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1 
MEMORANDUM TO THE HONORABLE ERSKINE BOWLllS 

As you know. the E>epartment of Health and Human Services issued a finaJ regulation on 
April 2 to bring abollt improvements in the Nation·s organ transf/!antatiQIl system. In particular, 
this regulatioij is aimed at ensuring that allocation of scarce organs would be based on common 
medical criteria, medical need and medical judgment, not accidents of geography. Under the 
Cllrrcnt systCl!1. less ill patients may receive transplants while mOre severely ill patients, perhaps 
only a few miles away, die. Organs sbould be allocated to patients who ate medically judged to 
need them most. no matter where they live, or at which transplant hospital a patient chooses to 
llit_ - . 

Opponents of our regulation. led by transplant centers in Louisiana and Wisconsin, 
worked with Chainnan Livingston and Congressman Obey earlier this ye-df to include in the 
supplemernal appropriations biH language to delay implementation of the rule until Oct. J; and 
subsequently. in the House FY 1999 LaborIHHS bill, to delay the rule by another year, SenalOr 
Specter I the chairiTIan of our Senate appropriations subcol1unlttee. plans to fight with us against 
the House rider. T~is could be one of the most contentious policy rider issues during 
negotiations ?n the onmibus appropriations bill. 

I 
T want to urge (bat the Administration very strongly defend our !:ttrrent position in {his 

matter. The reason for doing this is in large part, of course, because of its positive impact on 
patients, The regulation fundamentally shifts the focus of organ allocation policy from transplant 
center benefit 10 patient benefit. " 

I 
In addition. however; I believe the most fundamental question 0 f Executive Branch 

responsibility is at stake. The Federal Goverrunent, on behalf of Medicare and Medicaid 
beneficiaries as well as veterans, is the Nation's largest payer for lransplam services. Medicare 
and Medicaie! alone pay for more than balf the transplanl surgeries in the United States. 
However, organ allocation policies, which ultimately determine who shall receive organs, are set 
by an HHS contractor, the United Network for Organ Sharing (UNOS), nnt by HHS itself. 
Insofar as Congress wants independent medical guidance, UNOS' po1icy~maklng role is 
desirable, and we at HHS respect it. At the same time, however. it seems clear that Congress 
does not intend for the Federal Government to be without any oversight role in the determination 
of orga~ allocation pOlicy, since without federal oversight, the expenditure of these substantial 
funds is essentially steered by those receiving the funds, and patient interests are far under~ 
represented, 

Tht:se are the issues at stake in ensuring that Cor:gress aUows Ollr regulation to be 
implemented: the core authority of the government over policies that dIctate substantial Federal 
spending. in addition to the well-being of the patients for whose care we are paying. In our view, 
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Page 2 - The Honorable P,.rskine Bowles 

... the law clearly established the nationa1 transplant system as Qne that is intended to benefit 
patients by ,treating donated organs as a public trust. Yet over the years, UNOS ailocatioll 
policies ha ~e increasingly strayed toward choices that are made to benefit the interests of 
transplant centers rather than benefIting patients with greatest medical need, UNOS, which de 
facto repreSents the interests of the majority of transplant centers j maintains that it believes 
Congress meant HIlS to have no oversight role in organ llUocation policy. We malntain that the 
law ch::arly1intends for the Secretary of HHS to have final appr<1val authority for policies ~hat are 
appropriately devised by the transplant conununiry, , 

Let 'me make clear that in our regulation, the Department specifically chose nO!. to 
mandate any specific organ allocation system, but rather to set broad performance goals for the 
transplant community. This entirely respects the appropriate UNOS role. Under the goals set 
out in the regulation, the private sector transplantation network is to develop medically sound 
aIIocation policies to improve fairness and establish unifonn medical (;riteria. As of the date the 
final regulation takes effect, the transplantation network win have 60 days {Q develop a proposed 
allocation policy for livers. and one year to develop proposed policies for other organs. But no 
new system of Otgap allocation goes into effect until these prOposals developed by the network 
are published for public comment. considered by rhe network and accepted by HHS. We are 
making fhe same point in litigation filed in Louisiana. Although a District Court judge has 
temporarily stayed the effective date of the regulation, the Jusdce Dertartment is preparing to 
immediately appeal. , 

The work done by HHS on this regulation is based on the law passed by Congress to 
ensure fitirness In our organ transplant system (the National Organ Transplant Act, for which 
Vice Presi~ent Gore had a substantial guiding role,) HHS published it~ proposed rule in 1994. 
and three extensive comment periods have been provided, including three days of special 
hearings. Congress bas also held several hearings on tlUs subject. This regulation has had 
exceptiona~ly broad consideration and comment. 

1 cannot overemphasize the time. thoug11t. and r,ood faith that has gone into the 
development of t.hls regulation. Because we recognize that core questions of Executive authority 
are invotvCd. we have been scrupulous in honing tllis regulation to one that is responsjve to the 
governing 'starnte. places the focus on patient benefit, and protects the right of the Federal 
Goverrunent to approve policies that direct its spending, 

For these reasons~ 1 would urge you to reject allY actions by Congress to delay 
implementation of this regulation, Such a delay would compromise patient weHMbeing and the 
authority of tile Federal Government to approve policies that dctennine substantial expenditure 
of tax dollars, 

"-..!~_ E, Shal.la 
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• 	 In .rdei, to address the multiple problems posed by Increasing Inddence of diabetes 
and many other autoimmune diseases! the federal government would spearhead a 
collaborative, mu!ti-disdpllnary Initiative In transplantation-related science. The 
ultimate goal would be to eure these diseases, thereby alleviating human suffering 
and r.d~clng he.lth car. costs. While the primary focus would be on Islet cell 
transplant (diabetes), many of the research projects would also apply to and benefit , 
other serious dfseases as well (e.g.• rheumatoid artnritis, lupus, and multiple 
sclerosis). 

• 	 Throughl new National Institutes of Health (NIH) dollars and re-dlrection of existing 
funds, 5100 million could b. prollided for this Initiative as one of the NIH Director's 
"Special Areas of Empnasis," An alternative approach would be a muitJ.. 
departmental collaboration involving NIH, Department of Defense, Department of 
Commerce. NASA, and the Department of Veterans Affairs" The PresIdent and Vice, 
President could make an announcement of thIs effort at the White House, ideally In, 
November during National Diabetes Month, with bipartisan representation from 
Congress: the diabetes community, and other Interested parties. 

I 
Burgen pf Diabetes 

. I 

• 	 Dlabete. is a major public health problem .ffectlng approximately 16 million 
Americans from all walks of 1111>. An estimated 650,000 new case. of diabetes will 
be diagno~ed this year alone. According to the NlH, the direct and indirect costs of 

, diabetes \exceed 	$137 billion per year. making it the single, costliest. chronic 
dlsea.e I~ the U.S. It I. estimated th.t peopl. with dl.betes account for 
approximately 2S percent of Medicare expenditur.s, 

• 	 Oiabete. reduces Ute expectancy by up to 30 percent. This year alone, dlabet.s ano , 
Its complications will contribute to the deaths of over 170,000 Americans. It is a 
leading eaLse of blindness, amputations, kidney faflure, and cardloV8iicuiar disease. 
and disproportionately affects African American. Hispanics, and Native Americans. . 	 . 



, 
JUL. 17 ~97 I f :S6.CWl THE JQH."'1SOf'; CO. INC 

.. 


Proposal;· F~d.r.llniti.tl.e In Transplantation Research 
Pagel 
, 7 July 1!197 
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, 
Scientifi:;..llatll1Dale 

There have been significant advances in our understanding of how the immune system 
behaves io rejecting a "foreign" organ of tissue. AIl upcoming NIH~:sponlored 

confer.nce on the .tate of diabet .. r....rch will likely highr.ght many of these advances. 
The challenge in this .r•• now i. to translate the knowledge gained from basic r ....reh 
to clinieal ~ppneation. The goal of this research would be to develop treatment which 
would Mfool" the Immune system into 8Ct';epting an organ or tissue without causing 
dangerous'side effects. A significant breakthrough in this .re. would result In the 
ability to: 

r 

• 	 transplant Islet cell. In people with both Type 1 and Type 2 diabetes (and other 
dlsea$e~) without use of toxic immunosuppression drugs; and,, 

• 	 significantly ..tend the life of transplanted organs, and thereby improve the 

outcomes of other solid organ transplants. 

Finally, alm~st evcry single institute at the NIH, as well as research programs across 
other agenCies of the federal government, has an interest in the clinical application of 
transplantation tolerance. A coordInated approach. whIch provide, funds for the . , 
"translational" research necessary to move knowledge from the research lab to the 
patient's bEdside. and which puts intO place a system for monitoring and expediting new 
discovenes,i wouJd have an enQrmous Impact on Amerkan science and medicine. 

I 

Other Coillplemeotarv f.j!del'lllEffgrts 

• 	 Secietah· of HHS Donna Shafala is planning new inititltlves in tHe area of organ 
donation and allocation that are designed to address the critical shortage of Qfgans. To, 
the extent that new breakthroughs in transplantation science can extend the lite of 
transpl2:nted organs, the proposed research inItiative would support these important 
efforts o'n organ donation and allocation. 

, 
• 	 Simila~'y; the Institute of Medicine (10M. part of the Natlonar Academy of Sciences) 

is holding. conference this week on the st.te of transplantation, This 10M-headed 
effort w(1l focus on: development of strategies for increasing organ donationsj ways 
to improve efficient and ethical uses of existing transplant materials; and 
identification of scientitic and technical advances in cell and tissue transplants. , 
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• 	 Other compfementary efforts include NASA1s support of cell engineerIng, cell growth 
and dlfferentlation. and Islet cell transplantation; and the Commerce Oepartmenes,
tissue engine.nng Initiative with private Industry which •••ks, among other things, 
to stimulate islet cell transp!anta,ionteohnology. . 

I 
• 
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Oft!ce of the President 
Governmental Rdlltions 

May 2, :1997 

Mr. Bruce Reed . 
Assistant to the President 
for Domestic Policy 

TIte White House 
Washington, DC 20500 

I
Dear Mr., Reed: 

I 
We greatly appreciated the opportunity April 14th to meet with you and express 
our views on organ transplantation and liver allocation. Later that afternoon, we 
mel and:discussed these same matters with staff from the Congressional offices 
shown ~low. It seemed to us that both meetings involved two basic questions: 
first, how should the National Organ Transplant Act organize the process for 
making deeisions about organ transplanMion and, second, should DHHS use its 
rulemaking authority to make significant changes in the current method of 
allocating and distributing livers for transplantation. 

TIte first question relates to process, and, as we explained, we and the great 
majority of our colleagues aeross the country are strongly supportive of the role 
of UNOS. It is broadly representative and its committee structure affords ample 
opportunity for all points of view on any issue to be heard. We reject 
categorically any implication that smaller, more numerous, transplant centers 
ignore substance and vote only in their selfinterest. In our experience, UNOS 
bas always given the issues before it serious and deliberative consideration. 

AI the same lime, we understand thai DHHS should have a role in ensuring that 
UNOS dOclsions are accountable in an overall sense to the broader public interest. 
In this rtgard, we think it vitally important that there should be a clear distinction 
made befween kinds of determinations made through UNOS by those directly 
involved, in transplantation - patients and their families, OPO staff, transplant 
eenlern and physicians -.and the goals and functions of a policy-level review on 
behalf of the general public interesl. Perhaps the way that NSF and NIH use 
expert panels to evaluate the scientific merit of competitive grant applications, but 
employ appointed groups, such as the National Science Board, to establish 
evaluation criteria and identify areas of national priority, might be adapted to this 
situation: What in our view must not happen, however, is for the Department to 
duplicate the UNOS process or serve as an appeal mechanism for substantive 
UNOS decisions. We believe that this would be a terrible mistake. 

The University of Alabmnu at ))inningh~m 

880 Administrmio)) Building. ?Ol South 20th Street 
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Page Two 
Letter to Mr. Bruce Reed 
May 2, 1997 

With respect to liver allocation, we believe strongly that the current methodology 
serves those patients in need of transplantation and the larger national interest 
well. Under the current system, there has been an expansion of the number of 
centers providing high quality liver transplantation services, the number of such 
transplants has increased steadily and the access to liver transplantation has 
greatly improved, particularly for patients with limited financial resources. 
Further, we are convinced that there is no alternative allocation method that offers 
a distinc't improvement for patients. We hope that during our discussion we gave 
you a sense of how truly complex this subject is. As long is there is a shortage 
of available organs, there will be no ideal solution, hut in our view, local primacy 
operates as a reasonable balance among several goals and results in the best 
overall outcome for patients and their families., 

1 

Sincerely, 

I 
I 	 .

::0 )" tw.<, ;J'('=P"b-
J. Stevenson Bynon, M.D. C. Wright Pinson M.D. 
Univ. of Alabama at Birmingham Vanderbilt University 

DOug1W, H~to, M.D., Ph.D. 
Univ. of Cincinnati Med. Ctr. 

, 
c: 	 The Honorable Spencer Bachus 

The Honorable Mike DeWine 
The Honorable Bill Frist 
The Honorable John Glenn 
The Honorable Ernest Hollings 
The Honorable Jeff Sessions 
The Honorable Richard Shelby 
I 
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NAT~ONAL TRANSPLANT ACTION COMMrnEE 
• 	 70 SEWALL AVE 


BROOKLINE; MA 02324 

(617) 566-3430 

April 14, 1997 

Mr. Bruce Reed 
Deputy Asst. to the President 

for Domestic Policy 
The Whi te liouse 
washington, DC 20500 

Oear Brucc# 

Thanks for meeting with me on Wednesday the 9th 
regarding some of the ongoing issues with the the National 
Transplant Act. Your 10n9 involvement with this issue through 
then Congressman Gore's office gives you great insight to.the 
strides made in transplantation since the early 80's. 
Transplant programs have increased and many lives have been 
saved. 

It's my hope that through the intervention of your 
office, public policy can be developed in a way that reflects 
the best interest of all citizens no matter where they live. 
Part of the difficulty rests with the blurred relationship 
between the transplant network(OPTN) and the contractor(UNOS}. 
Currently, the contractor functions as the network so that full 
discussion of public policy may not be as objective as was 
originally intended by Transplant Act. Flawed public policy is 
only conp+icated by the continued shortage of org(lflS. unless 
public policy reflects goodwill from all interested parties' 
especially. patients, then specific issues such as allocation 
will continue to demand great amounts of time. 

Again, 	 I thank you for taking the time to meet. 

~~ ~s E. Fiske 

PS. 	 Enclosed is a copy of NTAC suggested changes for 
realJthorization to the Transplant Act. TheY've already 
been 'submitted to the Department. 
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National Transplant Action (NTA) is a non-profitt publIcly supported 

initiative protl?ting informed consumerism among patients and families involved 

with organ and tissue transplantation. NTA fosters consumerism through!, 
enhancing education; assisting with information access about medical treatment, 

financial aid, and social services; promoting legal, civil, and human rights 

respecting transplantation and donatiQn; and encouraging mutual support and,, 
unity by promot~ng information exchange and communication. , 



I. Executive Summary 

I, 
National; Transplant Action is proposing amendments to the NatIonal Organ 

Transplant Ac't that would centralize the rulemaking and oversight of the Organ 

Procurement ~nd Transplantation Network through the estahlishment of the 

NatIonal Orga'n Transplllnt Governing Board. The ehange woull.! consolidate the 

patchwork of the various rule making bodies in the current system intO' 8 sIngle, 
authority subject to Congressional review. Our proposal also eliminates ,, 
appropriations, for the operation and oversight of the OPTN and reduces federal 

spending by S~.5 mIllion annually (see Fiscal Impact). 
I

Congressr enacted the National Organ Transplant Act In L984, in order to, 
stimulate rational and fair policy mak1.ng in the field of organ transplantation, 
and to develop a fair and efficient system for the sharing of donated organs., 
The Act established the Organ Procurement and Transplantation Network (OPTt\) 

I
and commissioned a National Task Force to examine and report on many of the key

I 
issues in the field of transplantat1.on. The Act was amended by Congress in 

t 
1988 and 1990. Congress held hearings on the Act in 1993 with both chambers 

approving bills further amending the 1984 legislation. However, the i03rd 

Congress adjorned ~~ in 1994 without reconciling the se:f)erate bills. 

In addition to the Congress, a number of other entitles have participated 

in the promulgation of national organ transplant poliCIes, rules, and 

regulations, Two seperate divisions of the U.S. Department of Health and Hu~an 

Services are' involved in rulemaking. The Health Csre Financlng Administration 

(HCFA) has primary oversight for reimbursement and coverage of organ 

transplantation under the federal Medicare and Medicaid programs. 

Approximately 80-90% of all kidney transplants are paid for by Medicare through 

the End Stage Renal Disease Program. The Heal tb Resources and Services 

Administration of the Public Health Service has been gIven primary jurisdiction 

over the OPTN. The U.S. Department of Defense and Department of' Veterans 

Affairs also have roles in organ transplantation policy through the Civilinn 

Health and Medical Program of the: Uniformed Services (CHAMPUS) and the Veterans 

Administration hospital system. 

The Act requires that the Public Health Service contract with a private. 

non-proUt organization. to ,operate the OPTN. The United Network for Organ 

Sharing (UNOS) I based in Richmond, VA. has been the only contractor to date. 

- 1 ­
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I 
For all intents and purposes, UNOS has been the chief author of transplant 

rules nnd regulations in the United States. 'UNOS 1s n membership organization 

comprised almost exclusively of the hospitals and medical organizatlons, 
dlrect~y inv~lved 1n organ procurement and transplantation. 

This patchwork of authority and oversight has resulted in considerable 

controversy. l Section 273 of 42 U.S.C. requires that Organ Procurement 

Organizations
I 

(OPOs) must be members of the OPTN and subject to. its rules and, 
regulations 'in order to be reimbursed by Medicare. Because of this 

requirement, the Department of Health and Human Services pubUshed a public 

notice in 19,89 declaring that the rules and regulations pr.omulgated by the 

private contractor., UNOS} were not enforceable unless approved by the 

Department. The Congress expressed its concern over this development in 1990 

and Members of the House of RepresentatLves were further dtstressed to hear 

testimony 'in '1993 that final rules and regulations had still not been approved 

by the Department. To date, a Notice of Proposed Rule Mak1ng has been 

published but ,no final rules have been approved., 
The mostl dgnifi.cant policy issue facing the OPTN is the allocation and 

distribution of
, 

organs for transplantation. UNOS made major changes to liver 

allocation ru~es in 1991 which have resulted in a system of local primacy in ,
transplantation. This debate has pitted the smaller transplant centers, which 

because of their numbers dominate liNOS policy making, against the laeger 

reg10nal centers which serve the bulk of transplant patients. The objective of 

the Act: to 'create a fair and efficient system of organ procurement and 

transplantatton, has become lost in this debate of lives vs. livelihoods. 

Therefore, NTA is proposing that the National Organ Transplant Act be­

amended so that responsibility' for national organ transplant policy and the. 
rules and regulations of the OPiN are vested in the National Organ Transplant 

Governing Board. The objective of the Board is not to create an additional 

layer of government, but rather to synthesize the current patchwork of 

rulemaking and oversight into a single authority r~adily available for 

Congressional review. Conguss has been clear in its intention that the OPTN 

be self governing. That does not imply that the OPTN gover.ning authority and 

the OPTN contractor be Qne and the same as the current system eight suggest. 

Instead, we propose that the governing and the operation of the OPTN be two 

separate and distinct functions. 

The Board Iwould be comprised of members of the public as well as medical 

- 2 ­



I 

professlom~ls land would be selected in such a manner as to maintain 

objectivity, ,balance the needs and concerns of all involved with , 
transplantlltion, and uphold the pubUc interest. The objective of the Board 

would be to promulgate and enforce the. rules and regulations of the OPTN 

conaistent with Congressional mandates. 

The proposed changes would eliminate appropriations for the operation and 

oversight of the OPTN resulting in a reduction of $3.5 million in federal 

spending. The! Board would review the current fee atruc.ture and other options , 
avallable in the private sector to fund the operation of the Board and the 

I 
OPTN. The role of the Public Health Service in this area could be virtually 

, 
eliminated and: administrative costs reduced. The initial operation of the , 
Board would be 'financed through a government loan. The. future operation of the 

Board, the OPTN, and the loan repayment would be financed by patient 

registration fees t user fees, or other such sources of revenues to be developed 

by the Board. , 
Under crut't pJ:oposal, the Board would be removed from the: bureacratic 

policies tbat have resulted tn the current 6 year odyssey on the part of the 

PubHc Heal th ~ervlc.e to try nnd approve the OPTN rules already promulgated by 

the private contractor~ UMOS. Although the Board would necessarily be required, 
to facilitate public input in the formulation of organ procurement and 

transplantation policy, it 18 our intent that the Board be exempt from those 

Executive Department regulations that would delay timely decision making. 

The establishment of the National Organ Transplant Governing Board would 
, 

facilitate the! promulgation of fair and equitable rules, regulations, and 

policies. This private/public effort would address the jurisdictional 

questions that: have prevented tillely and orderly rulemaking and avoid the 

Constitutional :issues inherent in the current system that seems to permit a 

private entity' to fo~mulate federal regulationa. Finally t the BQatd would 

permit the vsluable input from patients, families, and the public at large that 

is currently lacking while offering budget efficiencies for the federal 

government. 

- 3 ­



II. Legistative Historl 

The Nat1o:nnl Organ Transplant Act (the Act) was cnacted in 1984 {P.L. , 
98-507) • Its' purpose was to "support development of a rational and fair 

national health care policy regarding organ transplantation." The Act 
I

established the Organ Procurement and Transplantation Network (OFTN) and vested 

the Public Health Service w!th the responsIbIlIty of overseeing the OPTN. The 

actual operation of the national network was to be contracted out to a private 

entity. The Act created a National Task Force on Organ Procurement and 

Transplant8Uo~ that was charged with a number of responsibilities including 

the development
I 

of recommendations that would lead to a "truly national, 

coordinated mechanism for efficient distribution of all available organs." 

As part Jf the legislation, Congreu attempted to define the 1ntended 
I 

roles of the public and private sectors in organ transplantatlon. It was the 

sense of Congress that a strong initiative already existed in the private 

sector and thet the role of the government was to "stimulate" the private 

effort. In addition to the OPTN and the Ta6~ Force, a great deal of importance 

was placed on the role of the American Council on Transplantation (a private,
I 

non-profit organization established in 1983 with the financial assistanCf;: of 

the Department I of Health and Human Services) in the promulgation of national 
• 

transplant policy. Also t Congress was depending upon the recommendations. of , 
the Task Force' 1n the future de\telopment of national transplant policy. (See 

Senate. Report No. 98-382 and House Conference Report No. 98-1127, U. S. Code 

Congo and Adm. News, p.J975) 

The Act was amended in 1988 (P.L. iOQ-607). Congress reaffirmed that "the ,
Organ Procurc£u'7nt and Transplantation Network (OPTN) was created in the 1984 

Act in order to facilitate an equ1table allocation of organs among patients," 

Howevet', i::oncern was expressed that "despite the cumulative legislative efforts 
I 

coupled with those of public and pl:'ivate groups, there is still an ,organ 

shortage, and there are still inefficiencies and inequalities in the organ 

procurecent system," 

The 1988 Amendments also clarified the roles of Orgnn P.r:ocurement 

Organizetions (OPOs) and the OPTN. The OPOs were to be r-esponsible for 

~allocating organs equitably among the patients who are In need of a 

transplant." The OPTN was to assist the OPOs in that process. It was also the 
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, 
sense of Congress that the OPTN was to have broad authority and rcsponsJbl11ty 

over public. policy in organ transplantation. "The OPTWs responalbil1tles are 
: 

great and the, purpose of the Act will be served only if the policies of the 

OPTN are sound l and are soundly developed~ The allocation of organs may well be 

a Ufe-ar-death decision for: patients. The OPTN ••• should resolve noy issues 

regarding the fair and effective distribution of organs. Patient welfare must 

be the paramount cons1deration.~ , 
While exp;anding the responsibilities of the OPTN; Congress also mandated 

that the OPTN establish procedures to give members of the public an opportunity 

to comment on, OPTN policies. it further mandated that the Public Health 

Service develop a process for th~ receipt and evaluation of public input. "It 

is the intent that the OPTN undertake this process (of soliciting public input) 

fQr its existing criteria and that It do so whenever changes in the criteria 

are under consideration. Congress also urges the OPTN to arrange for public, 
comment at least once a year~ even if no changes are proposed~ and expects the 

Department of Health and Human Services to follow closely and review these 

critetia. The OPTN should replicate as closely as possible the process 
, 

followed by such agencies as the Health Care Financing Administration in 

promulgating regulations, including the use of a public hearing on issues of 

major consequence and potential controversy." (See House Report Nos. 100-761, 

100-178, 10070, Senate Re.port Nos. 100-133, 100-310, 100-552; 100-476, and 

House Conferenc:e Report No. 100-1055, U.S. Code Cong~ .and Adm. News, p.4167) 
•

The most' recent major changes to the Act came. as a result of the 

Transplant Ame~dments Act of 1990 (P.L. 1-01-616). While Congress 0xpressed 
! 

significant concerns about the operation of the OPTN and the oversight 

resPQusibUity of the Public Health Service it also continued to clarify the 

omnipotent role of the OPTN. 

Congress once again stated that "the OPTN, in addition to maintaining the 

single nationa~ list of all patients waiting for an organ tt'Snaplant, is also 

charged with setting much of national transplant policy." Yet, Congress also 

reported that; "In studyLng the existing board and its performance..• the 

(Congress) believes change is necessary, but is reluctant to force any specific 

model for changing the structure of the board," It was further hoped that 

"greater opportunities will be provided to members of the public and voluntary 

health organhations to serve in leadership positions on the bQard~" 

Congress was "especiaUy troubled" over the lack of enforceable national , 
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regulations resulting from a 1989 public notice by the Department of Health and, 
Human Services. The 1989 notice mandated that OPTN policies be reviewed and 

re~eive formal approval o:f the Secretary in order to be enforced. The 

resulting policy vacuum was declared "inexcusable." It was the hope of 

Congress that .the Secretary take a more personal interest in the OPTN and be at 

the. "forefront' of insuring its success." ,
Congress :attempted to improve the rule making structure by lowering the 

minimum qualifications of the OPTN contractot in order t1) "provIde the 

Secretary with the opportunity to seek out the best possible potential 

applicants for this cdtical role." Congress made it clear that the 1990 

amendments "reflect deep concern on the part of (Congress) in the manner in 
; 

which the OPTN has functioned. It is the intent that this bill will assist a 
;

midcourse correction." (See Senate Report No. 101-530, 1990 U.S. Code Congo 

and Adm. News,' p. 4625). 

Ilt. comkentary 

It 1s clearly evident from the legislative history that an efficient and 

equitable organ allocation system through the National Organ Tl'8nsplant Act has 

been the ongoing objective of the Congress. As part of the 1988 amend~cnts to 

the Act. Congress was careful to remove aoy statutory bias respecting the 

important question of criteria f¢r the proper distributiQn of orga.ns among 

patients. Prior to the change. the OPTN was only required to assist OPOs in 

the distribution of organs #which cannot be placed within the service areas of 

the organiza.tiOns." Congress was concerned that this language would be 

interpreted to give preference to the local allocation of donated organs and 
I

removed the wording fro!:t the Act. Despite Congressional intentions, local 

priority in the distribution of organs is the prime issue of contention today. 

During its deliberations on the Act in 1993, Congress heard complaints from 

patient representatives and transplant centers that the current. system of organ 

allocation is not fair nnd i$ geographically biased. 

The National Organ Trsnsplant Act clearly mandates a "nstional" system of 
I

allocating donated organs. The system is to be efficient and fair. Today, the,, 
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system is geographically biased with organ allocation based upon local priority 

regardless of the medical status of the recipient. The system is also biased , 
based upon agreements between OPes and hospitals performing organ transplants., 
D~spit.e widespread dissatisfaction with the cur'(ent system there has been no 

attempt by the OPTN contractor, the United Network for Organ Sharing {UNOS) to 

correct tbis; :.<ituatlon in a satisfactory manner. UNOS has gone as far as to 

suppress criticism and efforts to change the system by withholding vital 

information useful in evaluating the current system and any possible futut'e 

modifications. 

Congress' has made it equally clear that the responsibility for 

promulgating 'national organ transplant policy should be that of the OPTN. 

, 

However, nowhere is: it expressed or implied that the "OPTN" and the "OPTN 

contractor" be 
i 

Qne in the same. Yet, UNOS corporate by-laws constitute the. 

national public policy on most transplant issues, including the important 

matter of organ allocation. Congress has also expressed a Inck of confidence 

in the capabi.lities of the current OPTN contt'actor, UNOS to successfully carry 

out the objectives of the National Organ Transplant Act. Congress has 
t 

expressed equal disappointment in the oversight on the pact of the Departtlent 

of Health and Human Services. 

The Department of Heal th and Human Services has faHed to give the 

necessary attent10n to the OPTN. In 1989 the Secretary published a notice that 
, 

no t"ule or regulation of the OPTN was binding unless approved by the Secretary. 

In 1990, Congt"<:!ss declared as ·'inexc.usable" the "policy vacuum" resulting from 

this action. Memb<:!rs continued to express concern during hearings on the Act 
i

in 1993 as the Secretary had sttll failed to promulgate rules. As of May 1995 1 , 
over 5 years has passed since the Secretary' 5 original public notice and final 

rules still remain to be approved. As a r<:!sult, the OPTN functions based upon 

voluntary compliance with the UNOS corporate by-laws. 

Despite clear direction and mandates from Congress - the National Organ 

Transplant Act' Is failing. 

In theory, the Act should worli:. Congress has cleaI;ly stated ita 

intentions and f public policy objectives. It should be the t"espoosibUity of 
I

the OPTN to pr~mulgate national organ transplant rules and ~egulntions to meet 

the national objectives. Public policy decisions should also be timely cnd 

serve the best ,interests of patIents, donor families. and the public at large. 
I

The. Act won't work in pract;ic~ for 11 variety of reasons. First, the OPTN 
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is a membership ot'ganization. As such, decision making has centered on the 
I

membership. That membership Is mainly institutional: 

Croup of Members 
Transplant Centers 275 
Consortium Members 4 
ilndependent OPOs 51 
:Independent Tissue Typing Labs 50 
,Voluntary Healtb Organizations 10 
~General Publie "embers 10 
'Medical/Scientific Organizations 26 
'TOTAL 426 

(Source: 1994 UNOS Annual Report) 

Despite t~e intent of Congress to the contrary, only 20 of the 426 (4.7%) 

members of the OPTN are members of the public or voluntary health, 
organizations., UNOS by-laws go as far as to explicitly limit the number of 

,
voting members I in these categodM to 12 each. This institutional bias is 

reflected in the makeup of the OPTN board of directors. which La chosen by the 

membership. Of the 37 members of the OPTN board of directors, 19 are 

physicians or surgeons, 10 represent OPOs, tissue typing labs, or other health 

care instit1tions or organiz.ations, and only 8 (21.6%) members are from the 
I

general public. And.: those pubUc members are chosen by the institutionally 

dominant members of UNOS. With one exception all the officers of the OPTN and
I . 

all of the 10, Regional Councilors are physicians and surgeons representing 

transplant facilities, 

UNO;; is a membeI"ship organization comprised alt::ost entirely of 

representatives from tra.nsplant factlities and the medical communit.y. As the 

OPTN c()ntrac.to~ that medical bias is not troubl~some and in fact might be 
I

beneficial. However, in promulgating national policy 1 the OPTN/UNOS board of 
I

directors makes many decisions affecting the welfare of transplant centers, 
I 

espeCially wtt~ respect to the allocation of donated organs: a scarce and 

valuable resource. A serious conflict of interest is implicit in the current 

structure given the scope of the decisions msde by the UNOS board of directors. 

It is rea.sonable to assume that important UNOS board decisions will be 
, 

influenced by the possible impact those: decisions will have on board members 

and the medical: facilities that. they represent. 

'the OptN board' of directors is in the enviable position of policymaker,, 
OVQrseer, benefac.tor, and contractor. The OPTN contractor's position has been 
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strenghthencd: by the lack of oversight and attention by the Department of 

Health and [luman Services. The Secretary has made no eHort to address current 

conflicts regarding national transplant policy snd the conc~rns of patients, 
I

donor families. and the public at large have been ignored. 'the Secretary has 

failed to publish final OPTN rules and the proposed rule published in Septemb~r 

1994 was nothing more than the by-la~s of the institutiQnal membership of the 

OPTN contractor. It is very evident that the private sector, OPTN contractor 
I 

UNOS, haa the ~pper hand in the current structure. 

Finally. ,Congress has developed contradictory legislation and direction 

regarding the OP'tN's role in national transplant policy. On one hand~ Congress 

has clearly s~ated throughout the history of the National Organ Transplant Act 
, 

that the OPTN should have broad powers and responsibilities. Section 

274(b)(l }(a)({t) of the Public HMlth Service Act mandatet: that the OPTN 

organize ita COMmittees and chairpersons, in such a mannel: as to "ensure 

continuity of ,leadership for the board." On the other hand. Congress amended 

the Act in 1990 by lowering the minimum requirements for the OPTN contractor in 

order to give the Secretary the flexibility to "seek out the best possible 

potential applicants for this critical role." 
I 

These Congressional mandates are mutually exclusive as long as the OPTN 
I 

contractor has both the responsibility for promulgating national policy as well 

as operating the OPl'N under contract with the government. The "continuity of 

leadership" is jmeaningless if the Secretary contracts with a different private 

entity through I the lowered contractor requirements. If a new contractor is 

chosen to operate the OP'IN, then a change in public pollcy CQuid certainly 

follov, 

,
IV. Recommendations 

In order to achieve the Congressional objectives th~re must be a 

"decoupling" of the public policy making function of the OPTN from the, 
contractor func:tioll. The objective of the OPTN is an afficient and equitable 

system of orglln'procurement and distribution. That objective will be difficult 

to achieve as long as those promulgating national policy stand to gain or lose 
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financially or professionally by the outcome of their decisions. 

Natioual tt'ansplant policy should be decisive, timely. and serve the 

public interest. It' s notewot:thy that when Congress bestowed rule making, 
authority wi~h the O\?TN in the 1984 Act, it was also ext>ected that both the 

National Task. Force on Organ Procurement and Transplantation and the Amer;lcan 

Council on Transplantation would have significant coles in the promulgation or 
national policy. Neither of those entities exist today., 

NTA proposes that the public policy function of the OPTN be performed by a 

govecning boa,rd. The National Organ Transplant Governing Board should consist 
, 

of members of the public and the medical community and selected in such a 
I 

manner as to' ensure that the public interest is served. The proft;ssional 

members should be selected by the peers in their respective fields. The public 

me~bers would; be selected by the Executive Branch either through the Office of 

the President
I 
or the Secretary of Health and Human Services. Nominations for 

the public members would be solicited and special emphasis elven to selecting 

individuals who were either transplant recipients or fnmUy members of, 
recipients or organ donors., 

The Board would be gtven the statutory authority for carrying out the 

objective of the National Organ 'transplant Act and promulgating the rules and 
, 

regulations ()~ the OPTN. The Board would also be responsible for addressing 

ather importan't issues in transplantation. It would develop the parameters of 

the OPTN contract and the operation of the OPTN would continue to be performed 

by a private entity. The Board would review and approve all fees associated , 
with the operatIon of the OPTN and develop a private sector source of revenues 

foe the operation of the Board and the OPTN. 

The role ~f the Department of Health and Human Services in this area would 

be greatly diminished or eliminated. The Soard would provide the oversight 

sought by the Secretary in the 1989 public notice cequiring federal government 

approval of all OPTN rules and regulations. Therefore, the Boat'd would be,
required to comply with certain mandates such as the Administrative Pcoceduras 

Act. It is intended that the Board conduct itself in an open manner and freely 

permit input from the public as well as the medical community. In promulgating 

rules and regulations adequate public notice would be required. The Board 

would conduct hearings if deemed necessary~ The Secretary of Health and Human 

Services would be notified in writing of any final rule and given a period of 

30 days to respond after which the Board rule would go into effect. Also, as, 
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the Board would develop private revenue sources for its operation and that of 

the OPTN it Is proposed that its rules and policies be exempt from federal 

fiscal Qversight. 

We believe that this structure will serve to address the concerns 

expressed by ICongress 10 the current system and facilitate achieving the 

objectives of, tne National Organ Transplant Act. Congress has clearly stated ,
its beHef that change is necessary~ This proposal creates n f.air, open, and 

unbiased process for developing an efficient and equitable system of organ 

procurement and distribution by eliminating the institutional predominance in, 
the current OPTN structure. The objective of the Board 18 a process of ,
promulgating national policy that overcomes the concerns expressed by Congress 

about the board of the current OPTN contractor. This process addresses the 

lack of oversight and attention on the part of the Department of Health and 

Human Services and vests authority and responsibility for the OPTU in a , 
private/public:entity. 

FinallYl i the establishment of the Board overcomes the contradictory 

directives fro);) Congress in 1990. This proposal facilitates "greater 

continuity in leadership and increased public accountability" while at the sacco 

time providing: "the opportunity to seek out the best possible applicants" for 
I 

the critical role of operatin& the OPTN. 

V. Fiscal fImpact 

! 
We be1iev~ that the creation of the Board will result in significant 

budnet efficiencies. The role of the Public Health Service in this area would 

be virtually ,eliminated therefore reducing funding levels in the PHS 
I

Administrative: budget (est. $100,OOO/year). The Board would also be 
\

responsiblt'l (or <levelopi.ng its own private SQurces of funding as well as 

private sources' for operating the OPTN (current OPTN appropriation: est. $2.65 

million!yenr). The total reduction in federal spending as a result of this 

proposal is about $3.35-3.5 million., 
It will be the responsibility of the Board to develop the pri.vate revenue 

sources. It is anticipated that the most likely sourc¢s will be user fees, 
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patient regist"ration fees and OPTN membership fees currently levied by UNOS. 

Patient registration fees already represent a significant portion of the. 
I

operating revenues for UNOS. As the OPTN contractor: would be relieved of the 

role for protlulgating regulations the Board would need to review all UNOS 

r:evenue sources and make any necessary changes to the manner in which those 
, > 

resources arc allocated. 
I 

It is important to note that the current UNOS fee structure was 
> 

established without the explicit approval of Congress, Furthermore, there is 

no fiscal oversight to ensure that the funds generated by UNOS for operating 

the OPTN are used consistently l.!1 th the purposes of carrying ,:Jut the mandates 

of the Act. In a 1990 report to Congress f Apt Associates of CambrIdge, MA. , 
reported that 'iT";: membership fees and patient registration fees, arc directly 

related to the ,OPTN contract; they ate not a separate Hne of business for the. , 
corporation (utt,oS). None of these fees could be collected by liNOS if anot.her 

corporation held the OPTN contraCt; ... there is no other instance where the 

government, by' awarding a contract. gives a corporation authQrity to compel 

desperately ill patients to pay over $200.00 apiece to that contractor, to use 
I 

as it wishes without direct government oversight," 

We estimat~ that 1995 UNOS revenues from patient registration fees will be 

$12-15 m1.11ion. This does not include other membership fees levied by UNOS. 

With careful scrutiny and oversight we believe that the OPTN can operate more 

efficiently and cost effectively. Given the opportunity 'and the Congressional 

authority, the 'resources are available for the Governing Board to develop a 

funding plan based upon private revenue sources and eliminating the need fot: 

future governme~t appropriations. 

"We propose that the federal gove.rnment extend a loan to the Governing 

Board to commence its initial operations. The Board would then have a 2-year 

period to develop the private resources needed to fund the oper:ations of the 

Board, the operations of the OPTN, and repayment of the federal loan. 
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PROPOSED LEGISLATIVE OUTLINE 


NATIONAL ORGAN TRANSPLANT GOVERNING BOARD 


The following proposed outline is intended to amend q2 United States Code, 
Section 274: 

1. Not ~later than 180 days after the approval of the Congress, the 
Secretary shall establish the National Organ Transplant Governing Board 
(hereinafter .t:efer:::ed to as the Board), to be composed of 27 members and 
consist of; 

B. 12 members of the puhlic whQ are not associated with any hospital, 
physictan's clinic, OPO. or other medical facUlty participating in the 
OPTN j with one member from each of the 10 current regions of the OPTN and 
2 cember~ at large. The publiC members shall be selected by the President 
(or the Secretary) which special consideration given to the selection of 
transplant recipients or family members of transplant recipients or organ 
donors. 

b. 11 members. selected by the OPTN contractor board of directors and 
consisting of tbe fol1owing~ 

~ 1. 4 members of the OPTN representing fac.il1ties performing 
organ tc'ansplants with one representative from each of the member: 
kidney transplant programs I liver transplant programs J heart transplant 
programs} and lunglheart lung transplant programs, 

. 2. 2 at large members selected from among the 2S largest OnN 
member transplant facilities as ranked accordtng to the total number of 
transplant procedures performed in 1994, 

I 3. 2 members representtng OPTN member organ procurement 
organizations. 

