the averwhelming majority of ethnic and rocial
minority patients awniting a match.

1 hope that these allegations, which ultimately affect transplant patients and their »flmilies
throughout the wurltl, will be viewed as being of sufficient importance and concern to mvﬁtignte
and report upon in an open forum.

While I and many others have been and continue to be extremely critical, and rightly so, of the gross
mismanagement of the minority recruitment and patient advocacy aspects of the NMDP and its unjust
enrichment practices there are other aspects of the Program that are admirable and ¢commendable.



Legialator
July 23, 1993
Page 2

Many people in the NMDP transplantation system have devoted-years of bard work to improving
transplantation services. There are measures that can be instituted to reform the gross insufficiencies.
inadequacies in the current system while still supporting those aspects and areas that are wntthy end.

deserving of support.

Patients, their families, and community groups throughout the United States, should be provided with
sufficient time, notice and opportunity to come forward to relate their experiences with the
NMDP and/or its transplantation system and to suggest methods for reform. .

'

It has been estimated that 40% of the patients who need a transplant, and who iely on state medicaid

programs, or who may not be able to afford out of state transportation, CRIRU{ TVCN BCCESS a
system paid for with federal funds. This situation exists simply because their state may not have an

"NMDP approved” transplant center and therefore {hey are denied gccess to potential donors in the file

of the National Registry.

Additional documentation is availahle upon request, as are copies of the referenced correspondence

enclosures and a representative sampling or Ixstmgs of materials submitvad to the Federal Bureau of -

Investigation.

Respectfully yours,

Fomn o vf’%// v '
Henrice Taylor ‘ .
Former Asst Director National Minority Recruitment
National Marrow Donor Program
Founder, Chairperson
Cltizens Action Committee for

Minority Heailth & Educational Initlatives

cc: The Honorable Les Aspin, Secretary of Defense
The Honorable Charles A. Bowsher, Comptroller General of the United States
The Honorable Ron Brown, Secretary of Commerce
Roger Herdman, M.D., Acting Director U.S. Congress Office of Technology Assessment
Drs, Howard & Syivia Johnson, JoAnne Katherine Johnson Foundation
Ira Magaziner, Senior Domasuc Policy Advisor w the President .
Carol Rasco, Domestic Policy Advisor, President's Task Force on Health Care
The Honorable Janet Reno, Attorney General of the United States
Senior Case Agem Federal Bureau of Investigation
The Honorable Donna Shalala Secretary of Health & Human Services
Fred B. Verinder, Deputy Assistant Director Criminal Investigative Division
Federal Bureau of Investigation

-5
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DATE: March 11, 1993 “

TO: D. Ann Murphy
Investigator
Congressional Subcommittee on Oversight & Investigation '
2323 Rayburn :
Washington, D.C. 20515
TEL. (202) 225-4441 FAX. (202) 225-2899

FROM: Henrice Taylor
Former Assistant Director
National Minority Recruitment
National Marrow Donor Program
3208 W. Lake #409 Minneapolis MN 55416
TEL. (800) 331-7966 FAX. (612) 922-1426

MESSAGE:
Dear Mg, Murphy:

1 am attaching for your review correspondence regarding the discriminatory policies of the Minnesota based
National Marrow Donor Program (NMDP). The issues discussed concern the negative impact of those
policies on the survival of African American transplant patients and contract award polices which have
prevented minority institutions and minority businesses from participating in 2 multi-miflion dallar
govsenment funded marrow donor health-care project.

1 have written st least seven or eight times to Congressman Dmgell and carbon copied his office regarding
this issue, but as yet I have not recsived a response,

It is moat disappointing that the very people who can provide documentation and background information on
the illegal activities of this federally funded program are continually ignored and not allowed an opporwnity
to be heard. .

Under separate cover I am enclosing over 167 pages of material that 1 have written on this issue, on a
continuous basiz since April of 1992. I have mailed in excess of 1700 information packets to organizations,
legistators and government officials pleading for a complete investigation of the NMDP, My efforts
however, while forcing increased scrutiny of NMDP practices and contributing to major persorinal changes
within the NMDP hierarchy, have received not even a modicum of assistance with the notable exception of
the Federal Buxm of Investigation.

It is my understanding that government funded health-care fraud is of great concern 1o Congmsman Dingell
and I hope that you will assist by personally bringing this information to his attention.

1 hope that I can look forward to receiving a written response in the very near future. Thank you.
Sinceret

i T

Henrice Taylor :

cc: Jack Cloherty, WRC TV
Drs. Howard & Syivia Johnson, JoAnne Katherine Johnson Foundation
Dr. Donna Shalala, Secretary of Health & Human Services
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DATE:

TO:

FROM:

REGARDING:

MEMORANDUM

July 26, 1993

Members of the U, S. House of Representatives
Committee on Energy and Commerce

islati for Health
U. S. House of Representatives
Washington, D. C.

Henrice Taylor

Former Assistant Director

National Minority Recruitinent

National Marrow Donor Program
Founder, Chairperson.