4. 1 member representing OPTN member independent tissue typing 
labs, 

5. Z members representing OPTN member voluntary health 
organizattons. 

I 
c. e~-offtCio members: 

: 1. the Chairman of the U~S. Senate Committee on La.bor and Human 
Resources. the Chairman of the U.S. House of Representatives Committee on 
Commerce, the Surgeon General of the United States, and the Adm1.nistrator 
of the Health Care Financing AdminiStration} or their designees; shall 
serve as ex-officio members of the Board., 

d. elected or appointed members of the Board descrlbed in I(n) and 
(b) shaUl serve a term of 3 years with 1/3rd -of the terms expiring each 
year. 

1. Prior tQ the expiration of the terms of office of the initial 
members of the Board~ an election shall be held under rules adopted by the 
Board {pursuant to Section 111(c» of the membe4S to succeed such initial 
members. I, 
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2. Any vacancies 1n the Board shall be ftIled consistent with 
t.he original appointment,, 
H. Each member of the Board I4ho is not an employee or an off1cer of thu 

Un1ted States shall be compensated for each day during which such member is 
engaged In the actual performance of their duties as a member of the BOard as 
well as reimbursement for travel expenses while away from home in the 
performance of duties for the Board. 

, 
Ill. The' Board shall propose and adopt rules to effect the purposes 

described 1n the National Organ Transplant Act (P.L. 98-501 as amended Hov. 4 t 

199B. P.L. 100,-607j Nov. 16, 1990, P.L. 101-616) with respec.t to the operations 
and regulations of the Organ Procurement and Transplantation Network. The 
rules of the Board, as a minimum, shall: 

a. provide for the operation of the OPTN by contra<:t \lith a private 
non-profit entity that has expertise in organ procurement and 
transplantation. 

b, establish for the equitable and efficient distribution of donated 
organs for transplantation in accordance with established medical 
critleria". 

j 1. no later than 1 year after the establishment of the Boara~ 
promulgate and implement rules providing for the distribution of donated 
organs to, the most medically appropriate individual without consiaerat:lon 
of geographic location taking into consideration organ viability and costs 
of cross-matching., 

c. establish fair procedures for the nomination 4lnd election of 
members to the Board and aSSllre fair representation 1n sllch nominations 
and elections. Such rules shall pro .... ide that t exclusive of ex-officiO 
members, no less than 1/2 of the membership of the Board shall at all 
tices be comprised of the public representatives and that the public 
representatives shall be subject to the approval of the President (or 
Secretary) to assure that no one of them is associated with any hospital, 
physician'jS clinic, OPO, or other medical facility participating in the 
OPTN. , 

d. provide for the operation and administration of the Board, 
including the selection of a Chairman from among the members of the Board 1 

the compensation of the oembers of the Board, the appointment and 
compensatipn of such employees, attorneys, and consultants as may be 
necessary or appropriate to carry out the Board's function under this 
section. 

e. 'appoInt advisory commtttees with expertise in organ 
transplantation, histocompatibiU ty, organ procurement and preservation 
and any other medIcal and technical ma.tters as may be U(:ccssary for the,
Board to c~rry Qut its function. 

f. provide for reasonable fees and charges that may be necessary or 
appropriate. to defray the costs and expenses of operating the OPTN and 
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administering the Board. 
I 1. the Board shall review all patient registration fees, 

membership fees, and other fees currently levied by the OPTN contractor,
and d i rec tly rela ted to the opera tion of the OPTN and make any changes in 
the amount, allocation, or usage in those fees 

i 2. no later than 2-years after the date of enactment submit to 
the Cong~ess a plan for the private funding of the Board and the OPTN. , 

IV. The, Board shall have the authority to promulgate all rules and 
regulations of the OPTN. The Board will notify the Secretary of all rules and 
regulations established by the Board, such rules to be considered as approved 
if the Secretary does not provide otherwise prior to the 30 day period 
beginning on the date on which the rules and regulations are submitted to the 
Secretary. 

V. The Board will report to Congress every two years on the status and 
operation of the OPTN. 

VI. Appropriations:, 
I 

Congress! will appropriate funds sufficient for the Board to carry out its 
functions for. 2 years. No additional funds shall be appropriated for the 
operation of the OPTN. Within 2 years, The National Organ Transplant Governing 
Board shall develop private sources of funding to carry out its function as 
well as submit a plan to Congress to reimburse the federal government for funds 
appropriated for the initial 2-year operation of the Board. 
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Mr. Bruce R. Lindsey Mr. Chrjshlphcr C. Jennings 
AssistlnH to the Prr:sidcnt ,1110 Spt~tal Afisi~t,trit to Ihe !)rc.\iJcllt 
D~pu(y While flou~e Counsel for Health Policy Devcl\lpmcnt 

'fill: While House Room 212R 
West Wing, SI..'\:ond Floor Old Executive Office Building 
l(jilO i'cntlsylvania Avt:nuc l7Lh & Penosylvilnia Avenue, N. W. 
W;!shington, D.C. 20500 Washington, D. C. 20502 

Mr. Bruce Rcctl 
:\ssiStimt to 1111,) President 

f{,r Domt:stic PoliCY 
'r he White 1louSl: 
West Wing, SecCtnd Floor 
InDO Pt:nns)<'lvan[a Avenue 
Wushington, D.C. 20500 

Gentlemen: 

On !;chair tlf the representatives of tilt: Univendly of Pitts-burgh Mcdic..'tl 
Center. Mr, Charles Fiske of the Family Inn located in Brookline, 
Mass.1chllsctts, and myself. I wish to thank each ofyoll for taking the time 
from your busy schedules to visit wilh us on the issue of all!)Calion of livers 
donat0d for trnnsplanlation. It was ubvious from your queslions and 
lo:D1nmcn.ts that you were already well inlormed regarding many of the is~alcs 
and argmm:nts involv ..-d ill Ihis important public policy decisiun. I-!owevt:r, 
we wnnted to provide ynu with further comments and clarification with 
respect to three of the issues discussed in our m'"'Cting and to bring one 
atldit!onalllcm of interest to yoU! aueillinll_ 

First Mr. Jennings is correct that a significant ilH:rease in organ donation. 
for all orgnns nor just livcts, would correct ma.ny of the problems <lnd ease 
much of the anxiety til the transplnntaliot1 community. !ner~asing UOlllltiOIl 
is n goal of most of the professionals and institutions involvL'{1 with organ 
Imllsplantatioll. Many pnx:uremcilf organizations and transplant centers 
ueross the country have started innovative new programs 10 increase donor 
:r\\>arcncss, have pursU!:d slate legislntive efforts to increase donal ion rates, 
anti have committed significant lim\: and money to donor edu\:aliot1 
programs, A ~jgnmcant iucrease in organ donation. however. is a long~lcrm, 
mther than an immediate solution to the current problem of patients dying 
while wniling for a liver transplant. It has: become obvious from the 
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experiences over the lust tcn year.t that it will take a prolonged and enhanced 
l!ffort a1 l--uucation, tru~! building and, in some cases, culluml modification 
before we can hope to SI.'C any significant increase in donation rates. In the 
interim. the [)cpartmenl uod Ihis Administration can. with the stroke of a 
[Nil, implement progmms whi",h wiU save the lives of nearly 300 patients 
over the next rhn ..'\! yenrs. We arc Itot in an "either/or" situation; miller. there 
is a "blilh/and" re-spOnl'c 10 this- problcrn. 111;,':' Dcpal1ment can require 
broader geographic sbaring of donated Ilwrs. resulting in saving tht: lives of 
approximately 100 patien1s per year. while also putting in place initiatives 
Which, hopefully. will increase mgan donation significantly, 

Second, we committed (0 attempt to provide you with information relating (0 

donation rute:; for livers at organ procurclllent organizations which are not 
associarcd with a liver transplant progrom compared to those that have sueh 
programs. In cheeking with CONSAD Research Corporation, we 
tlctermincd that UNOS has failt.'tl 10 make sllch data available either to the 
ptlblie I,Jr to CON'SAD despite repeated rcquests. There is some UNOS datu 
uvaHable which describes the composite procurement rates ,for organ 
procurement organizutions for all organs (including boll! solid org'U1$ and 
ti~~ue. bone etc,). That data indicates a very significant variation between 
OPO's hut without data ubout procurenu:nt fatcs for specilic organs. which 
tf~OS rt..'fuses to make public. any more detailed analysis of the factors that 
relate to the diffcrences is impossible. 

·l1lird. in response to Mr, Rccd's question about thc comparison of life 
expe...-tancics betwt.'Cn a Status I patient who receives l:l transplant und a 
Slatus 3 patient. we discusst.-a both life expectancy and survival rates, 
Bcc~usc a Status 3 patlcnt is not nearly us sick as a StalUs 1 patient at the 
lime of transplant, a Status 3 patient has a predichlbly higher survivnl nHe 
(80.9% I year graft survival rate) than n Status I patient (60,!% I year graft 
~urviva!). However. il is important to nole that after one year the proportitm 
of patients ali'/e remains cssentially the same for all stahlSCs. fur example. 
approxima1ely 5% of liver trunsplant p,ltle"!S who have flurvivcd one year 
have dit.:u by th~ !'econd year rngardless QfsrulUs~ an addilionaI2%·3% have 
dit.-tl, agnin regardless of status, after surviving 2 years but before the third 
year, and so on. TIle survival rates for all liver transplant patients. even 
those within seven days of death at the lime they receive :1 transplant. arc 
quite good, especially when you consider lhal transplantation is a life saving 
\lpcratiuu. As we mentioned tn the meeting, if the goal were tu transplant 
those p.ltients with the best chance of survival. ttlt.: medical prioritit.:s 
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1,;stablishcd by the transplant community would be completely reversed, lind 
those pHlicnts lc;!st in need of a tnm:;:plil!lt would R'Ceivc the first priority, 
The gnu! or liver transp1:lTltaticl!l, hllwever, is to ~avc the livcs of those 
patients who have no olher alternative. Thus. the medical ptiority of 
lmnspl.<tnling the sickest patients lirsi is appropriate. 

And t1nully, allow me to dmw your' attention {o the attached (Q{l~ 
Mc..dlClll Ethis;s. published 11,Y the American Medical Association, Council nn 
Ethical and Judicial Affairs, 1996-1997 Edition, Section 2,16(6): "Organs 
should be considered a national. mlher than ~l local or regional resource, 
Gcogmphjcal priQrities in the allocatioo or or~alls shQuld bl;i prohibited 
t;~~pt when transportatioll Qf on/nns would threaten their suilnbility for 
tmnspJantatiQn:' (Empbasis added). With a cold iscbemic time of from 12~ 

{8 hours for donated livers, there is literally no part of the United Slates 
ftnmhQ which a donated liver cannot be Ir:msported for transplal11lilioll. The 
current UNOS system of organ allocation, which tmps livers in 70 small 
geographic areas. is. at the very least, ethically questionable and. qLLile 
5in~ply. bad publ1c policy. 

, ,
; 

Again, we- thank yua very much for your questions, commenl,>. and 
observations during our meeting and for your attention to Ihis very important 

" issue, As Mr. I'iske said in thc meeling, and as other patient advocates have ..',' 
$ai~1 in other forums, UNOS and the transplant centers who nrc its memocrs, 
afC fully capable of being involved In this discussion and looking oui for 
their own self-interests, Somcone else must protect the intcrests or the 
patients in making sure that the system is fair. 'rhat "someone" is the 
Department nnd this Admini5tflltion. 

'"
I',' 

If there is other information Of data which we can provide to you, please do 
not hcsitlltc 10 CtHltact me. 

Sincerely, 

,',:
;? , 	 ~-Dilvld M, ;\1atter 
, 
:;'1, : OMM:tn
'i'",', ' 

',I " 

"
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Thil> edjlion Df Currut[ Opini(JliJ ..,>iii! At;I!i.'J(J:iml,t or the C\lundl un Elht(:<l: <lod 

Judiclu! AfiJiT~ rep!a:t:~ :Ill predou~ e(illion:.. 0:" C"m'lIr Go'maln. I. i" ()fle
" ,

componerH o;-lnt Americ-;.:n },k-:ka! .f\.,,'(I!:i:llitlt)";' C(1d~ of Elhjc~': .r.e olher 
comr!'m:n!~ art! tht I'rinctp!{'~ of Medica! Elhic;,. Fllllci:Wl"uwl Ekmrm.\ of !ne 

Pmjenl·Phy~k·ian RdrujoJ)sf:ip.•m~ ;iJ~ Repo;:~ of the ClJ~ncil rm E!hk.:..l and 

JUdid::'! AffaltS Th=: Priudpks anJ Funu<lm:':'Ila! Ekml.'rH~ >I,t published in 
Currl'llI Opinioll5 wilil i'.!l!!(I!::rimu. Rtpo!'l.\ :lft p:Jbilshltt! ~~pllr;Hcly. 

.Th~ Prin~'iple~ of Medic:ll Etni(" :.rc lhe prin:cry l (lmppnem hI' lile e{lde. 

They es;ahlish!he core ethical prjntipie~ Iroll': whi::h lht" NIl!!1 1.:\1;!lp(lner.!s of the 
Code: t.lr~ derived. Ttl: Prin:ip;e., we,;, rt'\'j~t'j mo~! fec(!llIly in !IJStL 

,Funcl;tm::t:l:J! Ekm::-m~ r: !h: bti=('.!-Ph~'~ici:.;.n Rda:i(lfl~h;r I.:n4n::j~ln :h:, 

bus::: ,ifht} l,' "'hid: P,UiCf1I, ::r~ entllicd H(,nI their rhy,k::.\n~. 
i CII rrt'lI; Ophlifill.' l\ ilil At:nWllli(lII." r::ll~:;:()o th¢ :Jppl i':'lIio;) O!' tl:;> I-'rim: i pi c;<, nf 

M.:JiC:ll El:1:(::, In :11ot~' lh~r. j::5 ~?e~"in;: etr.i:.;.\i! b.~ul!'~ 11'. me.!;::ine. inc,t;dinf 
health ::ar:- rillil>nim.:. et!:cli~' le~(il\::. WJI;,of;Jw.:Jl of mc-!>u<winim: l~cmF.!1!"n:. and 

fam;ly \·in\t'n~·;!. "I~:'I~ a~ Cl't.:rt~ nf\aw e;;toor::lit· un nm~t \W\IIll\U! p,ll\dpk., ;11 • 
their ()rlflit'f1~, Ihc CounL'i; t.:!\'d"p~ Iht: m~aniq: 0)' tile Pril1::iple~ n:' !>kdk::.! 
Ethi(:~ ill it- tlOiaior." r\~·::qrd,:J;:j:, e:::h (,pinion ;~ (,,:i(·" \.'(: t'y ('fW (>; m(>fC 

rom:!:::! n\j;nc1:iI~ :h:l: j:i;:rmiy ::1" !'nn~i\,\t';!,j lfoti\ whi:h lilt' (lpinin1l i~ tkrivcJ, 

E:i(;h IlPHlI('O i~ a!w h,H(,wtO r.y.\ iis: pf Unm'H:ll;or..' ltl::t rell::::! ::il:l11on.' to Itt' 

oplniofll1"' jutll~'::t! nl!inp aOld In!.' mtcii~\1~, ethic;]]. anu kp, :i!Cr:llJre. 
To\; i'<:cpon.' tli.<'us_ th:; ':lll,l:l:.i:: P':r..I;\;! mary (If :\1,,' C(,un~'ir~ ;;rinj(')1~. 

pnwidinr: u det:likJ :maly~i~ 0: the rckvunt c\nicd ttH\~idC~;lIipfl~. 

All IOU" c/)m?0nen:~ dIn:: AMA'" C(vj:; "f Emin t~l;:eJ P1 h~' C\);'j~dlled 10 

rielenmn~' m: A~ht'~ iutioll";' pu~i\iOi1~ 011 c(hi~':!l iht>W!", In :UJUlli(lH. 11l!.' A;' lAs 

HnCls~ of Dt'!el"(lte~ (I, t:m,!~':s\1Je~ j;t:ltement~ on elt)icul i%Jt:~, Tnt:M: ~\atemcol~ 
arc c~nt:..incd ill :l ~cp;!r:t:e: ?llo!kution, the ......... lA !'"lit'.; Cf.mpi'/!dllllt.. Be:::1:J~e 

tht' Council or EtlH~al J.oJ l11tib:tl Affulri; i~ resp(lIl!>ir:k 101 cie\t'n:lio:o~ lhe 

A.MA> P"'iilipn~ on !lhi:::ll j~>ue.>, Sl:Herr:=n:~ r-y tr:e H(ll,!se of Dt'ie::::l!e~ ~hnuld be 

COl1str;ucd:..~ :h(' \'k,', vI !h~' no,he (1: D"k;:>.llt;, bu; nm J.~ the eli:i"" fm!ir: 0; the 
Asso;:m:ioll, 

Medi.::al clhic~ Ih"bh-e In: pwiessioflJt fC5;xlnsihi!ni:;, llfld obli1!:lIi(ln~ of 

ph)'siciult~. BehJvltl; relatinf t(l medital etiquette t1, l;;u!;\Om i" ni1l ;;ddres~ed in 
CUTre!l! OpilliorH \l'il): A'wNatillrlJ. The opinJ;1OS tn:u !ali(l\<' arr ;n,enued a~ 
gUIde" \(1 responsible profession!!! beh.wior. bm tht';' ure om p,(!semed J.S the ml: 
Qr only f(lt:t~ to medica! mor:liir;:. 

N? (me Prindtile of MeJi::i1 El!;i::~ czn slu;)d ;l!one- or b(" lOdj"idu::lly :lpplie'o 

10 a Sihl(llion, in ;ji! inStu:;l;;e~. it is tnt' avera!! imen: ;.lIId influence (If :he Ptinciple~ 

viii 
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(If Medical Ethic:. l!1at ~hall measure ethical bena "jor for the physician. Council •. 
opir.ions art ISSUed under i1!> authorit)' 10 interpret the Principles of Medical Ethks 

and 10 w\'csli1;ate Ileneral ethical conditions and OIl! mauers pel1.1ining t(l the 
relntion:. of physicia!'ls 10 one ;mother and to the public. 

The Council on Ethical and Judicial Affairs encournges comments and 
sllppestjons for futore editions, of Inis publication, 

Council on Ethkal and Judicial Affairs 

1994~19lJE 1995·19% II
, 
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",pa:;t:n1~ whe ~uffef unexpected :::aruiac neath mar be' cnnnulmee .and perfused wlth 
" 

cold preser\'in~ fluId {in silO p:cse:'Ya\;on I w rn:linrajp ()r~:::m, Hoth of !hese 	 " 
" 

methods m;:!y be ethically permissible. with :lIIemiun I{l cett:lin safel'uards. ":1" 
(I) When ~ec\;rinf: consent for jjfe SU?pGfl withdmwal and orpnn n:',ne\'uL the 	 .' 

"health :zre !:::Jm mus: b~ :::cl1:1tn that con.'.en! !.., \,oluntal")', Th!... IX paniculurly true 


where SUfT0plt.e dccisiom aboct life-sustaining Ireatment may be influenced ;-;y 

the prospect of organ donation. Iflhere is any reason 10 suspect undue influence, a 


full e:hic~ oonsuil.:uiofl should be required. 

(2.,1 In all lr.slunces, i: i$ crincui thai there be no coaf-i::l of interest in the health 


COlt:: Ic;;m. Those health C:lre p~ofessiofjals prov:ding ture -ii: lilt: enc of life musl be 


se;xlrOned from pnn'iderJ.. p;)nicip;i!in~ tn the transpl:wl team. 


(3) Furtntr 1'110\ program~ ShClUld ::.ssest, the succes~ ;me acceptability of orgnn 

rem0~.al full,HI'inl' wi:hdral.>.'J.J oflife-suslnilling Irt.:nmenL 


(4) In :':Ul>e~ of tn .,I:U prel'ervatltJn pf cadaveric (!;gan~. tbt: priQr C(1fl:;el~10( the 


decedelll or Ihe :emu::n! of !h~ otceden:' s Sur:{tgOle {lechwnm;...ker mnKe;. perfu­


sion e:hicully pc-mli~jok. Pt~fusion witham either prior speclftc con};eot \(i 


perfusion or general ccnsenUP org:m donation violate" requiftmePlS tor informed 


consent fo; medical prtlcedure-.i :)no SilOU!d not be ;:;e:milled, 

(5) The r:'::.'lplent!> of .~UC:I prm:ureo mg;.!n~ sh()uld he lni,lrrned oi ttll: ,(Jun;:: of 


toe mph;' a~ wt'l! a\ ;my pOlenlial ,.!efec;;, in Ih::- qU;JlilY 0) lhe or~atl;., ~<) lh;n they 


may de::idi" Wilh Ihcir phy~idans whether Hl J~'\!;;:Pl lile org.Oltl" or wait fN mort' 

, 'suitJ.~je one~, 


(6; C:car djni~ai crilW:':' sn;)!.i::] rr.: dev;:ioped w en,;m: 1:1:11 uol;- appropn:;.W 


canoid~ie~. Wi!l'\o.; (Jfl;an" are ntJ~{}r.ably lii.:ciy to hI:' ~uJtabk fur tram;pbmador: 


are con:.kl:ered dil!it>i~ ;" d;';J;Jlt (lf1!:m!) unOer liltJ..t" prutncob. 


lsstl'tc Jmw 1\14(, nws('J nn th~ fCr,,'m "Ethic:!: Issue~);1 \h~' }>!Ocurc:n;oo: ('If 


Org..ms F,>!h"".-m); C]rd!a~' !.ka!!1: Tn'! Pjltsh:jr~h Pn)1D~(,r' anu "Elhicall$sue~ in 


Orpn f'w.::u:emt:nl Fo!i" ....<nf (::;rdi[;c Dc:!!r.: In Situ f.'rcscn'JIIOn of C..oa \'e~it 


Oq;uns:- i5~ued D~:."cmber 199";, 


2.16 	 Organ Traflsplamatl(ltl GUidelines. The ft,:b""int: ~!:m:;ncm );. utfered I'm s;uiJ:.ncc 

01 p~\'~icl<1nJ.. a~ tnev "cek 10 maim;)io tlW hil:!heSI level of cthka: ::ondu:; Itl the
1 - -	 .. 

tIans?ianting of hum:m orPIO!). 
(l) In all professional relmionships :'elw::en.:: physi::i;l!: and a paller.to lOt 


physiclllf1' s pdm;<f:' c\.nce~r. nl'JS' he th~ he:d:h of Ill:! pJticnI, Th~ physician ow!,,,, 


Ihe ;-Jo.tlem r:-imaf;' nlltt:i::mcc. ;hl~ con::ern and o.lle:;::iance must be pre~l:n'ed in 


all meci(;ai pm::euurei. indudint: those which in\olvt' Ih:;- tnlnspi:l.m:!Iion oj:w 


org.an from (ln~' peHon to anOlnct woere bOlh dOlW; and recipiem 3rt' p:lIiems, 

Care must. thert':me, be :;)ken 1('1 prOlecI Ill{' t:g:OI~ of both ,i\'C donor .mo :he 


recipient, and riC physician may assume a responsibilny in ()rgar. Ifai1spl:mw:io!1 


. unless the :-ighu of hoC', dono: and recipient ;1!'e equ::JJy protected. A prospective 

OfJfan transplant offen. no justiflcntion for a relaxation nrlbe u~ual standa:d of 


medica! care fat toe potcntial donor. 
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(1) When a vital. single (!f£: n is H) be tr~nsp!amed, the dcath of tt1e donor shall 

MVC been uctennined by <11 [e::!s: Gne physl::ian other th:m lhe recipient's physi­
ci:m. De:nh shdl tx: uell::mir.::d by the clinical jucgmem of the physician. who 


should rely On currenCy accepted :md :H'ai:abJe scientific tests. 


(3) FuH discussiun of the pmposed procedure wi1h Ibe donor and the recipiem or 
their responsible relatives or represenu.ltlves is manu,Hory, The physician shooJd 
enSure thot consent!o (he prrn:edu:e is fully mfonneo [If)(f voltml:uy. in ;l.crord<lnce, 	 ' 
wilh the COllne:!'s gUJddjne~ on informed consent. The pnyslchlO'S Interest in 
ddyancing sciennfic kn(lwiet:.gc must .. iway~ be seeon>!ary to his or her concern 

r-:Jf the pJtiem. 
(4\ T:ansp!:ml procedures OdlOd} crg:l.r.s should be unuerttlke.1 !tli nnly b;.', 
physici:ms whn p05.'ie\' ~?ecj;:! medic!!1 !.:nnwledge :md technic;!1 wmpctence 
develupeu thnlLlgh spec!!!; :rabing. study, :mc l:lbonllory e>:?crience :mu pl!lclice, 
ani! (01 in medic:l1 instihltlOnS wl~hJ:lcili:jes ndequale w protect the health and 
weJl-oein~ of the p:ll'ties 10 the proc:uure, 
(j} Recipient, et' orpns :(lr lr:lh~clum;l;ioll shouL.: be uCler!'lmeu In accnnbncc 
with the Council", gcideiines flO tne :llIaC:llion ot Jimiled medic;)1 resollrces. 

1M Oq;;1n~ shucld bt con:-idered':t':131ionnL :athl,."f than'a Joc;J!'or re;;:iona.L' 
. resuurce. Orog::::pnlc:-:I priorities i!l the olloc:!:ion of n,g:ms ~hou:d be prohibited 

'. c~::epi whet: Ir::m~por:.1i!Of Of urgOf.:. woultL;hr::aten !hcit,s'Ji:~bjIiIY (\If.!ra}~rbll­

'\;::tlOn_.-', 
(7 J P;n:::ms soould no; bl.' placed on tnt.: '.l.'aiHng list" of Inultipil: loe:!1 tf!lnsplant 
cehH.:rs, out rather 011 J sin!;Je wai,in:; lisl for eacn lype Ill' nr;:l.Il. (I. HI, v·, 

:sSUI.'d prior [0 Apr: I I yl-,, 
Uptl:ud june IV;}.! i:Ja~eo on !tle f:,pori "6tn::::ll Cllnsidt:r.:l!ion~:n the Allocution 
{If Org:ln;, ona Dine; Scar.::e :'1!:uit'd Resourc~~ Among P:l(ienls:· issuo:::d hllle 
19?.i, If- :H..!tjition. the !9;..6 Repu:1 of the U.S. Ius/.: Force on Orpn Tr:;::spl:l;lIU' 
linn i:-. lin !!xct:lienl reSOUl\:C {or ph:- ~i.:.:ians ii1v<))vcd in W1':lr :ransplall:aliun. 

Jmlfnal lWi; Di;';:\i,.e1 lilt \~~Il': 01 illl! ng:11 of II'\e mtll\·i(ll.lul to eOl'\M~nt to oq:Jn remen! and 
U!W e~Jmine!i (he Qlnlrint of i,nfcrmed cOM.em;:., il ili JPplid in:l'Ie: funlc:.;l of li'e org-an 
oJonJlicfI. E\'~lu;)le~ ~ne C:<:lem 10 II'h:<:n r~mo"Ji of non·n:genenuvc ,1fl1:m~ U!HUPIS tile tlsb 
for ~p;>I1C~lIon [J' :h" ItJditiMlll ir.!ormea CCfhent nlvdeL Alldi:iollJI ~llell:mn i~ cte\Y,led m 
'ired;,.1 c<.mcero~ rCli'~nl:ng '001enl ill c-::.sc, o! chHJren ~nd illc-omp!:aem p;:.tl~ms, with c01\i«~· 
11io!l of m~ rrM N jw;!icil: re-v;c'" In Ille~! :ypes Ill' c:<;e£, O~ut!~ QpinHln 1,: 5 I 19S6) !m'..... 
OpiniOn :.l1;>!. AUJm), Lin' O'':l1n l);morJ and iMimtlrd C,"BMr,' A Di{fic~11 ,\fiIlUfl, S J. utal 
Med. 555. 56tHli f987J­

2,161 	 Medit:al Applications of Fetal TIssoe Transplantation. ;he ,ltincipoi ::thic:ll 
con~e~n in the U!>I! oihumal1 fet!!.1 tissue for lcansplnl1t:ltlon is the dee::ee to wilich 
the ~e::l$ion 10 han: an aaonion mig-hI be inlluenced by the decision to donate the 
few! ,issue, In 1.-11: applicntion of fe:,"! tissue trnnsplant.:ltiorllht following safe­

guaM:;: should apply: (I) the Council on Ethic! and Judicial Affo.:rs' guidelines on 

C!in~cal invenigation and organ !ransplant:llion are foilowed. ax they pen::lln ttl !he 
recipient of the few! ti::.sue tr:UlspJam (see Opinior. 2..07. Clinicallnvestig:nion, 
and Opinion 2, J6. Organ Tr::111Splant~,tiot1 Guidelines): (11 a flmil dec;s:on ;e£nrd~ 

JJ 
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UnMttlty oC Cincinnati Collige I)' Mtdleln. 
Medicat c.mter 

o.partment of Surgery 
OM.lon of Trlnaplantatlon 

231 &thesda Avenue 
Ciocinnali, Ohio 45267·0558 
Phone (513) 558·1846 
Fax {513} 558-3580 

Douglas W. Hanto. M.D.. Ph.D. 
As8oclato Professor 01 SUrg<lry 

December 2, 1996 

The Honorable Donna Shalala 
Secretary of Health and Human Services 
200 Independence Ave., S.W. 
RoomS15F 
Washington D.C. 02201 

Dear Madame Secretary: 

We are coilcerned about recen! actions taken by your office that are outlined in a letter from Philip 
R. Lee, M.D.. Assistant Secretary for Health, to James F. Burdick, M.D., President of the United Network: 
for Organ Sharing (UNOS} dated November 8. 1996. These actions appear to have been taken. al least 
in part, because of your concern with the specific recommendations regarding liver allocation periey made 
by the Liver and Intestinal Organ Transplantation Committee to the UNOS Board of Directors that were 
unanimously approved by the Board, In addition there appears to be. a perception that the discussions 
and de<:isiofls concerning liver allocation has lead to what Of. Lee has termed ~. . considerable 
unresolved controversy within the transplant community." We would like 10 offer our perspective on the 
recent decisions concerning liver allocation and your response to these decisions. We represent 74 of the 
119 registered liver transplant programs in the United States (62%). Our programs performed 2,316 liver 
transplants in 1995 out of a total of 3,846 (60%). 

We would li\(e 10 emphasize thaI over the past three years liver allocation has been studied 
extensively using the UNOS Liver Allocation Model (ULAM). This computer modeling allows the 
assessment of the impact alternative tiver distribution and allocation policies have on several performance 
measures that irwofVe measures of utility and equity. These performance measures were agreed upon 
after extensive study and solicitation of input from the transplant community. patients, government and lay 
public, Utility measures include total (non-repeated) transplants, percent of transpJanteo patients who 
survtve greater lhan :2 years, numbel' of post-transplant life years, probability of recer'ling a transplant, and 
probability of dying on the waiting list Equity measures inClude waiting time, differences in percent of 
status types transplanted by region, and local use of organs and its impact on organ donation. The farge 
amount of compiex data from these modeling efforts has been discussed and debated in many different 
forums:, but most importantly within the committee structure set up by UNOS including the Liver and 
Intestinal Organ TransplantatIon Committee. the Patient AffairS Committee, and the Allocation AdVisory 
Committee. These committees represent a broad spectrum of indh/iduals interested in transplantation 
including transplant surgeons and physicians. nurses, patients, lawyers, ethicists, governmental 
representatIVes, and the lay public. . 

The data from the UNOS ULAM did not reveal a distribution Scheme that. in the majority opinion of 
the Liver and Intestinal Organ Transplantation Committee, was superior to the current system, After much 
debate and deliberation. however. several changes to refine the current system were proposed to the 
UNOS Board of Directors. These proposals were issued for public comment on August 13, 1996. Public 
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forums were held in St Louis September 2$.16, 1996 and extensive public cor'nment was received 
concerning these propose<.! changes. As a result of this input, a revtsed proposal was submitted by the 
Liver and Intestinal Organ Transplantation Committee to the UNOS Board thai was unanimously approved 
on November 13, 1996, . 

We agree with the proposal to eliminate the Status 4 ca1egory and redefine Status 1 to include 
patients with acute fulminant liver failure, primary graft non-function within 1 days of transplantation, 
hepatic artery thrombosis within 7 days of transplantation, acute decompensated Wilson's disease, and 
pediatriC liver transplant candidates with ornithine transcarbamylase (OTe} defiCiency and those under 
age 12 with chronic liver disease In an intensive care unit This clarification of the urgency status code 
definitions gives priority to the patients who, as a group, have the most urgent need. This proposal has 
widespread support nationally and includes a group or patients with excellent long-term survival if 
transplante<:! In a timely manner. There has been a misconception that patients vlith decompensated 
chronic liver failure are being disadvantaged and that a change in parlcy has been made to transplanl 
patients with higher sUf\'ival rates. The fact is that the major impetus tor this change was to impJove 
access to livers for patients with less than two weeks to live, 11 is true that this group has a higher survival 
rate than Status 2 patients with chronic liver disease, but this was not the driVing force for change. As with 
any rule or guideline, there will be valid exceptions that do not fit within the deari)' defined boundaries. 
There may be unusual cases where Status 2 patients rapidly decompensate and meet lhe criteria of less 
than MO weeks to live. We support the suggestion that a regional or broadly based national committee be 
formed to consider ,exceptions to these criteria similar to the "Exceptional Case Review and Monitoring 
System'" proposed for the minimum Ilsting criteria. , , 

We also agree with the development of more uniform minimal listing criteria and a regional peer 
review system for monitoring compliance. The implementation of uniform minimal listing criteria will be 
necessary to achieve more equitable access to organs for patients on the waiting list and will hopefully 
lead to more uniform waiting limes. It will, at the very least, anow a more accurate comparison of waiting 
times without the variability of differing listing criteria. We strongly support the idea of a monitoring 
system 10 provide peer review of patients being listed to be certain that these critena are implemented 
fall1y and appropriately. We believe that the implementation of uniform mi,'1imal listing criteria and an 
effective peer reView system must be in place prior to consideration of any wider sharing sctlemes than 
currently exist. ! 

We have recounted some of the pertinent facts regarding the recent controversy over liver 
allocation to emphasize our support for the proposal that was approved by the UNOS Board and tor the 
process that was used to arrive at this decision. we bet.ieve the improvements in the I;ve. distribution and 
allocation policy are in the best interests of patients waiting for liver transplantation and balance utility and 
equity based on the analysis or the data available. We do not believe there is ". . CQfIsiderable 
unresotved controversy within lhe transplant communjty~, On the contrary, lhe widespread support for this 
proposal among the liver transplant programs in the United States !s evidenced by the signatures of 61 
liver transplant program directors attached to this leHer. There are a small number of plograms who do not 
agree with the current system and the proposed revisions and have mounted a public relations campaign 
in the press, in Congress, and in the Executive Branch to try and inftuence public opinion outside the 
established system for change Le. UNOS, We strongly disagree with this approach. 

This brings us to what we believe is the only unresolved controversy concerning liver allocation 
and that is who determines allocation policy. '¥\'hen Congress established the Organ Procurement and 
Transplantation Network (OPTN), the Department of Health and Human Services was authorized to grant 
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the OPTN contract. currently held by UNOS, and to oversee the activIties of the OPTN (section 372 of the 
Public Health Service Act). It has been the opinion of Congress, UNOS, and the transplant community 
that making and implementing allocation policy was the responsibility of UNOS. UNOS has a system of 
committees with defined roles and responsibilities that involve a broad spectrum of il'ldividuals with an 
Interest in transplantation and the patients we serve. In the Case of organ allocation policy, the UNOS 
Board of Directors receives input from several committees depending on the particular organ and issue of 
concem. It is a system that is responsive to change and has been shown to work. I" fact, we believe the 
process by which liver allocation policy has been made, studied, and revised is an E~XCeUel'lt example of 
how UNOS and its committees can consider a broad range of opimans on a controversial subject and 
arrive at a fair and equitable decision. We do not believe anyone has argued that these decisions are 
perfect or may not require revision in the future as circumstances change. 

Furthermore. we are concerned with what appears to be a change in policy by HHS. Several of 
us in a meeting with Deputy Secretary Thurm were reaswred that HHS had no desire 10 make or mandate 
organ allocation policy. He recognized that the issues were scientifically complex and were best decfded 
within the committee and board structure of UNOS. Only if UNOS approved a policy that was clearly 
contrary 10 federal law or policy woutd HHS Intervene, We respectfully request that this position be 
maintained. 

, 
In summary, we who represent a majority of the liver transplant programs and patief'lts waiting for 

liver transplantation, urge you to recognize the authority and effectiveness of the current QPTN in 
resolving controversial issues concerning organ procurement. distribution. and allocation, UNOS has 
strong support within the transplant community and the impact of an attempt by HHS to determine policy 
without an overriding need will lead to an even stronger reaction from the entire tra!1splant community than 
whal has recently occurred in response to thIS threatened ac11on, We urge you to maintain your previous 
policy of recognizing the aulhority of the OPTN to determine policy. 

Thank you very much for aUowing us the opportunity io express these opinions, 

cc: 	 Phllip R. Lee, M,D. 
Judith Brastow 
Walter Graham 
James Burdick. M.D. 



, 
M. Michael L At>ecasSjs, M.D. 

Northwestern Memorial Hospital 

Children's Memorial Hospital 


Marwan S. Abouljoud, M.D. 

Henry Ford Hopwi 


Marl< B, Adams, M 0, 

Froedtert Memorial Lutheran Hospital 

Children's Hospit~l of'Msconsin 


Prabhakar 8allg3, M.D. 

Medical University of South Carolina 


Frederick Bentley, M.D. 
University of Louisville 
Kosalr Children's ~ospltal 

J. Philip Boudreaux, M.D. 
LSU Medical Center, New Orleans 
Chifdren's Hospital 
Mercy Baptist Hospital 

John J. Brems, M.D, 

Green Hospital of $cnpps Clinic 


J, Steve Synon, Jr., M.D. 

University of Alabama Hospital 


.Pierre*Alaln Clavlen, M.D. 

Duke University Medical Center 


A, Benedict Cosimi, M,D. 
Massachusetts General Hospilal 

Stephen P. Dunn, M.D. 

Sf. Christopher's Hospital for Children 


Bijan Eghtesad, M,D. 

Un. of New Mexico, Health Sciences Center 


Jeffrey H. Farf, M_D. 

University of North Carolina at Chapel Hill 


Ronald M. Ferguson M.O" PH.D. 

The Ohio State Unversit'f Hospital 

Children's Hospital 


Ronald S File, M,D. 

Indiana UniverSity School of Medicine 


Robert Fisher, M,O" FACS 

Medkal COllege of Virginia 


Jameson Forster, M.O, 

University of Kansas Medical Center 


Osama Gaber, M,D, 

Santiago Vera, M.D. 

William F, Bowld Hospital 

Le Bonneur Children's Medical Center 


Robert Gordon, M.D. 

Emory University Hospi!al 


Glenn A Ham, M.D. 

Medical Center Hospital 


Douglas W. Hanto, M.D., Ph,D. 

University of Cincinnati Medical Center 


Daniel H. Hayes, M.O. 

Carolinas MediCal Center 


Richard ~oward, M,D, 

ShandS Hospital at the University of Florida 


Todd K Howard. M.D. 

Barnes Hospital 

Jewish Hospital 

St Louis Children's Hospital 


Roger L Jenkins, M.D, 

New England Deaconess Hospital 




Munci Kalayoglu, M.D. 

University of Wisconsin Hopsital & Clinics 


Igal Kam, M.D. 
UniversIty of Colorado Hospital 


Frederick M. Karrer, M.D. 

The Children's Hospital of Denver 


Eliezer Katz, M.D. 

OklahOma Transplantation Institute 


Andrew S, Klein, M,O. 

Johns Hopkms H~spital 


Baburao Koneru, M.D. 

University of New Jersey Medical School 


Ruud AF, Krom, M. D., Ph.D. 

Rochester Methodist Hosiial 


Mark 1. Lomer, M.D. 

Yale·New Haven Hospitall 


Cosme Manzarbeitta, M.D. 

Albert Einstein Medical Center 


Maureen Martin, M.Q. 