Citizens Action Committee for

Minority Health & Educational Initiatives

DISCRIMINATORY POLICIES
OF THE - .
NATIONAL MARROW DONOR PROGRAM

.av;

Please see attached correspondence, described below, concerning the National Max:fow Donor
Program (NMDP) referenced in a letter of July 22, 1993 to the Honorable John Dingell. Copies of
this lewter are being distributed to the full membership of the House and Senate. Thank you,

1. March 11, 1993 fax correspondence to Congressional Subcommittee on Oversight and -
Investigations. (See page 1)

2. June 28th correspondence to the NMDP from African Americans Uniting For Life.

(See pages 2-4)

3. June 16th correspondence to a new member of the NMDP Board of Directors, an African
American physician. (See pages 5-8) ‘

4. Five page attachment to above, board of directors correspondence, of suggested questions for the

NHLBI liaison to the NMDP. (Scg pages 9-13)
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"AFRICAN AMERICANS UNITING FOR LIFE"

A Mmomy Marrow Donor Rccmumt:m Campaign
in the Baltimore Metropolxtan Arca

PAGE 2

A Speciul Lnitistive of U Nutional Marrow Dunar ngmn , v

Americun Red: Crou. Blood Services & Johns no;mim Hoaplml
: &
Unmng r for Lme. Ine,

* June 28, 1993

The National Marrov Donor Program.
3433 Broadway Street, N.E. Suite 400
Minneapolis, MN 55413 .

Attention:

Mr. Jack Packer ~
Ass:stant Director of Minority Recruitment
Dear Mr. Packer: |

Thank you for your letter of May 26, 1993 (photocopy
attached). I do believe, hovever, that your response
to Mr. Koenrich's memorandum concerning Ms. Rodgers
should have been addressed directly to Ms, Demetria
Rodgers. 1In response to the rest of your letter, 1
offer -the following comments. ’

We share the mission of recruiting more minorities
intou the national registry, ebpvc1ally the recruit-
ment of African-Americans. It is clear statistically
this is where the greatest need for recruitment exist!
the N.M.D.P.'s presentation of May 4 shows just
how much difference does exist betyeen the N.M.D.P,
and the Unltlng for Life, In¢c. committee. One
organization is the congressionally authorized entity
and the other is primarily made-up of business people
and other professionals who represent-a broad cross
section of the communlty who volunteer thelr Very
valuable time to help save lives.

These people have s5tood by me during the most trying
time in my life., in support of my daughter Tria's
quest for a marrow donor. The volunteers of this
committee personally understand what a family goes
through and the sense of urgency that "exist for u
victim of these devastating blood diceases.

¢/0 ST Park MHelghts Avenue Baltimore, Maryland 21215 1-800-MARROW 3
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The Chicago kick~off can only be ilnterpreted as posturing to
impress your Board of Directors vho vaere meeting there. What
il waste Of an opportunity to truly promote the National -Cam-
paign and benefit from the momentum of the Baltimore and D.C.
comittees in 4 wajor media market. )

The commitment to the legacies of Demetria "Tria” campbell and
4o Ann Johnscn will remain! It is unfortunate that persvnali-
Livs and a lack of communication stand in the vay of saving
Lives, . .- o ;

Sinc

Roland 0. campbell,’ Jr.,

Chai;man ‘ .
Uniting for Life, Inc.
ee. Dr. Craig Howe - © Ms. Kathy Welte
My. Kathy Denton , ‘ Mr., Bob . Pinderhughes
Mr. Jeff Koenrich Mr. Howard Johnson

All U.F.L. Committee Members - Ms. Kim Rudd, Burrell Co.
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The commitmenc of time and energy fram the Uniting far Life
committee has yielded many successes. We have in the Greater
yaltimore area increased awarenese of the nead for minority
participation in the national registry beyond measure. We
have increased the registry's voluntaer base in Baltimore City
alone from less than 200 African-Americans in September 1992

to neariy 1300, Nearly 30 of these nev local volunteer donors
have been called back for second stage typ:ng. a phenomenal ac-
complishment! ' ‘

wWe have also pasitively impacted nationally on the, avareneass of
this great need. All of this was accomplished without any real
support from the N.M.D.P.,, not even s0 much as a congratulations.
In fact, in our area, ve have accomplished more in a few months
than the N.M.D.P. has since it was established in 1987.

The N.M.D.P. presentation of May 4 obviously lacked any real
commitinent to increase the African-American velunteer base asig-
nirficantly. The proposed goal to increase the African-Amerdican
piarticipation by 35,000 in two years is a target that should be
acrhieved by maintaining current momentum. A low target was es-—
blished. It seems solely because it could he achieved and it
would 1ook better to hit this low mark than to reath for the
wuCh more needed goal and not hit the mark. When you consider
the odds of African-Americans matching one another being one
in a million or greater, your goal is grossly 1cv.

§
we asked some very simple queat1cn5 with regard to‘the propesal
for the 11 city “National Campaign®”. We vere especially inter-
ested in what new support for the donor centers would be commit-
ted i.e. for advertising, promotion and starr support. what you
lnterpx eted as being combative, argumentative .and hostile ve in-
terpreted as frustration. We could not get simple answers to
viery simple guestions. B

We are frustrated vwith all the paranoia in the N.M.D.P. about the
.F.L. committee. Our performance and success t0 date is some-
+hing that should be welcomed by the N.M.D.P. ‘Instead, we are
.oscribed as radical, argumentative, combative and hostile. .. I
ruke these comments as being insensitive and insulting to owur
velunteer committée! We are deeply concerned about the efforts
being made to educate the public, to promote the need for minor-
ity participation and to develop and support recrultment groups
Lhroughout the nation.

we feel, we have been a model for committee'develophent and yet
we are not consulted. The N.M.D.P. has had itg "kick-off" for
the National Campaign in Chicago vhere a viable committee does
not even exist! Our Governor, Mayor, Congressman, Superinten-
“dent of Schools, local corporations as well as many other dig-
-nitaries have publicly endorsed and embraced our _recruitment
initiative. -
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ROBERT S. LINDSEY
{1913-1991)
RONALD A. MAY
ISAAC A, SCOTT, JR.
JAMES M. MOODY
JOHN G. LILE
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WRIGHT, LINDSEY & JENNINGS
ATTORNEYS AT LAW
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LITTLE ROCK, ARKANSAS 72201-3699

(501) 371-0808
FAX (501) 376-9442

OF COUNSEL
ALSTON JENNINGS
GEORGE E. LUSK. JR.

WALTER E. MAY

ANNA HIRA!I GIBSON
GREGORY T. JONES

H. KEITH MORRISON
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WALTER MCSPADDEN
ROGER D. ROWE
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JOHN D. DAVIS
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RAY F. COX, JR.

HARRY S. HURST. JR.
TROY A. PRICE

PATRICIA SIEVERS LEWALLEN

JAMES M. MOODY, JR.
KATHRYN A. PRYOR

J. MARK DAVIS

KEVIN wW: KENNEDY
KAREN J. GARNETT

M. TODD WOOD

R. GREGORY ACLIN
FRED M..PERKINS Il
WILLIAM 'STUART JACKSON
MICHAEL D. BARNES
STEPHEN R. LANCASTER
FRED ANDREW WOOD

CHARLES L. SCHLUMBERGER

SAMMYE L. TAYLOR OCfObCI' 7, 1993 JUDY M. ROBINSON

Re:  Allocation of Donated Organs or Transplants

Ms. Carol H. Rasco
Assistant to the President :

for Domestic Policy : o Y
THE WHITE HOUSE < 1
West Wing ‘ (O
1600 Pennsylvania Avenue '
Washington, D.C. 20500

ViA UPS OVERNIGHT

Dear Carol:

I hope that you had a good visit to Little Rock and were able to spend a good deal of
time with Hamp. I saw Terry not long ago and he told me that Hamp was still making good
progress after his surgery.

I wanted to take a few minutes of your time to give you a brief update concerning the
issues relating to allocation of donated organs on behalf of the University of Pittsburgh Medical
Center. Since the Medical Center began voicing its concern about the adverse effects on patients
of the new system for allocation of donated organs, other groups and transplant centers have
stepped forward to voice the same or similar concerns. Most importantly, I believe, the two
national patient groups (National Transplant Action and Transplant Recipients International
Organization, both headquartered in Washington, D.C.) have spoken up with similar concerns.
In addition, six of the largest transplant centers around the country and one small center which
specializes mainly in heart transplant (Sentara Norfork Hospital) have spoken up in favor of a
nationwide allocation system for donated organs.
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The patient organizations, six transplant centers and some organ procurement
organizations from around the country have joined together to form a coalition on the issue of
allocation of organs. That coalition is beginning two initiatives. The first focuses on the
Congress. The transplant centers in the coalition (other than Sentara Hospital) are' among the
seven largest liver transplant programs in the country. The surgeons who head those programs
have incorporated some of their thoughts, suggestions and relevant data in a letter to
Congressman Waxman for consideration by Congress in the pending re-authorization of the
National Organ Transplant Act.. I enclose a copy of that letter dated September 15, 1993. I
apologize for the quality of this copy, but it is the best that I have been able to receive. I found
some of the information and observations of these surgeons to be very thought provoklng

The coalition has also prepared and submitted to Congressman Waxman, Senator
Kennedy and other senators and congressmen, a short position paper and proposed legislative
language relating to organ allocation for their consideration in the pending re-authorization of
the National Organ Transplantation Act. I also enclose a copy of that position paper for you.