University of Iowa Hospitals 8. Clinics & 


I 
John McDonald, M.D. 

LSU University Medica' Center. Shreveport 


, 
VVHliam D. Payne, M,O. 
University of Minnesota 

, 

James O. Perkins. M.D. 
University Of Washington Medical Center and 
Children's Hospital and Medical Center 

C. Wright Pinson, M.D. 

VanderbJlt University Medical Center 


Raymond Pollak, M.D. 

University of Ulinois Hopsital 


Timothy L Pruett, M.D. 

University Of Virginia Health Sciences Center 


Hector Ramos, M,O. 

Tar:npa General Hospital 


John M. Rabkin, M.O. 

Oregon Health Sciences U'1iversity 


Dinesh Ranjan, MD. 

University of Kentucky Medical Center 


Frederick Ryckman, M.D. 

Children's Hospital Medical Center 


Dale A Rouch, M.D. 

Methodist Hospital of Indiana 


James A. $ehulak, M.D. 

University Hospitals of Cleveland 


Timothy R. Shaver, M.D. 

Fairfax Hosplta! 


Harvey Solomon, M.D. 

st. louis University Medical Center 

Cardinal Glennon Children's Hospital 


John R Sorensen, M.D. 

LOS Hospilai 

Primary Children's Medical Center 


Howard Takiff, M.D. 

Alton Ochsner Medical Foundation, New 

Orelans 




lewis W. Teperman, M,D. 

New York University Medica! Center 


J, Richard Thistlethwalte, Jr, , M,D, PhD. 

University of Chl9390 Medical Center 


Hmel Tobias, M.D. 

New York University Medical Center 
, 

Jeremiah G. Turcotte, M.D. 
University of Michigan Hopsitals 

David Vogt. M,D, 

The Cleveland Clinic FOiJndation 


, 
James W VVl!llams, M D. 
Rush~Presbyterian ~ St Luke's MedIcal 
Center 

, 
Linda Wong, M.D. 
St. francis Medica! Center 

R. Patrick WOOd, M,O.. FACS 
UT-Houston Medical School, Hermann 
St Luke's Hospital 
Texas Children's Hospital 

Nasih Zuhdi, M,D, 

Oklahoma Transplantation Institute 
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March 25, 199~ 

0
IMEMORANDUM TO BRUCE REED 

CHRIS JENNINGS 

FROM; BRUCER. LlNDSEVt>- _ 

~A \..\.", ~ \M.M-'"\ ' \ 
SUBJECT; LIVER ALLOCATION POLICY q \.;IA.. J~MG.,. klVl-

As you may know, David ),;fatter has: \vjitten the President on several occasions about \-l 
UNOS liver allocation policy. His first letter (copy attached) was the: impetus for Secretary \ 1 
Shalala's decision to hold hearings on the liver allocation procedures. In response to his most 6ll- ' 
recent letter (copy also attached), President Clinton has asked "What is right on the merits? 
Should we give to Chris Jennings to reviewT' 

It is my understanding that in Decem.ber 1996, Carol Rasco and Chris met with Watson 
Bell, his wife'1ean Ann, and Walter Graham to discuss UNOS) position. David Matter would \ 
like to meet with the two of you to make the cost: for a wider geographic sharing proposal. \ 
Besidcs the two of you. the persons attending the meeting. would include:, 

David Mimer 
John T.isdalc 
Liz Dunst 
Nancy Granese j and 
Charfcs- Fiske 

Time is of the essence because H.H.S. is currently reviewing this matter. Are the two of 
you availabic next week? If so, when. Jennifer Dudley will follow up. 

Thanks., 
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David M. Matter 

February 7, 1997 

Via Facsimile: 202.456.6703 

nnd Federal Express 


, 
President William J. Clinton 

The While House 

ioOO Pennsylvania Avenue 

Washington, D.C, 20500 


Dear Mr. President 

j'm terribly sorry to add to your unbelievably <:rowded agenda, 
but we're at a critical point in the liver transplantation debate within 
'lUIS and ('m afraid if we don't act now we may forever lose the 
opportunity. 

As you know, my letter to you on this subject last faU 
eventually led to three days of public hearings conducted by HHS in 

I December. Donna Shalala promised in her response to me on your 
: behalf to determine on the basis of the public hearings which liver 
! allocation policies promised the best results for the patients of America 
• and to embody that decision in a final role for submission to OMB. . 

Simply stated, my fear is that because there are many more 
: small transplant centers than large and each of them has lobbied their 

Congressmen nnd Senators in opposition to a policy change and even 
to HHS's intervention. the Department is beginning to get "cold feet," 

After having studied this issue in great detail over Ihe past year. 
there is absolutely no doubt in my mind that the position of the 
University of Pittsburgh Medical Center (and several other large 
transplant hospitals) is the correct one. Allocating livers to the ~ickest 
pat~ents first on the widest geographic basis possible is what our 
national policy should be with respect to the allocation and distribution 
of human livers. 
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Pycsidcnt \Villiam J. Clinton 
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, Tbe private contractor, the United f'etwork on Organ Sharing 
(U:KOS). hired by BHS to operate the organ procurement and 
transplantation network, is by any otber name a t("<ide association 
controlled by small transplant centers (one center. one vote) operating 
largely on the basis of self-interest. If they were steel pwducers or 
cpmmunications executives sitting around the table carving ..up the 
.-harket, the federal government would intervene in a heartbeat. 
Because they are "medical professionals" HHS seems reluctant to 
i~tervene_ But if it doesn't no one wH!, and patients will continue to 
suffer the consequences, 
i 
: The facts, as I see them. are pretty clear. HHS has in the past 
~ssentiailY relinquished its oversight and regulatory responsibility with 
respect to organ procurement, allocation and transplantalion to an 
ihdustry trade group incapable of making a 'decision without an 
inherent conflict of interest. UNOS has established liver allocation 
rules that literally trap organs ~ithin artificial geographic boundaries, 
which has had two p:rofound effect'): I) pat~ents with liver disease who 
~re not hospitalized and are in relatively better health often receive 
livers in one region when just an hour away by pJane a patient lies 
4ying in intensive care; and 2) the number of liver transplant programs 
~as nearly doubled to 119 today~ i.e. new programs can start because 
they know they will have a reliable and predictable supply of organs., 
It doesn't matter how proficient they are at transplantation Of whether 
~aving such a large number of centers is an efficient and effective way 
to deliver health care. 

! Each of these centers, no matter how few transplants they do or 
how awful their success rates may 'be. have the same voice and vOle in 
~JNOS as does a major, highly proficient center that docs 100 or more 
transplants a year. Decisions are made by majority vote. so the system 
~iIl ~ be changed by a trade association the majority of whose 
memberships may be disadvantaged by a change, Meanwhile, 50~100 
people die unnecessarily each year from liver disease; 2,000 patient 
life years arc lost; and, horrifically unequal waiting times for transplant 
:.vill continue. 

r have enclosed copies of the five part series on organ, 
!ransplantation published earlier this week in tbe ~:land Plain 
I:k~L They arc extraordinarily wcll-rc.scan.::hcd ;md n vcry importrml 



Pn!skkml William 1 Clinton 

Fchruary 7" 1997 
Page 3 

coniribution (0 the national debate. After reading them, I believe, any 
fair-minded person would conclude that the system is broken, UNOS 
does not represent the interests of patients very weU. and the federal 
government has not property performed its regulatory and oversight 
role, Although the articles are quite lengthy, fve included them in 
their entirety and have highlighted several relevant paragraphs in each 
for easy reference (the first such notation appears 00 page 11). 

I don't want in any way to abuse our friendship OVer a 
substantive policy issue, but I feel so strongly about this that I just had 
to bring it to your attention again with a personal letter. Initinlly I was 
dragged into this debate quite reluctantly, but as time has gone on I 
have come to realize that it may be the most important thing I've'done 
in my life. I'm sorry for the length of this letter and for imposing on 
you again, but I don't know where else to turn. 

Regards, 

J 




. 

h,u rA,e'l'<'~ If:' 


,,' 

' .. 

, 
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Cleveland Clinic' 


drama 

.;:. First offive a'!iCles ',., . She urgently need~d 11 .~~;Wit."~: 

, And although she was not in the habiUf: ~.: 
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, On the night of Aug. 26,.llS poda wedt life of a ,ss..year-old rutin for lB days by
.I'lbautthe IM.notony of ttdymg up b~r, performing the first hean transplant, . _ 
roo~ an the mnth ~oor of the Cleveland tOO 'American public is as ambivalent us : 
.Clime and pr~panng fot, bed, a relitre· 'ever about the social, moral and psy­
'sentative of LifeBane Was phoning Te- chological implications oftrarwpJanting
res4 l?uke;.the CU~ic!$ thotaclc ,<;trg~n the living organs of one person into an- ' 
coordtnator. A ,44-year-old, woman In other. '. " " ","." '. ' 

, : Columbu's bad died of a stroke and her " While the' wtrudry of modern med· 
. famiiy had agreed to'"donate tier orgat1$.·",·, Iclne allows doctonl to seemingiy confer, 

; In an act of pure attndllm by grieving "immortality on those whose vital organs 
strangerS, 'it heart, "matching Linda's'in '" have be~n to fail, many petiple - often 
blood type imd size', was'b~ing offered ' .. bec;ausc· ot'the aj~tru$t, ,ignorance ,or,' 

~' to the CHnic for transplantation, Tho ,ll';heet grief of theIr SUl'Vlvors - cOIJ­
, heart was the first match the Clinic had tinue to take those organs to their 
been offered for Linda since her hospi- graves. . '.. . 'b '. d 
tnllzationMay20, ' , .. ', ,But while, donatlons ave remt'\me 

'Although'Lln'da>s 'wait had bee'ri . n::tatively stag~ant, the number o-f has­
.shorter than mnny Clinic heart ~ra.ris.. puals performmg transplants has more, 
plant" patients' the uncertainty had be- than doubled since 1988, Because trans~ . 
co-me nerve.~acki..n' plants have be(:ome so cornmonpla.ce, 

" . '''0".' the 'number of people who have (hed 
Just three days earher_,doctors had ~o waiting for organs has doubled, too, 

shook her heart ~o st~bll~ze her erratic Hospitals, striving to remain competi~ 
"heartbeat. The Jolt left, sears on her tive,raisetheirprofiles!ntheircommu~ 
_ chest nod .back, It ali? !efi an indelible olties and claim a piece' of the 

ps,ychploglcaJ scar, dnvmg'homethe reo multibillion-do-llar transplant 'marker, 
, ahzatlOn that, after two open·heart sur· ·have spent milUons of dollars to stnrt 
~ . geri,es, her 37 -year.cold henrt Was not ' transplant programs, " ' , ' I.' gOi~gtolastmuc-h~n~er, . SEE UNDA/12-A , 

I 
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LINDA fllOM I'A ' .•'f,;,:;,,:: .. ; 

.'.!Eight 'years ago, 1l8'h~spltrus ':. 
'};pre doing heart transplants, 1'0' 
dJIY, there are 166. For liver 
tr&\nsplantation, tbe number' of·, 
ptOgrams ,has grown from 70 in 
1985tol1atoday. '", 
'::jLikewise, the number of people:
waititll$ for a.'1 organ transplant 
has. tripied, ,topping 50,000 last 
month. . <. ,', . 
,...·.~e Linda, most of those ,'paw
tients know virtually nothmg 
~~o.ut the hospitals, surgeons and, 
n~tional o\gan.all?C3t1on system 
e»arged with saVIng their lives, 
.relying simply on blind trust. -. 
. !'!t's amazing to me," said Ju­

i;lith S, Braslow, director of the 
'G.S. Department of Health and 
Humnn Services'. Division of Or~ 
'g~n Transplantation, "You hear 
people say, '1 heard he was it big
doctor: ,What's a 'bill doctor?' rt 
dqesn't meal): anythm", but the 
average person doesn: want to 
19iowmuch" '_-' 
-;"The average patient W1iInts to 
fib, get their transplant, get better 
!lnd get off the list. Tbey have nne 
goaL" . , 
;. That's certa.inly true of Linda, 
When she entered thf;'fClinie, she 
aidn't know. how many :heart. 
,ranst,>lants the Clinic had done, 
what tts survival'rate was or how 
its wa.iting time compared to 
9:ther transplant tenters, • . 
'jShe also knew nothing about a 


. troubling issue that centers don't 

<!iscnss with patients: The 'num­


,Der of hearts ·turned down. for 

medical, or nonmedical reasons. 

that were later transplanted into 

p.a.rlents at athercenters:, ;:", 
::~~'ljust know it's something I've 
gatt¢ do to get out ofhere,"Linda 
said. "I just want to make sure iCs ' 
agood mlltch." , 

Luckily for Linda, her ins'ur­
~nce ,company, Travelers, has a 
contract with the Clinic's heart 
transplant prQgram as one of !ts 
"centers of excellence." The 
Clinic has one of the top cardiac 
programs in the country, and iu 
doctors performed 66 heart trans· 
plants in 1995, more than aU but 
thrt'le" other;centel'$. Theinational 

'.aver<igewM14,; ;. 
Compared to the oUier pro­

grams, the <llinic also has:a better 
one·y:ear' survival' rate {89 per~
ct::Iit ?Is. 82 ;percent), ana a rea­
sonatHe me>.1ian waiting time (149
days); and turns down almost no 

... ': ,;< 

:It's time'· 
';':It was 1;20 a,m, on Aug. 27 
Vip,en a: nu~se flipped the Usht 

· , IY{ltch. In L!Jlda's, room,' roUSIng 
· her frOm a deep sleep. A Clinic 
· ~e,art ,procurement team WOuld 
· be' flYIng to Columbus to take a 

look at the'4:4-year-old stroke vie­
tim's heart, wbl.eh had been 
ma~ched for Linda through the 
~~ted Network-fot:.Drgan Shar­
mg. UNOS, an organ databank in 
Richmood, Va., has the fedetal 
c.on~c~ to distribute organs na. 
tIonWl(je. 

~'1 can;t beUeve it! I'm not : 
ready'" Unda stammeted as she' 
tried to remember the phone 
n\Jmbers of the ~op!e she had 
promised to call .• I'm so scared, I 
can'tbeHeveit," . ' 
"There was, of course, he'r hus-­
band, George,· who was back in 
Tyron~. the small eentral Penn­

· sylvarua town in which she had 
·grownup. . . . 

_Also her.mom, Rita Miller, who 
was staymg at the Ronald 
McDooald House on Euclid Ave. . 

."George, it's time," Linda said 
hervolcc: quiverin~, . . ' 

"Are you sure?' he answered, 
shaking himself awake. He begao
taery. ,'. , 
:."Please drive' careful," Linda 

said. "I lovey-ou. I'U see you when 
I~akeup," .. ," - , 

'George, 36, a self-avowed "old 
,hillbilly:' used to be a long. 
distance'ttilcker. He quit- after 
Linda was hospitalized. taking II 
local construction job so -that he 
wouldn't be on the road jf some­
thing happened. 

'Being a trucker George had 
apent plenty of nights driving in 

, 	 the fast lane, But even mttking 

good time, the trip to Cleveland 

Would be 4~ hours. He couldn't 


- be expe-{.:ted to arrive before 6:30 
a.m. . , 

:. . IIi Rita's room, ,the beeper the 
Glinic had i,iiven her finally went 
off. ny.t~e tlme a Clinic pollee of-· 
fleer delivered her to the hospital
she was frantic, ' 

~ 


this time, but I'm so scared." she 
, said. ,"I'm just hoping thb ~e~;t 

likes her as muchasshe likes it. 
Even though the hour was late, 

, the ninth floor was abuu With ac­
tivity as the nursing staff pre­
pared to move'Linda to the eard~ 
lac intensive~care unit on the fifth 
floor, . :.~. ;" t,' '.~" 1 
, "I'm hoping it·all g(leS well be- , 
cause she's really a speciaJ 'per: 
lion:' said nurse Jennifer Ullman, 
"I don't know how I would ,toler­
ate being here day after day, Sb,e 
deserles to have a, life" She ~ , 
YOUnt~," .' . .'. ';. /,/' ,/,,' ',:<;
,Marion Grtmaldi. another 

nurse,waSbeamlOg. ,.",.': i,
"'For me, it's a really.excltlng

time when: somebody gets-a 
heart," she s;iid:"It's like you feel 
like they're going to bave a baby' 
or something. The hair goes upon 
my turns. .. , 

As Linda was being wheeled 
down the hall, her mind 'was rac­
ing, One foreboding thought lin­
gered: What if this turns· out to be 
a dry run? . 

A dry run is the ordeal of get­
ting prepped for snrgery, only ,to 
find out that the organ 15 unsUlt· 
able lor transplant Roughly onc­
fIfth of the (rips Clinic heart pro­
curement· teams make to inspect 
donor hearts turn out'to be dry 
runs - the judgment can· oeing 
made that, upon close inspection,
the organ is too marginal to ae: 

. <:ept. . 
that's what had happened to 

Linda's friend, Maney Vigneau.
On Aug, 15, as Nancy, 46, was,be~ 
ing prepped !or-a .heart tnms· 
plant. the Climc's procurement
team leader called from Colum­
bus to inform Nancy's surgeon 
that the donor helU1 was dam­
aged.' , ..... 

The psychological. effect, on 
, Nancy had been devastatmg, 
1 F¢ur days later, the Brooklyn 

. woman suffered a heart attack, 
'She subsequently uuderwent 

open-heart surgery in which she 
receiv'ed,a HeartMate, a'mechan­
i¢al device that temporarily aids 
the weakened heart In the ab­
sence cifu donor, " - ­

'''I wish she'd have 'got her' 
heart, God Jove her," Linda said. 
"[ just hope that doesn't happen 
tome," ' 

The death watch 
While the ICU nurses and an 

anesthesiologist prepped' Li.n.da, 
Rita !;at alone' in the w;utmg 
room, clutching a box of Kleenex , 

o.rgnnIJ forn~umedicat reasons, 

. : { 



·,
• 


3, 


The ciock read 3:10 a.m," A 
"rnxl" rerun played <In the over: 
helld TV .set as Rita dAbbed at ber 

, . eyes, , "!;'; 

Wutching bet daugMet strug­
gle to live for so many yetlrs had 
taken its toU on Rita. l.;indti, the 
eldest of Rita's five chUdren, had 
been stricken with undiagnosed 
rneumatic fever as a child and 
underwer,t !')pen-heart surgery to 
replace a valve in 1972, when me 
was just 13, She subsequentlysu!­
rered.astroke,. , " . 

She r&Qvered, but when she 
had another s~rolte lIL 1988. £n1. 
lowed again by open:heart slir­
gcry and replacement orlhe same 
valve, !t became apparent to Rita 
that if Linda was going to outUve 
her, she would need a new he!U't. ' 

Linda has viral cardiomyop.
athy, an fmlafging Gfthe heart It 
is the moLt'common diagnosis
amoflg heart transplant pntlent1, . 
afflicting a little more than half of , 
those wbo receive mmsplnnt3, • 

Worrying about Linca had been 
enough of a !mrden, but Rlt<l, who 
is S5 years old and divorced, also 

,had her own health problems.
having recently been niDsnosed 
w!ih cancer Df'the breast and
lymph node,. That required her 

ro dnve the 150 miles back to AI·toona, Pa,. for her chemotherapy
treatments,' after which she 
would return to Cleveland to be 
byLlndn'sside. ' . '. 

"Thill ~ior.e, t reaHy fe:t bad;'
she Baid of' her latest I.:hemo ses­
sian, "% had to lie down when [got 
here. Two nurses up there [on 
Linda's floor] gorme a bed," 

Sinee Linda'$ nospilaliUltiQn,
Ritllhllllbeenhaumedbyhelieov­
lers, wQndering every time she 
hears the distinctive whap whop 
whop of the Metro Ufe,F1ilfht 

, chopper whether it I.:urries "Lm­
da'shean," ' , " ' 

For SOIl'.e wh"o waH, ~he -death 
wateh becomes atop!cofgallows 
hUmor, said Teresa Duke, .the 
CHnic's'thoracic organ cooniina· 
tor, A few patients cope with their 
fear and guilt, she said, by, "jok~ 
m,r around alxM sitting at theit 
wmdows witI', binocu:nfS, looking 
fOr mc:of':yclists" to crash. 

The call 
At 5:03 a,m., the phone rang in 

the leU, Dr. James McCnrthy. 
the surgeon who had flown to Co­
lumbus for the procurement, had 
Dad' 'news. 'rhe stroke victim's 
hean; was no.good_ i . 

In ~n inst~n:. all ,~he hope, e)t~ 

.'C"~"~'----c--""""-""'::=----7----:--"':"-~-----c--
',' :.". .!j' .' .~;! 

,'~'f~~~~~~1rj~~~~'~r: television and' the o~.$Sive at- dying while waiting (oran Gillan.' :•tentiQD they must pay to their EiSht years egg, four poople . 
huge daily d05esofmedicution, died every day waiting fc-r an or.::' 

't But tbat's not true fur Linda, ' gen,.Bv 1992,.thfit number was"": 
_:'who with help from .her mom, seven:rodar.ltisabovenine. ':~ 

:::;Y!;";;;'-'''IdI~".,:',!U~\!,''d,~~ transformed the spartan'hospital Currently, more than 3,700 peo. ': 
" room into a makeshift home. pie are waiting for n heart trans. "',

'.l.~"[',~'''',',~[:'.' Hundreds {If get.well cards, plant. Only 2,j61 received one in' : 
"',-'r:";,,',', drawings 'lUld photographs .1995, and nO'.People died"wai!· ' 

'warmed thewaUsoCG90-26. .lng,. ',::':'":::;4:-;:::' 0, . ':: 
"I got that 3-D puziIe;' Linda .• ~'. ~'·--'''··i~:~'.::· '.-;.1 

had said'on Day 9U;pointlnt/: tQ 'I'm on JJlv,w~-ii"
her Cindru."ll11a', cMtle puxzle, ~ ~ 
Cne of many she had finished. "I Aug, 30 wasa s>.ycltering dny in , 
told myself when I finish that Tyrone. and George Robinson' 
punle, that night I'll get my couJdn't move from the Hvlng ! 
heart, Well. that', been finished room couch. He had been think, ~ 
for a week, and J ,tiU don't have ins about mpwlng lhe lawn, but' 
myheart" ," ',c co •• he couldn't snap out of hi, de.: 

ImproVements in trnn~planta- prerullon, All he felt like doing
tion _ new medications and ven- was lying around. , : 

". ,:.. ,trlcular: assist device$, which Since Linda's hospitullzll.uon;:: 
. . keep failing heartll beating - . her doctors had been fe-reed to


Room with-a . have increased tho short·term shock her heart seven tlme. to 

::.::;:.::.:.=:c.:.:::::=:-=:.:,;:;:,;.;-:;- 3ur-;;ival rale, Considered little keep it ~ojnli, "The nurses down 

From' the ninth floor of the more than experiments 15 years there SInd they had never bmug!n . 
Clink's "0" Tower. home tothose ago, bean: traru:plants are routine oomebody'beck to lite that many 
awaiting heart trnnspllnts, pa. enough today that their avel'1lge time$," sbe had told GeorGe 
bents can contemplate the tr«- 5250,000 COSI is CQVered by Medi+ matter·of.(actly.
tep!> .and roofl:optl of the city', I.:are, Medicaid and private insur- George was stili confident Ihat 
Elmt Side and watcb tbe traffic on anee, , . Linda was in good hands, but she 
busy Euclid Ave. 1 But witb donor Ortrllns being so . had been waiting in the hospItal, 

The perspeetive can 'be frJs- scnrce. the rapid medical ad· tor a new heart for more' lhar. 
trating but for palientslwho ar/;,: vances' have- brought with them three months now, lA'hat jf she 
tethered to rvs and rollins heert bigger waitinll Usts, Io'nger waif- died walting? He,would.1x: a;cne, 
mc-~~ors, it offel'S Ii tepnfvc r~Gm. ing times and a grellt~ ;:bance of Ge?tRe and Linda didn't have;' 

, , # ' , ~-
" 
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.. childreR Linda had learned the 
hha~rd~~~7r.t~~D~: would never be 
~ , having been told only 

n miscarriage at age 21 that 
blo'od·thioning medication 

had taken made it impossible.
." waS getting 'Aiiother ice 

when the phone 'Fang. It was 

2:30p.m. . . Md~a.half hours stood between 
."Honey. it's time," Linda said, ' them, so! George didn't waste

woros.,·J·,.' " trying to conceal her fear. "Now , 

ooll't.get too excited. Rememb<:r ,,"I'm on my waY;"lie.safd, "1,1, 

what happened last time, They've loVe you," " ,:'" ';, ,. ><, 1 

go-t another heart, but they have First, ,George had to pick up 

rocheckitout," Rita. To save time, he decided to 

. The clock was running, Four- . take the route that went' by Ty~ 


. '.' , 

rone Area High School. But it was 

frid,~Y, and the school was: play­

Ing Us arch-rival, Bellwood, in 

footbull. It was.n big event in the' 

small town, and hundreds of pen-­

pIe already, had clogged the. 

streets byJ p.m. 


"I told her thHt when! got the 

caJl, I'd be there befote they took 

her in,"jGeorge said, recalling his 

tate arrival the morning of Lin­

da's dry run. "No matter What, I'd 

be there," . ,,.,>OJ:,; 

, .,:••1;,.: ,.':';;'.;" 

.Code Blue . . 
Farley'Lee was flniog out pa~. ' 

,perwork at the Clime's ninth~' 
floor nurSing station when Lin· 
da's heart monJtor" sounded. 
Linda had been, worklng on an­

"...j' othitr Jigsaw punle - the. same 
: one she had been noodling over 
for two' weeks - when she;' 

dcamad that a heart had been of- , 
;: rued for her, !nitiaUy, she had' 
" taken the. news calmly. bur within 
.- minutes her heart: was racing out. . 

o(contro1. . : _" ,-. '_ 
, Lee 1 reached the 'room first, 
findmg Lllida on the phone,. , 
, "ldon'tfeelgood.~·Lindasaid. 

"Get back in bed," the numor. " 
.' dared. ' . 

. Linda', normAl heart rate was 
about 90, beats a minute, biJt as 
the Clinic staff rushed into her 
room, they could see it was at 120 ' 
and rising. They put her on oxy· 
gen, started an EKG and called a 
"Code Blue." It was 3:05 p.m. 

The nurses ~new Linda was in 
trouble,,, They alsQ knew there 

I 



.WvUIU DU IW Irau~VHUll HUH u.ijlfi[ 
..if thev couldn't 'slow her heart~ 
:beat, ~. , 
• When ,Linda's' heartbeat 
'reached 'lSD, the paddles were:' 
~.br:ought out,to shock her: ' 
~ "It's the same ,rhythm you did· 
~last week on uS,waaid Dr,'MeJ. 
,:thev., -;:G; Deedy, '~''You feeling 
"OKf'~" ." ~.' . , . 
~i:~")'~D:~ Lind~ said."weakly,- the 
! oXygen mask muffling he:rvoice. 
~.. Linda was anxious, but ahe also 
was alert and responsive, Deedy 
decldecl. to give her heart time to 
slow itself. rather than shock her 
or administer drugs. Either one of 

-those measures could jeopardize 
her' chances of undergoing a 
transplant. . . 

,By 4, p.m., Linda's heart rate 
had dropped to 119.1t was' ago. 

Point ofno teturn 
Shortly after 6:30 p.m., 'the or~ 

gan procurement team hoarded 
Life-Flight. bound· fC!t -Youngsw '., 

TOWn. ,The team was led by, 
MCCnrth}', the surgeon who bad " 
deCided that the heart offered for 
Linda three days earlier was un­
acceptable. ' 

In the leU, doctot'$ and nurses. 
once ot;ain began inserting'an IV' 
tUbe 'Ir.to Linda's jugular vein;· 

'Linda was awake during the pro­
cedure. " 

"Ben, if the heart's !10 good: 
wilt they electric-shock me 

. 	 again?" she asked' 
Ben Meola, one of: 
her nurses: tIl don't­
.want '. to. .. ·, be 
shocked:: "-::".' .' 
, "They'll' ... make 
that decision then," 
he answered geh~ 
"Think positively." 

Or. .Roben W:, 
Stewart. head of the 
CUnic's heart trnris~ 
plant program end 
the doctor sched­
uled to perform Lin­
da's surgery, came 
in to introdu'ce him­
self and lell Linda a 
little bit about what 
toexpec~, 

Transplants are 
exercises in medictll' 
precision - from 

, the seemingly inter­
minable poking' and 
prodding . patients , en'dure to the almost' 
military·style police' 
escorts procure­
ment 'tenm "mem; 
hers . receive until 
the moment they en­
rer the surge~ 

; room. 

"You H)" to coo!'­
dinate everything 

else so thii! the minute they're 
wnlking in. with the jnewj-hean, 
we're taking the'old one our so 
thai there'... nn exchange at thnl 
time," $le\r."l.rt snid, , 

"The critical decision is reaUr 
,made h}' the person who goes to 
get the heart;" he added. "I'm 
very fortunmc to have highly ex­
perienced guys like Jim McCar­
thy, I hav~ no idea r.ow many 
trnllsplanl runs he's been on, He' 
can spot D bad heart at 20 feet. He 
also knows n good heart, And he ­
knows the heart that isn't perfect. 
but is going to be good enough for 
US," . 
, Linda wa~' beginning to get 
groggy from the medic'Hiofl; Her 
eyes were slits, but she could stin' 
talk," 

"( no-pe fhey ';Vake me tonight," 
she stud; her vOIce barely audible 

. through the oltHien mas/{, '-I want 
to wake up ,Ieter and haVe this 
.whole thing be over." 

.' ,Denise E. Brainard. a trans­
pfan,t nurse who (cHows patients .; 
after surgery, tried to comfort 
her_ . 
, "1 talked to Dr. Stewart and he 

said. it looks like a real good 
heart," the nurlle s.Ud, , 

"I don't want a bac{ hean" . 
Linda told Brainard, '. .' 

"Db. we \\:00 't give you a bad 
heart. That's why there are dry 
runs. When \\'e give you' a hean, 
1('1! be '.l good one." .­

"They s;lid that-ather one was 
from :J' H-Yt!nr-{')Id woman." 

'Linda added, "I don't Want 0 
heart fr~m a ..J4:year-old Woman. 

• 

" \ 

, 
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.­
After going through, all this.' I 
want a young hean. I don't want II. 
+l~year~old heaM." 

"Well. e,'en if we give you a 44~ 
year-old heart, you can be sure 

/that it v.1U ,be' a good one. You· . 
·should have a good weekend,: 
,\\'hat a nice [Labor Day] holiday 
present." :.. " ' 
·It was shortly beCore g p.m,· . 

when'the staff assembled in thi' 
leU to take Linda to the operat~ .. 
ing room. As they were preparing 
to move her. George and RitlU.r~ , 
rived at. ~h(! fifth·floor ~vaiting 
room. . ,',,', 

"'I'hey're wheeling her to the er~ . 
evator," a nurse told him. "You 

.' . can catch her there." ' :"', 
. , . The reunion was briefand fren­
',;' zied, " ' . . Il.,\,. 

, .' This Wil$' it•. George' thought:' 
These were the people who were' 

., going to perform It miracJe bY!ljv-., 
tog Linda. a new heart. .,~' • 

, , His own heart was in histhroaC:' 
i "I ~ot to see her tor two mini: 
, utes,' he 'said. "That's < aU r 

'wanted - just to let her know' 
.. that we were there, that we I.Gve 

her." "". 

" Night owls 
'fhe,heady sUccess -tha Clinic's 

, heart transplant program has an! 
I, ,j~d since its inception in 1984 
, 'has conferred' godlike status on , its three $u~on$ - Stewart, 

_ NicCholas Sme ira and Patrick M. 'I Me army. But it js the tireless .. 
and nerve·jllngling efforts, cit',' 
Katherine J, Hoercher. the card~ 
iac transplant COOrdinator; Duke, . " the thoracic organ coordinator;' 
and'th,a Clinic's organ procure­
ment teams that are perhaps even­

/ 
, more impressive, ','.' ,I" 

, . One of the grim realities of or-- ' 
. gan donation is that many organ, " the detem1tnin~ f~eto'rs in who 

donors die at night. often from gets transplanted are blood and 
homicides or' traffic fatalities,' ·tissue tYpe, length or time on the 

. That requires. Duke, Hoercher waitin~ list, medical urgency and 
p and the procurement teams to be the dIstance the procurement 

available around the c!ock, - . team has to travel to Obtain the, • As a result, they' learn to.take .. organ.' ' 
power naps: sometimes aboard , Hoorcher ljaid"the Clinic had 

.Life-f1!gnt.- '. tMlVeled as far as northGrn Flor· 
s _ "Tnmspla:1ts nren't really any ida to,pick up a hear:, Because of 

fun because they're, often in the the Clinic's y,'i11ingness to accept 
middle of the night," said' hearts that other transplant cen­
Hoercher. "But we're very ag. ters turn down, 60 percent of its· 

,1 , gressive. We take a lot of hearts hearts come from outside the reo 
ginn. ­that other programs tum down,'''''' 

, . Stewart said the Clinie is actio' The Clinic also transplants pa­
tely aware of the balance of risk tients wh-o are on its waiting lls'( 
factors. . ' ~.'~ but are bospitalized om of st~te, 

"I will transplant n high~rls'k bringing them in by helicopter for 
recipient." he said, "t will also. the surgery so that they car. be' 
use n donor that is borderline. But near their families while thev 

. wait, ' . . . I won't use II borderline heart in a 

high-risk recipient. Risk is cumu­ : That wasn't possible fer Linda: 

lative, And we can neutraUze one w~o had to quit her job otJosten's .. 
risk factor by tmving everything . Yearbwk Co. in Staie College, 
e!se lined up ver'ynicelY:' :." Pa .. after'she became too ill to, 

, , 
i , Patients don't realiZe it.'; but work. So instead of, being hospi­

even !he :natlorfs top !ransp,lar.t talized in nearby Altoona, she 
centers rurn down more thail SO spcr:'t her summer in Clevt;land" 
~ercer.t of the h~a!'Ts they ar~Of' stanng our her hospital window 
tered. uSt,jally because lhe re Ipi­ { and waiting for the death of 3 

'stranger_ .em is TOO ill or for any of fa 
than II cozen other. reasons :in- . 
volving the health and social his· 

'., torY oithe dont)r. , . , : 

" 



. ".-"<>~" 

. The temperature in the operat· 
i::g roo:n was a cool 60 degrees . 
when Stewart wall<ed in wearing 
white pants' and a white short·· 
sleeved shirt, The call had ar" 
riv'ed:'The heart was good. ". 

. , SEE HOSPITAL! 14-A 
, ,-.-,..~---.-.-~ -_."' ­

HOSPITAL "OM IO'A 

, While teams' of procurement 
specialists, who 'had arriVed to 
claim other organs, hovered over., 
the, donor in Youngstown,. the. 
Clinic's surgical team readied an 
unconSCIOUS Linda for her five~ 
hour surgery. 

The heart is always the first or· ' 
· gan to be procured, and doctors 

have a maximum Of six hours 
after "cross·clamp"....,... the cutting, 
,off of the blood supply to the do.' 

! nor' heart -' to transplant the 
" hean: into the recipient.' . 

,By 10:22 p.m., it was clearth:a:' 
, the procurement tealn was run· 
· ning Ister than expected. Linda's 
chest was open and Sfewart was 

, '. ready to remove her heart. She,' 
had, been on the heart-lung by­

'pass machine for 12 minutes. , 
.. "They didn't forget where ,we 

were, did ther:" Stewart joked 
dryly. . . 
, Three minutes later. McCarthy 
ar.d,the procurement team swept 
into; the room, carrying Linda's 
new. heart in an Igloo Playmate 
cooier" " 

It took Stewart about three 
minutes to remove lJnda's heart, 

· Simultaneously, tWO nurses care­
fullj' removed the donor's heart 
- which was suspended tn a sa-' 
line solution - weighed it and 

.• prepared it for transplant, , . 
Then the delicate wark. of , 

siitching,the new heart into Lin­
da'schestbeian.. ' 

Stewart SaId little. Because the 
<;Unle averages more than one 
heart transplant a week, team 
members have spent a lot of time 
working together. . 
,.The turning point in -tile sur- . 

gery _came when Stewart was 
ready to allow partial blood flow 
into IJnda's new heart. It would 
either begin beating ()n its own or 
he would have to shock it baclrto ' 
life, " 
, . Or Linda would die, 
: The doctor removed the clamp.

Imm:ediately, the: h-eart began 
~c.a~ng. conflt'ming Stewart's in­
tumon; Aperfect match. ' 
,"That restores my, equllib- I 

rium,"hesaid:' '1 
.' He ~sk~d a nurse to- call George 

Md RUa In fhe waiting room and 
tell the:n the surgery was going 
well, RIta began to cry, George' : 
[or the first time, saw an end to ! 

'Llntla's Ion!!. ordeal.! ; ! 
"1 can't help but think about' ~ 

wn~re the heart came from I and _ 
.....hr. tiungs nave wor!ted out this . 
WllYI!' he said. his eye~ focused on 
the l1oor.. "1 guess only o-ne Man 


, !<nows for sure. Still, 1 hink abou: 

it. about the family 011 the other, 


.end of this. ' 

, ,\'"
, 

, 

, ' 

: , 

, ' 



• Back to Tyrone 
~ Nestled in the hollows of cen· 

tral Pennsylvania, hard by the 
Little Juniata River, Tyrone is !l 
wcrld away from Cievelanc. 

This mill town of 1,800 rest­
!dents is ~J:I~T;"!. fJr..t-o 'g'f'C't< 'UiJ. 

,, . 

__._ 
. , 

said: "Ifwas a goOd match. Best 
I've seen in some time,", . 

Stewart said he,was optimistic 
about Linda '$ long-term outloqk. 

. Her chance of surviving the first 
- 'year; he said/was ,ahem! 95 per­

c<tnt. .' .' " ! 
"The real -question now is 

.' ,what's g{)ing to hnppetl to.the do­

, 
"'DOY6utbinktheywouldgetus
1~ ~O'uch with them? If they had 
hard feelings, I wouldn't want to 
il!trude on therr.," he said as his \ 
e.ves welled with tears. . 
[For a moment he could not 

speak, ' 
; "I'd like to let them know w,hat 

'Ve're like, to tf,lank them very
much fo 'h d h th
·g.avemy'~vif:,~con c ance ey 


Th R b 

;. e, 0 insons know only that 

Ctnda s new heart came from a
31-year~old woman who died 
from a gunshot wQund. They now 

~~wbt~i!~~~~a.sl:mo ~~eer J~~~; 

. family's generosiry. with the liver 
and k(d!J<Ws a!so being procured 
fpr wattlng paHents, "..' 
! ~th()ugh organ recipients are 

given no other information about 
the donor, they are, allowed to'" 
send I tt all 

a e cr,' usu y relayedthrough, the .hospital or organ

bank, to the donor's family. The 

family then chooses whether to 

respond. " 

: Many \ don't ,preferring their


Iilft to retnai~ a silent. 'selfless 

"F'. ' 

i'Bye by~. jiall' 
I,' At 1:,04 a,m;. th~ surgetyen,de'p. 
~tewart walked ·m(o the waning 
room and exiended his hand to 
George.; . 

not heart, specifically coronary 
tU1ery disease," he said, "And' 
there's about one ¢hance in three 
'ttuit, five years from now, that 
will have CJlused her major prob· 
lems•. either' death' or reT 
transi;llnntation." 

Wfule,· those' odds may' not 
sound great,' most heart trans­
plant patients will take them any 
day, over the immediate altema­
ti\'e - death. Many heart rec!pi. 
ents are nQW living more- than 10 

,years. 'And the longe8t~1iving re­
clpient, a 40-year-old patient 
transplanted at StanfQrd Unlver­
sity in 1974, has logged more than 
2Q r,ears, ' - \'''''' , 
, ' Every year, things get II tittle 
bit better," Stewart /lIdded, "So 
the outlook's not bad fIFr tinda at . 


.aU," .. , " 
Linda's recovery was swift, On 

Sept, 7, eIght days after her trans­
plant, she left G90-26, 

She tried nor to cry, but even 
the hea.vens wept. The rain came 
in torrents as Linda, Ritll ,and 

,George loaded bQxe$ intO' 
George's truck. Linda's nurses, 

, d ' 
many of wb mmade it part of i 
tbeir daily rituals, to take their .
breaks in her room, gathered to 1 

snygoodbyeand wish her well, " 
"It was hard to leave those peo-,'

pie," Rita said. "You get really 
close after being with them all ': 
thattime,", :" .

!'I dl'd.-.ven·'.' my·· cousin••, 
L "'" 

much as I, saw those people,'"
Linda added. "1 saw them every 

.d~~'rli'~~ ~h~ 'i:J{,' b.ming ~ 
heart of a woman she had never 

known. along with the hopes !lnd 

fears of a life she almost lost. ,: 


"All that was left of her IlO·day 

stay at the Clinic was the note she 

bad scrawled on the,'message

boaroln her room: -. . - ,


'. "Th" .... -'''orallthesru>ri'''lc.-, 
4U~1' t-'~.--~" 

EVERYONE,.Byebye.y'all." 
'. " :\', ~, " I. 

weight, wuli<s 30 laps (five miles) 
, 'd\"OUlt\f, .\n."-'\PM'iW' d .tb.e...ht!UJ· 

school and swallows 23 pills.
rangin~ from a:lti-rejection drug~ 
to Gento!, She returns to' the 

,Clinlc every three weeks for a 
biopsy. . ,.' 

"My body's fighting my hellrt 
beclluse i~ knows it's not part of 
my body; It'S sotneQne else's," she 

,_,.x, 
.. i " 

and where her children would· 
have grown- up hud her fortunes 
been different. Lacking though it 
may be 0: the amenities she and 
Rita had' grown used to in Cleve· 
land, Tyrone is where bel' family 
and her heart is,: . 

For the most pact, Linda 'hos 
been dcine: wen since her trans­
plant. She ,s alSI) relieved to hear 
that Nancy Vigneau, her frlend at 
the Cleveland Clinic who was, 
kept alive by the HeartMate, got 
"her" new heart a week before 
Thanks~iving, and that Nancy is 
recovenng, too. '. . 

Because she has been so fixated 
on Ihring, Linda ,has given, little' 
thought to what Renee Fox, a pro· 
fessor of sociology at the Univer­
sity of Penns}'lv.o.nia, calls "the 
tyranny of the gift" - the inabll· 
ity Qf organ recipients to ever reT 
pay such an extraordinary act of 
giving; She was aUowed' only to 
send a brief thank-YQu card to the 
donor's family~who chose not to 

,respond ~ and that was the end 
ofit, " ". :" ,- -, 

Like m'any' transplant recipi· 
ents, -Linea expected her life to 
prett}' milch return to normal 
after she came home. It hasn't. 

E .. -ef)' daj';, she ch~cks her 
blood pressure, temperature and 

,j "It went vel;. weU," the doct6r J 
:j ,: l' 

.~..! 

.' 

,
.' 



• 

"' 

, " , 

said:' "But I didn't think I *ould" 
have to take all the medicine I 
take.' I taKe a lot more medicine 
than 1000k before, and that bums 
me-outs Lett," .' ; , 

But in other ways Linda's life-
has returned to normal. Sweaters 

Pointments simply sit and wait· 
until everyone is done, Then they 
are' delivered back to their, 
homes. where they wait until the 
van arrives again the next morn; 
ing. ','. 

Undo, vowed that her mom 
stilI needed, to be cro$Ntitched / would not be" on that van. So, ev­

o for CbriStmas pre~ts and the . ery day, she drives Rita to the 
mlloy "chores associated, With .hospital. -doing . her cross­
maintaIning the Robinsons' smaU stitching in the lobby while Rita 

tra&e;~~n:a~~~tb::nd~r::und.to "~:~:::=~~J~~n ~h~.:.~~ 
help much, . After. Linda came '. "She: stayed.with me the three 
home, he took ajob with a Conrail nlonthll in Cleveland." said Linda, 
subccntractot, ·helping to, clean "I think I can get out and take her 
up train·deraIlment. sites, The. tathe hospital!', . ',"" ' 
muney's good, Unda~said - $10 " These are precious months for , an hour - out it keeps George Llnda and Rits, filled with t8ugh~ 
away from horne a lot.', ' . ,'tel' and Rita's infectious opti­
. But there's a more important'
reaSQn Linda bas not had time to 
convalesce. It is now her turn w 
take' care of Rita, who has been 
suffering terribly from her caD­
eel'. , 

- Since compteting her chema· 
therapy regimen, Rita has been' 
receiving radiation therapy at AI· 
toona Hospital. Every, day, a hus-
Pltal van' makes, its rounds 
through the hollows near Tyrone' 
and its surrounding eommunitie,,/ 
picking' up cancer patients ana 
deliveriag them to tbe hospital's 
cancercenter: ",'.. 
T~~.. ~tients: w~.th" '.e~lY· ~p: 

mism. For the first time in years,
it appears that daughter will -out. 
live mother' - as every parent 
knows it should be. 

And still, Linda isn't sure sbe 
would be willing to endure it aU 
again. . , 

"They say you might have to 
have another tra.'1splant within a 
Certain time, but I don't know if 
I'd do it again," she said, "I say,
thlll now, but when it came do'Nll 
to dying at the hospital. I dido't 
want to, 

"1 guess I can S8)' J wouldn't do .,' 
it again, flOW lbat I'm d<ring so 
goo~,':.'.;" , , . 

," 


; ,; 

~, , 

http:tra&e;~~n:a~~~tb::nd~r::und.to
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FOR YOUR 

INFORMATION 

Ifyou are facing' 
. a transplant, 

" When deciding where to! gJ . 
for a transplant, patie·nt~.­
should consider" the anmla~" 
number of transplants a centen 
performs, its mortality Pl{~' 
and the surgeons' ex.perience~ 
medical experts say. I I 

Centers that perfonn targ~
numbers of transplants tend to 
have better survival rates I'!n~. 
are less likely to turn awa:y po-! 
nated 'organs" matched for pa";
dents on "their' waiting lists~ 
according to Dr, Robert 'W}
Stewart, head oethe Cleveland­
Clinic's heart tnmsptant p,ro~, 
gram. . . \ : 

''Volume almost answers elV.., 
'eI'Ythins else," he said. "lfr,0u' 
wanted to pick a transp enr 
C(!nter Just on the avnilable)n~; 
formatlOn, picl\ 'tbe top' 20(
according to [volume) nllm~' 
. bers, and then go down the top; 
208,?d pick th~m accordin, t.O: 
sUl'Vl.valrates. ,_. "I 

Volume and mortality da~ 
for transplant centers aN pub""
lisbed by the United Networl!; , 
for Oigan Sharing in.its "1994; 
Report ,of Center Specific,. Graft and Patient Survi1Ja~ 
Rates.1> The (ull report oost~J 
$115 .and can be obtained~ bYl 

. caUlng!·800-24J.6667 .. ,,' ·1 
UNQS also provides mortnl~ 

it}' rates on up to lO.cenrers: 
free of charge to trarulplan~ , 
candidates who send 11 written' 
requesf to: UNOS communicn-: 
tions\ P.O. Box l3nO, Rlch1, 
mona, Va., 23225. "" <4' I 
. -Information _about a s:ur~­
geen's experiMcc must be re~ 
,quested Crom "the, ~,SP!lH'I(' 
. eenter. ',' ,).:;..:. :~~":'.. I 

Additionally, -, "Transpllmi
News," an'industry newSletter; 
offers in-depth coverage M the 
latest issues of interest 'to ila~ 
tients and transplant pro{es1
slMals. YoU: can subscribe. bY' 
calling 1·800·689-4262.,' '" l . 

And computer users with nc·', . 
cess to' the World Wide Web. " 
will find useJul tqmsplant'in-; 
Corminion tin homepages pub .. 

I fisbed by UNQS: ".n ' .'. ;
http;Jlwww.ew3.·qtt.netlunvs ~ 

and the U.S. De~ent~ or;I· Health and Human Services; 
W~~~o~,of Org,~,ntrransp~ta._ 

• . , ". J' 
h1r'!www.hrsrudhhs.gQV! ' 

I' 'rhrdldgtldat~ai1t..htnt,~, .. 
- _ ':.l..:-­
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'. .. .<~3:A lo..9.~~~tfr~e ii\!..~~~g:~

'''and a medical bureaucracy;-:':~;

'."'~ ':,..... ",," :';~'I':' ',\ ..<·".'t." ...:,_,:,",~:':".·~,' 
The major problem in transpl.antaw , 

tion,' those Involved say, is the na­
tional organ shortage, That's true. 
But many people do donate,.beStow'·-­
,ins,p,orting gifts - what biomedicttl 
~thlClst ,Tbomas ,J;i' M~y calls 
(ifts of the bo~y -- on strang~rs,

wltl1Qut expectatIOn ,of compensatLO~ 
oreven~s... ,'::'-'. '" 

These gt,hS'gIVe: I?eople sucb as 37· 
year·old Lmda Robulson, whose ~tOlY 
a,ppeafs. today. a second chance at 
life. They al~o.adyaince the sciep.c~ of 
one ?f medlcme 1'1 most astonishing 
frontlers. . ", . . But there is a dark side to frans. 
plantation: A PIain Dealer lnvetrtiga­
tion found wide disparities across the. 
nation in the' time patients wait for 
organs: higher mortality rates, on av­

. erage, at centers that perform limited 
numbers of transl;'lants; and centers 

. that frequently reject healtby organs 
for nonmedical reasons. .' 
, The _ more than 50,000 patients 
waiting for nrgans don't have access 
to that information. The government 
agency responsible for ensuring an 
equitable' national transplant pro­
gram. and the contractor tha.'t main· 
tains the daw'lrefuse to reveal it. 
They claim that transplant f'enters 
haven't re'vieweQ it, and mi~h be un­
willing to provide lnrorm~tlon' in the 

fUtureifitwasdisclosed." ;" ..;~,'<''''; '" 
The Platn Dealer's series:,''Trans<'' 

plilntlng Life - The TriumJlhs, The 

Traps, The Tl1tgedles:' begins today 

and runs through Thursday. We ex­


. pact it will stimulate debate about 

thenation'stransplantsystem, which 

relies on the trust of seriously ill pa~, 

.tientsandthegenerosityofstrangers " 
whose familles have a right to know 
how their loved ones' sift:!- -of the 
bOOyarebelngused, . _ -' 

• 	 Tomorrow: Some transplant cen~ 
ters tum- down many dOnQr organw . 
for d' i ons " nonme lea reas , _ -. I 
-, Tuesday: For almost a year, Urn .. 
versity of Kansas lviedical <:enter of·1 

ficials nusled patf~r:ts awaiting heart 
transplants by faIlIng to teU them; 
that the prOgram wJlB dorm~nt. I 

W~ne$day. No ~sue stnkcs m~e: 
~ttheheart of the (,lIspu~e overeqUity! 
m org~ tt:ansplan~tton. than the 
gross dlspartty in w81tlng tunes. . ! 

Thurs~I'iY: On average, pattenUi 
who receIve organ tntnspl~ts at lo~·' 
volu1,1le cent~rs are mare likely to dIe 
whhm thtdu'st year than those who 
~ndergo transplants at high',volume 
t::enters; Also .. a ch~rt showmg the 
mortality rates, volumes and median 
waiting times at U.s. transplant cen­
tent ~ . 

, 

• 
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Chester Szuber'embru~ hIs wife. Jeanne. !.lurtng anews conference at Wlll1am Beaumont Hospital tn Royai o3k. Mlch.ln 1994 after' 
undergol~ a transplan~ In which he received tile heart of his daugtlt~r. Patti Szuber, now 60. was the: only one of the 24 patients on 
Beaumonts waiting list who received a hean transplant that year. ' , . . .' , 

• 
, ' 

':::C" ... ' r.~ject,.,,' h"".-:> ',',', t' ','ear, S 
offers were . 

• d,Waiting medical 
JU3t one

patients 

not told 


Seeolld offive artides 

By DAVE DAVIS- . 
JOAN MAZZOLINI ' 

ami TEO WENDUNG: --'-_._,--.~.~ 
""""'tr,u.v,~ua 

ROYAL OAK. Mich. - The 

sum cf Patti Szuber's donated 

parts wm.! two eyes, two kidneys, a 

liver, JO bone and fissue samples, 

Iln,'d one beating heart, 


In a wrenching, bittersweet 

stdry ef love and dealll, the heart 

of the 22:Year·old nursiltg student 

went to her fatlier, and it made' 

Michigan: tree {afmefj Chester 


. Szuber tbe !nost famolls heart 
tn:ins;llant recipient in America. 

Pattl.Swber's tragic death in a• . 'l" • , ' 
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TRANSPLANTING'
,LIFE . 

THETRlUMPHS THE TRAPS,
,', ,THE TRAGEDIES ' 

.... " .... . . 
, Ye:$terd~W'\Vhen Linda 
Robinson)! <,., 3?-year-old
henrt began to fail. forcing 
bel' to take up residence on 
the ninth ,floor o!tbe Cleve-
Jand Clinic last May. she 
faced the transplant para­
dox: For"her to live, Some- , 

,one had" to die. For Linda 
'" and ,her family. the widt for 

a new heart'!Vas Il frlghten~ 
ing reminder of the fragility 

~ of life and ~ clclse:up look at , 
one of modern medicine's 

. most nstonishbigfumtlers. " 
"~ . ~""'-:.. '~' ., ~ just one transplant team. 

~ Tomorrow: l)uring an 11-, means vacations. medical confer­
, 'month . period in. 1994 and ences and Qtbercardiac surgeries' 
- 1995,. the Universit}' of Kan- 'thatJl1.ight call anymemn-er-o(tbe 

sas' Medlcal, Center- placed '. team awny forced those centers to 
on its he:llrt transplant wait« turn down bearts they 'otherwise 

"lng list,-or evaluated' forgh h ' 
placement. 38 patients with." 

• out te:Ufng them that they 
had little chance of actuolly 
receiving a transplant be· 
cause internal 'squabbles
had shut,the program down. 
At; two sti\te inves:tiptions 

. 	later verifIed, patients we:r-e
.de~eived and university' of­
.ficuilsfailed tu act. .

" . 
Wednesday: If you need a . 

new 'kidney. the' median:. 
,waiting- time .(or a trans­
plant ranges from less than 
two months at a hospital in 
Fort Worth. TexBs, to ssa 
days at a medical center in 
Hershey, Pa..The median 
wait for a H"er transplant is 

'18'days at a medical center '.. 
in N"ew Orleans but 648 days .. 
for the Boston hospitals that 

,are served by the New Eng., 
land- Organ Sante In the 
continuing debate, over eq~ 
uity in organ transplanta­
tic-n, no issue strikeS more 
at the heart of the dispute 
lh/¥1, the. gross disparity,in 
waltmgtlmes. 

. . 
. Thursday: On average,· 

patients who ·receive Ilrgan 
transplants at low·volume 
centers are more likely' to 
die within the first· year
than those who undergo
transplants at higll~volume
centers, Few patients are 
aware that they clin signifi. 
cantly. increase their 
chanceS~fsurvivalbygoing 
to ,a transplant center that 
does th~ risky surgery more 
frequently, 

, 	 " , 


: 


',' -FOr example, of the 806 offers 
'Of hearts turned away for non- . 

,medical reasons during the last 
5e\'et1 month!! of 1994, many were 
refused by, smaller programs,
such as' :Beaumont's, which bas 

That 

=de~ts~ve a~~t~~ ~or ,~.~~g , 
'More recent tUrndown data 

"could nat be obtained because 
UNOS, the government contrac­
tor responsible for allocating do-
Mted organs, has refused to give 
1995 99A

un<ol 1 (I organ tomoowti' 
figures f-or individual hospitals to' , 

'the U,S, Depa~ent orJ~ealth
and Human Seroces. ,' .... ,," 

- DNUS 6fHcHUS claim' mat 
'transplant centers have riot 're·' 

viewed the.figures Bnd that the 
da~~ maY,have been inaccurately 
or nonumfonnly reported by the" 

'nation's"6o"organ.baok!L They 
also ,fear ttutt making the data 
pubUc would discOurage centers 
from .voluntarily proViding Info%'­
mation, provoke lawsuits' Md ' 
change the way thij data 15 re­
ported in the future, rendering it 
scientifically useless,' .. , 
. Beaumont - which has done an 

average of just 2.6 heart trans~ 
,plants a year since its program 

ope:ned ill 1989 ~ had the third 

tng-best percentage of nonmedical 

turndowns in the country during 

'.

TRANSPLANT FACTS 
Esllinated flrst-ye~r charges 
perorgaIltransplant,1991l' 

Heart $253,200. 
l.Iver 

$314,~OO
Kidney $1l6,loo
KldneylJwncreas $141,300 
Pancreas $125.800 

13 

'. 

'., 

" 

TURNDOWN 
"i\, ce"nter's high .non~edical 

' turndown rate also doesn't neces· 
sanly translate into longer me­
dian waiting times for patients. In 
some cases, a high rate of turning 
down organs for nonmedical rea-
StlllS simplY,reflects the size of a 
program and the reSOUrces' the 

,hospItal has devated to transptan­
,lotion, ;' '. ­

spokesman MIke KUHan. "The is-
H$n-I,ung S271.40b sue is that it shouldn't have been 
Lung $,265,900, done in the first place," 

. i' Beaumont administrators attri~ 
SO"Jf\CEMJ.IL"W;'!,,(jb~ru:m!""- I buted part of the problem to the
Broo\;{.dd W~=,w\\'ll ocw.nt!. ~ 

D.USY schedule of D1\ Jeffrcy'M, 

, 

. ,j(

, 

the' wst,seven months of 1994 
During that time. Beaumont 
turned down S2 offers of bearts 
for nonmedical reasons, an aver· 
age o(more than two per patient',. 
UNOSrecordsshow, 

In "an interview in October, 
Beaumont administrators dis­
puted we accuracy of the turn­
doWn figur-es, But last month, 
after,referring the matter to the 
hospital's peer review committee 
tbey confirmed th~t the figures" 
were correct, ,

Hospital officials would not re· 
veal the results of the conunh· 
tee's report; which· was com­
pleted in December, but said they 
had addressed the problems and 
had not turned down any hearts 
in 1996 for nonmedical reasons, 

"Nonmedical' turndowns of' 
Ileruts is something. that we don't 
II ' 
dnd acceptable around here, at 
least {tnymo~e." ,said hospital 

I 	 ,': .' 
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________-'~_,-~---~'.'-"~'j<_.-;-:.,-_____ ,nonmedical turndoWns are attrio; 

A.lt~hu1er, the hospital's only
heart transplant surgeon, Alt­
shuler performs about 230 heart 
surgeries a year, or about four'a 
week. \\-'hen a beart is ()ffered, he 

;often must be available to remove 
· ill! wen as transplant it, 

"The big problem in baving one' 
transp1lUft surgeon is when I go 

· on vacntion .. , wbat bar.pens to 
the recipients?" Altshu er said. 
"We've made arrangements with 
o:her transplant progtams now 
that if I'm gone tor a week, we 

w~iting list about the nonmedical 
tumdowns. That deprived them 
of the choice of transferring to 
another hfUlrt transplant pJ:"Oo' 
gram, 

Patients at Beaumont and eIse-, 
where generally also aren't aware 
that transplant centers tum down 
most of the hearts they are of· 
fered tor important·medical rea­

, sons, 'such as the recipient was 
too III or the donor's size or 
weight were" incompatible with 
the recipient, 

IthTs issue, I say that UNOS ought
to be publishing aU of this," said 
Prottas, who teacbes he:ntth poU- . 
tic~r at Brandeis University in'· 
Waltham, Mass. ''It's really un· 
fair. Everybody should know 
these sOrtS of things. " 

But they don't - partieularl)' 
when organs are turned clown f(lf 
nonmedical reasons. Officials at 
OWo State Univ<$fsity HospItal, 
Vanderbilt University Medical 
Center and other transplant cen"';: 
ten around the countlj'· all said 
they don't tell patients about non:', 
medical turndowns. .t. 

As Ii consequence, patients at 
Vanderbilt· didn't know in 19'94 
that 41 percent of' the heart offe't~ 
were being turned down for non: 
medical reasons while the head of 
the Nashvil1e, Tenn.. hospital's 
heart transplant 'program, Bill 
FrlstJ.. was- campaigning for the 
U,S, :;enate. ' .;..,. 

VanderbHt refused 93 offers of 
hearts in the l~~~;',~;t~irc::i1994, 46 of ~I 

.vo1..d in 
nlong with Ohio 
Wine. founded the 
Task'Force on Organ

"Donation. , 
It is unclear how many of tit(; 

utab1c'to Frist's e:bsence, but Ilos­
pital officials snid that when he' 
took a leave from Vanderbilt in 
late 1993, they were left shon;­

'staffed. ' , 
"When' Frist . teft, it left t\l{Q 

guys "doing everything - all the 
adult heart surgery, aU the adult 
thoracic surgery, lind alt the 
transplants," said Dr, Riclmrd'N, 
Pierson III, the curt'ent dircettit' 
of Vanderbilt's heart transpbmt
program, "When 1 got here, I goOf 
that {turndownJ list from our car· 
diologiS;t, who was unhappy that 

, ' 

call them, , , and they will cover 
for us!' . 
Be,~~:~:~ officials would not' 
y or the patients 

re-

was 
· Beaumont patients 
· ..'ors to interview for this story. 

, Patients not told 
In a practice officials at 

mont and some other he,,,iiai,1 
said was universal, Beaurlmnt 
not teU any of the patients on 

,"There are 
but as a 

goes
that 
datil 
where to have a' 
rather than after they are 
hospitalized. . , , 
, "Whenever 1 have my say on 

,­

~;j~1h~'~d:h,:ad to tum down organs·~' we didn't have enough 

were . 
was unavailabJe or the pro­
was too bilsy, He said just 

was turned down' iri 
I(!:~l~j~~,::e a surgeon was 41l::II in August of that 

he was on vacation. " . 
SEE ORGANSI7~ 

" 



Transplant ency refuses 

'to release .. _.-onnation 
O G'-:--------'r~~~~~~~~;~~~~~~~~,!bi~ his mind, which was~A_NS fROM6'A to juSt as w'eU since he 

"Eve..: p~Ora", turns' dO\\-71 
'J ''''1>

Qrgans," said Or. John R. Wilson, 
, directoTofVmiderbilt's heart fail· f:i~~!i.~~OUf~ ~ave bt:

en t~~eQ' 
,ure program. "Whenever yOu and 
have limited numbers:of surgeons 

· and you ,liave patients on the 
waiting Usts, YQU would not like to 
see any organ turne~ 'down, But 

,that's/'ust not a realistic expecta­
":tron 0 any program. There is no 
'program in this country that can 
guarantee that every organ that's 

.' a~,ceptabte is t~ken." '. 

"Aware of problems 
" Although'oeart transplant pa­

, tients are not aware that many 
'h'ospitals routinely turn down 
: heart offers for nonmedical rea­

sOns, officials at UNOS and the 
" Division of Organ Transplanta· 
· 60n have known about the: prae· 
~e{ f0tialmNst tWSJ:ears. ' 

, n rc 199, prompte y 
· Questions about heart turndowns 

,at the UniversitY of Kansas Med­
iCal Center; government officials 
risked UNOS to compile refusal 
d\ita, on each of the;'hatlQn'S 167 
l!eart transplant programs. , 

, ' The report, covering the last 
seven months. of 1994, showed· 
that the programs turned away 
for nonmedical reasons nearly 12 
percent of aU heart offers. 

_ . "Besides Kansas. there were a 
number of other heart transplant 
programs with high refusal 
rates," a Division ofOrgan Trans­
plantation official wrote in an in· 
ternal report, The report also said· 
the tu:rndow~ behavior. at one 
h~pltal-Beaumont - appeare.cl 

· to fit the same "profile" as the 
UniversityofKansas. ' 

· '~-:r'he identificatirm of thnt pro­
file stemmed'from a front-page 
stolj' in the Kansas City Star in 
· May 1995, The story reported that 
from April 1994 to ~farch 1995. 
the center turned down an SO 
!\carts it was offered, most for 

, . ilqnmedical reasons, '.' 