In addition to correspondence to and meeting with members of Congress concerning
allocation of donated organs and the pending re-authorization of NOTA, the coalition and some
of its members have provided some of this information to and have had conversations with Dr.
Brian Biles and others at HHS. I believe a small delegation from the coalition is scheduled to
meet with Dr. Biles next week to discuss the regulations on organ allocation which are being
formulated and reviewed by HHS. The members of the coalition have very significant and real
concerns about the present content of the regulations being drafted. Notwithstanding the call by
the patient organizations and the growing number of more experienced transplant centers for an
allocation system which is based on patient needs and patient choices, the regulations submitted
by the United Network for Organ Sharing to HHS for approval provided for a transplant center
oriented approach and only secondarily considered patient needs and patient choices: At some
of the lower levels of HHS, these suggestions by UNOS still seem to be accepted without
question Obviously, the coalition hopes that its meeting with Dr. Biles will help him and other
senior staff at HHS understand the real and significant need for a patient centered allocauon
system. I hope to talk with you about this shortly. i

I know that I have rambled on longer than I anticipated in this letter, and I appreciate
your patience. Although it may not be evident on its face, I believe the positions put forth by
the coalition and the University of Pittsburgh related to allocation of donated organs for
transplant support the basic policies of the President’s health care reform program. First, the

~ proposed allocation system supports and is based on patient choice. For example, ‘if a Little
Rock patient was the most medically appropriate recipient for a donated liver, a liver donated
in Los Angeles would be allocated to that patient whether that patient chose to be transplanted

i
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in Little Rock or at the Mayo Clinic. Second, the proposed system should reduce medical costs
associated with treatment of patients before and after transplants. By transplanting the most
"medically appropriate patient” without regard to geographic location, the University of
Pittsburgh believes that the patients undergoing the most intensive (and most costly) medical
treatment while awaiting transplant can be transplanted first, thus reducing the total costs for
treatment of these patients. Finally, the University of Pittsburgh believes that the quality of care
given to transplant patients will be better if those patients are transplanted at centers which have
the most appropriate treatment program for that patient rather than at a center which, based
solely on geographic location, might have a better chance to obtain an available organ. I enclose
an analysis of organ transplant issues and health care reform prepared by Lazar Palnick.

Thanks for all of your work and support for the President. I trust things are gomg well
for you and Mary Margaret and that she has adjusted to her new school.

Cordially yours,

WRIGHT, LINDSEY & JENNINGS

n R. Tisdale

JRT/blm

K:bim1414.027
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=WNATIQNAL TRANSPLANT ACTION
AD HOC COALITION ON ORGAN TR&NSPLANTATION

STATEMENT OF CONCERN

The 1ndividuals and associations listod below hnve formed
an ad hoc «coalition . to express concerns regarding the
Reauthorization of the National Organ Transplant Act and other .

~major issues pertaining to organ transplantation., W¥hile the
members of the coalition. are pleased with the work done by the
Committee .on Energy and Commerce in its mark up of H.R., 2659,
- some important issues appear to need clarification, - !

In- a second meating held by the cocalition on September

8, 1993, a consensus was reached on the allocation of extra-

‘renal organs., It was agreed that the reauthorization should

- emphasize 1in an appropriate manner the original intent of the
1984 N.O.T.A. legislation which called for the establishment
of an equitable and efficlent distribution of donor organs on.

_+ a national basis., BAs it stands now, this intent has not been
- carried out by the Organ Procurcment and Transplantation Network

(0.P.T.N.}. The current system is manipulated by artificial

geographic boundaries and ignores the medical needs. of the

patients, A medically needy patient may be passed over in tihe
current -allocation sgystem, &o that a less. medlcally appropricte |

' individual receives a donated organ,

. The coalition d:crles such an 11cqu1ty and urgas Ccngrass‘
to correct 1t. A :

In deliberatlona during the mark=up of H.R. 2659, CGmmitbee
members acknowledged this problem, Congreasman Michael Bilirakis
. voiced his interest in introducing an amendment which would
' codify a more: balanced allocation system, Other memberz of
the Committee were very concerned Lhat the Congress "should. not
‘address such a matter  that depends upon medical and scient!?iic¢
determinations.  However; -the Committee, acknowledged, tha! "a
problem existed and dccided that they would take steps to add&ess
the issue - perhaps in ita Committea Report B
. The coalition urges the Senate Labor and Human Resou;cf,A
Committee to take a more proactive position on this issua,
While it may not be appropriate to.codify a detailled allocatira
‘system for extra-renal organs in the Reauthorization of tiwc
N.O.T.A., we urge that the Committee re~emphasize the original
intent of the &establishm~nt. of =a national and ‘aguitabla
allocation system Lased u.on paLlant ‘needs.- thae allocai. n
. system should asgurc that available oxtra-ronal organs g5
the most medically appropr*ate patiant and that any geograp

*i’
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consigerations be restricted to the viability of the aVallabLe

b T
H.R. 2659 currently calls for -a one—year sfudy by the
- Secretary of Health and Human Services Luv address the viahility
of ‘allocating .organs without respect to defined geographic areas,
' The coalition members ‘strongly recommend. that this provision

be ‘eliminated. Such studieg often -take more tLime than g -

‘expected, Because human lives are at stake, the allocation
system cannot wait for improvement while a lengthy study takes
‘place. We advise more: imedlate acticn. '

The coalztlon members strongly auggaat that the Senate
adopt - the following legislative language, . ‘Furthermore, 1t
racommends that the Reauthorization direct . the 8ecretary to
convene a group of experts to address the geographic isgue |
1mmediately after passage. of the Reauthorization Bill and during
the period in which pertinent regulations are ‘under development,
‘Such' a study group must . be given full accesg to extensive

. statistics already available at tha  O,P,T.N, c¢ontractor: "tha

~ United Network for Organ Bharirg. (U.N;0.8.). "  The group. must
complete 1its work and submit conclusions and recommendaticrcv‘
Lo the Secretary withln three: months. :

OTHER ISSUES‘

' Bome coalition members expressad concerns  over the lachA

of patients, patient family members, recipienﬁa, and donor fanmily .

‘members in the govarnarnce of the 0.P.T.N. All are pleascd that

H.,R. 2659 calls for one-third of the O.P,T,N., Board be mada

up. of the groups described above. But patients, patient family
. members,.,reoipients, and donor family  members should have a
- deeper - _representatiol ©on ’,all 0.P.T. N. committees and
subcommitteas. = SR ' . :
‘Somie coalition nambers suggeacLa that sinca professiona.

. groups such as "N,A.T.C.0." and "A.0.P.0.," each have the right
to designate two representatives apiece te the 0,P.T.N. Board,

- so should patient advocacy groups such ag Transplant Recipionts

International Organizition and Néatlonal Transplant Action haver
a similar right to deszgnate consumer representatives to ‘the
0.P.T. N. Board. ' ,
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AD HOC COALITION ON ORGAN TRANSPLANTATION
' PROPOSED LEGISLATIVB LANGUAGE

4.

' The Ad’ Hoc ‘Coalition onf'drgan ransplantat;on recommendc
that the Senate Labor and Human Resources Committee adopt ‘the

following amendment as  part of the - Reauthorization of the

National Organ Transplant Act.,

 Section 372 of the Public Health Service Act .(42 U.S.C.
Sec. 274) 'is amended by inserting tbe~following after paragraph

(2):
. ¥(3) Criteria for .allocating ex+ra—renal organs reqnirea
. undexr paragraph (2)(B), . :
(A) - shall be . based upon the degree of medical
apprcpriateness of the patient, and o
‘(B) 'shall not be based upon g:aographic considerations,
except to the extent necessary for the viability of the argan.

i
i

NOTE: The fcllowing altarnative language has also been suggaateﬂi

by one of our coalition members.

Section 371 (b) of the: Publiu ﬁﬁelth Sarvice Act (42 U '5.C.
S8ec, 273(b)) is amended: : .
" in paragraph (2}, subparagranh {3) ‘byv'inserting baforﬁ
the comma at the end the following: ‘

"which system shall be consichent with the criteria aat

out in Section 372(b), Paragrapb {2}{ tharagraph (B) (42 U.S,C,
vSec. 2?4(b)(2)(3))." ' .

Section 372(b) of the. Public Nraltu Serv;ue Act (42 Uus <.
Sec. 274(b)) is amended: oo
in paragraph (2}, subparngzapa {2) by striking the comma

at the end, replacing it with a pariod, and after the pgricd

ingerting the followings , : -
: "For extra-renal organs - the ullocation oritexia  shall

“be bazed upon. the legree of wcdicul appropriateness of the -

patient and shall not be based upci yuographic consldefationu,
. axecept as necescary for the winhi
practical when selecting betwaoun vztignts having comparable
 priority ‘for an organ based Suapen the criteria  of medical
"approoriatanasa."t S : o B

lity of the ‘organ oOr &s
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 NATIONAL TRANSPLANT ACTION .
AD HOC COALITION ON ORGAN TRANSPLANTATION .

ROSTER OF PARTICIPANTS

The following 'individuals and  organizations ,Zhave._~
participated in or. supported the Ad Hoc Coalition on Organ
Transplantation' , " ' , S .

I. Patienﬁ‘Adéocacy Organizatféhé’

National Transplant Action S .
TranSplant Recipients International Organization b

IT. Otgan Procurement OrgénizationS‘ ?
*Brian Broznick, Center for Organ Recovery and’ Eduoation
*Bill Anderson, Lifenet Transplant eervices :

- IIX. Transplant Centers S ‘ B C
0, Howard Frazier,m D., Texas Haart Institute
John Herre, M.D,, Norfolk General Hospital Heart Transplan*
Program - ' R
" Bentara Hospital Heart Transplant Program ’
Byers Shaw, M.D., University of Mebraska .
Goran B G. Klintmalm, M. D., ph, D.; Baylor University Medical
Center
‘ *Nancy Asaher, M, D. Ph.D., Universzty of . California at
‘San Prancisco Liver Tranaplant Pxoqram'
. ., *Dr, Emmet Keeffe, M,D.; Dr. Carlos Esquivel M D.,Ph D.,
- Californie Pacific Medical Center Liver Transplant Pregram
University of Pittsburgh Traneplant Progrhm : \
* Due to time conatraints and Lhe nged’ to forward our
recommendations to “the Senatce Zoouiltee on - Labor and - Human
Resources in ‘a timely manner, nci «iil coalition members  have
.. had an opportunity to review wand render an opinion on  the
¢ coalition's proposed legislation. ' ‘ L
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() University of Pittsburgh'