them in a ·entegory 
other programs, so 

~~~~~~~;~'r:~~,it further." Aro­
.~ previou~ ·',,;ntracts 

. did not' require UNOS to report , 
potential problems to-,the govern­
ment, a new contract ,UNOS and 
HHS signed Dec. 30 requires 
UNOS to monitor, investigate and 
report any incident "that jeopar­
diz.es the health of waiting list pa­
tients or trnnsplant recipients." 

Because few people are aware 
that hospitals turn down donor 
organs, few have heen advocating 
that patients be told, The excep­
tions are tbe patients and famiUes 
who waited in VAin for hearts at, 

,the University of Kansas Medical 
, Center. 

"1 absolutely believe that p8¥ 
tients or their families have a 
right'to know what's going on so 
they can discuss it and make bet­
ter decisions:~ said Loetra De­
Walt, whose husband died before 
he could receive a heart ttans~ 
plant Itt the medical center, "We 
were not told anything," 

Teddy DeWalt, 60, a retired 
Kansas City firefighter, endured 
,months of poking nnd prodding 
with the hope {If getting a new 
heart. But In February 1994. 
while he was being evaluated for 
a transplant, his enlarged heart 
failed. i 

"He was told that it was time to 
go' on UCe support," his wife re~ 
called. ~'At the ,11Ist minute, he 

",Subsequent stories speculated 
"ti¥lt the turndowns may ha'lecon~ 

tnbuted to the deaths of throe pa­
, tients, prompting an investigation 

by the state a_tlome), general, nu· 
meroUl. lawsuits and, ultimately, 
closure of· t~e transplant, pro-

reasons, They also 
, have refused to reiease turndf'wn 

data for other types-of donor or­
ans." - ,. 

NOS President Dr,' James F, 
Burdick. a transplant surgeon at 
Johns Hopkins Hospital in Balti· 
more, said turndown figures were 
"not a very useful statistic" and 
should not be used to judge trnns~ 
plant center performance, ., 

"lfYQU wam [to use the data] to 
say such~and'$uch 'center wasn't 
doing things right, I'm tel1ing 
you, you're on thin ice there," 
Burdick said. 

He a.clded that giving patients 
information on organ refusals and 
median waiting times at trans~ 
plant centers "don't help patients 

much because, 10 and be; 
everybody's doing an excel~ 

picture, 
the issue releasing data to 
patients is an idea that would be 
designed to fix something that 
isn't a big problem.," It you're 
trying to talk about ways 10 help 
patients u-nderstand the national 
system, we've got many ways that 
we ,can help patients more than 
by giving them this data." ' 

One way UNOS helps patients, 
Burdick,and others sa}'. is by pub­
lishing survival rates tor aU 
transplant centers in the United 
States. But that information is 
based on transplants performed 
five or more years ago. An up­
dated survival- report is due Out 
this summer. , , 

The limited data U:-lOS and the 
government bave been willing to 
release shows that the problem or 
nonmedical turndowns of hearts 
has worsened sine!! 1994, 

On average, in the last seven 
months of 1994. centers refused 

'for nonmedical re'lsons nearly 12 
percentorall hean offers, ' 

, By the next year, that rate had' 
increased to 25 percent. And in 
the first quarter 1>£ 1996, it had 
dipped slightl¥, but was still at 19 
percent, \ . 

Not all transplant centers turn 

gram, , ' 'TRANSPLANT FACTS 
"But mfoffiiah6n about Beau~' I ,-=-=:;::~~~c.:;::.:::::~., 

4-6 hours 
4~a hours 
12-24 hours. 
16-32 hours: 
48-72 hours: 

, i?rougbt to,our at:tention us pro,b­
I :~ms.'" said 'Judith: B, Brastow. 
.J_~bo·heads HHS' Division 0{ O,r­

down lul:'&,e numbers of hearts for 
,nonmedical reawns, hQwever" 
Seventy-one ho'spitals managed to 

· mont and the Gther hospitals'with 
high heart-refusal rates WaS: 

, n~er made publiC, and federal 
regulators never pursued, the 

· matter, cohduding :that it was an 
'urtfortunateanomaly, ... 
,'''Th~re are abo\it 'SSG- trans-.' 

.' plant programs in t~e country ': .. 
and one. maybe twoj"have been 

year. We're been going to a place 
small numbers:. not to say w"'ren't ev"n do,'no 

... "'. ~ 
10 minu'teslater," 

The length of time organs 
remain usable after 
procuremenr 

Heart 
Lungs 
·Pancreas 
'Uver 
Kidney 
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_. keep refusals fot nonmedical'rea­
. sons below 5 percent, according 

. to the 1994 datil, They Included' 
the CleveJand CHnic, where just 
0,33 percent of the henrt offers 
were refused for nonmedical rea­
sons. 

Dr, Robert W. Stewart. head of 
the CUnic's heart transplant 'pro~ 
gram; attributed that number to 
the resources available at the 
Clinic, which perl'ormed 74 heart 

, transplants in 1996, more than an 
but three .other centers, 

"We almost never would have 
to turn down a heart because we 
don'! have the manpower," Stew­
art said. "You cannot, in a smaller 
institution, have the privilege of 
having three separate. teams. If 

,you're just completing,s trans· 
plant and th'ey call you with an~ 
other donor, you're probably not 
going to be able to use the peopie 
who are already doing that partic­
ular procedure. You're go.ing to 
have to -have an 'entitely new 
team standing in the wings," 

Defining'imic;tive' , 
Last summer, UNOS adopted a 

policy that calls for letters of in· 
quiry to be sent to any program 
that turnS,down 10 consecutive" 
o.rgans. After some debate, it also 
deci.ded that programs found to 
be "inactive"'sho-uld infonn tbeir 
patients, , 

Left unaddressed were the is· 
sues of bow long Ii center could go 

wilhout 'I?erf<>rmitig transplants' 
before bemg considered Inactive; 
and what to do about programs· . 
that \weren't technically Inactive: 
but were turning down large;
,numbers of organs and oot telling' 

. their patients. , : 
UNOS Executive Director Wal~: 

fer' K, Graham would not say' 
whether UNOS had sent leUe" of, 
inquiry toany ofits members. ' 

Braslow,'director of the Divi·: 
slon of Organ Transplantation,: 
supported the policy, but said she: 
was not entirely satisfied:" " 

"To me, It· i.s· unconscionable; 
that a program should be inactive· 

' 	and the patients not be notified,"~ 
she said, "There isn't one of us; 
who would sit still for that if it 
we:re our spouse or our kid." 

! 
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,C;ontractor keeps 
goverIll11ent in dark 
on transplant

' 

data ' 
. 

" RICHMOllD, Va, -:\F;to:~ri~Sl;f,two hours, Judith B: 

waited ' 


J 
doing this." 

director of the U.S~.Depart· 
ment of Health and Human Servo 
ices' Division of Organ Trans­
planiation, Brllslow beads ali 
agency that regulates UNOS and 
supplied the nonpr(lfit organiza­
tion with about 18 peroent of its 
$13,1 million in revenue in 1995, 
according to UNOS' most recent 
income tax return. ~ 

In the curious world of'trans· 
plantation, that basn't given ber 
the access she believes she!s due. 
, "There's a lot of tension right 

'now between the government and 
, DNOS," Braslow scUd, "And that 

tension centers nn where does 
our authority stop, and what do 
we have the right.to get and what 
don'(wehave the rig-ht to get." ~ 

In recent months, the Rich­
mond contractor has repeatedly 
told the', government what it 
doesn't have the right'to get;' data 
on transplant centers' turndowns 
df organ offers, llccess to records 
and meetings or UNOS' Council 
en Organ AvailQbilitY and, on oc­
caston, even minutes ot UNOS' 
public Ultard and committee 
meetings. ' 
. Dr, James F. Burdick, a trans. 
plant sorgeon and UNOS' presi­

.dent. acknowIedged that tenSIOn
exists between UNOS and Brag· 
JtlW'S office.."1 think there are
people in the government whO 

· }Nould like UNOS to be .a lot less 
: prlvate," he said. 

~ ~ , UNOS. which was formed in 
; f986 as part of a public/private 
: partnership intended to manage· 
: the acquisltion and distribution of 
· the natioh's sen.rce s'upply of do­
: ~nted orljans. has made itself in­
· i1ispensable to the goverrlment. 
• 13ut nfteryears of allowing UNOS
',' 

UNOS Executive Director Walter 
It Graham'l perSonally beUeve 
that the essence of democracy 
is self*regulatlon.~ 

, • > 

to operate a system in which com­
-pliance is ,'oluntary and failing to 
enforce a key provision in one of 
its contracts with UN OS, Bras­
loW'S office increasIngly finds it­
selfhelpless when UNOS says no. 

Some people think the govern­
ment has abdicated irs responsi­
bility.. . 

"You can't delegate public pol­
icy to a private c()ntrnctor." said 
Dr, John p, Roberts. a liver trans­
'n 'f

plant surgeon at the vniversltyo 
CalifOl'1lia at San Francisco. "You 
can't have the people who are in
control-.essentiall" com .... titors: 

I "'­
-tnnkepoliCY."
'UNOS Ex.cutive Director Wal. ... 

ter K. Graham disagrees, : 


"I personally believe that·the 
essence' of democracy is self­
regu1a.tion:' he said. "That's what 
we do in this country ,'" and 
that's what UNOS does, so r think 
it's II very, good reflection of the 
whole principle of democracy in 
this country." ; 

UN-OS owes its clout to a pairo! 
. " 'I}' . 

UNOS President Dr, James F, ' 
Burdick: "We've got many ways 
that we can help patients more 

than by giVIng them this dat.: 


three-year contrActs 
, 

It renewed, 
last month for n total of S6.07 mil­
liQn. Administered by HHS, one 

,contract allows UNOS to operate 
the Organ Procurement cnd 
Transplantntion Network, Ii 21­

'hour organ-placement system
'that matches donor organs with 
waiting patients. The otner gives 
UNOS authority to run the Scien­
tific Registry of Transplant Re~ 
cipients. a database of medical in· 
formation on people who re~lve 
transplants. 

Those contracts have allowed 
UNOS to become the transplant' 
community:s most· powerful 
player: a tax-exempt organization 
whose members include 281 hos­
pital transplant programs, S51ab­
oratories, 66 organ banks and 29 
medicallscientUic organizations: 

UNOS. which enjQys the over: 
wbeiming' support of those In-' 
valved in Qrgan transplantation in 
the United StAtes, IS governed by 
a "physician-dominated,· 39. 
member board ·of directo,s that 
includes 11 members of the pub· 

*1f-K 
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Gwen Mayes.le:fl an employee In the federni Dlvtsion of Organ Transplantation; talks ~o Judith B. 
Braslow. divisIon ~lrector. ' '. , . ' _ .' 

iPflud'~ - op""..o • recent move by HHS II! lias repeatedly' denied requests 
Secretary Donna Shalnla to im~ by her office for data listing the 
pose federal regulations on UNOS reasons transplant programs turn 
members, -' Ii down organ offers. Tbe Plain 
. r WaScot 00- ; Dealer requested the information 

jeeting to government regulation under the Freedom of Informs-
per se, but said HHS' proposed i tion Act for _centers that trans-
rules "will basically do away with : plant hearts. lungs, kidneys, PM-
our standards .. , so there is It ' creases and Uvers. . . ' 
hugephilosophicnldl:fference," Last July. Braslow. Deputy Di. 

,While smne HHS officials have rector ,Rem}, Aronoff and anar­
become frustrated at theirinabil- i ney David Benor agreed to re~ 

UNOS', bu'd- ity to farce ONOS to provide da.ta, quest the data from UNOS and 
some of those conflicts are due to,' provide it to The Plain Dealer. : 
the government's own inaction. A They backed down when UNOS 
case in point ls ,the OPTN con- I,: Objected to- the newspaper's re; 
tract, which, until it was rewrit~ 1 quest. After the paper a.ppealed 
ten last month, required UN0SI the deitial, BI'l\sloW made a writ~ 
"to establish an on·llne data capa~ ten demand to UNOS rOI' the data;" 

and bility, , . so that [HHS) sbalJhave On Jan. IS, Graham said no, ' 
immediate access to OP'rN data!' UNOS officials have repeatedly 


waiting list con- But government officials have contended that the data are "mis­

never ha'd that access. The rea- tea ding" and "meaningless" indj: 
ceiv5.O,'ooo regist,,­re . about 7.000 son? Braslow, citing -Ii small sta catars i:rf transplant centers' qual~
.and lack of technological expe ity. " ; 
tise within her department, say After several discussions with 
she" has never "exercised" tha UNOS Officials. however. Aronoff 
clause in the contraCt, stated In different terms what he 

"It doesn't do me any good t believed was tIN'OS' objection to 
have that ()n~line capability if l' release afthe data, 
not going to use it," she mud. "W "I had asked for the dDta yoii 
cnn get whatever information w requested. ,. [but1 they don't 
need. It I want ttl know how man want to give us the data fo'r the • .'
people were transplanted in 199 purpose that we're asking for it," 
that have blue shirts, a mustache Aronoff said. "They think if itls 
and a beard in the western half~ ~iven- out and publicized, it wilt 
this country, I can get that infor Jeopardize their ability to get thlit 
mation [from UNOS), and 1 en - samedntafromthelrsourees."· ­
probablyget it within 24 hours." "Because it's -potentially em~ 

Braslow made those commen' barrasS;ing?" Ar?nof!,wasnsked,:'~ 
last summer. Since then. UNOS ..~_"w::.:el~!l,:..:;y::e:ah:::.,:n~g~h!:t,____~__ 
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nt>nlltedlc<ti reasons - beeattJe the $UfieOO was unavailable, the hos-pltal 
was too busy or for some other adminlstrntlVe roasotL Thts chart Includes 
only hosp!tal$ !.hat receIved 12 or mQl'l: heart offers durtng the last seven 
months of 1994, the latest period forwhlch such lruonr.atlon Is available. 

1" " 
•
!~. top 20 

co 

, 
< < :.saso u '" 

,, 
, 

, .' 

[. HQspltal cttY. State' , ". ' .
:.,' 1 UnlversU:yo{Kruuas,-Kar.sasCtty.KS 
, 2 ,UcUvcrslcy of Maryland BaItlmon;, MD 
:"3 William Beaumont. Royal Oak MI'. Vanderl:lllt UnlW'Slty, Ntishvt!le, TN' . 
-<5 Un!versl1y, Lenngton. KY ­
'!'S Unlvers!!yof !-ol'.'a Iowa Clty.lA 

• ~1 Henry Ford Detroit. Ml 
:: 8 Lutter-Day Saints, Salt Lake City. VT 
:;,9 'Methodist. Dallas. iX 

Unlvers!ty of Wlsconsl:1. Ma<Ui0fl; WI:=1,0,u St Thomas. NashVlile, TN· ~:12 Johns Hopkln~ Baltimore, MO• 13 Unlvernty of Alabama atrrn1ngham. AL­, 13 Hartford Hartford. CT ' ,, 13 University o(Utah. Salt Lake City . lIT 
16 St. Francis. Tu!~a.OK . , 

, 17 Ja<!k$on MemoctaL Mtaml, FL 
18 Jewlsh. Louisville. KY

i, 	10 Newark Beth tsraeL Newark. NJ 
,: 20 Unlvernty. Denver, CO ' 
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,, , Pe:tt:ent refosmf, PatientsHeart R<fused.
HospHal. City, State , . RefuSed nonmedicalort... rnn."tanled nonmed1ea1 -.lUng 

,9890 Sacred Heart Spokane. WA · ~ 10 88 ,2.0, .. .<1<'.:.;~i 2"r ,<12 .. <,81 SLJoseph's: Atlanta. GA 58 9. 4\l 35,_....1 < 66<82, MethodiSt, indlanupoltli, IN . 12 3754 f 	 1.52 ", '".' 
,73 <2093 University of Virginia Charlottesville. VA 53 1 !.37 " 34< ,<3 '3394 StanforC: U~lversj~, Palo Alto, CA 22 10.6.'435 413 ,95 Cleveiar.d Clinic. C:eveland 1 0.33 42303 2613" ,. 2 0.6 ctuldren's 0; Los An,eles. los Ar%les. CA 32 30 0 •1 

< .6 LQrna Unda University, Lama U CA' 727 20 0 0 ,98 USC-University. Los Aogeles, CA ' 0·.·3 15 0 10. 16 
'1247 0 149" Ta.'npa General 1\mpa fL " , 35 0· 14< .•• R1}sb-Presbyt-ertan-St. Luke's. Cbtcago. IL 24< , 0 0 1810 

,,: 96 New Enlj!limd. Bos'lOn. MA , J , : 0 015 12 14 
, '96 Btl(lham &; Wome~i$, Boston. MA ' I.

3 . 
0 0 , 	1431•5 ': «32' 0 46196 B~mes, Si. louis. MO ' 0,

"" 	 ,, .6 C, l!dren's-, SI. Lobi5, MO < , 29 , 0 	 0l~ '2" 
96 Uhlversi(y of M;sJ:LsS!PPL JaCkSorL MS' 9 <3 0' 	 0 5 
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'. Many donated· 
org~s are'nev,er
transplanted .. : 

.. . 
'!':l1TEDWENDLlNG 

S'tMrWII\Tf.II 

Organs are rarely accepted on 
behalf of the first patient <m the 

. In phone conversations often 
, . ,held at night, organ bank 'dona· 
, tion specialists and hospital organ 

, procurement coordinators care~' 
fully ,go Gver n standardized 
checklist. 

list. In 1995, for exampte. donor 
hearts were tumed down by has- ' 
p1t015 an average of six· rimes be­ . 
fore being ,transplanted. Three 
out of four· times. they, were 
turned down for medical reasons 

Did the next-of~kln give written 
consent for donation? How did the 

- ranging' from issues related to 
the 'quality of the organ or.the do­

donor die? Does the donor have a 
history of cigarette, alcohol or IV 

nor's social history to the recipi·, 
ent'$: immediate need for a multi· 

drug use? What rnedicati()ns were pie organ t.ransplant . 
. administered 

" died? 
before 

~ 
the dQnor " The nation's 66 organ banks re­

ported that another 3,448 heart 
, , Those and many other ques- Qffers, -:­ representing one­

, . tions are asked of doctors, nurses' quarter of. the 13,801' that were' 
and donors' families before an or- refused in 1995 '- were turned 

.• 

gan bank decides whether to otfer 
811 organ for.transplamation. The 
il'lfOnlllnion is then entered'into 
the computer system of .the 

"United Network tor Organ Shar· 

'down for nonmedtcal rcasons, ei-' , 
ther because a surgeon was un:~ " 

. uv./dlable, the program was too 
busy or for other administrative 
reasons.' . . 

ing,. which 'matches' it against 
thousands of 'potential recipients, 

Some trarlsplant physicians dis­
agree with the way eNOS tallies 

on the national transplant waiting .turndown data. If, for instance, a' 
. li$t The matehing process nu­
, merically ranks potential recipl~ 
eots based on their distance from 

'he,spital has three ranked pa-' 
tients on its waiting Ust that are' , 
matches for a heart and the has"" 

'" the donor organ, the number of 
days tbey have waited, their med· 

pital turns the heart down, UNOS­
counts it as' three turndowns, , 

... ical status and other fl1ctors. 
, 'For a variety of reasons, many 
donated organs are never trans­
planted. For those that are, once 

.That's wrong, said Dr, Wayne 
E: Richenbacher, director of the', 
heart trimsplant program at the~ 
University ofIawa Hospital, . 

the hospital verifies' that a trans­
plant was performed. the UNaS 
computer generates a form listing 

'''I( you're offered a heart and 
. 

tum ir down. thar's the end of it," 
all potential recipients and sends 
it to the organ bank that procured 
the organ, The Qrgan bank is re­
quircd to show tbat the organ was 

he said. "That's one offer and one,
refusal.:' 

Dean F. Kappel, president of 
Mid-America Transplant Serv.. 

offered to every patient ranked 
above the reqlpient, and to report 

ices in St. Louis, said he would 
like to see meaical and nQomedi· 

the reason each hospital turned it 
Gown.' . 

Collectin~ i such data: ensutcs 

cal turndown figures made public 
after being reviewed by the 1rans­
plant c~nters, Kappel serves an 

that patients ranked higner on the 
, waiting list were not skipped 1)Ver 

because soITleone ·lower recej¥ed 
unwarranted consideration. , : 

the UNOS board of dtrectbts, " 
: "I thiQk it's really unacceptable 

i( progl1tms nr~ consistently tum­
ing organs down," he wid, 

~ 
--.:........;j. 
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, . 	 Hospital halts 
trapsplants,
doesn't tell,-·· 
d 'patients

, 	 . 
Third ojfive articies heart offers for nonmedical rca: 

.sons. . 
Until retently, none of that in· 

formation was ever rnade public 
by the United Network fot Organ~ 
Sharing or the U$, Department 

: KANSAS CITY, Knn, _ Two .. of Health and Human Services 
months after Adrianne Hart en. and nei.thcr agency mede as 
rered the hospital to be evaluated much as a slnt§;le phone cal! to the 
for a heart transplant. l1er mother p~gr<!-ms to inquire about the 
leaned over her hospital bed and high nonmedical turndown rUles 
gave the 16.year~old honor stu- ' ofl!eis!s at both agencies say:
dent pennission to die. . UNOS has ,been designated by 

.' "I said, 'Honey, if you see 8 MHS to'manage organ transpl~m., 
. . bright light and it (eels good. to ' . tation. I 

, you, you can go, 1won't be mnd at in Kansas, l1S inv'eM~gator,$
'you,'" Janice Hart recalled. "She, would, late,r conclude, patients 
couldn'l talk, but I knew ythat she w:ere ~ece1Ved, university oft;· 
was thinking: 'You mean I'm dy- ~la1sfailedtoactand'UNOS, lack· 
ingr ' , Ing regulatory nuthority over its 

"1 just couldn't come out and member institution, never noti~ 
, tell her that she was:' fled state or federal lluthoriHes , · "Hart's 'griet over Adrianne's that there was a problem. ' . 

. Aug, 6, 1994. deatb dIdn't' end .By the titne KanSaS' attornev 
with the funeral A month later . general announced last August 

·'he~ nephew, Raymond Price. :'1'0: that the University of Kansas 
~tricken by tbe same heart ail-, Medl(;al Center and twa founda­
m~nt . that . affii(;ted hrs cousin. tionsaffiliatcd with the university 

, was hospitalized for evaluation ~ad ~greed to pay $265,000 in reS­
for a heart tdmsplant in the same t1tution and penalties for "egre. 

· University of Kansas Medical. gious b!';havior," Hart and Cu~tjs
Center ir..tenslve.c8re room' In had heard it all.' . 
which Adrianne had died, . The sisters had henrd the as· 
, Told he had been added to the surances of· medical center (::Ilr· 
center's' transp!,ant, waitinji list, sonnel that Adrillnne would be 

, Raymond chose the option In No- added to' the waitln~ list as S1;lon 
· vember 1994 of waitinjif for a as her health stabilized, Curtis ­

heart at home in King C.t)', Mo. also remembered the contradic· 
instead of the hospital. said his tory statements of nurses, some 

, ' mother. Sherri Curtis, The follow. o(wbom had falsely told her that 
jng March. he was found dead on Ra¥J!lon-;l had been 'added ,to the 
a 'waterbed in the' home of a. . wRl.ting h:it. ' . 
friend in nearby St. Joseph, Mo. . ."I'm angry," said Curtis, wh'o 

Hart and CUrtis didn't know it WtU use part of the settlement her 
but the universitY's heart trans: lay.'Ye,r recently negotiated to buy 
plant program was dead, too. .a tombstone for. Raymond's
Even before Adrianne's death. it grave_ "I'm mad because if he 
had fallen victim to an internal had gone to St. Luke's [in Knnsas 
political struggle .that snw pro- c;ity, Mo,], maybe he would !lave 
gram administrators turn down lived. TO,Iet our ~hUdren die just 
every one of the heart offers because of a busmesslike money 
matched to patients on the .cen- :~Hrality - that's what' gets to 
ter's waiting Ust, most ot tbem for 
nonmedical reasons, ,Internal conflict 

Officials at the two agencies I
that oversee the nation's trans- ,~inyestigntions spurred' by 
plant system insist that the ,Uni. stones In the Kansas .City Star 
versity of.Kansas Medical Center' state authorities (ound that, be~ 
scandal was ao isolated case. But tween Jan. 1,1994, and r.,·1arch 31 
their o~n rec~rds show rhat:at tl;e 1995,. the meclcai center placed
same time th~ Kansas story was on .its waiting list, or evaluated 
unfolding in the local press 27 (or placemen;, JS ratients who 
other heart transplant pro;gr~ms ha,d ,little chance 0 actually re, 
around, the c,ountry were t~rning celvmg a heart transplam, Thir­
down as many as one.fjfth of their teenofttlose patients hnv'e died . 	 , . SEe KANSASIi)-A 

,,},!Jl:;~1Il>~,;!q·'1ll!ll!iI~~;!i"?1~.¥~.,?!i?lJW1~~,~A!~.tr~r~ll <' 
• 	 ;:;/. kllt. 'j 

if 1i. 
. : r' I .' , 
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Patie:qts, but no· transplants 

"KA;7NlliS~A~S"-----'·':"'-~

,FROMI-A 
Investla3tors found that prot>.

lems at the medica! center began:' 
in the spring of 1994, when sev.' 
eral nurses, unhappy a'tXIut II. de­
pai'tmental merger, q-cit and oth. 
ers started .refusing to', work 

mOnth, the suit MYlI, she later un­
derWent triple+bypllss surgery 
ana w4staken off the Un, 

Gollubandotberunlversityand 
medical center officials declined 
..j.~,~.;.:,\.':;,. ":',', .'"~,.'.,, .. 

" 

to answer Questions ~bout the 
beart:transplant program, which 
h~~beenclose~, , . " 

With the fihflJofliti/Sation •.we 
fO~d,purselve$ m a delicate Situ­
atton, university spokes:rna!l 
Randy Attwood ,~ai4 ln, 1I pre·
pared statement. Because of the 

overtime. As II consequence, tbe ( legal el~ment; we ,~ave'declined 
tWO hean: transplant s.urgeons 
Drs. Jon,F, Moran and Clay Beg: 

· gerly,.i1egim to turn down heart 
of(ers for their pAtients eon· 
...inced that the number O!'re­
ma'ining staffwMmadequate and' 
that they lacked proper training
in (io$t:.operative care ". '.' '.', 

· 4lthougb Mor~ detailed'his 
concerns in memos he sent to his, 
SIJ,QCriors, the ftatrmg issue was 
n~ adequately addressed, and 
Moran continued to refuse hearts 
thP auditors said ' .. '.' " 

:!.All we tittbd 'with 'medi(;ai 
center officials' throughout this 

• aulit •.. clearly. no one tho~ht 
It was their responsibilitY to m. 
fonn lWtients about the problems 
that continued to plague the pro­
gram." a report, by the Kansas 
Legislative Post Audit Commlttee 
sa~" • :,.... ':., .. " 

SU!ven B. GoUub, the medical 
centers director of cardiovascu­
lor medicin~J deceived patients
by: leading mem to believe the' 
center was doing transplants and 
by: falsely telling some patients 

. that they were on the waiting Jist, 
, That's what'happened to Cars 
Le~ Gardnerol Emporia, Ran., in 
July 1994, After·three months of 
waiting, Gardner's husband, Bill, 
asked Gollub to refer his wife to 
t\Mther liospital. Aeoording to an 
Ilfficlavit Cara Lee Garrlner pro. 
vided to the attorney generu]'s of. 
flee, Gollub tllmed to the heart 

. trahSplant coordinator and said, 
"Let's get her a heart real soon." 

qardner 4Wn't know it then. 
but. accorrliilg to a lawsuit she 
filed last July, ,her naroe.wasn't 
eVljn on the center's waitlng list 
at .the time Gollub is alleged VY 
have made the comment AI. 

furthermternews,. 
Both Begg~rly And .Mora.'l have 

,left the UmversltY of KIU1$aS". 
Beggerly declined to cotpment, 
b..tt Morar:, who filed a deCama­
tiOnlawsUlt a1Jai~theuniversltY 

< and sev7ral of Its officials last 
July. saId he had be~1'I unfairly 

I m~deascapegoat, .. 

· Investigators found that Dr,' be~n:very' aood either good or 

When I wa~ted to. close the 
. program at K~ • " 1 tried ~Y ev­
. eryave~ue ~,Y 8tto~ys,~atd was. 
. appropnate. be: 88.1d. I called 

UNOS, r went to' the rmedic.Ql 
center] chief oC staff, I said, 
'Please, let me close the PtO-" 
g.ram: and lwas. refused pumis•. 
$I~,nt~closetbeprogram., ,'. 

I equid have resigned and 1· 
gUess\ots of ethicists wQIlld stand 

. up and say '" I was like, the. 
,~d at Buchenwald. But 1 was 
t:rymg tD keep a program that had 

GCUlg, and there were other pro­
grams 1 WaS responsible filr that 
were saving the lives oC"chiidren 
in KanSAS!', 
Old Budlg.kno....... 

WI" 
PrQblems at the medical center 

went far beYOnd Moran rmd Go!, 
tub. They extended to the office of 
former university Chancellor 

·Gene A. Budig, whose name aud!-' 
tors placed at the top of a report 
listing 12' people, "who were 
aware of problems in the heart 
transplant program but did noth­
ingto"ddre$ll them." 
Bu;jigisnowpresidentnfbase~ 

ball's Ameriean League.
In an August 19Q5 interview· 

Wlth Kansas !ludltors. Rudis: said 
he was "not aware of any speci!ic 
problems" with the heart tra.ns. 
plant program and claimed he 

The c(lrresponden(,':e included a . 
June 1994 letter {rom Moran's 
Jawyer, who claimed thD.t the 
medical center hed "refused to 

. confinn that its heart t;l.lnsplnnt 
program is on inactive status, 
thereby misleading the patients" 
and violating lts agreement with 
UNOS, ' 

PbylHs Merbige, Budig's' 
spokeswoman, said he would' not 
comment 
Ads tout pro'-~ 

&""'" 
t:niverS1ry and medical' center 

officials refused to close the heart 
transplant program because co1~' 
Jeague$ in the Uver and kidney 
t1'an$plant programs "felt firmly
that any period ,of inactivity. , .. 
would be hannful to our [other) 
transplant programs," the med·, 

"wasn't aware that hearts were, '.'standby," meaning he could be 

'lcahtaff ch\.efsaid in a June 1994 
memo to Moran~ , 

.50 eoneemed Were medical 
'center officials with the heart 
transplant program's image that 
in November 1994. six Il'Ulnths 
after the center began refulling 
every heart ofieI'. the university 

,started running radio ads lOutif4i 
ifsp-rogram, ' ': 

"Our transplant programs for' 
the helfrt, liver.ltidney and pone 
marrow contit1lX1 to 'trAn$form 
lives," the .ad's nalTatGt said a!l a 
heart beat in the background. 
"Place your trost in the area'.· 
largest medieal university .. , KU 
Medical. Center.' Our doctors 
teachtheother,dcx:tors." 

By that time" Adrianne Hart 
was dead, So were patients Rich­
at'd Miller. 61, of Topeka. Karl., 
and ' Robert J, Weingan, 44, of 
Kansas City. ' 

And Lloyd Croft, 55, a carpen­
wr who bad been waiting for e. 
new heart since 1991, was stU! 
inching' his way up the waiting 
list. Orso he thou,ht. 

After being limed for three 
years:. Croft BaM he was told by 8 
doctor in 1994 that he wouldn't 
need a heart transplant immedl­
ately and would be placed on 

though she, was added the next' ,heinp' turned down for other than reactivated on the IiSt~fmscondi~ 
medical reasons" untllMay 1995. tion worsened, He remained in 

But state records show that be. that status until the scandal' 
tween April and July 1994, Budig broke. J-Ie is now 4 patient at Iln~ 
reCeived four letters deseribing utlrerhospltal, . 
serious problems in the program. ' "You're under these, proCes­
", "':" 

, 
:",.. ,'sionalpeople'shands,andyou're 

.' --.' trusting these people 'Croft said, 
"They've get yoor life literally tn 
their hands, and they back-stall 
you fou: couple ofdoilat'll." :. 

AuditfJl"5 found that Croft and , 13 other people who were on the: 
wafting list between May 1994 
and April 1995 were bined D}' the 
medical center for more than 
$418,000 in fees,not covered by
insurance:· ' . ' ;: 

UNOlf didn't blow whlstle ..: 
Records show that lINeS; the 

nonprofU ccntractor that devel~ 
ops voluntary policies for the 
University of Kansas Medical. 
Center And othar member trans­
plant institutions, was aware 
early on that the. medical (.enter 
was not doing heart transplants, 

Moran, the transPlant surgeon
who was tum\ng down hearts, 
told auditors that he called UNOS 
in May 1994 ­ when ·the center' 
~p.ped doing transplants - to 
trY m .get the ,Program .irutcd· 
wlted, but was tbld'QnlY hospital 
adininistrators liad that author· 
ity. UNO$ Offi~'• d.Jspute4 that, 
telling audIt they weren't 
av(are of any prO lerns at the cen­
teruntiINovember1994, ;; , 
O~OS ;WUIl .r:Wssuaded: from, 

pr~ssuring the university ~D close 
tbe program after several conver~ 
sations with Dr.J"George E:Pierce, 

. : 'I: ':.\, . 

http:rmedic.Ql


1 UniversitY of Kansas kidney/!
:raruplant surgeon whO :served as 

:be medical center's UNO~ repre· 

;entative. . -----. 


, au ltOrs e carne 
',lway'(rom the, discussions with ; ':, 

:he undetstandlOg that the med-', 

lcal . center would be gIven an I 
 ;)3'''unofficial grace period' to,get, 

thing"tI-aightenadottt!'" . 


He al$;) maintai!led !pat :',&41-, 

herinlrto UNOS guidelmes was 


-Less.important than keepin~ ,the 

heart transolant program active!' 


UNOS {I(5cials also were ItWl)re ." 

'that the medical center had h\ted _" " 

Dr. Hamner Hannah, who Iiad not 

assisted in' .enough heart trans­	 ... 
piants to be certified by UNOS, aa 

Moran's replacement. But Pierce 

told auditors'that 'after Initially 

raising concerns about. Hannah's 

lack of' experience. liNOS offi-' 

dais said they "wouldn't object to 

Or..HafUl-nh 'and would, as Dr, ,

Ple~e said U.r-:~S imp!ied,.:l00k


I~~~r~~Cla~"'hti~i 'denie~ .that claim, UNOS legal counsel 

1Cindy H. Sommers declined to 

answer auditcrs' Gut:$tinns about 

whether UNOS allowed Hannah 


,Ito operate, saying' she "didn't 
want tQ- get into a 'he said, she 
said: " 

· '1!NOS' certification srandaft1s, 

whu.:b are voluntary but widely 

accepted within transplantation.,

caU for heart trq.nsplant surgeons 

to have performed or assisted in 

at least 20 transplants within. 


; three years. Hannah bad done" 

"just eight. according to the audio 


tors'report, ' , 

. Hannah, who would not comw 


ment for this story, perfonned his, 
 and the UNOS ,committee until last · first transplant at the university in·' June, when members voted lobe... !on March 25, 199$, The patient the' gin sending leners,of inquiry to ' was Robert W. Trent of Wichita or My program that turned down 10', Ran. Trent, 32, eied the same day: consecutive organ offers, As for , So solidtous was UNOS toward the sticky issue of what to tell pa;''its member institution that after mnts, the committee decided;the Star broke the Story,' fanner 
that "inactive" progrnms sh()uld UNOS Executive Director Gene inform their patients, . .A. Pieree called the medical cen~ 

But the committee never de-"ter's George Pierce (no re:ntion} 
cided how long a center could go.:­to assure him that "UNOS didn't 
without ~rformh;g tnmsplants,:.

, blow the whistle" on the medical 11:~:~~i before bemg considered inacth'ei' . 
·i;~~er...~orge PLe~ told audi- II i,~~t~~;!~~'~:~ Mr did it decide what to do about.,w 

rograms that were turning dow\1" .The Kansas surgeon went on'm ~. r.arge numbers of org.ms for non~'-:quote Gene Pierce of ONOS as~elIlug bim that "UNOS had to 	 "' ''',,'U' medical rea$ons Dnd not teltini.: 

their patient,. give in to thc'reporter's reque$ts 	 I' 

UNOS 	President Dr. James F;'·.under the Freedom of Informa·' 
Burdick said those issnes 'wer<f"tion A~t, and that UNOS stAlled 
"undpr ,careful study, to de­on 'releasing the information for 
termine what might be done toas long as it could," according to 
~rrectthem." ,,'thl,! auditors' report. " 

George Pierce of the medical 	 "To say that UNOS wes a't rault 
de<:lined 	 there is incorrect," said Burdick, 

a transplant surgeon at Johns 
Hopkins Medical Center in Balti· + 
more. "ONOS has dorie quite a bit 
in a' general way.. " UMOS 

, doesn't take legal action against, 
transplant centers. I.rt fact, UNOS 
really doesn't have the power td. 
cause any actual concrete nega!
tiveimpact, . " : 

"UNOS' puni!lhment is really 

might happen if they're not com: ~~rl~t~~:~~~i~fi~ fear of public opinion or whatpliant." .' 
From Moran's' perspective; 

ae- there hIlS 'been no teal punish. ~ ment of the people who were re-i 
'!'1f~ire'",d in pri· sponsible far what went wron~ at"'=_, c. -;', •.,-, ....".,_. a S)l8'·' the University of Kansas Medical 

;":i....." thin" Center. As a result, he doesn't 
.,...,_"time.· ,foresee beiI!g a heart transplant

done, surgeon agam, ­

role 	 business," said Moran, now' a 
this 	 cardiothoraeie surgeon at Pitt 

County Memorial Hospital in 
Oreenville, N.C. "I don't do trans­
plantli and I haV'e no intCN$t in 
~r beir.g iiw{!lv~d in transplan • 

. tatwrl agam. (t would bave Hi 

~~:~!~:'!':i1~~~~~1~:1 to "Let me tell you: This is a dirty 

change." 	 ' , 

, 	 " 

, . 
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'" 
~.CBRONOLOGY,()FTHEl1N1VE~lTY OF KANSAS MEDICAL CENTER'S HEART TRANSPLANT PROGRAM " 
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.' , " _,." " -,', ','''j''-;'' :",,":' , 'f ' .' 
r ", "', ';>I'~p-: ,l:'~:'SURGtOHqmrs NOTENOUGBElPEl'UENCt , . '.- ~ 1 .~"f ;, ", ..' .:,~~;"Nov,l.I994-0;.Ctay8eg.- M24,1995·,UNOSlnfoml:S1ht'! '. ~" "' 

,~..:'"THE ,,' :. Redyreslgns.~Mornn' h<)spitalthatf!annahduesoot ~ 
, "__ • ,_ '.:-,. _ • ,,~"-, MtM-oospltal'sonlyONOS- meetrnffilmUmexpenence~ ~ -", - , .. ,,'!DROG'D A 1U' . . • . cerI.Ifled heart transplant ' qulretn~nl5 because he ~ only I, _ 

"~ ... ~u., " • " su~Mlmmtnlbnnslhe doneelghttrnnsplants. ..... _.._......-..
:' t ' •• United ~ lOr Organ --.--­ '"._--,$U1lGEON-- -, ;. Sharing. LlIe natkmaJ organ MOllE TtlMl)OWNS NotU"ro- SDSPENDED I'A'lItm's ' ,';, donor dlltabank. that OOther May 31. 1995 - A UNOS report.SWiDAlUIS PROGaAM . 

SIIUTS !>OWN finds that Il1.tt1'terOt!S other heartApril 13: 1994-Dr. MtSLED ";. , ' : .~~~~ fi!b. :£1, 1995 - A 
UtK)S commJttee April ,/, 199'5 -11w trnnsphnt eentert have ht,gfi non­


two heart transplant tun'slawyers:endsa _ 

..:tJn R-Moran.«rIi$of" "June 24. 1994 ~ Mo'­ ,,i medical turndown l'8la None or 'h •aga1n ffifutms the hao;­

'"voIunW1ly~ clcse Its the centm are eudlltid or qoes­. ~ at the Urd-', ktter to university ~.l:r­ "" 
;!!;-,"""!:'

pllal thalllannah Of' •uoned about the find.~o(Kansas ,'~GeneA. . dues not meet C¢ftlfl.. heart transplant pro- ,."SlJlm>OlI'!I --"'MedIcal Centtt i5 • • Bud!g am othel's.!n" Dec 1. 1994 - Dr,Geofge catkm cl11er1a ' 
" 

, E. Pteroe.Ihe hoI;pttllls4\1Spenikd $$ ~ I'onnIng them that tllt< .. tiVEAUlIGlIEPOl!T ACJ.IA.RGE OF DECEPTION ., .\'"ffia:n of the Depa,m- ho$plW bas been' .' .::::3 """ May 1. 1995 - The Kansas CIty, Sept 26. i995 - A's-ate-auditofUNOS,,~"" 
Star- repoiU that between May the bospllafs heart ~ pro- .' , ..., 

racteSuTgery after he·"~ transptantpaijellt$l.ly· ~ as chanceUor 
l'umts UI'lOS tIw: the WII~Aug. 1. 1994 -: 8udIg 
$!ty dues not want to ~ lNTEllVll!W I!EQtJESTED 1994 Md March 1995. !he huspi-- fP'lIItl finds that doctors and ntll$eS 


¢fuses toOOttllll'5-. refustnglo tclI them ' ro become p'restdent

~"'.-....- . 

, !he henrt tl'lInsplant pf"O" • tal perWrmed no heart transplant$, • ~deceived palientt by ralllrq;pol.!1- .March 3. 1995 - Hospital officials 
" .,,, . 

gtam and that It Juts hired , tIlm1ns down aliSO heart offers to wnn thctll1ha! the progt'Ilm was 

ij.:ate nurnlns staff.. . thie. om "" ­
J.!lants due to made- the progtWn I5I.ll.1lC- ' uf~Amer1­ requestan Interview Wlth. UNOS to 

• Us p3Uents.' 'Dr: Hanmer HanlItIh to Ill'" , d!wJSll Hannah's quaMcntlOM- : """"",,
.....,.Mo~ 

i9~ 1=:1 r:J 1996,-.Il 19!15 
••• I .Q'*,+. 7'..7- -- ..!~'it1~'•• ? - ~~~ -e~..1....---- .. :. ,,_. '";" July ,'jj ""--i!'!'-''' Aug, HOY., ' Feb,; Apr. - Sept. Aug... , J.... .July ~. Sept.' • Oct.' Dec. '. Jan. Mar-~ Aug. 

, - - ... .,..1 
L 

? 
l 

....L -- W' I 2 '''' 
"" 

· "r::?-".... ~ ,'. ­" . "." 
.- ' .. '.. r... " J)U".s; febA. 1995 _ <my

DlES Aug 6. t9'H - Adrt-. S~FOlt15P"TQJIlTS ";'• OrES J~ 3Il1994 - Emery n 
anne Hart. 16. cISt.loseph, ~ K lkrgmann,6t of Pleasant_' .. - OUy..amachl:n!$t.oo. weldet (rom Aug. 29. 1991) - The IlI)SpttaI and ,,"
Mo.,dles whUcbetng~ DIES Dec tS. HiD. Mo..dles.lIlsw!dow'saf· DlES M3.reh '23. 1995 -1{aymotJd: 1bpeka Kun.. dies after mcelvlng a two medleal foondaUons u~ to
lIted!'or • heart transplant. 1994 - WI- flrl:n1I S3y$ h.i!t. catd!oI.t . Prlce 20. of King CIty, MO.. dfes after be­~ heart t!3nsptant on May I. 1994, p3y $265.000 In reWIUUOO.'penal- .:

i , He is the tal pe~ ,to be tnms­ , , nlfred E. Hesse. toid the Berglnanns In Apnl Ing sent home to walt (Qr a new treatt He Ues and fees. ThesctllemenreaIts :
49.otThpcl!a l'994lhatfler-grllatlll WOIJId WOolS never on the W31U!lg list " ., planted tit the hosPltall,lnUl Marth ' rOt paymentsbfSlI,OOO to 15 pa' .'" DIES A~ J7, 199425,19S5. ­ dleslrillfewait- beaddedwthewaltlnglkl ~ , tkmI.$Ofthelr$ljrvi~' ,- Richard MlIlet; 61. tngfonukmur' Berg»tanndresneverrea1I:r:·ofTupdca. dles while tHIS March 25. 1995 - Robertheart. ,; lI'I1Ihewasnotouthtlllst.

WlIlllni for a heart. W. funt 32,. nf Wichita Kan..d1es 
It few haulS aIler Hannah. whru;e Pnee 

DtltS ~ 15, 1995 - Rab­ UNOS cerutkaUon Is 5ti11 Ulll't!" 

Dl£S July 7, 1994 - R0b­ ert M-A~ 41.ofKansas ~ solved. periOITM a Mrt tnlnsplanlPATIENTS" ert J.WeIngart. 44, of Kzut Clly. Mo.. dies while walling onbhn ..... '" 
THE" 
:L . , ..' ' " roraheatt. .

!Ia$ CUy. KIm.. dies while be- ' '.,.. ,. tng ewlustt:d foro hel!rt . '- " 
""• transP~ .• 

~ 
~ 
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TRANSPLANTING LIFE 
THE TlUUMPH5. THE TRAPS, THE TRAGEDIES .

• 
;" Sunday: When Linda Robin-' Tomorrow: If you 'need a 
'son's 37·year;old heart began new kidney. the median wait­
to fall, fOrcing her to take up ,ins time for a transplant
residence on the ninth floor of ranges from less than two 
~e Cleveland Clinic last May, months at a hospital in Fort 
'$he faced the transplant para~, . Worth. Teu:s, to 85S days at a 
dox; For. her to Uve, someone medical eenter in Herl.lhey. Fa, 
had to die. Fw Linda 'and her The. medIan wait for a Itver 
family. the wait for a new heart . h."Iln$plant is 18 days at a med~ 
was a !~htening reminder of ien! center in'New Orlean. but' 
the fragility orIife and a close- 648 dn),s for the Boston hO$pi· 
up look at one of modem med· ,tals that are served by the New' 
ldne's most astonishing froo-, England Organ Bani!..' In thenetS. _" '.' , continuing debate over eqtrit}' 
,i .'. • in organ transplantation, no is· 
" Vesterdlly: U.s, transp1nnt suestrikeunore a.rtbe heart of 
centers tum down llUUly of the ' the dispute than the gros:s: dis­
karce donor organs' they are parlty in waiting timf;!!,
offered, Although most refus-- I 

aIs are based,· on medical Thursday; On average, pa· 
judgments hundreds of offers tients who receive organ trans­

· 	of hearts, fivers and other or-' plants. at low-volume centers 
gems are refused due to the un- are more likely to die within 
availability of surgeons or be- the first year than those· who 

· cause the programS are too undel"gO transplants at high­
))usy, Patients art l'l~ t!)ld of ," v{ljume centers. Few p,!:tienl$
the refusals because the agen· I:I.tC aware that they can slgnifi. 
cles charged with ovetseeing cantly increase thetr chances· 
the distribution of donor 01'- , of surVival by gOing.to a trans­
gans refuse to make that infot- platlt center that does the risky 

· fTllitlGnpubllc.. '. . ' surgel1' ffiort frequently. .. 
;. . - . . 	 ­

r 	 .. ':j, , . 

http:gOing.to
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TRANSPLAN1JNG LIFE nee-

. THE TRIUMPHS, THE TRAPS, THE TRAGEDIES 	

. , 

Ralph and Donns'Vairo. wh~ live near'Santa C~C~lf.'h~ve'~ told that Ralph 'Vruro Could die .: 

waiting fora new ~verunless he trafisfers fr,om ~eUfil...ers~ty,ofGa1lfomiaat San Fran<::isco toa '. _ 

InlllSpl~.~t~e~.t~~~as1;orte,r~aiti~time. _ '. 'J> \, ," _ " . 

Doct9rtopatient: 

Get out of here or


, ' " "' 	 .:." ' 

you11 die Wai · 
• 'Transplant patients are keenlY 
aw~ that they ,may die' while,' ItJf

. WMting their turn tor,an organ" 

. What many doo't know is that, 


.:.....:._~~~~~L-:-,--"'I due to wide di$paritiell in <lona.
;
, ,"' , ' 

SANFRANCISCO-!.iver.ur·geon John Roberts ·is doing the 
unthinknble - telling some: of his 
most seriously ill patients that if
they don't ga elsewhere, they will 
die' waiting' on" his hospital's
transplant D~C .' 

And-if Ralp·ti vii-:n, a6O·year· 
old former painting oontrtlctor 
who lives Mar Santa C:ru:>., makes 

• it 	to 61, he-rnay OWe his life to . 
Roberts'decision. 

Vruro han cancerous tumor in 
his liver that witl spread through-' 
out his body nnd,kUl him jf he 

. ,90em't receive a new liver soon, 
. HisinsutanceCQmpany Kaiser 
'Pennnnente _ccntracts ~ith the 
,-University _of California 'at San 
Frnneisco to do liver transplants, ' 
So V~'s dO(jtor dutifully n­
fetTed him there'to see ifhe waSil' 
c;Jndidate for transplantation" 

, ' 'i
But wlien Rm?erts'saw him in 

OCtober, ;Vairo recalled the sur­
• .Ion ila·.t~", ''You "-d', liVer.J 11--"""""'"
It s too lima- 'of 'a wait trere. I'm 
g~g to recomniend t.o your- doc­

tlon nitta and attempts by organbanks and transplant centers to 

keep locally donatr:if organs; the waiting time for an organ varief 
dramatically depencting on where 
the" are.'treat. ed, ,,' .' 

.. 
Hospital administrators arc not 

bappy about Roberts telling pa.­
tients tO,go e!.sewbei'e. he $B1d. 
"The wue has to do with the fact 
that you're telling paUtimts to go
to other centers., Mt Oint we vtill . 
do fewer tnm e won't," 

" But -his overrltilng, concern is 
that the median waiting time fora . 
liver in San FranciseQ in 1995wa$ 
473 deys'< .... the looge$t in the 
state and third longest In the, 
country. In contrast, the median: 

,wall at one center In Los Angeles 
wujust87dn rt ' . 

And-the difference of 386 days, 
(or serious1y ill patients such 8.8 
Vairo, may 00 the difference be~ 
tween !ife and death. -. . 

" " -
Vai~ and his wire;DQnns: said 


they wln~re s~?Cked ttv ,the differ· 

ence.s. .ws1tlng timbo E.ven thed I h , d. him t S 

oc or.; wore -e~:Ii: 0 an - rectbr of the liver transplant pt9-" .' 
Fran~, had no Id a about the gram ~t the Unj~ersity 'of Pittit) 

IC.:::'"?,.CCOC: '**. 
!~~~~;~~~;~t-

waited about ll/i years.. 
Numbers nke these pose Ii dl· 

ieinma forthe United Network lor 
Organ Sharing, the nonprofit or': 
ganizadon" that tracks ,waiti~g 
tilne$:, and holds a Bovernment 
contr':li::ttQ match domned organs-
with waiting patienU, A nut,jor 
!unction of UNOS' Organ Pro-' 
curement and ,TranSPlttntUtiQI1\ 
Network Is to estahlish an equit· 
able and medically S9und: organ 
distribution system. 

"In some parts oIthe Southeast,. 
there are waiting times that,QTe ( 
two to three weeks IGng. and then : 
you go to th-e Northeast in Boston, ; 

.where.. ,th,••waiting',' timt';s are overl 
d D J hn J ~... dla year, W r. ~ ,~.-,. 

tor and insurance company that, )ong-willt., , burgh" .,' ~,
ydu go someplace else."- _'. Most tranSplant doctors don't . . ','. , t SEE USTJ& 
~" ."" ~,~ " 	 -'" . ,...._;"_+~I___,-~-,-_.;.,;_"""", 	 ~ .t
~lij" 	 ., .. e*'IlR~~~:-'--

.' 

, . 
.' 

http:SANFRANCISCO-!.iver.ur


thei~referrlng d~~om. 
AHhough'8overnment pressure 

forced UNO$: to begm pUblishilll 
;enter..speeific mortality data, 
UNOS officials and a small group 
}f. docton:' haY,e kept center­
:peclfic 'waiting time data from 
wing made pUblic, claiming that 
:r,e data are "meaningless" be­
:ause centers are listing patients 
If dlffate!lt stageS of -tbelr ill· 
tcsses, ' ", 

One ,liver transplant. official 

SPLANT FACTS 
As of December 199e. 999 
patients were waltlrul for 
organs at northeastbhlo 
bosplt~"" ~. 

For a kidney 
Fora heart. 
for allvet' . 

<, .. ' 

Fo: npancreas ., 
Fon1una'~ 
For ahear!Jlung 
ror akldney1p~ 

• < • • 

675 
112 
.112 
6 

·37 
3 . 
52 

who responded to "the 
posed releasing the --,..... ",;;. 
data because to do 

the 

to remove 

Ohio~ like some otherstntes and 
regions, has a sharing agreement 
that attempts to keep organs in~, 
state, regardless ofwhether more" 

._,.,;:_.,_, ,seriously !ll patients need them 
elsewhere.. 
',Few transplant officials advo­

cate a national system that would <' 

establish Ii single national waitin; 
list that would ship'organs. cross~ 
country· to the next waliing pao' 
tient, 

SEE SYSTEMi7-A 

--'---~.--.---..-~'-------.... .. .. .. en 
Waiting times differ arotmd·nation 

LIST moM ,., 

, "If anything is gOlng to tell the 
public !!lat. -hey,' something 
does::;'1 smell right, it's that kind 
of disparity," rung said. ''It 
jumps out at you," 

Dr, James F. Burdick, UNOS 
president, believes that attempts 
by transplant centers and organ
bAnks to contru} (ocally harVested 
orgllns howe hurt the national, 
voluntary allocation policy, 

Burdick, a trans:Plan-t surgeon 
at Johns Hopkins Hospital in Bal· 
:lmore, said that sense of owner­
sbip "impedes the development of 
ar. equitable and natiollill system 
for distributing organs,". 

Many doctors and transplant 
professionals say, howeVer. that 
~he quest fOT true Equity may be 
unobtainable because any actions 
UNOS takes will still involVe the 
rationing of scarce organs, and 
~houstmds of pe<J;:tle will continue 
\0 die on waiting lists, . 

They also note tha~ UNQS is an 
z.gency that rules by consensus, 
and that UNOS' 59·member boarti 
and mote chrin 400 member insti· 
tutions m!llceconsensus difficult 

DirtY laundry 
. In an anonymous slll"Yey done 

DY UNOS !a$~ faU, most UNOS 
members Involved in liver trani­
pla:natlon said they believed data' 
on wniting times and deaths on 
the waiting list should be avail­
lble to transplant patients and Adonor's chest 



-- -New pollgx iweighed for "allocations 

, 	 . ,_"",' ' Dr. Jeffrey 	S. Crippin. a liver ShahLia caned three days of. listing this yell.r, modeled ir. prJ,)SYSTEM ..,.".'" 	 transplant surgcion at Raj/ior 1.1nl- public hearings on tne issue in ' after Ohlo's system, ' " '. 

versity Medical Center in Dallas, DeCember and said she WQuld de- BUl for the las! 12 YMrS'i 
Instead, many doctors believe testified at a UNOS hearing in termine, within three months, OhiD, patients have veeo hSlec. 1 

that waihng times I;:ould be eq'uaJ· September. 'z • !WW best to allOCate scarce donor the same stages of their disea/>I 
ized and equity could be achieved , "In 8 situation of unrnet need ' organs, In ,Q letter outlining her' and the waitinG times fOI' hear 
by,sharing organs within severa! with patients dying daily for th~ : re~ons for the ~e~rlng, ?ha\ola liver and pancrea~ t::'ansplnnts 1 
"super regions" that would ac- I want of a dGnor liver, what is iair ' stud ~ federal de~!S:l~n on bver 0.1- the centers here ~tlll vary \lrearl} 
count for differences in popula- to all patients is: (0 hava approxi. I~cation wo~ld elimmate the ru~- Henderson,saH! that was ,hi
~~~'a~~.nor pattems.aqd rates of motel)' the same oppor::unity of Itc pen::eptl0n that UNOS, lS,n I cause "you stIll ha\'e 100(11 P!'lOI 

receiving n donor liver," Crippir: able to chaoge the current poltcy tty" and because some program 
The liver wars swd_ becaUJe the self-interest of it$ 'are mere aggressiye Hwn othel 

The disparity in waittng times At 'the hearing, II. move by memhersstnntlsmtneway, abr;ut transplanti:1g so-cr.llc 
hns been especially hotly debated UNOS to equalize waiting times "Any decision, whether it be a "marginal" organs into their sid 
""'hin the 1,'",- '-.n°· ' b " •• 1 'd,.. new polio' or a reaffirmation of est prnienl:s. . , , ~ , ,y r ng Wi ..) 	 "Waiting- time is not the "j,
plan, ,c""-"n,''', 'Tn"'SPUNT .eo~p"ic regitmJI tbe current one, is certain [0 draw 

.......".. 'I n.ru.. .~~ ., 	 standard of enul"'," said Dr. ROil
wher, ,,'n" ,.91 NeTS 10 match organs for intense public and congressiontlJ .. 'I 
""" .l'A 	 .. _ aid M_ Fe..nuson, a liver transUNOS has used (In ai-	 the Sickest patients interest," Shainla wrote, She -'" 

location system that is Annual number was tabled after added, "I am disappointed that plant surgeof_ at Ohio Stille L"n! 
different thnn for any of heart tl"ml$· small· and the allocation po!ieies' to date versity Hospital. "If you have \0' 
other organ, Itisa SY$_ plants In the ~s. ,me-dium-$Ize:l un- have provoked cl>nsiderable un- f~w organs ,,~ndd ,too :aany' pa 
tern, its critics say, tel'S, conCilrned rewlved contro'lfersj-' within the tlenta, some"", Y is gOlr.g to ge 
that allocates o"""an$ ,1989 . 1.705 about' controllinu transplan,",ommunity:', the sticky end of the Popsicll

'. 10 -... 	 r stick." ' 
to transplant centers, 19s{) . 2, 8 local organs, op·' No standa,rdized Usttnt'l' Aside from the etbical argu 
notpatfentJ,' '1991 2.125 posedh. 	 »'6 
. , 	 1992 ",'''''' , '". -... ,'-'Even though. liven are aUa- 'ments (or telling patter.ts nixlu
'The -' ~dei::r$~"by ,:, I.; ' .. -: Nearly 80 percent d ~'d'rr the differences in waltin, times 

- 0113'".. liv, 1M " 22'7 (UNOS' 1181' cate ACco,ulngtoa I-	 erentSY$·UNOS .u ........, ~ . 0 lVet' tern, the vamnce in median wait- Roberts, the San fn.mcisco sur 
ers -locally i ad of ',' 1'99;;-'5 2,340, transplant' ;;jnlnter ing times for other major organs geGn, sllid that doctors who lIrl 
giving them -

h 

,~tl.le <> 2.434 I rnembera la ' to is about as great, ~ccordjljg to ""'timed about being $ued shou!( 
sickest, patients· has 19961eslj 2,507 " ,the -' :smmr:- .and liNOS data. I : -have a selfish motive for. disdoll 
been a major incentive " : " m'edlum-siUd - ,. Ing the differences, 
for hospitals to set ~p li041K:VMt_t. ~ group"'::' those that For hearts, it stretched (rom a "If YOIl don't open up the issue 
liver transplant \\-~= do fewer than 50 low of 28 days at Medical City the oext thing that happens is tht 
grams, now ~~~~~~~~~~~ transplants a rear, Dallas Hospital (for adults) to a family SIlYS, 'Why didn't 10'.1 tel 
than $300 . They dwrunate high or615 days at the University me my mother could go and ge; 

UNOS' committees, whielt make of Minnesota Hospital in Mlnne· transplanted someplace' else: 
polle,' recommendations. to t!:;e spOils, For kidneys, I! ranged We'll start beioB asked, an: 

~~j~fl1~lJ~t~~\;~~~ board,.' ' . from 54 days at Hams Methorli$l rightly so, 'Is rhe issue money1-Hospital in Fort Worth, Texas, to do.::tor?""~ , One oithe moreoutspnken CIt S58 days at Millon S. HerShey 'Roberts lind others say thl 
kh~f ~e~~Doo~:r:.~~:::::n ~f Medical Center in Hershey, Po., same is trne for insurance compa. 