UNIVERSITY OF PITTSBURGH MEDICAL CENTER
_Office of the Vice President and Counsel

September 30, 1993 |

HEALTH CARE REFORM AND LIVER TRANSPLANT ALLOCATION POLICY

INTRODUCTION::

During his speech to the Joint Session of Congress on his plan for Health
Care Reform, the President listed six principles which he described as'the basics
of his plan: Security, Savings, Simplicity, Quality, Choice and Responsibility.
Just as these six principles show the nced for Health Care Reform, gen‘eral]y, they
also support the need for-a change in the manner in which human livcrs are
allocated for transplantation. The current allocation program clearly |
demonstrates all that is wrong with the present hcaltﬁ caré system. Oﬁ the other
hand, what is now being proposcd as a ncw national transplant allocation policy,
by a variety of proponents including Mcmbers of Cdngrcss and some rﬁembcrs of
the transplant community, mecets all of the criteria of the President’s Hcalth Care
Security Plan. x .

In 1984, the National Organ Transplant Act, declared that orga{ns for
transplantation were a national resource which should be allocated onia "national”
basis. Prior to 1991, the legislation worked as envisioned with organs being
allocated to the sickest patients first on a national priority basis. In l§9l, the
government contractor United Network for Organ Sharing ("UNOS") |
indcbendently changed the allocation system to what is now the currcht system of
organ >allocation. The current system relies on gcography.(spccificallyj the

i

location of the organ donor) as the primary criterion for allocation, Organs must
' 1

be offered first to all compatible patients locally, then regionélly, and then
nationally.

Writer's Direct Dial Number: (412) 647-0410 FAX: (412) 687-7852
3811 O'HARA STREET, PITTSBURGH, PA 15213-2593



The proposed national liver allocation policy, similar in many respects to
the pre-1991 policy, would eliminate artificial geographic restrictions ip favor of
a national list which ranké patients according to medical necessity.

This paper will briefly show how the proposed allocation proposial
eliminates the old problems and complements the President’s plan.

PRINCIPLE NUMBER 1. SECURITY - GUARANTEEING

COMPREHENSIVE BENEFITS THAT CAN NEVER BE TAKEN AWAY;,
CURRENT ALLOCATION SYSTEM: ;
Under the current allocation system, which depends on gcographiy and
“politics, the uncertainty of ever receiving an organ means that patients ;elnd loved
ones cannot be assured the peace of mind that the allocation system is fﬁir and
that they will be treated in turn under traditional principles 6(‘ "triage."t The
geographic-based system means that patients in a parficular geographic iocality
who may not be very sick or who are not ih jeopardy of losing their lifeicould be
and often are transplanted before a sicker paticnt who is on the other sigic of
some artificial geographic border. The rcality of the current syétem is that often
times a sicker patient dies while a relatively—hcalthy patient is t_ransplaﬁ;ed first
based purely on location. | |
Further, patients are forced to "shop around” for shorter \yaiting lists,
sometimes at the expense of quality care. This geographic hunt means that the
patients do not get the "security" of knowing that they are getting the best that

medicine has to offer, but merely the place where they can get an organ faster, no

matter what the quality of the services provided.

Additionally, the cost of a liver transplant is significant. For example, the
average liver transplant costs approximately $250,000. After a patient is

transplanted and completes the initial recovery period, he or she requires



continued monitoring and medication with the attendant costs for life, ? Often,
when a patient requires a transplant, he or she finds that the insurer will either
not cover the treatment or cancel the policy at the first opportunity. Changing
insurers is impossible as no carrier will undertake the risk of the cost of' the
transplant and continued care. Those who are not insured at all eifher die or are
forced to seek donations from charity, be it from the government, public or the
care-givers. The geographically based system multiplies problcms for pz;uients as
they, their families, énd their care-givers "shop” around the nation for r;ot
necessarily the best transplant center or highest quality medical care but the
shortest organ waiting list and fight with insurance companics over coverage.

PROPOSED ALLOCATION SYSTEM:

A national list of transplant patients, regardiess of location, who are
waiting to receive livers would alleviate these insecurities identified above. First,
patients could be securc in the knowledge that they will have the opportunity to
receive a liver in a fair manner and thercefore the peace of mind that thiey do not
have to roam the country for a short list. Prospective recipients will ndt be forced
to compete with cach other but rather wait their turn. They will also hayc the
security of knowing that they have selected the center and doctdrs who ican
provide the most appropriate care in 2 manncr that treats them like individuals
rather than as priority numbers. Finally, they will have the security of knowing
that they need not conduct this frantic search for the shortest list and tt;at when
their turn for a transplant comes, they will be treated in a fair manner. A
national list based on treating the sickest patients first would restore thét sense of

fairness so necessary for security.



With organ allocation being an area where the government has cilosen to
pre-empt the field, the responsibility to make sure that the system is fair for
similarly situated patients is incumbent upon the leadership of the nati?n.

PRINCIPLE NUMBER 2. SAVINGS - CONTROLLING HEALT;H CARE

COSTS FOR CONSUMERS, BUSINESS AND OUR NATION. .

CURRENT ALLOCATION SYSTEM:
The current system contributes to soaring health care costs. Ver;/ sick
patients often linger and even die hoping to receive an organ at the last moment.
These patients almost always are requircd to use 6ur most expensive heajth care
services such as intensive care units ($5000 per day) and life support de;viccs such
as ventilators and maybe even mechanical organs or other assisting deviiccs. When
a compatible liver is allocated, not to a very sick patient in an ICU ata ;distant
hospital, but to a less medically necdy local patient, the ICU and other éosts for
the sicker patient continuc to mount. Of course, traditional éonéeptS of%triégca A
prevent wasting organs on those who arc beyond help from a‘tranSplant,j but as ’ -
technology has advancced, this point has been extended longer and longc?.
The cost of this current system can also be measured in increasedﬁ loss of
life vears. Those who are sickest will certainly die if they are not given priority.
Each of these very sick paticnts who is transplanted and saved, hasa lOi)% gain in
life years. Those who are least sick but receive a transplant may have o;)ly a
minimal increase in life expectancy in comparison to their pre-transplant life
expectancy.
In order to maximize their chances of getting the needed 6rgan, nsmny

patients apply to be placed on several local or regional listings as they "s'hop

around"” for the shortest waiting lists. Each listing also requires a costly iuse'r fee.



The result is a multiplicity of fees for the same service in each location. In
addition, because the paticnt is listed on several lists, each list is longcr‘than
necessary making it more costly to operate the system.

PROPOSED ALLOCATION SYSTEM:

Under the proposed system which eliminates geographical distinctions,
patients will get the life-saving organs as their turn comes up for allocation based
on medical necessity. Patients will select the centers that offer quality itreatment
at reaéonable prices and costs. This, often means the location where théir chances
of survival is best.

Because there are enough livers available to treat the two categofrics of
sicker patients first with enough remaining to treat two-thirds of the third of the
categories, it is anticipated that you will shorten, or even eliminate, the expensive
pre-transplant ICU time. Furthcer, as discussed below, transplant centers, which
cannot and should not be able to compete in the market‘placc b‘ccause ofi lower-
quality and cost considerations, will be climinated. This will provide a{jditional
cost savings to the patients and payers, as those high quality centers which )
continue to develop the most cost e¢fficient services will assume the incr;eascd
volume and be able to operate even more cost-effectively and cfficientlfy. Fees

from the costs of multiple listings will be eliminated.

PRINCIPLE NUMBER 3. SIMPLICITY - REDUCING PAPERWORK AND

SIMPLIFYING THE SYSTEM.

CURRENT ALLOCATION SYSTEM:

Under the current plan, the government’s contractor for operating the
procurement and transplantation nctwork. makes the allocation rules, keieps the
waiting lists and operates the system. It has devised a complex system that
allocates organs first based on the geographic location of the donor and second on

{
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the length of time a patient has been waiting. Accordingly, sieparate lists for each
organ now exists for each local area of the country, each region and th;n one for
the entire nation which consists of a combination of the local and regional lists.
The complexity is mind‘bdggling. Doctors and their staffsare spcnding more of
their time cither searching lists, filling out forms to apply for a multiplicity of
lists or justifying the placement of their patients on a particular list than they do
in the actual surgery and othér patient care. |

Patients are just as burdcncd. They are busy trying to u,ndcrstan:d the
byzantine rules of ihe game, applying to lists at several locations hoping to find
"the shortest list." Each is trying to get the jump on the other in this deadly
"game."

Additionally, insurance companics also may have different covcfagc
policies for these proccdures, so problems rclated to the lack of covcragg or.pre- .
approval increase as the patient applies for bcr'lc‘I;its to be given.at multli(plc‘
locations where they become listed as é transplant candidate. It‘can be icl::scribcd
as "your worst col]cge registration nightmare -wi"th'dcath as the penalty for failure
to get the class you nced to graduate.”