It aisl} provides a source of lo- the deparonent of, surgery at the Transplent 'doCto1'1l paint out nies, whleh could be asked 
,cal organs ,(or patients whose: Louisiana Stole Ul1iverSJty SehQo-J that patients' waltillg times are whether they are direGting pa­
prohlems httve not yet become of Me,dicine inShrev~pot't;. based on many faJ;tors, including tiel1ts to specifiJ; centers - some 
life-thrc1)tening and who are ex~' , blood type, height. weight, ond with long waiting times - be' 
pec~ed to have a better chance of "This polloy wUl alvert livers- the stage (If illness at which tbe cause the centet$ are giving them 

, surviving a transplant, from needy, .. patlelnu II! Louth!Sio patient iJ 'put on the waiting list. big priee breaks;, 
In J989, two years before the ana to"weal!hY pat eats m I) er Those and other factors make one For V1)iro, the retired painting

polley wes Implemented, there states., srud McDor,utld, who person's wait .Ionser or shorter contraClor, the insurance issue is 
were 79 liver transplant cen~en;. ,added that state reSidents are- than another's" - being worked out. In addition to 
ACcordlnQ to UNOS. Two years guaranteed lleceH to transpl!l.nta~ ,'::' .,' ' " the University or California al 
aftet the ehange. in 1993, there tlon under state law, regardle,s of· "Ynn'lfe gOt to look at it in the San F'r.lncisco; Kllise:- contrllcts 
were 112 centers. a29 percent in- theli' ahilitY to pay, "It will 4ivert light ,'of the listing J;ritena - with four (}ther hospitals for adult 
crease ,'- livers to centers wmoh have that's a largo part of'the prob· !ivcr transplantation, induding 

'I' .' . taken on more pa~ietlts than tq~y hu!!," said Dr, J, Micl?ael Hender- the Umversity of Aiabama at Bir­
" The a l!)Catlon change had seri~' ea.n Ilerve," ' '::: son, director of the Cleveland mingham Hospital. 
ous side effects for large centers. ,Clinic's liver transplant program, In 1995, the median wlliting
Those centers could oot now The inabilitY of UNQS to (t:- "The nation does not have a stan- time at VAB was 8$ days, more 
Graw many organs from outside. 	 solve the cnntt"Qversy internally d _.' d I" 'ri Y h
their 101;81 areas, despite drawing prompted U.S, Department of a.uue tstmg cnte a. ou can than a year sorter than his ex­

, PatientS nationwide,' With the Health and'}iuman Service:&Se-c- get on a list in one part of the' pected wait In San Francillco, 
country'" lot earlier than other Vairo heard reccn:ly, af!er vb:·ni:imber' of patients who CJ)uld 	 rotllry Donno ShaJala, whose f h 

_ ,benefit from ttaMPlantation in- agency has allowed transplant parts 0 t ~ country:', lting the Alabama cemer with his 
cteuing, the effe<:t was to cut off centers to largely regulate them- In November, the UNOS board \\-ife, that he had been IlcCepted 
011lan!l for iriany CritiCllll:y ill pa~ selves, to Intervene, '. ,~', _ , voted to establish standardized and placed on the list in BlrI':'Iing­
tlents;':creAt1.ng hopelessly long "'i" '_ 'ham.• 

waitlnglist.s;t":'/',;,~'~~" 	 -. . ,,-' ".' Kaiser agreed :0 pay for the
FORYOUIUNFORMATION, 	. ". triP. as well llS.his expenses to 

" At the same time, the Waitin~ , 	 , move there for severa: months ro 

i~ ~1al~~ =edwf~: 18 In~e~et ~ewsgroup on transplants ~~.~,:r~ul~~~r~ecause it's very 
days at Tulane Medical Center !nfonnatilln about transplants times, transplant CMU, the nega-' small," Vairo said of his cancer, 
HOspital tn New Orleans to an flV- is avaUableon the Internet, tive side effects: of anti-rejection "But It could spread, lAnd then 
erage or648 dllysatthe four UVCf If you have aeceS3' to electronIo ' drugs nnd media coverage of lhey wouldn't doanj;t..'ling, 
trnnsplant center; In Boston, " ~.a:J"~ the transplant newsgroup- transplantation. _' '''My doctor $aid, 'They'd open 
: "The'c{lntr"ol ofdonor organs by - proVldeS a' furum for organ trans- you up ar.d if they see that it's 
,transplant centers and tbeir pro- plant recipients and donors; their To I>ttrtic:ipate, send an e-mail spread, they close yoo up and YOu 
tessil'mals Is driven by fmancinl families and members of the _ message '~hat states - "Sl;B just wait.' " 
'conslderations, not by what is' iair transplant community; " TRNSPLNT (Your full name) to "I'm not ready to check oui, 
and equitable-for their patients,". Recent topics in.clude waiting. li4tserv4!wuvmd.WU$ttedu. r've got too mllch to live for." 
~-- " 
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'<I Staying 

close 


to home 
. Challenging the odds. 
a liver transplant patlent shuns 

a shorter wait to be at home 

OAKUM),' Calif. - Lik~ 
many patients awaiting an orean 
tran!\plant. Karl Undingcr didn't 

,know about the big differences 
ill wailing'times among trans­
plant centers. 

But after 18 months on Stan­
ford UniversitY Hospital's liver 

"transplant Jist, l.indinger nQW 
knows that where you ·are 
t~!ed can have as much to do 

· wfth wh7'1'l you get a transplant 
as how Slck you arc. . 
, Lindinger, 42. already has 
waited twice as long as palienls 
'at the Univenity of California at 
Los Angeles. And his two sepa­

ter with a ~h(lrter waiting time. 
<or don't wanl to change it. • 

;'My gastroe~terologist is· a 
,dnli. He's so concerned about pa­
dent care b~fare ~ n:oney is-. 
sue comes In, which 15 t'(~ally 

,nice to have." _ _ 
. Lindinger is a native of Aus-­
tria.-He lives in a low-rent apart­
ment be moved into after be be· 
carne too siek tn. (allljnDe his 
hotel manager'sjnh. 

He has no family nearby,' but 
many'friends. Melba Ohl. a 74­
year-old friend from Illinois who 
had planned to help him after 
the ttansplatn, came to Oakland 
early because Lindhlget"s health 
had deterial'at~_ . 

. ·.rated~$utancc poliCies would ai- - ..' Lindinger'slivel'wasdamaged" 
low hmt to go to out·of-st~!e ccn- by cirrhosis. ~e said his doct~ 
ters w.ith e~n shorte:w.uts.. '. receTlllytold lam that the clfT~ 

Bul Limlmger: said he feels sis was t:au~d by a non.vlnll··: wbo is well enough to be home 
.comfort?ble, being closer _ to type ofbepatlll$,. . . and working'there could get the 
· hOl!lcand wlth a staff he has got- His liver is Ihn:e times its nor-, organ before ·Llndinger. whli 

'. ten roknowatStanford. . mal si~_ H~ takes megadoses of Jives about (lh boursaway. 

,_ 
nut if a liver becomes 3\'ail-. 

able in Sacramento. someone 

','My . doctnrs here,.. are ex~ medication that leave him barely When Lindinger went on the· h.lm the wat,.would .be .anotrn:l' 
tremely good, and 1 feel very conscious, and internal bleeding . waiting list in August 1995 at su months. ~l?w U~dlnger: IS 
confident ,about them," Un- and brain swelling have put him " Stanford University H~pital in worrled that hl~ time IS nmmng . 

· dinge!' said 'when asked why he in, comns and in and out of the Palo Alto, Calif., his doctors told Qut. , . 
doesn', look lnlu gOing 10 a cell- hospital, .' him he would live less than two' "My doctor said there's rloth­

~ 

~--------~~~------------~ , 

-

-
, 

," . ., 

... "_. 7.~---';':'-'=c-'::'---,:-;:,-_o---'----,--:---,---::-:----
yearS without a transplant. And Ing more they can (10 Cor me, that most - patients, s~-in 
they told him it would be'abouta .' J might go intoanothel'coma and the ' transplant 'field: Over­
ye3l'ooCore be got a newUvel': . that'U be that;' Lindingel' said, whelmed by ,uwety bnd the 

- . . " . "Unless I geltbe transplant." need to h¢ close to-friend&.and , 
_ ,Af'ler the yellr came and w:~ . Stan!pt'd officials bave told family at Mme, many patients • 
. L~ndlnger ~d the dOCtors '. him they: are doing everything . put their faith in their local has-

they can ~o fin~ hima Ih-'er. And . pitalii and, doctors. They don't.._ 
that bas won Lindlnger's trust ask many questions. ~fraid ofthe 
and kept him' from going else: answers. . 
where. ';'. • . "J don't want to change," be 

Lindlnger is like many"':::' ifnot said. "l!'sagamble." " , .. _.. . " 



you die in Ohio, Ohio wants 

a donor 

and the General Accounting 
in 1993 both fUlmd that in 

\adldition to the huge differences 
of t,ime, patients 

f?!-ol'S''''' at dlfterent 
no true 

centers 

, ' 

State's'poliCY: . 
Ohio'organs for 
Ohioans

"":::':='-;=-::~-:"-h 

tions by the U $. Department of 
Health and'Human Serviees' of­
fice or the inspector general in 

yourorgans. 

Preferably> for another Ohioan. .'. .In'what may be: 
of'provinclalism. 

rut-the . national 
network have 
which a, 

(;om~in Tlr 
sCarce donor Organs 

grew, so bad the transplant facili­
ties'desire control organs froTfl 

Ohio. 
Ohio '~It·s extremely alarming when 

·Consortium, in fact.we donlt have a national
the next step be to look fur
the best match for the sickest pa_ system at all, but instead these 
dent waitjng at one of Ohio's arbitrary geographie boundaries, 
thiee other heart transplant cen- which preclude a national sys· 
ters _ in Cleve!and.ar Columbus, tem," said Charles .E. Fiske, co"· 
wbich are, respectively, -97 and director of the National 'trans­
121 miles from Toledo, or in Cill- plant Action Committee. a 
einnati, 184 ~iles aw~y.· patient-advocacy group of trans­

planr recipients and" their fami­
, That's true even if the nearest lies, "These variances protect the, 

matching patient for the Toledo best' interest of the transplant 
heart is sickerJhan the Ohio pa- center rather than the best inter­
tients and is dying just 53 miles o(the patient." , 
away in Detr,ott.' " . 

UNOS, 
. ~'I think tbat's very reasana- held the government contract 
bIe," said Dr. Thomas E. Walsh, a matching waiting patients with 
consortium board member and donor organs, has approved these 

" director of the heart transplant variances and' sbaring agree:­
program at the Medical College oC ments. .. 
Ohio.·..You have to draw bounda­
ries somehow, and that turns out·" Ohio's ~ystem was set up.aboot 
to be the way the boundaries ar~ . 12 years ago. It is considered a 

, drawn, ,., I think it's been very model hi .the country because, in 
fair.~'· 'addition' to sharing organs for 
'. bhl(>"is'o~e of 16 states,' 'critically'm patients across the 

"around the. .have Ohlo.centers, under the auspice,,~e~g1~'o~n~S~ijan~di:~~~~~~ar~~e~.5~ state, groups of doctors from the . of the Ohio Solid Organ Trans­
plant Consortium, approve 
dents who. are put on 
waiting Ii~ a~ the Ohio 

New Tennessee, Georgia 
and some other states, Ohio's , 
strives to keep most organs", 
within state lines, even though ': 
patients commonly cross those ; 

1984 and the Transplant bcmndaries when seeking medical' ; 
ments Act .in" 1990, wblch care, often at the insistence of,; 
quJred tJie development of, an . their insurers, . ' 
"equitable" organ distribution . I

"It's another exception afterplan that would be carried aut "in another exception," Fiske said. jaecord with n national system."
, . "This flies in the face of treating 
Despite' tna:t ed.ict, lnvestiga· the sickest Patient first." 

., ' 
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'. WAITING 

added" 
days 

, those patients waited for a covers the most 
recen~ yearforwhlch a median waltl.'lg time could be calculated either 
1994 or 1995, NA means tr.e y,'tilting tlme could not be calculated. be 

, cause fe:wer Illan 10 peopleJoined the.walling llst and/or the centerdid 
nOt pertbrm eno;ugh ~tantswrth\¥waltlllg time to be statlsUeaDy . 
slgntflcant. ' 

HospiUl. ali, State' 

,i .~'~~~C1r:=~A=~',' 

, 	 3 st. tOuts Chlldren's,SU,cu!s.MQ, 

4 Y.ercy; Oe$ MoInes,-lA 
5 Jackson MemOl1al. MIamL FL . 
6 L.om:l Unda University, Lom2 Unda. CA 
7 Methodnt, Houston. TX . 
8 UCSD. San 01* CA" , 

;- ,\9 Cedars,Slnal.lmAll,aeIes,CA" 

" 10 St. Cbristopher. Phllade!phla, I'll. 


Tulonptt 
as Donald N,~Memol1al.Sa."1 01$ CA 

100 'Baptist. OitlabomaCIf,Y. OK -" 
101 Loyola lJn!:vmlty, Maywood.U.. , " 33 
102 Pre$byterian-Unlversll,Y. ptttsbllrg;h. PA , .'I"· 82 

,103 Lutheran, Fort waYne. IN ", : . 
lOt, S!. Ma.'Y$. RoeheJter,MN .. ' 
105 Emory Untvm'It)'. Atlanta; Gil. . 
106 Allegheny,G.lneml;PktSbu~PA • 
101 WttlIs Knlgtnon. Sl'~ LA' . 
JOS Unt\~lty ofM!!!1l6Ota MlnnfapollS.!>iN 

Othon bl Ohio­
32 University of Cincinnati, CInCinnuti ' 
41 Cleveland Clinic. Cleveland' ' . 

Childron's, o.nCl.l'tnat! . '.-' , 
,', Medical CQ:tege cf' OhIo. Thloor> , 

Ohlo S!<1le UniversIty, C,olu."Jl.bu.J 
Chlldren'$, Columbus " : 

,,' xIDNEYi 
" . TflQ .bort6lt 

t, 
;HOS,ltoI, C1\Y:Stat~ ,•.";" ,;." ,,' 

" .. ,
"'1 H~Mt-;.odlst)fortWoMTX "~I'-:" 

2 Presbyterlao-UnlW's:lty. Ptttsbu$ PA . 
,3 Southwestf1ortda.FottM~rs,n "t: 
4 ~ua~AUaota.GA " ' 
5 O~(j Health ScIences,. Portland. 0.1\ 
6 Ur..'Vmlty, Lubboek. TX , . 
7 Methodist, tob1:loek. nc·;··., . :,. . 
8 Jack.$Cln Memo:1al. MlamL FL ' 
9 St. John. Tul$!), OK"" , 

]0 Univfll'llty otCloctnr.at1. Cincinnati. Olio 

Tell10ntat , 
109 V1Ji1.'1ia Mason. Selttl¢,,WA :. , '. 
no francis Scutt Key. Baltimore. MD 
111 PiI:kI::md W.emortal. Dallas.TX 
112 UnIversity or NOrt.'l CaroUna. Chapel: J:l1Il N~: 5. 810 " 
113 Mount&na!. New"fO!k. NY ' 
114 ,University or Pennsylvimla. Phllade!phkl PA 
115 NarthwcstemMemarW. Chi~, IL 
U6 LehlSh VnIley, !AlIenlcnm. PA ' 
117 ,WlDam Bmlmo.1t. RoYal oak MI •
118 Miltor. Hershey, Hm~, PA 

Patient!..... 
' 
23 
2S , 

,",28" 
1:2 

',44 
52 

20 

17 


',33 
16 

'Z7 
38 

' 22 
41 
72 
20 
52
3'· 

33 " 

128 
1 

22 
20 
0 

, Padeuts 

Me_ 
waltWg ;!me 

''Z7 
2J! 
38 

,:II. 
52 

·53 
51 
58 
59 

.OS... 

430 
436, 

,.44 

.51)4 


140' """ .,.. 

815 

, 122 ' 
, :1... 


'NA 'j! 
, NA ", .,'NA ,

NA '" ," 

, 

"" 
M,,,,", , 

. added i wattlngume ,, " 
58' 54 
,12 7. " ,; . • 

37 
, 

,114 .1 .' :,10 " .... , 
137 141, ~t •,III 15<,. 	 " 15"" 
140 166 

ll, 170 , ­
42' 17. :1 

- U6., 150 "7.' , '.,"74 1ll3' 

·.812101 · 822163 
8ll.186 

3. 838 I: 
10 • 	 .~ ,..~ 

111 .". :: 

, " , 
, 

" 
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32 
Othe.n in able . 

14 MIaml Val;ey, Th1JIton : , 
 .' 28 204 
!!} Medleal College. 'fo(e(IQ" 4& 216 
25 ChrIn. CInelnr.&U 36 -"J 200 
82, OWo'Sulte UnMll'Sltj". Columbus m 431 

Akron C!tr, Akron 28· NA 
Children'$. Cincinnati. • NA 
Children'S. Co!umbu$ , I NA 
Ch!!drer;s.. Akron I' Nt. 
Ct~elnndClime.. Cleveland 142 riA 
Utllven!ty HospitalS. C!eYe1ahd 12&" til.l___St ElJzaooth. 'io:.!~town ' -,,-.,.;:44;;,.'"-"-_.::N~., 

Teluhortes( . - I • ~~VE~a~~::==~=,::========~;:~_~~==;=~

. ' Patletrts Median 

\ Hosplt&!- City. St.te _ added ~ W&!Ung tt.n:e 
I Tular.e. New 0rlMns. LA'.":'" 16 18 
2 Univenityoi Kansas. Ka.'\$II!ClIy,KS ,30 21 
3 Jewl.sh,Loulsville.t\Y~_" '1\, ' ,47 ,r 38 " " 
4 UnlVersl~. Newarlt NJ _.' , " 50 4Q 
5 Chlldren's.DaUas.TX\';':' • • 21 42 
('I UniversitY of Wtscoll$lo. M~son. WI 101 , . 1 54 
7 Jlj.ckson Memort!tl MlarnL FL 285 . 64 " 

8 Vanderbllt UnI'lermty. Nashvt:le.TN 41 71 
9 HenriettaEg1as!.on.'Atlanta.GA " 12 , 11 

i 10 frnedtert Me."l1orlal Lulhe~M\lwautiee. WI 31' 80' ,
~~~~~~~~~+-~-4~~~­

Ton lObi". 
7S Metbodlst. IndWlapoll$.lN " ,as.34 

" ' , 394 

''17 tinlvel'$lty of Mkhlgan, ML'l Mot MI 

- 76· Cleveland Clinic. Cleveland. OU -. 97 

, <01162 " 
113 1 <0.: 78 Unlvmlt;y. PenYe!', CO .,.186, . 19 Rlish-Preshyterlan/St tuk&'s'Ch~ll, -,tao Unlver.rity. Cleveland. OH 445.,.'BI CallfQmJa Pacl.'lc,. Sa:1 Frimcl.$cQ. CJ. 217 .18i ..••82 Unl~ ofMaryl.a..,d. Baltimore. MD 

3 Jollns Hopkl~ Baltnnore, MD, 16.'" 583 

164) New ~landOrgan Bank Centen­ ooi ••• I. 

Othun iu OhJo 
20· Ohlo State lJn!verslty,COlufnbus " .0< 

132 

~8 Un!vet1ltyofCtncinnat!.Ctnclnnat1'·" 


1526 Ch!ldit!n'$, Ct."ielnnatl ' ' 
25'
NAoChUdren's, Columbus' ., '" 

I 'Im:rJdcs com'Jlntd ~ forChlldren's.. BOlton; New Enaland Deaconen. Boswn. I 

I MlI!S8chuseus Central. Bosttm. and New EtIQIaIld Medleai Cel'\ter.!hlston. f . , 


LuNG , " 
Tw .bo"nt 

,Hospil}ll Ch;y, Stall! 
1 Oc~New~LA";· - .. 
:2 Children's, Phllndei;mUi. PI. ' 
3 U,"=O"I#__'" 
4 Van OnII>'et'SUy. Nash.TN ' 
5 MedIcal UnlVIlrst.ty, Charleston. SC .' 
6 Unlvemg. LeXlnQtOn. K'i ' 
7 Shnn.ds, alnuvt!le. FL 

" 

I 
's MW:odlllt. Houston. TX 

' if Untven!tyof CA Oavts.Sacrarnento,CA 
10 Temple UntvclSlty. Phlladeiphla. FA ' , 

TII~"lOll4U~" '.. 
28 Sl LouIS Children'S. SL louis. MO, "',' ,J. . "',
29 UCLA,[.o.sAngeles.CA " " 
31) Duke Ui!lverSlty, Duirutm ~, .. \. . 
31 University ol Fenn,syivarua Philadelphia PA 
32 Un1ve5lty'or\'l.~Chaliot1en1lle, VA' 

, 33 Methodlst.Jndlanapoils, IN , 
34 Barnes. St LouIS, !dO : 
33 lJnlversJtyof N<lrth Carollna Chapel Hill He 
36 ,Unlveti\(Y of Mltb\RlUl. Ann Amor, ~I . 
3? Presbyterlan. New York. ~1' ­

Oth,,'S in Ohfo .' 
,22 cllWcia.nd ClInie. Clevcland 

, 

Patlen1.$ 
" ..... 


12.. 
..
3'

,17 
12 
3' 

'"30 

'" 12 
IS ­

" ,41.
'7

60' 
73' 

"2&' 
.. 

25 
125 
50 .­

'44 " 

",.,, 
, 
• 

• 

,
73 .01 ' " . 

• 1 
.J ' , ..0 33' .1., 

, , 
'.M..... .~ +

wald:ns. time 
'", 

.2 , 

••
71, 

, •• , 
, 

'14 ,
12. "" 

129.5". 
, 
, .. · 

.0, . 
I 411 

, ...... .'­ > " 
528 ' . 

,59' ' " 

.I '; . e90' 
782 • 
m ' , " 
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TRANSPLANTING UFE~. 

¥.- .THE TRIUMPHS, THE TRAPS. :fH£ TRACEDIES 
t-,. - .;. 
:.::..:. Sunday: When Linda Robinson's 37.year· offers of hearts, liven and other organs are 

. I~Jl!dheartbeganto!ail.furririghertotakeup refused due ,(0 the unavailability of sur­
, ··'...-residenceoo the nmtb flOOl"ofthe Cleveland . geansw ~<:ause the programsare too busy. 
~'tIinie last May; .she faced the transplant Patients are never told of the refusals be~ 
.;;P2I'11dQx; For her to live. someone had tadie. ,'cause the agencies charged with overseeing 
I"""":For Unda and her family . the wait for a new the distribution of donor organs refuse to 
:;haart was a frlgbtenlng reminder of the frn~ make thatinfannation pUblic. 

'~,nility o( life ~~d ~ closewup look '!t one of Yesterd~ DUri~ an U-mOllth eriod in 
....fl:mdern medlcln~ s ~st ~y.mishmg f,:?n~ . 1994 . and ~9S. thi University '!l Ka.nsas 
"""'1:1ers. , Medical Center placed on its hea.rt trans. 

Monday: U,S. transplant centers turn plant waiting" list. or evaluated for"' 
" down many or the scarce donor organs they placement, 38 patients without temng them, 
: are Qffered.. Although most refusals are tbat they bad little chance' of actuaJJy re: 
'based on medical judgments, hundreds oL "ceiving a transplant because internal.,..,., ,

! --
......'""'"""" .' .'... . 
;:;: 

.. , 

". -

". " 

squabbles had shut the program down. As 

two-stale investigations iater verifiea. pa~ 

dents were deceived and universityofficials

tailed to act ,.' ' 


:" 

. 'Tomorrow. On 'average, patients who·re· 


ceive organ transplants at low-volume caD­
te~ are mo~ Jikely to die within the first -. 
'Y-c:~r than those wbo undergo tran~plants at 
high-volume,centers" F7w ,palie.nts .are 
aw~ that they can, slgmfieantly mcrease 
thetr chanees of survival by going to a tr:ans· 
plant eenter that doe!! fh.e risky surg/.?.fY
more frequently, ' . . 

1".-.", 
, 

. .:£.,,1< .." ­" • ;"."'. _'.<' i 

, .i 


.~ 

, 
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I .TRANSPLANTING UFE 'ht:-rll 4rlc~e .. 
.THE TRIUMPHS, THE TRAPS, THE TRAGEDIES. / . . .' 3'/ 

. . 

"Waiting. times, mortallty and 
,..olume data on aU US trans­
ptaot centers. 8~A' . J' . 

.. , 

, 



'Analysis shows death~tate , . .:»: 

hlgher'at low-volume centers' 


Christie Regional Medi~1l.1 CeOh 
in Wichita, Kan, The m;p~)rtance of v6Jume The hospital perfcrme:l an Il: 

Transplants.are MY even un· thlt Universltyoflowa thnpital in crage of abcut eight heart Iran.
der the beSt clrcumstanc,es. and lowa City. Hunsicker is vice pres- plants a year dUring the [0;.:
volume is only one predlt:(01' of -­ idant (If the United Network for years analyzed, lis one-rear SUJ
ptl.iient mortalitY. Other faClOrt, Organ Sharing, the prl\.ilte, non· vival rate during that period W~
sut:h lIS a palien". overall. n;ed. . profit oI1lanization that holds the 100 percent, making it one Qf th 

'{cal condition or whether it IS' a government contract to rr.a~ do- three besl-performing ,cruen; j
first or second transplant, are nated organs with patients wait. the nation. 
considered better indicators of ing fo,transplant" ' As of December, aVe!" we nine 
whether somet»'le wut live a year "C!early, what '.j take away year hfe!,me'of its program, Vj. 

from this is tllat tile (heartJ cen. Christie had performed ;02 heal 
ters Ihat :regulady do fe-wet than . transplants and 93 perten! c 
1£1' transplants a yUI" should ex- those patients. had survived on 
amine whethe', tltt!y should be in j'ur. The national average is: E. 

centers wos 	 the business at all." Hunsicker percent. 
organ transplants pe.... Slitd. "And what'! hard to justify "1 think center" volurr.e doe 


" ... ",;from OcL 1, 1987, to Dee. Is p/.Bces where there's two or matter to all exTent, bet I thi.r.! 

the moo! recent period tll.ree centers in II dty, all of th.erearealclofothert~iqlS1!11).


Were tlltl.Htable. who.'l1 ere doing se-ven trans- add to the equation," ~3id D: 

· ptants. Thomas·H. Estep, director of tl'.! 


. ''That doesn't make any sense. heart transpJant progmm. 
,They ought to get their acts. to- Via Christie has tbe only hear 

· gelhu. and get a single center 'transplant prOgram in Kllnsa~ 
that's got the volume to- get Ihe The nearest center to it is a three· 
level ofexpertist that's needed." hour drive., in Kansas City, Mo. 

In fact, four·flhhs 0( the lUI-' Es:ep sai!!.att~mpts 10 :imit tht 
-Hon's low~volume heart tran~- number of centers perfcrmi:J! 
plant centers are ir. metropolitan transp!ants should be ba~ed !irs 
areas that have another helll1 on deatn rales, then on volume. 
transplant Center, Since 1988, the "If any center has poor Ol,l:t· 
number of heart transplant pro- comes,lhen [think thaI donor Gr· 
',",1"!1S has mcre_ased from 129 I(). gans should go 10 olher centers. 
1 . 	 where the chance of a p.atient Ii,'· 

"In principar; we would d() bet- ing is grealer," he said. 
IeI'" with fewer centers," Hun· Because donor organs art 
litker added. "But you can't use. scarce - for most types of trans· 
volume as the only cons-idera· plants, there are abotJllwO people 
lion." Waiting for every one person who 
. Among the OIher considera- receives a transplant ---: trans· 

tions are ensuring that patients in plant surgeons' have hotly de­
rural, sparsely populated states bated the best use of donor or· 
have access to a transplant cen. gan! and'whether to close low· 
ter, volume centers. Bul Ihat debate 

• 	 The Health Care Financing Ad- has remained within the frater­
ministration, an ann of the U.s: nity. Few paller.tsare IIware that 
Department of' Health and Hu- volume is (t prediclor of mortal­
man Services, has set minimum ity,manydoclorsacknowlcdge. 
volume guidelines for hO$pitais 10 "For the 5 percent who know aU 
receive Medicare reimbursement the statistics and know where! 
tor transplants. Heart and liver went to school, there's a whole 
cenlers must perfonn at leasl 12 host of poopl-e who are ~oing 
transplants a year, kidney centers wherever they're t<lld 10 go,' said 
must perf<lrm at leasl IS, while Dr. R-obert oW. StewOr1, hend of 

. lung and heart-lung centers must the Cleveland, CHnic's heart 
doat least 10. .. transp)tlnt prouram, olle of the 

But many l-ow-vo!ume centers" busiest ln the COUntry. 
have chosen to continue their That wasn't the clIse with Anita 
programs even though they don't LuPO,"II1l administrator tit l!IiMis 

· 	do enough transplants to get fed- 'SUlte University who live$ in Nor­
eral reimblll'Sement. And neither" mal, tiL Lupo, who is .still wo~" 
HHS' Division of Orgtln Trans- jng, has been on the watling ItSt 
plantatIon nor UNOS has set vol- (or a heart transplant nl BArnes 
urne or minImum-survival stan- Hoapital in St: Louis since May 
dards that cover non-Medicare 1995, Barnes i$' a higlH'olurne
patients. - . center, averttgmg about 24 trans­

"We don't have any way t() ac· planu II. year. 
tual!y remove a center from re- Beeause she has twice under­
celvlng Ol'"g!lru!, teennic.I1Uy speak_' gone open-heart surgery, LUPD 1$ 

·mg," said Dr. James F. Burdick, considered 10 be al n hlgher risk 
president of UNOS and n trans- forden:hor comp!icn;ions.resul:·., plant sU'1eon at Johns Hopktns iJ1i from a transplant. That was,/.( 
HospltaL. 'That [\I()!ume] iJ not a major factor In her eV:;11.l4tlon of 
QuestiDn we've addressed di. transplant centers, and she by­
r-ectly b~ause our Job is to make passed three programs closer to 
things fair and w{!rk on centers home - one m Pear!!L I!I" and 
thatdon'l dowell:' IWll in Chicago""': hecllt:Stl she 

:~ , tbough! they had not dnne enough An exceptwn transplants til" because their sur. 
Although the Plain Dealer gicaltumsweretoonew. 

analysis showed that low-volume She now has a mud! long~r 
centers as II. group had a higher drive, about three bOUN, to go fllr 
one-year deatb nne. there are ex~ her QUarterly tests, bUl that 

'celmonll, One of them is the Via doesn'!holherher. , 



. 	 . 
. Lupe said she 'lean1~d .about the 
tmportan~ of volume 'when she' 
sought ,a secj.md opinion from a 
trar:splant cardiotogist who was 
not Involved III her care. 

"He said .don't go anywhere
where they do less than 20 _ that 

. your quality is a lot better if Y{lU 
~o iH feast 20 a year." l.upo said,' 
I am H believer that small-town 

hospitals 'and small-town doctors 
are not the place to go. So when r 
~eard the number 20, that just re­
IIlforced what I already knew _ 


, !har there had to be Some min­

,Imuro number. and that it just, 
,wouldn't be a good idea to go 
somewhere where they did tellS 
than that." 1,' , . 
,A~ thllt time, only 47 of the na~ 

liOn s 145 heart transplant cen­
ter~, 32 percerit, met that qunUti- ,
catIOn. ' 

Programs on probatl~n" " 
In many areas of medicine the 

average number ot procedures
performed by doctors, nurses and 

t teehniciaqs hJl.s long oeen consld· 
ered a stgmficant mdicator of 
quaIl!}', ' 
. "As a physician, I strongly be. 

beve that the. Olltcome does de­
pend upon how many times you 
nave ,performed a given proce­
dure, said Dr, Peter Somani 
Ohio's . top health - offlciaI: 
"Therefore" volume is imnnr­
tant," '_ - r" 

In addItion to being the state di­
rector of health, Somani Is on the 
board of the Ohio Solid Organ' 
~ransp!.ant Consortium, the asso­
ciation that,'with his department 
over$C~,s transplantation in Ohio: 
Som~m s staff included volume 
reqummtents for aU types of mao 
Jor organ transplants in the 
state's recently passed quality. 
a~surance rules, which are de­
slgned :0 provide minimum st'an­
dards for: ll. ~ide variety of health 
care activ1tIes. The rules don't 
take effect until next fall: 

".Wha~. we're saying is if your 
volume 1$ less than the minimum 
we'll ll:u.tomatically look at )lour.
re¥ults In more detail," Somani 
said. , " 

The Ohio consortium,has had 
volume requirements (or several 
years, 1;:)Ut It has no authority to 
close programs that doil't meet 
them. And when hospitals are 

placed on probation for faHlng ~o 

perform en'ough transplants or 

for any other reason, that infot­

matiOT; is not made public be~ 

cause !!',e .consortium, a private

organization, chooses not (0 dis. 

close it. 


In the past, minutes of the con•• 
!ionium's non-pUblic board meet­

, inlliS have shown which transplaat 
cehters were placed Oli probation 
anfl why,: But AUdrey Bohnenge! 
the consdrtium's exec\!tive direc: 
tot" said the grdup would discon. 
tin,ue that practice 'after The 

, Plam Dealer ohtained fonsortium 
miflutes through Somani's office 
sh~wlng ; that heart: transplant 
progr~~~ at the l\'ledi~at CoIIege
of OhIO m toledo and Ohio State 
l!nh,:ersity were placed on proba­
tlO~ 10 1996 for {ainng to perform . 

, I' , , 

'. 

'.' 

:enou~trarisplants, ' 
,rhe conSQrtium requires heart 

,transplant programs to perform a 
minimum 0(12 transplants a year 
- the same number required by 

'. 	the federal $overnment h"n>btain 
Medicare reImbursement. 

According to consortium board 
minutes. Dr, Thomas E. Walsh, n 
board inemberand directof_ofthe, 

-heart transplant program at-the 
Medical College of Ohio, argued 

,against a volume requirement, 
·saying, "There is no substantia-
Uon in literature that links vol~ 
unte to quality!' ' , 

Walsh also said tbere were 
"better quality IndicatorS toan 

, volume to demo-ns.trate a success· 
,iul program, such as length of 
. stSj': . hospital charges and 
feaumis:'jjons ... · '. .- . 

Last April, the consortium ex­
; tended the Medical College's ooew 
year probatfon for a second year 
for failure to meet volume stan­
dards, rhe hospital perfrumed 15 
,heart transplants in 1996, and 
Walsh said in tlil interview that he 

, expected the program to be taken 
, off prottation 10 April. - ,"Some guys are on tbe fringe and 


. "My contention was that, ·de- some suys invest in CDs. That's 

spite the numbers, we've always an attitude ot life, I admit I'm a 


. had: more than acceptable out· conservative individual, and our 

comes - that's _ mortality, p'~am's probably consetin: 

readmissions, rejection, length of -. tlve. \\ ~ 


'·Ii .' 

TRANSPLANTING LIFE ,:­
\. 

THE TRlUMPHS, THE TRAP~ THE TRAGEDIES. 

< Ifyou ha\'e a comment or a question about this series of arti- .:: 
des, you can reach the reporters at the following phone num­
bers: Dave Davis - 999-·4808, Joan MauoHni - 999·4563 anG ­

~T_'_d_w_e_n_dl_in~g__·_9'_9_.4_9_87_.___· __________~________~JI. 

-stay and 'coSt," Walsh said, !'It 

seems to me that becnuse we have 


_	a verY small program where ev~ 
erything is done by 8 small, inti,; 
mate_group. that we profit by our 
exPeriance much more ,greatly 
than iiit was diffused over a large 
number of people," - -.. ,.",-, 

OSU's -heart transplant pro­
gram has struggled even more'to 
meet the volume standard. The 
center performed 11 transplants 
in 1995 and just seven in 1996,· 
. Dr, P"David Myerowiu., dire:c.' 
tor ofOSU's heart transplant pro­
gram, partly attributed the slow­
down to the loss of two transplant 
cardiolog-isfS in 1996, That re­
suIted in fewer patients - partk­
ularly fewer Critically ill patients +,' 
:- being placed on OSU's waiting
Ust. . , , 


Myerowjtz also .said that ost, 

because it has a conservative ap­

proach about which hearts to a,c­

cept for transplantation, oooa; 


,sionally turns away donor hearts 
thatotherprogramsuse, ',., . 

"It's !be 'same way as how you· 
invest your money," he saId, 
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Statistical analysis used most rec~nt transplantdata available 

center vOlume. 
~ven when a sophisbcated ~ta· 

I'. 
'", 

~DAVE[)AVIS 	 rate patients. The infonnntjun did not­~ 
+ I'Ub( ~Wt f.U'Q41U w 	 to transplant reveal the tt.'lmes of donors or re­" Records of 55,990 0 an trans. . ". cipients; and is publiclY available 

.. plants performed overlour years by callmg UNOS at 1-800-243­
, 	 were analyzed {orthis story to de- tistleal method was us~ to adjust 6667. . 

tennine whether low~volume ' for differences in patient risk fae- The tltla)ys.is, was (;omp~eted In • 
tnm pI t ten bad bigher' tors and donor characteristics - SPSS for Wm.dows veNUOD 6.1, . 
ooe.~ea~ '::O~lity - ra~e than to avoid penalizing hospitals that The tmtbodoJngy fu!" the analysis
It· 	 undertook- mfJre difficult cases _ was developed with, _guidance, .. _high.

YO urne ceo ers. -	 . C".rom John U"re -·-..nd -III.....'"~ 
Th ' I" I ded II h ' 	 the odds of d"'I'o remained 1: "" rll I"" e ana ySl~ tnc U ll.cart, 	 J' ...,. Meyer. , _ 

gn:ater, heart~lung. hver. lung, ~ldney, at low-volume centers, Bare holds a doctorate in mass 
: an~ pancreas transpmnts In the . Bare Me' r' l~SI~ ~hal met~od. ~own as to- communication research from 
,Umted ,States between Qct, 1, ye glShc regressIon, The Plain the University of North Carolina 

. 1987, iIlnd Dec:. ,31. 1991 - :the , Dealer fo:sn~ that center, volume aud is a research' consultant in 
most recent period for which re~ analYSis. . was a slgmficant predH::lor of Chapel HUI. N,C:-He-netp'C:tl de-

A;O~,S Were available. Transp~t ·The- analY:,is showed that, on mortalityato~e ear , veJoped the statistical methods 
patients were followed through average. pattents who underwent. news~lper me u ed the- used in numerous stories pub­
1993. a transplant at a low-volume ee-n· ove,raU expenence of a center, as Hshed by U.S; News & World Re­

.. Based on the average number. ter had a signjficantly greater . ~xpressedbythe,nu~bero!ye!inl port and other news organiUl~
,of transplants performed in a chance of dying in the fm year H had operated. In nsk-adJustlng tlons. 
year" centers were labeled either 'following the transplant. This was the data. , ' _ Meyer is the Knight Professor 
'high- or low-volume. true for aU six: types ot organ The Plam D~ler Obta.med of Journalism at the University of 
~ Foreach type of organ, rqughly transplants, ' . , . tnlnsplant records on palJents North Carolina and the aut4or_of, ' 
,naif of the centers in the country _', The records alsO' we,re analyzed' and donors -:-one record fer each ,five 'books, including "The New, 

'fen into, eaCh category. J.ow- tcexamine whether the increased tr.:ltIsplant - trom the United' Pre¢isionJoumalism!'Heisapi­
VQlume centers, ,however, per- rate'ot death was explained by .Network for Organ Sharing, oneerintheuseofcamputersand· 
'fO'rmedjust 16 percent oftbe total differences, in patients and· do.' which holds a federal contract to" , social science research methods 
organ transpJa,nts included in the" nors, ,,0,: whether: a significant match donor organs with waiting injoumalism, 

.~~~, 	 . . • _9" V'~:~~ 
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INCREASED CHANCE O~ DEATH 
.. WITHIN YEAR OF TRANSPLANT 

·All other factors: heinR equaJ.pacit.ir.ts {a~ an jn~ased r1skof death;; 
within one year If they have an orWm trar.,sptar.t at a low-volul"M 
center. Porexamp:tl, based on an analysis of the 55,990 (}lilID 

· trnns.plantS performed from Oel 1. i 981. through 1991. the risk " 
·.of death for a 40-year-old white male would tnC11lase at . .'. 
a low-volume C1jnter {or each typ6'oftn\nsplanl Patlenjj with . , 
dl!{qront chamctertstics would have different outcOnle.s. but· 
staWtlcaDy would be expected to fare betterat 8 hlah·...ol.ume 

'~. 
" 

·center., ' . . 

. HV.H~'~Olu~.e:c~mers LV LoW';vO!Ume~~ 
.... 

HEART' 
•,HV,LV, 
,.16%: 21% i 
CHANCE OF DEATH 

HEART/LUNG': 
. ,:.:.~HV~'~'~LV;':':;:"i: 
: 56% 78%~' 

CHANCE OF DEATH '. 

LUNG 
. HV.i LV 

7% '12% 
CHANCE n',. m'm 

.HviLVf.· 
31%:54%( 

KIDNEY 

HVlV .I . . 
.'l.21%' 1.63%; 
, C~NC£OtptATH' 

eMA NCE OF DEATH~: ' 

. PANCREAS .;. 

HV LV . ::' 
14% 21%:. ,
CHANCE OF D£ATH~' 

--'----..,.--....:...-~--'- " 
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• 
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SURVIVING A TRANSPLANT 


DEATH RATES BY TYPE'OF ORGAN c.' 
· for each type of organ ttarlT,)ianl.. the death ra~e dUring 
the first )"-ear was always higher for low-volume centcl'$, 

r Hlgh-""m, "m,,, 

"" '0 
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, , ORGAN TRANSPLANT CENTERS IN THE UNITED STATES - WAITING TIMES 8< MORTAUTY RATES 

This ctiart ItSts m~lian waiting nmes. one-year'mortallly rates and vol~ days and Is based ~"data from elihe;- J~94 Of. 1995. The mortalJty mte ls .' at that center dUring'those sime fo.ur ym AlthOU$ the figures Ilsted;';:'­
. ~ ume (or the nation's transplant centers, based on lnfonnaUon compUed by . tOf all transplants perforlUed at a center over a (our-year period begbinlng below are the most ~nt a~lable, patients may be able to obtain current 
. the United-NetWork for organ ~The ~ wrutIng ~e~re I.s In . in October 1981.·Volume shows the average annual number of t1"8nSQ1ants' Information from IndMduai centers. ' , 

.. ', . 'w~· Median walUng t~tdaysl wta pne-year mortality I1lte v~ VolUme [average annual mmsplanl,l 
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nUl: HC$nta.l. 
At U. uf Alabama 
AR '. ibpt1st' . 
All, .,t,~ 

IIR UlI.NtrSl!y 
AZ Unlvef5'!tY 
CA' ,; ChIldrtn):·" : 
CA f;edan·SlMI. 
CA' • u.Of'Callf.. !1'\'tnfI 
CAl. LilIT'JI; Unda U ' 
<:'1.' cal.lfocita PPeJie 
CA Hoail: N'.envi 
CA UCSD·' 
CA U.orCal\!om'.3 

A\b~e. 

""''''' ....--_. 
New Yolk 
I:\<JJt.lo . 

139 l8.6 ' is 
NA 0.0 .1 
KA 35.3 & 
'14$ Z3.5 . 'ss 
NA IS,S 'u 
NA 37t :: 

Ck~hmd 
Clr,GinQ$""",
CohimbuJ 
Clnt!rum: 
Okm.CI\y 
o.kl&. Clty 
Olda. ell), 
-Ctty 

Po'rtlulld """ 
?!usbur;h 
PmSbl!llIn 
Phl!adeIPIda 

""'..."'"f>lmbufib -" 
"",""",", 
PhlIadeiptW 
f'hIladelph\lI 
Ct\!ltlnJon 
Mempllls 
Mem?his

". ­""""'" .Nuh'rinl!l : 
&nAllionlo 

""'" 
-A\ll:tm , . 
:Dallas . -,.
SanAntooIQ 

~ Galveston 

","U -
=~ Dallu :.-" 

',UT :" Latltf"'D;Iy SIllntt sal{ Uke Chy 
ur U 0( Utah • St!t I..al<e City 

'UT P:tm.uyChUdml's SaJt ~Ctly 
'tJr'VA' f $altlAMCIJy 
VK'~ "Cillldtilriu_~ Nor((!tIi: :. 
VA fUfu (alb Church 
w; , Htru101;1 'oool.(lrs. R!chmotId 
VA,,: Med!ealCo!l*orVa. Rlchnmd' 
VA M(:(;ul«l VA" ,.1" II!¢binond 
VA Senara Norfolk GootnJ . N\)muk 
VA UolVa,:!;.':'''1;, CharlQtttnUle 
WA S&<::t'td Heart . $p\:lkane 
WA U~ e,~~ . SeaW. 

MliwllUlcee 
WI 
WI 

Milwaukee ' 
MIlWi\ll<a 

Wl 
.. WI 

Madisol) -. 

tf() . 

, 

149 14.3 as 
NA .143 .. 

NA 16.7 6 

NA 2(1.0' IS 


'!22 1:10 11 

426 9,$ 26 

NA 65.7 $ 

211 30.8 3 

}:A 100-0 NA 

37.. NA HA 

1)$ 13.8 '3; 

740 14.0 J3 

!5J 27.5 10 

71 31,5 8 

250 IS.'if :3 
$4 0.0 " 
436 llt2 4 .. 

59 5Z! 4 

78 2L4 35 

147'ZJA 16 

314 lO.9 lZ 
ZIS 15.6 " 

t\A 16,7 2 

NA 13.9: 9 

333!1U1 Ii 

)S3 -u.s 2B 


}1A 1S.4 1;1 
NA 18.7 3 


8f) '20.4 14 

28 400 5 

17S 20.7 56 

141 !9.6 13 

222 NA .NA 
62" 0.0' 4 

211 13.5 9 

53 29.9 36 

l73 8.4 21 

351 '28.4 24 


253' 'l1 23 

lJ5 19_3 2!) 
151 ox; I 

14:J 22,2 2:) 
NA 30.0 S' 
285 70 11 

348 23.13 1 

292 ISS 29 

SA !4S 16 

301 17.0 HI 
35520.0 15 

289. &,1 !5, 

;104 J1.4 ·20 

'XA 100,0 t 

!fA 31.4 9 

241 Its 26 

l!7 196 14 
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non: ,tlQI,rr.u. cITY, ,WAn" V 
At - :;,0; Alabama B1rmlilghar.! tU.- 59 255 

'AN lIaptlu UtdlJ IIotk - 581 6.:1 16 

AN Arkansai UWIJ Rock NA 9.4' S 

AR UmventIy" ,LIUle I\ock 251 .53 35 


, Al Good Snmarttan P'lKief!l)J. 630 lU 88 

'/J. ,~~~;e:,.~Real:mal :~~:: ·"~O ~.(}. ~oAX 
AZ VA 'f<JtJCn. . NA 1:.0· 21 

AZ U./l1Ym:\ty TV(Wll 705 0,0 -1 

CA Sf. Btm:ardlnf! San 1!6nart!ll'.o NA 5.1 Z'l 

CA' Ak.aBatu ,~ . BeOOi!ey. _ l'lA S.O 41' 

CA' Ch!ldrin'·w:'r> ~'J:" 1.o1A~ NA 2.1 ·;,19 

C' Cedl!.!$·S!t!al .,n. .~Ar~l~<_ 733" ,4 S .'4a,
CA IJ. orCl.l!r·L"m1J 0nI:lp,', NA ..5,8, : 2a 
CA LA CO'~xy lIA/'bor-L'Cl.A TQr:ance NA, 11' 40 
CA Sl.MIII)'..... WroiBudl NA. :}..,4 15 
CA Lom3 Un,ja U Lorna 1J:lda Ii" 4.6 '" 
CA Santa Rosa Memtt. Stnla l\On ,NA 6.7' 22'. 
CA .Callfomla ?ael{Ic,~"." ••.• ~. San fnmClSe~. 1'1/\ _,8,J,.: .171 
CA San Bemanl.!no CQUhly -' $1m &rtW'd' NAy9,9' f:: 18.· 
CA ,-USC·u"Couruy"". :.osAllfeluo,NA. 10.8'0.30_ 
CA UCSD .•" - ••'.':' San DIego • N'A 5.2 "" 8tf •. 
CA U, Of CailftmtI., , •._ . San fnndSoo NA 7,0 232 
CA Sutter Memrl-·: ""'. t, Sacmnemo. NA· Its Z6 

, CA ~.~.Sf~!d~ .."A,~_D!~Z?. ,~A.;~.: lS
CA St.JOseyh·..itt.;.'4<'~';;: ,Omnio',"" m, ·....fI' ';31· .. 
CA U.ofCa!lf·~~ll\ '_",t" ~t~, . 58J,:5.0, '''~' CA' Stan(urdU•• ,,,..,f},.. PWG!JtO,._. NA, 0.0·,··.·5· 
C, St. VlII«:nt .._ "\' 1m ~ - NA.7:4' ZOO 

-CA\ UCl.V:~:".se.,,~.,· l./)l~u· NA 2.4. 108 

CA tJSC"'" ',""";'''_'''/ ,,:, u:>sAfl#elu NA (H} ,,.,2 " 
CA YAlstcm""ffli~,:~,~.",,: 'SmtaAnl "Nil. '2,7./,'19· 
CO ChUdre!l~ , Denver NA 0.0 I 
CO Portff Mem:i}:~ >;: '~~ : NA,f1,9 ", '23' 
CO PrttbyJS< Lukel Denver " , 612 {to 70 

, CO ~_. ,:,::'~'" DtnViu'',;' c 585'2.2 35 
cr HwiJord ' Hartford < 4S1 8.1 64 
cr YaJeNewitl¥eIl' . New Haven NA' 5,8, 39 

,DC Chlld1'lms !'fMC W~on NA 11,-8 9 
DC ~u.,,'" ~' Washin,rJ.ln - NA S.ill 37 
DC C~~nU" Washlnpn.., NA' ,M ,~10', 
DC KowardU" -""~i.'~' W~ 381.23,1 ;.IS , 
DC' Wash.n ~ NA' 5,0 123 
DC Waherl\c.edAnny" ~ NA, 6.S • 22 
FL All Childtan's -.. , St hidlShur; Nil.' 9,1 .. 
fL i1ortd!,,~. <,'r,'- Orl.UIdQ" 2&n"1.i·'~,7&, 
FL SouthweSt Aor1dl1, Fort Meym 114' 42 6
Fe Jack$onMemrl.*·" Mlum!'.. lee 4,1 .:'94 
fl, MeI.!uxj!$1 Jada:(mvme: 396 9~ 11 
FL Tampa General tampa , 314 1.1 12.8' 
FL . ~ ll1ac-hl/lf• .- C!.lc.esV1\le 451 ~2 133 
GA !lelU'.eua E,¢Mtoti" ,< AtlInti' ' 144 4.0 ',13 
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.,.MO BlIlTIM 	 381 4.4'd.... 
MO Card.!!'.a1 ClMnoo Memri. : Sttools N' M > 

.,' MO St !AxllsChlMrml'$ St. LouIs • NA 4,: 12 
MO Cl'cldrw'1 Mmy KanwClt)' NA O~ I 

Br'~n, : f'A 0.0 7MO """" 
. MO St Luke's • Kansas Cll~' . 245 Ul ,,' 

, _MO l\tltlfCh Kansas ~ ; 133 4J! , 
MO S~!..outs t. SL l.(!\1!$ NA 7.' " 

,MO 'Un/V(1SUy C"""""" :m'"" " 
MS U Of Mlnitllppl .hci«oo NA· 3.S., " NC ' North CVoI1Il:- Bapl1$t 	 WiIm.·SaIem NA 37 

ctwtDtte 302 10.0NC C""'''''"N" 	 ... ".. """" U;,:C V., 	 Durham ': NA .,""""'" .' 	NA ..•r.:C 	 - Gretnv'Jlc' 10.9Pm ~l_" Mernrl 
,'.- . ~C U. or III C4roUl'l. . Cr.ape! Hill "' 810 4.1> > • 

NO .~ NA 7.7 
'0 I>1td:tmtr One ~k l\A' 00 •1 
NO St. Luke'li NA: 13.3 

" tlJ1htrp ClArlu.on Memrl """""'- . 3383.5 
, 

" AMI St.Joftpb , 0.- :aBl •.9 II " 
~'E U, Of Neltttm Omoho '40& 0.0 I 
NJ Newarn Beth lmitl ....... 'NA U' 42' 

... 
NJ' Our I..ady or !.ourdes 
NJ St Batr.tbu . . . 

'NM U. Of flew Mexleo 
.NM huby. " 

NV ,Suniuo 
N~ 
NY 

U.M.C.O!s,~':." 
Alb"" 

,, 

,. 
,~ CbIlmoo" 
]o,"y' Burn!.lu General 
NY .Presby;.· . 
m Suny bownswe{U. 
NY Ene County.> ;:,
NY StrOllt Mtmtt . 
NY 
_. 

' . 
NY MmimSlnat 

.' 
NY 
NY 
NY 

Nt\!" M" ..• . "" 
Urnversfty •. 
51. LukIJ'J-RoQsovti.t 

NY NYU 
NY SI1nyIlIS~. 
NY Wt'w:he3terCoullly 
ON Akron elly 
OX. Ch:idten', 
0. 
OH 
ON 
0. 
OH 
Ott 
Ot! 
OH 
Oli. 

C!evellInd Cltnlt: 
ChUdre.n's 
Medica; ~of Ohio 
M~VaIley 
OhiGSUitlU 
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Chrtrt' 
U. Of Cu:dnllll.ti 
UniversIty 

, OK' BtptIsI 
'01\ 
OK 
OK 
OK 
05 
PA 
PA 
PA 
PA 

FA 
• FA 

PA 

PA 

PA 

•M 
FA 
PA 
PI( 
SCn: 
_TN 
TN 

ChIldmI., 
HllIC«t$l: 
UnM'~ 
SkAnl)\ony 
~O>I Health SdencJl$ • 
Albffi Etr.swn ' 
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Gel$lnlBr 
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TX 
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~ , .. 
6m.:ku.rIdie­
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September 30, 1996 

President William 1. Clinton Via FaClilmile: l02.4S6.2983 
The White House 
1600 Pennsylvania Avenue 
Washington, D.C. 20500 

Dear Mr. President: 

: As you !mow;lllave always been very active arid interes!f;d in 
is",.,}, that aftect Pittsburgh and the State of Pennsylvania. The largest 
employer in Pittsburgh is the University of Pittsburgh and the related 
Univ....ity of PirubUl1!h Medical Center (UI'MC). In my real estate 
and development business, UPMC has been A good I;licnt for I:! number 
of years. Although I have followed and supported the: ACtivities of 
UPMC for many years. I am not :a lobbyist or paid conBUltant for it. 
Thus. I wish to bring to ynur attention a1'l nrsent matter th:tt has been 
pending at the Department of Health and Human Services (OHHS) for 
over four years which afteCts UPMC. and more especially patienls 
waiting for organ transplants at UPMC. 

UPMC is one of the leading teaching and research hospital. in 
the country and is a world leader in the field of organ transplantation, 
especiaUy liver transplantation. As a tesultof the passage of the 
National Organ Transplant Act in 1984, the control of donation, 
,UocaUon and distribution nflife-saving organs is placed in the Organ 
Pcoouxemcnt and Transplantation Network (OPTN) subject to 
supeNision and review by DImS. The OPTN is operated under 
conttaet with DHHS by the United Network for OrlflD SMr-iug 
(UNOS), a jlrivate entity. UNOS has 430 members; 276 of which ore 
transplant centers. including Ul'MC. The other mombers of UNOS 
include organ procurement organizations, other medical orgaru:zations, 
11 volu.,tary health orguniZl!lioos. and only 6 membe1'3 of the geneml 
public. Lecisions at ONOS are made on the ('one ..mem.b¢r. one~vote~' 
rule. Thu~\ trn.nsplant centers (not the patients) control the decision 
making. 
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UNOS has adopted voluntru:y policies dealing with the 
operations of the OPTN (including how organs are al(ocoted 10 waiting 
patients), but notwithstanding repeated Congressional criticism of foot 
dragging, DHHS has never adopted any binding regulations, DHHS 
began w?"klng on regulations in late 1989. In late 1990, UNOS, ­
without DHHS~s review or comment, eliminated the STAT priority for 
allocating livers to the sickest patients wherever located in filvor of 
allocating most livers using the current geography·limited system. 
UPMC complairted in writing to former DHHS Secretary Sull1van in 
March. 1991, to no avail. Shortly before you took office, DHHS was 
reportedly prepared to issue regul"tions adopting the then-existing 
s.ystem b~d on small geographic areas. 

At the urging of COOJll'CSS and others, YOllr DHHS 8P1"'intee. 
began looking at the issues again in 1993. DIillS published PJ'OllOsed 
regulations in September, 1994, seeking comment from th. transplant 
community. The preamble 10 those proposed regulations specifically 
..ked for commenl on the organ allocation policies of UNOS .. in 
effect after the .J990 change WId stated that "the present organ 
allocation policies ... raise difficult issues." UPMC and othe,., 
submined cottuncnts and proposed alternative allocation systems in 
DecembeT, 1994. AJrh<>ugh DHl!S stated in the pr<amble to the 
proposed regulation, "[tJbe process is being lnltloted to allow the 
earliest pOssible adoption of fmal Bllocation policies ,.:\ after two 
yoors DHHS bas atill not made lIl1y decisions on the issue. UPMC 
believes that DHHS must move quickly to chnngc tho ¢urrent organ 
allocation policy because patients: are dying while wait.inS £or a liver 
transplant who would not otherwise die if the existing organ allocation 
system were changed. 

; 
The current liver allocation policy works as follows: 

I 
l. ' Patients are assigned to • Status depending upon their 

medical condition, os determined by the physician, with Status 1 being 
the sickest patients (in intensive care with • life expectancy of 7 days 
or less); Status 2 being patients who are continuously hospitalized. 
Slaws 3 are patlenrs who are homebound, and .status 4 patients are lhe 
least sick. , 
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2. Geographically) the United States LS'divided mlO 69 
organ prnClll'eIIlent organization (OPO) aetvicc ~ whi<oh iIIV 

aggregated into II UNOS regtoru. 
, 
, 3, Livers are allocated first to ~tatus 1 through 4 pati..,,. 

in the OPO service area; if not accepted within the OPO service .rea: 
they are allocated to Status 1 through 4 patients in the UNOS re~ion: 
iIIld finally to Status I through 4 patients anywhere in the country 
outside the region, 

The effect of the current policy is to allow. Status 3 or4 (non. 
hospitall2ed) patient to receive a donated liver, Insteed of using that 
organ to transplant a Status 1 or 2 patient whO, by definitioUt is near 
death, simply """"""e the Status 3 or 4 patient is on the waiting list of" 
a trn.nsplant center near where the liver is donated. After development 
of the YnivCTsity of Wisconsin solution almost 10 y<:ar3 ago, a dOlU.ttc:d 
liver can be preserved and shipped anywhere in the countrY h}' 
commercial airline (12 to IB hourS) and still be viable for 
transplantation, 

Several viable alternatives to the current syslllm have been 
proposed by UPMC and others, The proposal made by UPMC would 
allocate the liver.; first to a compatible Status 1 in the local OPO 
service area, then to a compatible Status 1 anywhere in the country; if 
there is no compatible Status I patient, the organ would be offered lir.;! 
to • compatible Status 2 patient in the 01'0 service are. and then to a 
compatible Status 2 patienl anywhere in the country, and SO on far 
Statu, 3 and 4 patiellts, This proposal would allocate the livers to the 
sickest pstien .. in the largest possible gcogrnphic area where the organ 
can be trl.'lnSportcd nnd n;main in good condition to be: transplanted. 

Another pt'()po;::a,) 'WOuld allocate donated Hvers to compatible 
hospitall,"d pstients (Status I and 2) first and then to compatible """. 
hospitalized patients ("In-Patient First system"). This proposal 
maintains the "Iocal-regian.national" geographic limits of the clUTent 
system. but Insures that patients wbo h.,'e the greatest risk of dying 
without a transplant, have the first opportunity to receive a compatible 
liver. 
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·Consulumt. for UNOS and for UPMC ha~e developed 
computer models for liver allocation aod have published results ft1lm 
these models for various liver allOCalion proposal.. All of those result. 
have u;dicated that total deaths among liver transplant patients and 
recipients are less under the UPMC propusal than under the cuneol 
system. The UNOS models have indicated that between 30 and 50 
lives 6{c 5.8.VW each year under the UPMC propmial, while the 
modelhlg done by UPMC consultants indicl1tQ that in ~~f;3,lI of 100 
lives would be SAved per year. The results for the InNP«ticnt First 
proposal .... vety similO1', 

At the present time.. there are sienifieant disparities among 
waiting'times for similllr liver patients at different ftanSplan! centers 
aronod the country. The dispariues are so gn:at that some patient> can 
wait ~ or. S. times longer for an available organ as similar patients in 
other parts of the country. The results from the UNOS model and from 
the UPMC model indicate that the disparity between the waiting times 
for similarly situated patients at different eenters is reduced 
significantly under the UPMC allocation proposal, aod under the In­
Patient First system. 

, 
The cummt .s:ystetn has another coll.5Cq~. The large 

disparity in waiting times for u liver transplant induoca many patients 
to list at a small,tnmspiant center (35 or fewer 1:ruIu>piants per year) in 
hopo$ of receiving a liver sooner. Approximately 65% of liver 
~splBIlt ('.enters are in this cateeory. Unfortunately. a 1994 OPTN 
study showed that the risk of death for ftanSplant. at such small centers 
was l.jj times greater than the risk of death at centers performing more 
than 35 liver transplants per year. 

Personnel at DHHS are aware of these studies. Nevertheless, 
there appears to be a genuine reluctance to move forward with the 
formulation of an organ allocation policy. UNOS, as an Qrganization 
made up;mc ctly of Small transplant oemers, seems conlent to stay with 
the existing policy since it benefits a large number of the member 
centen-;. Although. the UNOS Board recently proposed for comment 
by jts ~em.bers some minQr rnodificnuOIl:!J to the current system, 
results from 'the UNOS .ttnd UPMC models sussest that such changes, 
which ru'C now under (mal consideration by th¢ UNOS Board~ :lire nnt 
an imp7"l)vement over rhe current S)'t<tem. However, the: exilrtine: liver 
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allocation poticy does not benefit patients waiting for liver transplants 
either. The results of all of the studies indicate that more patients die 
anncally \lIlder the existing system thao under the UPMC or In·Patient 
First alternatives, neither of which the UNOS Board is currently 
considering, and that there is greater disparity of waiting thnes among 
patients with similar medica] conditions under the existing policy than 
uudcr ei~r of those proposed alternative allocation systems, 

U:PMC believes thnt DHHS should moY<> forward immediately 
to develop and promulgate the D.Ct:tm! orgm allocation policy. If 
DHHS give... more weight to the interests of patients than 'i.rM..'liplant 
centers, the new liver allocation g)'stem win: (l) allow tho patient to 
cboose the transplant center; and. (2} dir<d tha OtglUl. to the needle .. 
patients wherever located. Tbe current system is de.~bed in 
commentS recently submitted by tlte University of Nebraska Medical 
Center at a UNOS forum: 

"", the policy mandates that describe live, 
allocation are not patient-directed, butremaln 
entitlement programs serving transplantation 
cerltcrs rather than patients in a direct and 
I~oni{()rablc fttShiOIl," 

Does DHHS 'WaIlt to endorse this type of policy? DHHS must make 
the decision on liver alJoeation policy. UNOS hns shown t.hJlt it 
cannot. or wi 11 not, At present, everything is :in limbo, with no 
reasonable prospects for change~ and. by default, the existing system 
remains in place. 

. I recognize your tremendously busy schedule and the 
significant issues that you must face each day. 1 also know that you 
maintain a d<:<:p and .biding coneem for the health and well·being of 
aU of Our citizens and are committed to the principles of fairness and a 
responsive ll..'1d responsible government. 1 ask for your assistance in 

t
insuring th,<n DHHS moves immediately to adopt regulations for the 
OPTN thaI will proteCt !.huse patients facing inuninent death whiJe 
awaiting troruplnnts fWd be fair and equitable to all patierns. 

I have taken the liberty of a.ttaching to this: letter (1 few 
questions, the answers: to which will focus attention on the important 
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policy Issues that need 10 he resolved. Thank you very much for your 
assiSlWlce. ruN 1re.tllN.U 

Sincerely yours, 
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Questions 

, 
,What projections or data has DHHS prepared or compiled which 
compare patient lives saved by Status, pre- and post-transpllmt, 
for the CWTent liver allocation system, the UNOS Board 
proposed changes, the UPMC proposal' and the In·Patient Fin;t 
IproJ'O'!a1? 

"'What projection$ or datA has DHHS propared or compiled which 

compare total pntient life years saved by Status~ pre~and post... 

transplant, for tho cu.m:nt liver altocntion system. the UNOS 


, Board proposed changes. tbe UPMC proposal and the In-Patient 

First propost\l? -­

'What projections or data has DHHS prepared or compiled which 
I compare disparities in waiting time. by Status oy UNOS region, 
'pre- and post-transplan~ for the cum:nt liver allocation system, 
the lJNOS Board proposed changes, the UPMC proposal and the 
In-Patient First proposal? 

If the In+Patient First proposal will save more patient lives, 

. increase total patient life years~ and equalize wal~ times for 

'patients iu It simihtr medical status across the country when 

compared to the CtU1'¢nt system. are there demonstrated negative 


: effects to patients of ,stl¢h proposal which olttweigh the benefits? 


If the L<rpMC p-ropo~l will save more patient livt;!s, increase total 
; patient life years, and equaJize waiting times for patients in a 
similar medical status across the country when compared to the
icurrent system, are there, demonstrated negative effects to 
, patients of such proposal which outweigb the benefits? 

,DWIS has data which indicate significant differences in risk of 
'mortality for liver patients~ pre~ and post-tran..iplant, between 
, centers performing more than 3:5 transplants pt;r year arnl those 
, performing fewer than 12 tru.r.L...plaJl~_ Ate there: dcmon:r~tltcd 
I medical bcuefits to patients to encourage patients 10 choose to be 
: tf!t..'lsplanu::d at high risk centers? 
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7. 	 Ofilias. Centers performing fewer than 35-1iver transplants por 
year, bow many are ·approvcd for participation in Medicare. 
Medicaid, V A or other federal government prognuns for 
reimbursement for live, transplants? 

8.' 	 How many «uters ore performing fewer than 12 liver transplants 
par year, and arc any of iho5e centers approved for participation 
in Modicare, Medicaid. Y A or Qthcr federal government 
programs tor reimbursement for liver tran.splants? 

9. 	 Has DHHS established any criteria for determining when the 
mortality rate at t\ liver transplant center is UnllCceptabJe so that 
the center may not participate in government reimbursement 
programs or receive livers for tnulSplant? 

,. 

2 




.. 

, 

RECOMMENDATIONS TO THE DEPARTMENT OF HEALTH 

AND HUMAN SERVICES 


REGARDING 


THE ORGAN PROCUREMENT AND TRANSPLANTATION NElWORK 


L ALLOC!'>TION OF LIVERS FOR TRANSPLANTATION: 

National Transplant Action Committee (NTAC) believes that every patient on the 

waiting list for a liver transplant should have a fair opportunity to find a donor and 

receive a transplant The waiting times lor medically similar patients should be the 

same. This can be achieved by eliminating the arbitrary local OPO boundaries and 

allocating organs on a wider basis. 

NTAC is keenly sensrtive 01 how Important local access to organ transplants can be. , 
Many of us went through our transplant experiences at a time when there were fewer 

, 
liver transplant centers. And. the distance that Individuals had to travel to find a , 

hOSpital performing liver transplants was much farther than today. 

NTAC has analyzed the UNOS ULAM modelling data to determine what impact 

wider sharing would have on local access. We compared the current allocation 

system with the various other allocation options modelled by UNOS. We believe that 

greater sharing, based upon medical necessity. will have a minimal impact on local 

access. Assuming that any center unable to perform more than 10 transplants 'per , 
year would close, we lound that approximately 12 centers would fall below an annual 

volume of 10 1.lver transplants per year and become vulnerable. However. of these. 

only two centers performed more than 10 transplants in 1995. The 12 centers were In 

larger metropolitan areas with at least one other transplant center within reasonable 

travel distance. If these 12 centers closed, another center would be nearby and 

patients would continue to have easy access to a local transplant center. 

NTAC has also examined the geographic location of all centers that performed 

fewer than 20 transplants in 1995. Once again, we found that 80% 01 those centers 

are In large metropolitan areas with at least one other liver transplant center near by. 

Another seven of the smaller centers are within a three to four hour driving time of a, 
larger liver transplant center. 



NTAC finds. that wider sharing of livers in liver transplantation will equalize waiting 

times while not having any significant impact on local access to liver transplantation. 

Our findings ensure that low income and Medicaid covered patients would continue to 

have the same' access to transplantation as is usually the case. 
, 

We support an outcome-based public policy in liver transplantation. The HHS 

allocation rules should embrace a public policy that will foster equity among patients 

wa"lng for transplants while still enabling the medical community the flexibility to adapt 

medical criteria to Changing teChnology. Therefore we propose that HHS adopt the 

following principles: 

The OPTN contractor shall maintain a system of allocating 
organs for liver transplantation that: 

a. prioritizes patients on the national waiting list based upon 
medical necessity, 

b. utilizes geographic regions large enough to ensure tha r the 
waiting times for all indivduals on the national waiting Jist 
within the 'same medical status are approximately the same, and, 

c. ensures that patients listed in a higher priority status are 
offered a donated organ before patients of a lower priority. 

, 
CurrenUy, the process of priorUizing patients on the national waiting list is loosely 

based upon whether the patient is in the ICU, is an in-patient at a transplant facility. is 

homebound and under care. or is still functional etther at sChool or work. We believe 

that medical critieria lor eaCh status should be established besed more upon 

measureable clinical indicators and condiUons. 

In addition, the current OPTN contractor, UNOS, has recently implemented a policy 

change that gives highest priority for liver transplants to patients with limited, mostly 

acute, conditions and reduces the highest priority previously given to patients with 

Chronio conditions. UNOS claims to have promulgated this rule change based upon 

the beliel that patients with acute conditions have a lower post-transplant mortality rate 

than those patients with chronic conditions. 

According to data recently published in the 1996 UNOS Annual Report, patients 

transplanted because of acute liver conditions actually have a higher post-transplant 

mortality rate than patients with chronic conditions. The one year and three year 

survival rates for patients with acute liver failure are 70.8% and 67.6% respectively. , 



The same rates for all patients are 80.0% and 73.6%. Even if one assumes that all 

acute liver failure patients were Status 1 when transplantated. the same rates for all 

status 1 patients are 69.9% and 64.1%. Clearly. the scientific data do not support the 

UNOS policy decision. , 
Instead. NTAC believes that the recent UNOS rule changes were based upon 

distrust among, transplant centers and the manner in which individuals are prioritized 

for liver transplants. Patients with acute liver failure are very clearly identifiable and 

there is little question about their medical urgency. We propose that HHS adopt the 

following regulation with respect to these issues: 

The OPTN contractor wiJI develop clearly defined medical 
criteria for prioritizing patients in each status on the national 