PROPOSED ALLOCATION SYSTEM:

The proposed allocation system simplifics all this paperwork and makes
the system understandable to the general public. It provides for one nat;ionally
centralized list for each type of organ or organ combination. Patients a;xd doctors
will know immcdiatclyAwhcre they stand because no matter where the pétient
happens to be, the organ nceded to save his life will be made available b@lsed on
medical appropriateness. Coverage will be universal and pre-approval for

multiple listings will be moot.
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PRINCIPLE NUMBER 4. MMW
AMERICAN HEALTH CARE. |

CURRENT ALLOCATION SYSTEM:

With the current allocation system favoring organ delivery to patients
listed in small geographic localities first, therc has been a growth of small
transplant centers servicing each locality and performing only a small number of
operations per vear. The proliferation of transplant centers due to the current
organ allocation policy has caused an erosion of the quality of services brovided
to the patients. In 1992, UNOS had approved 96 liver transplant centers. Thirty-
seven of these programs formed less than 15 transplants in 1992, which §evcn
programs performed 42% of all liver transplants. Because small transplant centers
are favored in the allocation system, thcy receive organs to transplant less sick or
relatively well patic;,nts, or patients who fail to mect the medical‘criteria at more
experienced programs. This "boutique” practice serves to drive ub the c<:)st>of |
providing the service due to the establishment of costly transplant facihl,tics in
many locations for only a few cases per year. Facilities for this type of‘practice
are expensive, but due to lack of experience, quality of care suffers, Tﬁc most
complex' cases, usually the sickest patients, cannot and will not be transplanted at
these inadequate centers. The allocation system actually works against t}hc time
honored maxim that ”bracticc makes perfect” which is then reflected in éhigher
costs and lower survival rates for paticnts. Surgical and treatment skills at
boutique centers are not enhanced as they would be with a higher volun%c and
patients suffer lower survival rates under this system,

PROPOSED ALLOCATION SYSTEM:;

Under the proposéd allocation system, patients will be able to go 'to
transplant centers with proven track rccords of high success. Those are ;thc
centers which have the volume necessary to provide the highest quality éare most

efficiently. They have the doctors and other health care professionals \a}ho are
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very proficient in the surgery and other treatment. They have the facilities to
handle quantity with quality. They have the know-how and resources toi keep
pre-transplant patients alive longer and to have a higher success rate for those
who receive organs, Survival rates go up due to the transplant teams’ prdficicncy
and with the higher skill rates, even the most complex operations b‘ecomc:i more
successful.

PRINCIPLE NUMBER 5. CHOICE - INCREASING CHOICES FOR

CONSUMERS.

CURRENT ALLOCATION SYSTEM: |

Because of the manncer in which organs are allocated, Americans have
restricted choices as to where they will receive their life-saving treatmen;t. The
current system requires them to try to figure out a "shell game" in which "thcy g0
to the transplant center that gives them the best shot at finding that slusi;vc
donated organ. The current system forces paticnts to "shop" foni.tfme shorthst liét
rather than the place that offers the quality, doctors, prices, convenienceior other
choices they might wish to have available. ‘ '

Further under the current system, rescarch into new and cxperim§nta1
techniques which can develop ways to save additional lives is stymied beéause‘
allocation goes to smaller centers without either the patient base or profié:icncy
for research protocols. As a result, advances in the field become less likc!y.

PROPOSED ALLOCATION SYSTEM:

With a system that climinatés geographic concerns and treats the most
medically appropriate paticnts first, (the sickest patients in most cases) alél the
options become available to the patients and the doctors. Patients will have the

choice of the highest quality care, the most qualified doctors, and state-of-art

facilities, which will result in the most-cost effective care.



PRINCIPLE NUMBER 6. RESPONSIBILITY - MAKING EVERYONE
RESPONSIBLE FOR HEALTH CARE.

CURRENT ALLOCATION SYSTEM:

The scarce national resource of hufnan ovrgans is not allocated on a fair
basis. Because there are hundreds of local and regional lists for each organ or
combination of organs, the responsibility for allocating them falls harde;t on the
patient and his or her doctor and their staff who must do all the leg work and
justify the various lists upon which the patient is placed. Government, v»:'hich by
law was supposed to oversee the process to prevent abuses, has in effect s:hunncd
its responsibility in favor of the self interests of those who receive the contract to
monitor the system.

PROPOSED ALLOCATION SYSTEM:

Under the proposed system, responsibility is placed back where it %bciongs
in the hands of the peoplc’s representatives, the government. Individuals will
remain responsible for keeping their end of the bargain. Doctors, hospitéls and
insurers cannot abuse the system as well. The maximum fléxibility of thé system
to compete in a fair and appropriatc manner to insure that the patient’s niccds are
taken care of first would be protected.

CONCLUSION:

The President’s Healfh Security Act and the proposed changes to the organ
allocation policies and regulations complement cach other. With changes fo the
liver allocation policies, the President’s Health Security Act will be able t;o
operate as it is designed. Wi;hout these changes, the purposes of health reform
will be defeated by maintaining a system which operates in a manner conltrary to

its very principles. Because transplantation is one of the most expensive areas of

medicine, the failure to change these policies to conform to the President’s plan



'

will have an enormous effect on the success of the effort. Citizens will continue
to face the same problems and confidence in the reforms will be destroyed. A

. . i
national allocation system based on paticnts’ needs and interests best serves them

and the President as we move toward comprehensive health care reform. !
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