waiting list for liver transplants. Such critieria shall: 

a. provide that the most medically appropriate individuals 
with the greatest medical need for a liver transplant be given 
the highest priority on the waiting Jist, and, 

b. be based upon sound verifiable medical and scien tific 
principles. , 

The OPTN contractor shal1 establish a system of monitoring 
transplant center compliance with the patient listing and 
Prioritizarion standards, either through regional review boards 
or through' a single national review board. Any violations of the 
established: rules shall be reported to the Secretary. 

Finally. with respect to liver allocation, NTAC Is concerned that the use of total 

waiting time on the transplant list. as a means of selecting patients for transplant. may 

encourage premature listing on the waiting list and result in a larger waiting list than is , 
actually necessary. Therefore we suggest: 

In so far as the use of total cumulative waiting list time, as a 
means of prioritizing parients for liver transplants, may result 
in the premature transplantation of patients with chronic liver 
disease and may artificially inflate the transplant waiting list, 
waiting time in each medical priority status shall be calculated 
seperately and only waiting time in the patient's current 



medical priority status shall be considered when selecting 
patients for organ transplants from those individuals on the 
waiting lisr. 

II. OVERSIGHT AND OPERAnON OF THE OPTN: 

NTAC Is lIe& concerned about the organization of the OPTN and the role that the 

public. through qualified transplant recipients and patient advocates, has in the 

operation. organization. and rule making of the OPTN. The OPTN contractor's board 

of directors an~ its rule making process are dominated by the transplant centers. 

There are oller 250 transplant center members and fewer than 12 general public 

members of UNOS. 

In recent years, UNOS has increased the number of transplant reCipients on the 

board of directors. However, the process by which these individuals are selected for 

the board is still dominated by transplant centers. As such, the patients and members 

of the general public who are selected for service on UNOS committees and the 
•

UNOS board are carefully screened and the patients' message filtered. AHhough the 

number of recipients. family members and donor family members on the UNOS board 

has increased, transplant centers control the debate and the votes and the public 

policy positions of the leading transplant patient advocates and organizations continue 

to be ignored. 

The recent hearings on liver allocation conducted by HHS In Bethesda. MD., offers 

a clear example of the problem. Representatives from NTAC, Transplant Recipients 

International Organization (TRIO), the American Uver Foundation, as well as many 

patients and recipients from around the country, were unanimous in their support of, 
HHS and Its rule making authority on this matter. However, UNOS responded by 

claiming overwhelming support for its positions at the hearing. In a letter to the UNOS, 
board of directors, UNOS president James Burdick criticized the patients who testified 

against UNOS as "profoundly ignorant" about the matters in this debate. The fact is 

that many of those who spoke on behalf of changing the system have followed this 

debate closely since its beginning and have studied the UNOS data very thoroughly. 

Their problem is not ignorance. Instead, It's the fact that they understend the situation , 
all too well that has earned them the contempt of the UNOS president 



Not only is there a real lack of representation of patient interests on the UNOS 

board, there is also a disproportionate level of representation among the transplant 

centers themselves. Centers that perform 10 transplants per year have as much input 

into UNOS policy as those centers performing 200-300 transplants per year. Those 

centers performing a greater number of transplants represent more patients, more 

transplant professionals, and a greater stake in our public policy on organ 

transplantation. 

NTAC also has concerns about whether the OPTN contractor should be in a 

position to promulgate public policy in organ transplantation when its members and 

board of directors have such a parsonal financial interest in the outcome of any such 

policy decisions. We believe that the public policy decisions should be made 

indepandent of spacial interests. 

There is nothing expressed or implied in the National Organ Transplant Act that 

requires !he OPTN and the OPTN contractor be one and the same. The U.S. Senate 

concurred on this point during its deliberations on the National Organ Transplant Act in 
; 

1996: " The Network was described in the original law as a 'private entity.' The, 
committee views the. original designation as a 'private entity' to represent an 

Indepandent voluntary organization which would function outside of a government 

agency. with government oversight, and would represent the Interests of the public 

and the transplant community. The committee believes that the original designation 

was not a legislative mandate that the Network should become a subSidiary of, and 

therefore synonymous with, the Network contractor: (U.S. Senate report 104-256, 

April 22, 1996.) 

Therefore, NTAC proposes that the Secretary establish a National Organ 

Transplant ~ Oversight and Advisory Committee as follows: 
, 

The Commirtee should include representatives from 
transplant profeSSionals, other health care profeSSionals, civic 
and public'leaders. and the public at large. 

1. Representatives of transplant professionals would be 
selected by the Secretary from the various specialties in 
transplantion and inciude representatives of organ procurement 
organizations and histocompatability labs. 



• 


II. Health care professionals would be selected by the 
Secretary and could not be employed by the Network contracwr, 
a transplant center, an OPO, or a histocompatability lab. 

I 
lll. All other public members would be selected by the 

Secretary and could not be directly employed by a transplant 
center, an OPO, or a hisWcompatability lab. 

a. The Secretary would solicit recommendations from 
transplant advocacy organizations in the selection of public 
members and give priority to transplant recipients and family 
members of transplant recipients and donor families. 

IV. All' rules and regulations, as well as amendments w 
existing rules and regulations, promulgated by the OPTN 
contracwr and directly related to the operation of the OPTN, 
would be subject w review and approval of the Committee and 
the Secretary., 

a. Any proposed changes would be forwarded 
immediately to the Committee upon approval by the OPTN board. 

b. ,Within 60 days the Committee would submit its report 
and recommendations to the Secretary on any proposed rules 
changes. During this 60 day period, the Committee may request 
from the OPTN, and. the OPTN shall provide, data and information 
W support and explain the changes. The Committee may receive 
and consider data and information from other sources as well. 

c. 'Within 30 days after receipt from the Committee, the 
Secretary would publish the proposed changes as approved or 
modified by the Committee for public comment and proceed w 
finalize the rule as required in the Administrative Procedures 
Act. 

d. , Upon showing good cause, the OPTN board may request 
immediate implementation of a proposed rule. The Committee 
may approve the implementation of an interim rule that would 
be in effect until the proposed rule is adopted, amended, or 
rejected by the Secretary. 

V. The Committee, at its discretion, may propose changes w 
the OPTN rules and regulations and submit those proposals W 
the Secretary for review and approval. 



THE IMPACT OF GREATER ORGAN SHARING 

ON THE AVAILABILITY OF LIVER TRANSPLANTS 


AT THE "LOCAL" LEVEL 

PREPARli!) BY 


NATlONAL TRANSPlANT ACnON COMMrnEE 


, 
INIRODUCl10N:, 

There bas been a great deal of speculation about the impact that a 

system of greater organ sharing might have on the availablity of local 

transplant centers in the field of liver transplantation. The current system 

of organ allocation gives priority to all local patients on the waiting list 

before a donated organ is made available to any other patients on the 

national waiting list. Patient advocates have been calling for a system tbat 
, 

would direct livers to the most medically needy patients through a system 

of wider sharing of organs across local and regional boundaries. 

Those oppOsed to "medical needs based sharing" have argued that such , 
a system will benefit a few large transplant cemers and result in the 

closure of many other small to medium liver transplant centers. 

We believe tbat this is the first analysis to date that attempts to 

determine tbe impact that greater organ sharing would have on access to 

transplantation. We have analyzed data developed by the United Network 

for Organ Sharing (UNOS) and have concluded that an allocation system 
, 

based upon medical need would not have a detrimental impact on a, 

patient's ability to gain access to a nearby liver transplant center. We 

compared the 
! 
, 

current system with one that is needs based. The 

alternative system would allocate livers to all patients on the national 

waiting list With the same medical urgency before patients with a lower 

medical priority. 



We have concluded that under such a system only about 12 liver 

transplant centers would be at risk of closing because of a lack of volume. 

Most of the country's 101 transplant centers would see little change in 

their overall ~tatus. In fact, greater sharing would result in fewer low, 
volume transplant centers and an increase in medium to large transplant 

centers. Given the impact that volume and experience have on patient 

survival, we conclude that changing the current system will also have a 

positive impact on the quality of care available in our nation's liver 

transplant centers. 

METHODOLOGY 

Our analysis is based upon information developed and published by 

UNOS. UNOS created the UNOS liver Allocation Model (UlAM) as a tool to 

evaluate the impact that changes with liver allocation would have on the 

system. UlAM computer reports include a variety of outcome 

measurements induding the number of livers imported or exported for 

any given region. By comparing the results of different allocation 

algorithms we, can determine any net Increase or decrease in the livers 

available for transplantation in each of the UNOS regions. We have used 

the UlAM data 
, 

in conjunction with the UNOS Report of Transplants by 

Center 1988-1995. , 
We grouped the transplant centers to determine the total transplants , 

performed in each region in 1995 and then adjusted the total depending 

upon the change in the exports/imports according to the UlAM data. We 

then prorated:the difference equally across all the transplant centers in 

the region. I 

This analysis could be enhanced by determining the export/Import rate 



for each local OPO service area. However, we feel that this method of 

analysis still provides an accurate appraisal of the impact that greater 

sharing would have on liver transplantation. 

In our examination of the data we compared the current system to one 

that allocates livers according to medical priority (all status 1 patients 

locally, regionally, and nationally before transplanting patients with a 

lower medical status). These different systems are modelled as policy 

number 95 (c,;,rrent policy) and policy 97 (proposed) and were included in 

the Report of the UNOS Liver and Intestine Committee for the November 
, 

1996 UNOS board meeting. , 

RESULTS 

We assumed that a transplant center would close if the following 

conditions existed: 1. the volume of the center decreased to the point, 
where it performed fewer than 10 liver transplants per year, and 2. it was 

not associated with a larger transplant program (ie. a children's hospital 

paired with a larger transplant program). We found that 12 liver 

transplant programs would be in jeopardy of closing because of a lack of . 

volume. However, ten of those centers already performed fewer than 10 

liver transplants in 1995 while the two others only performed 10-24 

transplants. 

The mix of ,small, medium, and larger transplant centers would remain 

relatively similar between the two systems. The number of centers 

performing fewer than 10 transplants per year would decrease by 50%. 

There would be virtually no change in the composition of the remaining 

transplant centers. However, the proportion of transplant centers 

performing mbre than 25 transplants per year would increase from 54% of 



all centers to 60%. 

Finally, thdre would not be a dramatic increase in the number of 
I 

transplants performed in the country's largest transplant centers (centers 

performing more than 100 transplants annually). In 1995, the largest 

centers performed 1218 transplants and accounted for 31.1% of all liver 

transplants. Under a medically based system those centers would perform 

33.0% of all transplants for a total of 1293. 

CONCLUSIONS, 
• 

Claims that a needs based allocation system based upon wider sharing 
I 

of organs would adversely impact access to transplant programs are 

unfounded based upon the UNOS data. Using our criteria, we fmd that 89 

of the 101 hospitals performing liver transplants in 1995 would continue 

to remain viable and provide service to a broad cross-seeton of the 

country. Of the 12 centers in jeopardy o~ clOSing, only 2 of those centers 

performed more than 10 liver transplants in 1995. In total, the 12. at risk 

transplant centers performed a total of 65 liver transplants in 1995, 

accounting for 1.7% of the total for the country as a whole. 
· Geographically, the 12 centers serve patients in 10 locations. Of these, 

six of the locations are in large metropolitan areas that include at least one, 

larger, liver transplant center. Two of the other locations are within two 

hours driving time of another transplant center and one other is within 

three hours driving time of a larger center. The final location is more 

remote and is approximately four to five hours driving time from the 

nearest transplant centers. 

The UlAM data has shown that a medically based allocation system is 

much more equitable than the current system. The proposed system used 
• 



in our analYSiJ showed the lowest regional standard deviation in the ratio 

of liver transplants to patients on the waiting list. Liver transplant 

patients could also benefit from a higher quality of care that a needs based 

system might provide. A relationship has shown to exist between 

transplant center volume and patient survival. In 1995, 54% of the 

nation's transplant centers performed 25 or more procedures. Under the 

medically based sharing system that percentage would increase to 60%. 
\ 

The development of the nation's liver transplant system has been an 

ad-hoc process. , Hospitals have been able to open and operate liver 

transplant centers by simply meeting the professional medical and staffing 

requirements of UNOS. There has been no needs based planning. As a 

result, we have 2 transplant centers in a city of 200,000 that served only 

16 patients in 1995. In a city of 500,000 individuals, 3 transplant centers 

performed a combined total of only 31 transplants. In another region of 

the country, a hospital is attempting to begin a liver transplant program 

despite the fah that, less than 1 hour away, 4 transplant centers perform a 
, 

combined total of about 100 liver transplants per year. Clearly, very little 

thought or pI:i.nning has gone into our transplant system. 

A system that allocates organs based upon medical necessity helps 

correct this problem. A needs based system ensures that the most 

medically deserving patients are given the highest priority when a 

donated liver is found. By controlling the flow of resources in this manner 
I 

we can overcome the ad-hoc system that has developed throughout the 

past decade and move closer to a system that meets the health care 

demands of the American public. Changing the liver allocation system will 

not have the adverse impact on "local access" that many have claimed. , 
Instead, needs based allocation will steer resources in the direction of 

those regions, and those patients, where the nation's health care system 

can derive the greatest benefit. 



TABLE 1 

VOLUME UNDER PROPOSED SYSTEM 

0-9 10-24 25-49 50-99 100+ 

1995 VOLU:VIE, 
0-9 11 1 

10-24 19 3 

25-49 5 21 4 

50-99 6 12 1 

100+ 6 

The left hand column represents the catagories of liver transplant 

centers based upon 1995 volume. The top row shows the impact of the 

proposed allocation system. For example, of the centers performing 25-49 

transplants inJ99S, 5 would perform 10-24 transplants under the 

proposed system, 4 would perform 50-99 transplants, and 21 would 

remain in the same catagory. 

TABLE 2 


. LIVER TRANSPLANT CENTERS CATAGORIZED 


BY VOLUME 


CURRENT SYSTEM NEEDS BASED 

0-9 22 11 

10-24 24 2S 

25-49 30 30 

50-99 19 16 

100+ 6 7 
TOTAL 101 89 
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EXECUTIVE SUMMARY 


National Transplant Action Committee, (NTAC) is a publicly funded non­, 

profit initiative whose mission is to protect and advance the rights and 

welfare of patients needing organ transplants and their family members. , 

We actively participate in legislative and governmental deliberation that , 
impact our coristituents. Although the organization is relatively new, it's 

, 
principles and,directors have years of experience as representatives for 

organ transplant patients. The organization has a rapidly growing 

membership. 

NTAC supports the Secretary's decision to hold hearings and to 

promulgate rules on the issue of organ allocation. We believe that the 

legislative intent of the National Organ Transplant Act clearly places the ,, 
oversight of the Organ Procurement and Transplantation Network (OPTN), 
on the shoulders of the Secretary. Despite mandating that the OPTN be a 

, 
"private non-profit organization" the role of the private contractor is 

narrowly defmed in the legislation. Although the OPTN contractor has 

argued that the issue before the Department is purely a "medical issue," we 

believe that the decision of who lives and dies through our national 

transplant system is truly a public health issue. 

Furthermore, despite a 3-year effort to develop a fair public policy on 

liver allocation the OPTN contractor, the United Network for Organ Sharing 

(UNOS), has b~en unable to do so. Instead, recent UNOS actions have 

instilled tremendous hostility in the public, a lack of trust in the system 

and panic among waiting liver transplant candidates. Public trust is 

paramount in our efforts to promote organ donation. We especially 



condemn UNOS for its reoccuring attacks on the Department of Health and 

Human SelVices and especially its most recent flagrant attempts to stifle 

public criticism through this heari.flg process. 

, 
With respect to the issue of liver allocation, NTAC supports a system 

based upon medical necessity versus the current system of local priority. 
, 

We view the allocation issue as a function of two variables: geography and , 
medical urgency. We believe that the national allocation system should be 

founded on medical urgency with the most critically ill patients having the 

highest priority. Based upon the recent report of the UNOS Uver and 
, 

Intestine Transplant Committee to the UNOS board we believe that a 

system based upon medical necessity will maximize both utility and equity 
I 

within the OPTN allocation system. We find UNOS statements regarding 

the results of their computer modeling on this issue to be biased and 

misleading. We feel that the UNOS Uver Allocation Model could be an 

effective tool. However, the manner in which UNOS has utilized this tool is 

intellectually dishonest , 

We feel that a falr allocation system will help in efforts to promote 
, 

organ donation. For the past few years, UNOS has led an effort to promote 

organ donation through the "Coalition on Organ Donation." Despite 
I 

spending millions of dollars the Coalition is unable to show any positive, 
results in increasing organ donation rates. NTAC believes that the key to 

increasing organ donation is through enhanced professional education and 

the development of a system providing prompt referral of possible donors 
I 

to qualified professionals within the Organ Procurement Organizations. 

I 

The organ allocation debate and the management of the Organ 

Procurement and Transplantation Network by UNOS is a great concern to 



NTAC. We believe that the actions of the OPTN contractor necessitate a 

further examination of the National Organ Transplant Act and drastic 

changes to ensure that the public interest in this arena of health care is 

protected. 

RULE MAKING AUTHORITY 

In a letter to Assistant Secretary for Health Philip Lee, UNOS President 

James Burdick, MD. strongly urged that the Department postpone these 

liver allocation hearings and that HHS "Issue a public statement 

reaffirming that both the Department and HRSA "strongly believe that the 

complex scientific and clinical decisions surrounding these (liver allocation) 

issues are best made by the transplant community and, in particular, the 

OPTN board of directors, as a representative body of this community.» 

This is not the only time that UNOS has challenged the authority of HHS 

to regulate the OPTN. UNOS filed an extensive complaint with the General 

Accounting Office regarding many of the provisions of the HHS Request for 

Proposals for the upcomng OPTN contract. Much of that complaint 

centered around the authority of HHS to regulate and oversee the 

operations of the OPTN and UNOS. 

Not only is HHS oversight of the OPTN clearly the intent of the National 

Organ Transplant Act, it is also critical to the interest of the public health. 

42 U.S.C. Section 274c places the administration of the National Organ 

Transplant Act under the jurisdiction of HHS. The law requires the 

Secretary to "maintain an identifiable administrative unit in the Public 



~ 

j 

! 
. I 

Health Service to adminster (the Act) and coordinate with the organ 

procurement activities under title XVIII of the Social Security Act ... " 

Congressional reauthorization of the Act in 1990 resulted in important 

statements about the OPTN and the role of the contractor, speCifically 

UNOS. Cong~ss amended the Act to reduce the minimum requirement 

that must be met by an entity seeking to operate the OPTN. In doing so, it 

was the intent,of Congress "to provide the Secretary with the opportunity 

to seek out the best possible potential applicants for this critical role. This 

change...refk'Ct(s) deep concern on the part of the Committee in the 

manner in which the OPTN has functioned.;' (Senate Report 101-530, U>S'; 

Code Congo and Adm. News, p. 4625). Congress also criticized the Secretary 

for a lack of leadership, "The Committee hopes that the Secretary will take 

a more personal interest in this important program and will be at the 

forefront of its success." 

Although the Act grants limited authority over medical issues with the 

OPTN, the legislative history is clear that the oversight of the OPTN is that 

of the Public Health Service of HHS. The matching of donors and recipients 

for organ transplantation involves key medical deciSions that focus on 

histocompatibliity and the scientific task of matching. donors with possible 
, 

recipients. However, once that has been completed, and a list of possible 

recipients com'piled, it then becomes a public policy question as to who on 

that list should be given the first opportunity to receive a transplant, who 

will continue to walt for a transplant, and who will possibly die. 

THE "UlAM" COMPUTER MODELING 


Although NTAC views this matter as a public health issue, we also 




, 
acknowledge the complexities of liver allocation. 

I 

In an effort to examine the organ allocation issue, UNOS developed the 

UNOS Uver Allocation Model - "UlAM." This tool facilitates a rational 

assessment of different allocation algorithms and on key outcome 

measurements~ The UIAM modeling data makes it easy for any public , 
policy maker, regardiess of their medical tralning. to make informed 

, 
decisions among the various system options. 

I, . 
I 

Despite the' usefulness of the ULAM data, NTAC feels that UNOS has , 
used this tool with a bias toward maintalning the Status quo. Also, the 

manner in which UNOS has organized and reported the ULAM data has not 
,• 

been consistent. UNOS model runs report on certaln outcome , 
measurements in one report and then on different measurements in later 

computer runs. This makes it difficult to make comparisons between the 

different allocation options. 

We believe that there are key outcome variables that should be the 

focus of the public policy decision and the potential benefits of any given 

allocation option. TotalHfe year measurements such as "quality adjusted, 

life years" have been a standard tool used in the overall formulation of 

health care policy. As reported by Kaplan and Anderson (A General Health 

Policy Model: Update and Applications; HSR: Health Services Research 23:2, 

June 1988) life year measurements have been widely used in public policy 

decisions including Food and Drug Administration evaluation of the 

effectiveness of new products. The basic model involves the overall 

evaluation of two competing health care treatment options. 

With respect to the UlAM outputs, "total patient life years" and even 



"total pre and1post transplant deaths" can provide us with an appropriate 

measurement of the overall benefits of the different allocation options. , 
However, in i~ 

, 
deliberations, UNOS has chosen to focus only on post 

' 

transplant results and has ignored the other part of the equation: the 

outcome for those patients that do not receive transplants. Without 

conSideration for the patient outcomes for both those who do and do not 
,

receive organ transplants we cannot derive the overall health benefits that 
,, 

accrue as a result of our policy decision. 

In a recent :report entitled"The Relative Risk ofMortality for UNOS 

Status 3 Liver Recipients: A Comparison of the Risk Post-Transplant to the 

Risk on the Waiting List," iJNOS researcher Elick Edwards concludes: "there 

is no net survival benefit of (liver transplantation) for Status 3 patients 

within the first two years following transplantation." The following table, 

using recently'pubiished UNOS data, illustrates the point at band:, 

RElATIVE BENEFIT FROM TRANSPlANTATION 

TWO YEARS POST-TRANSPlANT 

survival net benefit 

with tx without tx in life years 

1 yr 2 yr 1 yr 2 yr 
: 

Status 1 patients 69.8% 65.5% -0- -0- 1.353 , 

Status 3 patients 80.7% 76.1% 80.7% 76.1% -0­

UNOS has argued that the slight improvement in survival between 


Status 1 and Status 3 patients is significant. But, as one can easily see, the 

, 



net benefit from transplanting status 1 patients is substantially higher 

than that of status 3 patients who are essentially receiving no benefit from 

liver transplantation. 

With respect to the matter of equity, UNOS has given virtually no 

consideration to this issue despite the fact that inequities in waiting times 

is the heart of:the allocation debate. Of the various outcome . 
measurements we believe that the ratio of transplants to individuals on 

,
the waiting list is an appropriate marker to analyze the fairness of the 

different allocation options. Another appropriate measuring tool would be 

an indicator of those who die waiting for a transpiant on a region by region 

basis. 

ULAM RESULTS 

Over the course of this debate UNOS has modeled many different , 
allocation options. Based upon the results and our discussions above we 

support those \Jptions that place greater priority on medical status as 

opposed to geography. Based upon our analysis and review of the UNOS 

Liver Committee report to the UNOS Board, we believe that the "Inpatient 

First" policies and the "First Local National" policies show the best overall 

results and that these options maximize both utility and equity. Our 

review of these options and a comparison with the current system is 

included on the next page. 
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• 

COMPARISON OF VARIOUS 


LIVER ALLOCATION OPTIONS 


• 

TOTAL PATIENT UFE YEARS 

TOTAL PRE & POSTT)( DEATHS 

TRANSPLANTSIf'ATlENTS USTED 

PER REGION (RANGE) 


WAmNG TIME TO T)( OR PRE T)( 

DEATH (RANGE) 

STATUS 1 

STATUS 2 


TOTAL PATIENT UFE YEARS 

TOTAL PRE & POSTT)( DEATHS, 

AVG. WAmNG TIME TO T)( 
STANDARD DEVlATlQIII (REGIONAL) 

, 
PERCENT DYING PRE·T)( 
STANQARO OEVIATlQIII (ReGIONAL) 

TABLE 1 

CURRENT POUCY 

51,312 

6242 

35-29%PTS 
(H: 65.62% L: 30.33) 

5.6-:i6 DAYS 
10.l3-S.0DAYS 

(SOURCE: UlAM MQOEUNG) 

TABLE 2 

CURRENTPOllCY INPATIENT 
APST 

51,n4 53,381 

7055 

4.64 1.92 

(SOURCE: CONSAD RESEARCH) 


RRSTLOCAL NAllONAL 

51,677 

6105 

6.26%PTS. 
(H; 43.35% L: 37.09%) 

26· 1.9 DAYS 
7.13-MDAYS 

RRSTLOCAL 

NA110NAL 


6731 

1.59 



OTHER CONSIDERATIONS 

There have'been a number of other concerns e.xpressed by UNOS we 

believe that these concerns only serve to distract from the real issues, 

Also, these UNOS concerns hold very little if any foundation. 

1. "Local use of organs promotes donation." There is no documentation 

supporting this claim. In fact, we believe that public trust in a falr system 

is the cornerstone of organ donation. 

2. "Greater organ sharing will result in the closure of some centers and 
. 

will create an access problem for patients." As the enclosed map 

illustrates, most transplant centers are clustered around large metropolitan 

areas. We believe that greater sharing may result in consolidation within 

the transplant' community but that it will have no impact on access. In 

fact, we believe that it may improve access. 

3. "Transplanting the sickest patients first is a poor use of donor 

organs." As illustrated above, status 1 patients derive the greatest benefit 

from transplantation. We point out that every system that was modeled 

using the ULAM tool began with transplanting local status 1 patients as the 

highest priority. The message from competing transplant centers is that 

status 1 patients are indeed the most important patient~ to transplant '" 

unless they are in another part of the country. 

ALLOCATION AND MEDICAID 

An important issue that has been ralsed is the impact that greater 



I 

I 
sharing will have on the Medicaid population. NTAC President Craig Irwin , 
serves on the Oregon Medicaid Transplant Criteria Committee and has 

devoted a great deal of time to improving access to transplantation for the 

Medicaid population. 

There is no: federal law mandating that states cover any organ 

transplants under their Medicaid programs. When states do cover organ 

transplants, often they require that beneficiaries use in-state facilities if 

they are available and if they are capable of providing the needed 

services. There are also options for rare cases. If coverage exists, but 

there are no in-state programs, then the state negotiates with a transplant 

facility in another state for the provided services. The rate of payment is 

based upon the reimbursement rate in the beneficiary's home state or the 

reimbursement is negotiated. There is tremendous latitude. In any event, 

whenever a Medicaid beneficiary requires services in an out-of­

state facility, federal regulations mandate that the beneficiaries 

home state provide reimbursement for travel, accomodations for 

the patient, as well as for a necessary "caretaker/companion.", 

Based upon the federal regulations, and the options that are available to 

states and beneficiaries, NTAC strongly believes that any consolidation that 

results from greater liver sharing will not impact the ability of Medicaid 

beneficiaries to access liver transplant centers. Even if in state facilities 

are eliminated due to consolidation, tben the states must make the 

appropriate arrangements to provide care with an out of state facility as 

well as assist lri the transportation and accomodations of the patient. , 



RECOMMENDAnONS 

We believe that the Secretary should proceed to publish final liver 

allocation rules. We further believe that it is in the best interst of the 
, 

American public to have a system of liver allocation based upon medical 

necessity as opposed to geographic priority. It is apparent that status 1 

patients who receive liver transplants do derive the greatest net benefits 

from the procedure. By combining these features into our allocation 

system NTAC believes that utility and equity will both be maximized. 

We have offered the following proposal based upon our review of the 

Liver Committee report to the UNOS board of directors as well as our own 

assessment of the UrAM data. 



NATIONAL TRANSPLANT ACTION COMMITTEE 


PROPOSAL FOR 


THE ALLOCATION OF LIVERS FOR 


ORGAN TRANSPLANTATION 


" 
1. Livers should be allocated based upon the medical status of the patients. All 
patients within a given health status should be eligible tor a donated liver before 
patients In a lower priority status. 

2. The aliocatlon order should be as tallows: 

LOCAL REGIONAL NATIONAL 

STATUS 1 1 2 3 

STATUS 2 4 5 6 

STATUS 3 7 8 9 

3. NTAC supports two suitable options for defining geographic boundaries: 

a. local'" local OPO service area regional = UNOS region 

b. local", 500 mile radius from donor regional = 1000 mile radius 

4. Criteria should be developed lor defining the patient statuses from 1-:3. For 
example, patients who are currently listed in Status 3 but who exhibit esophageal 
varicies or, patients with small intra-hepatic tumors may deserve higher priority status 
on the waiting list. The goal of the criteria should be to increase use of clinical factors 
to determine priority on the walting list instead of patient location (ie. at home, in 
hospital, etc. .,). The OPTN should monitor transplant centers for compliance., 

5. Transplant center performance standards should be established based upon patient 
mix and patient mortality. Centers that fail to meet the performance standards should 
be placed on probabation subject to elimInation from the network if they fail to meet the 
established standards. , 



Distribution of All Current Liver 

Transplant Programs 


by 1995 Volume 


l~~':'-:,.,::,.:. ' 
~.'.,~. 

"" 'I - .' :, I.' ,),' • 
.'• 

'\,,;', ," 
, -"'" 

",'zfJ';:: \ '·tS,~,':':~ ')' 
.: '.:.~ " 

I 
i • 35 or more transplants 

• Less than 35 transplants 
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TabId! 

Patient Su~ival Rntt.s at Tbree Montbs and at One, TW(l, Tbree~ and Fh,'e Years 


October !~87 Ihrough December 1994 


Liver Transplants 

, 
:; Month I Year 2 Year 

, 
3 Year 5 Y CaT,, 

Sllrvivnl Survival Survival 
, 

Survival Survival, 
C~nter- Volume N , 

Std, Std. Std. , Sid. Sid 
% Err. % Err, , % Err. % Err. % Err., 

3702 82.2 0.6 
, 

76.4 0.7 73,1 O,g 70.4 0.8 
, 

65,6 1.00-23 , , , , 

24·45 3699 8SA 0.6 
, 

80.2 0.7 , 76.2 0.7 i 73.5 0.8 67.6 LJ 
, ,

I 46-92 3893 88.1 0.5 83.1 0.6 80.1 0.7 I 71U 03 73.7 0.9 

I 93·159 
, , 

0.8 I3516 1 88.6 0,6" 82.4 0.7 77.8 0.8 , 75.3 , 70.6 1.0, , 

3590 : 86.1 0.6 80.1 0.1 76.1 0.' 72.5 
, 

0.9 I 66.5 
, 

1.2160+ : , , , , , , 
Unknown 1564 i n,l;, n,('. n.' n.c. Il,C, I'U!. n,c. n.c. n.e. 

, 
n.c., 

0"';(;111 19964 85.8 0.3 80.0 0.3 76.3 0.3 73.6 0.3 6&.1:: 0.4 

:; MOnlh i 

, 

Primary 
UiagJlosi!'l 

N 
Survival 

I Year 
Su 

Ii 2 Year 3 Year 5 Year __~~~~-1I__~S~U~N~,,~v~a~i__;~~S~U~N~'i~,~a~l~ 
Std. : SId. Std. 

Non·Ch()leslatic 
Cirrhos.is 

Cholcstatic Liver 
Disca.wl Cirlhosis 

Biliary Am:!>i!! 

"Failure _. ,' __ 

Metabolic 
Dist:a~e 

Malignant 
: Neoplasms 

: Dlhcr 

Unknown 

Ovcr,tll 

% 

3484 &9.5 

ISi4 84.4 

10)2 86.7 

780 86.4 

8A\ &4.3 

187: n c. 

19964 II 85.' 

S:td. 
Err. 

0.5 

0.9 

: % 

.. 
, 79.9 

81.2 

,, 
1.l i 82,1 

u I 66,) 

I.J 79.1 
, 

n.t. I n.c. 

0,) 80.0 

,. 
06 : &3.1 . 

80.2 

, 
1.8 : 50.8 , 

loS i 15.6 

n.c. n.c, 

03 76.3 

Err. % i Err. % ,Err. 

0.5 
i 

72.91 

0.1 I 81.0 

. 

0.5 

0.7 

1.0 

, 
, 0' ­66.6 i v.v 

i 
11.61, 

" . ­ ,~-- - ---~', - "~-~ 

1.3 ! 67.6 1.4 I 64.5 I Hi _ _ ._ ,__ • ,_...J 

2.0 42.1 

1.6 73.2 

n.c. n.c. 

03 73.6 

..
1.4 ' 76.2 

2.0 33.S: 2.2 

L' 71.7 LI) 

'l.C. n.!;. n.c. 
, 

0.3 : 68.8 

Source: 	 UNOS Scientific Registry data as of September 7, ! 996. 
NOles: 	 The survival rates were computed using the Kaplan-Meier method (~~I! Notes on Graft and Patiem 

Survival), 
N deflOteS the number ofrranspiants for which a survival lime CQLlld be determined. 
n.d. 	 denotes no! determined due to insufficient sample size" 

tlenOlI:S none In catet0ty. 

11.<:' de~otl!S not ca!culat<:d for tho Unknown l;:alcgorics_ 
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Table 31 

Patient Survival Rates at Three Months and at One, Two, Tbree, and Fin~ Y cars 


October \987 through J).,cember 1994 


Liver Transplants 

, , , 
3 Monlb 

, 
J Year 

, 
2 Year 3 Year , S YC<lr, , 

Wnitin~ List 
, , 
I , 

Survival Suntival 
, 

Survjval Survival SurYIval, , 
Status at , N 

SId • 
, 

Transplant- Std Std. Std. Sid, 

~ Err, % 

~ 
Err. % Err. % Err. 

, ~ , 
n,d,:':'.f 18&6 76.2 1.0 , 69.9 1.2 64,1 , IJ fl,d, 

'2 
, , 

n.d. i2262 ; 88, I 0,7 au G.!} : 167 1.0 73.6 1.2 rul. 

! 3 

I 
4611 93,) , 

0,4 89.2 0,5 859 0.6 : 82.6 0.8, n.d. n,d.I ,, 

IS il 90,1 2,6. 82.0 : 
, 

4 258 9),6 1.9 , 836 2.7 : n.d. (I.d., 
, , 

II , 
t:nktJown 1071 

, 
n.c. n.c, II n.c. n.c. : n.c. n.C. : n.c. 11. ;;:,n.c, I n.c. 

Overall 10088 87,6 0.3 II OA 
, 

185 0.5 75,6 0,5 n,d, n.d.82.2 , ,, 

, 

,,, 

,, 

• 	 Data art'for 1992·1994 only, Current medH;alufgency stalUS codes (OT liver allocation are: 
J feU bound, expected to live less than 7 days withouf a trnnsplan:. and meeting at least one of a specific ~d 

ofOit.er criteria (sce UNOS policies), 

] Hospitalized in an acute care bed for at least 5 days or imensive eare hound. 

J Requires continuous care, 

~ At home. 


Source: UNOS Scientific Registry data as of September 7. 1996" 
Notes. 'fhe survival rates were computed using the Kaplan-Meier method (see Notes on G:aft and Pntienl 

Survival). , • 
.\' . denotes the num\)er of transplants for which a lJUrvival time could be determined . 
n.d. 	 denotes not determined due [0 insuffident sample size. 


denotes none in category.
, 
n.c. 	 denotes not calculated for the Unknown categories. 

144 	
i 



\ 	 ' • 1 
" ;\{ 

\ 	 ".\ 

\ 	 ,/ -J.~~, 
k ':'" .",\

.-\,, 	 '.\ ~,

J i/'.\ 
\ 	 '1 ~r'~( 

, 

'\ 
i ,I" . \ ., 


- I .' J ,;/~

JANUARY/FEBRUARY 1997 J . ',':" 

I I 	 f \M~, , , , "" ,~ 	 .,
i ( , ""• Board Slate AmlOunced . 	" -' .. 	 . . 

• '1996 Annual Report Published 
~. 

• E;ercise 4ay Help Heart ~andUlates ' 
• Neonatal Donors Needed 

• 	Dave Thomas Brings Donation Message 
to Executives 

" , 

.. 	 ' 



w H A 


he UNOS "Wh:I1'jo GOing On~ 
and '·Who·.~ Going Whae" 
columns are your cohlmns to 
(ell other OI'Os, tr;lusp!:mt 

progmm~, hi,((J('om!'Jt:hiEty 
bbo:-aloric; ;U\J other trans­
planr-rebted org~ni:utinr.~ 

a\x;ut news, activities, resource m:Hl,rjal~ 

and stalT .::ilangt"S you would like to puhli­
cin'. 1'1::;1,1' send inform;ul{)n (0 E$'lh('r 
Bcn.:nSO:l, Ed:!Of, exos, CO. Box 13770, 
Rkhm~md, VA 23225. 

New Members 
The UNOS bootd of rureC'wn. :tpprt:n'ed 

the t()lltlWing I~ilities. for UNOS mcmhfflhip: 

Transplant CfJnter 
Scomd.l1e Memorial H{)~pifJ:l·Othorn 
SCOlmble. Ariz. 
t-::lilMy-Awold Serota, M.D., din:<:tor 

Transplr;mt Progroms 
Unlv.'rslty of Ma5sachusCtH Medica] C<:nur 
WorccMCf, M:m. 
l.ivc,-Wi!~ian, Meyt"L~, M.n" di,cf;rfIr 

Shand~ Hospital at the Unlvenitr of 

Flori.k 

GainCb'liile, Fla. 

Ht:;\rl·]ung-E.dw.~rJ 5:aple", M.! }., .mi.! 

Ranr Renole:. M.D., db:<:!f)f., 


\'(fencbesrer County Mcdk31 Center 
Valhalla, N. Y 
Uvcr-Jamc~ l':pe;. h·l.D., dillt(l(}f 

OPO 

UfeCenler NOf1hwe:i! 

SeaHle, \Xla~h: 


HistocQmp(ltibilily ltlborotory 

lJnivctsitr (lf1(oxas $()urhwt.~rern . 

H i"I<)Wmplltibiliry Lah()falOry 

D.IIIH, T(:)(3.' 

PeWf $usU!r, M.D., dirc<:::nf 

General Public Membership 
Det'1)r;lh Sutb.t, R.N., AUfOrJ, llL 
~bry Ann Lunde. Miann. Fla, 

,T s G o I N 

Membership Total 
As of November 13, 19%, UNOS :nCl)l ­

behhip included the f(1-l1{)win£,: 

\~-l;a'n~pl:l~;"~~~<!~~ 
54' . Iiluepcnclent Org;ln Procuremem 

O'1}I!1jl.Jtinn~ 

55 indepe!1Jen: Hisl\;co:llp.Hibllity 

__lci!~_'?laJoJit:,.\_~_ ~__ 
;-R~ Genera! ['uhlir hkmher"0 
"-j 2 -" "Volunt;;r~' Healdi Or~ariilmi{m5 

29 !liteJieal jlr<lfc~,..ionaJt.seien[if1c 
O;'g;milJti1111!> 

'l COl~,{mi,: 

j'---- .•~-~-~ 

\ 443 10(;11 m..:mb":f1 
__ . ___._,,_' ._.,J 

Note: Of the 281 uanspl.ml .;emers. ! 4 
have :n-bousc oru. ;-Hld 101 have in­
h0L: .... hi~!(,cO:l\p,llibilar laboratories, 

Of the 2fH mdical in.-riIlHi,Hl' in dw 
Unired 5Wio npemritlj.; a:l orJ:!;,on :rarnrlwH 
program, theft ate: \ . 

253 Kiuney Tr;1IlSpi4llt l'mg,..m~ 
120 f'JtlctdlS Tr.Ulspl;).fI! ?;op;:.m\ 
120 Liver Tr;uhJ1IJIlt pjngrlj:n~ 

166 HC:lr! Trar.sflbr,r l'mgram~ 
99 Hean-Lung'li-ansrbm Programs 
1)4 Lung Transr1am Programs 
27 Imestinal Organ Tn:li~phm 

Programs 
15 t',mc:re;).s l!;:el lhm'plant Programs 

Donor Astronauts 
T:tmmy Jernigan 3nJ 'Itlln Jom..-s have 

become the first .t\Hon;1ut~ 10 sign Jonot 
tanh in ~i\l(e on ;1 shunl... mi!lSioll. The 
J'H(1!1at,t;, errw 1l1l.'n1hcl'\ of tilt: STS-HO 
Cnlumbj,l shuttle mi\ ... ioll, .I;igllt:u !he carJ~ 
DL'cemher 2!() draw aH.:mion {,I lb: pug"­
illg organ and t;~)\le shortage in the U.S. 

The id;;a utlgir.atN. with Annt' 
C,m:fmi, R.N .. cere. a clmical trnm· 
pbm ev()rtiin;Hllf :11 'lbmLlK· Or{tan, 

Th,wc &' T'i.Jlhl"lnnl Serv'<;cl> in w:;nu>ll 
Florida. Tb:- t'n'~lL wIdell (!Ink o.:\.r!y 1\Nt) 

re,m IQ implcm(,llt after going lhrough 
lengthy -appIllval Hep~ at NASA, rcpreselH~ 
a collabofative effort hetween Tramlife. 
NASA and the Dlvit.iotl ofTr"nspJantadon. 

Org.an JOIlUf c;\rus art' .:t:.rren:-!r ava;l~ 
abl", to visitors at NASA (;1diifks ,;,;;wss ,he 
r.aricm. V:de{)~ and lltill phoms (i( the ("Veil" 
as weil as commemoraOH~ organ dunor 

G o N 


(artl~ Ih:!: weI:: 'itgnd in "p.K't\ will he 
available. F(lr more i:.fimTl\uinn. COnl;)('( 

Kathy Dri>eoll at (407) 897·55(,0 

Anti-rejedion Drug. 
$sn£S!.It Medica: Corpouti()Il 

:l!1;HlUflecd rfl)!ll1~;ng rt:$u!t~ for rWtl of its 
1jnri.rcjc~ti(H1 drug." g-:ucri,: ,:yd(>~rl'ril1r 
and thym<)~lohltlin, \vhich rht')' plan [0 

OlJrkcl pendin~ FD,>\ "Pl"fm';IL 
After tv.·!l {rial~, the (lItlp,my's fmmu:a­

,jon ()f <:)'d(l~porine h..., bcrn showI) In be 
hiot'luivJ.lcllt tll S.mJo'Lb Jmg, a key pre~ 
requi\i\e I;), FDA JpprH .. ai as;1 gl'neric. if 
:lprwvl:'d. Eli 1.:11:: and CUHlr,m}, b;:l\ Jgn.~...i 
to manUf.lCIUH· [he drug r;:lr SaogStal. 

A Pha~!II rri;tl of thymoglohulin.:m 
..nti-thymocyte polydonal aotib()Jr I"f\!P,j~ 
radon derived from rahhin, showed it (0 be 
n1on' effenive than ATGAM, a ~imilaT drug 
Jt:rivcd from :101'>('5. in nscisin,!; jew.: kidr 
ccy n:k:rinll. Ca:l :'1:5j .U8·{).10(), ":XI. 

13 L f(}r adJi,!lma! infimt;atHq 

Coroners and Donation 
'I'll.; CJlil~lfHi;l Genet;1! ASkmbly 

reeem;y pJSo,rJ.l bili !() faciliulC donation 
111l1(lHg (\)f(Jjl.:r·~ GI,6. The legi~lad()J;, 
SIWI'!oot..:d by AIM·mhlyman Bleil 
Granlund, orY!~caip~, C~!iL woold IT4drc 
OPO. [0 dc>'d-op a specific PWI,)t,,) In 

determine how mgam can be rCffio\'t'u 

wi!hNlt disn.rbing mher huJy parts needed 
fN cviJt'ncc Jill illg autopsy, It wm:ld :llso 
requirt: !hal {Ofl'ner" pm..idc [\11 elip];)H,,­

:i()I1 ,!~ In wb), ;x:r:ni....,imi ," ..l"ti;1:1:' w;b 

dl'nieJ, 
Th..: legJsia;i(l1l was initi,HtJ tl\r\logh lht" 

:JJ,'OC,lCY ... fi(Hls of Ron Ruml~ j)j' Rcdlamh. 
Calif.. wl1(1~,' request !o ,dbw hi, J.llJ.g!\f('t 

m hec'Hn~' all Olg;ll: dOHor W:l.' refused hy 
(hi:! 10;;\1 ClnQ;1:T. Ranw. :uf,l1cd th,,; emr.· 

Ilt"t:\ Te(:ht: to :lilnw unnalio(j~ 1<) 'ReUt ,\Ill 

Qr fl':n :lnu miscnncepti,'Os Iha! Illl' j'wee­
dure will h.lfll!J<'f (llxiJenl and erimillJI 
11l"t\!tWH1un;, 

A!xonjing t() Inc hill'.. $UI'P<lltt'rl>, 1I1e 
!TIl';m:n:: i; :n,;:m!c·d (0 ~rrollgly en(')lI1'VJ;C. 

but 111)( forc(', coroners (tl d..:vebp protocol> 
th:lI f:1cjJita(t" donation, Sllpp()ner~ hcliew 
the bill will help hoo~! ri,l' M~prly Hf or~an, 
Jnd strer.glhclI (;J{)p<'r:.ttlnn herw«:n Ol'(h 
and curooc". For mme i:l(otm;1(lOn, C;.llj 
(;J09) 7;;3·%57. 

http:sn�S!.It
http:Tr.Ulspl;).fI
http:uanspl.ml
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• VhnderbihUniversityMedicalCenter 

D-3300 MedJuJ Cent« North 

NuhviUt. TN ;m:l2-1104 
(6JS) lU·ll-Sl 

April 10, 1991 

MEMORANDUM 

TO: CHRlS JENNINGS, SARA BlANCH!, AND IREN'E YEH 

FROM: 

RE: 

MARlLYN YAGER 
I,, 

LIVER ALLOCATiON MEETING ON MONDAY 

ljust wanted to r.confirm the time, location, and attende.. for the liver allocation 
meeting, We wtll be coming on Monday. April 14 at 1:00pm to room 216 OEOB, 
The attendees lIIe the individual$listed below (1 understand that you have 
everyone', clearance information). 

ATTENDEES: 	 Watson Bell. Lawyer .nd Patient Advocate, Arkansas 
Dr. Doug Ranta, University of cincinnati 
April Burke, (Lewis-Burke AsSociates) University ofCincinnati 
Dr, Steve Bynon, University ofAi,berna-Birmingham 
Bill Croker; University ofAlabama-Birmingham 
Dr. PrabhBkar Baliga, University of South CtIIOlina 
Marth. Kendrick (patton Boggs) University of South Carolin. 
Dr. Wright Pinson, Vanderbilt University Medica! Center 
Marilyn Vager. Vanderbilt University Medical Center 

, 
ISSUES: Without further guidance from you we plan proceed with the following agenda: 

1. 	 Who we represent (at le...t 60 regional, mid-size IranSplant centers) 

n. 	 Why we think we !lIe strong on issues like quality, acCess (particularly 
access for Medicaid pstiell1!l, no psy pstionts, minority patient$, and rural 
patients), and oncolllllging greater organ donation. 

ill.: 	 Why we bellevo the current UNOS d..ision making procc•• (with all its 
faults) should continue, including allowing UNOS to comina. to make 
liver allocation decisions, 

NOTE: Please let me know ifwe have missed the pUlpOse ofthe meeting. or ifyou need 
0\11 response on other issues, 
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