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The University of Pittsburgh Medicai Center (tlUPMC") respectfully submits to the Panel its 
comments pursuant to the Notice of Hearing dated November 13, 1996, relating to allocation and 
distribution of donated livers, alternative systems for allocating and distributing donated livers and 
increasing donation of human livers. UPMC is a·l,230 bed academic medical center comprised of 
Presbyterian University Hospital, Western Psychiatric Institute and Clinic, the School of Medicine, and 
the Pittsburgh Cancer Iflstitute. UPMC provides primary and advanced specialty care to patients, 
performs biomedical and biotechnical research, and educates and trains health care professionals . 

. UPMC is the largest transplant center in the United States and, along with its faculty and staff, has 
been internationally recognized for excellence in organ transplantation. 

For almost six years, UPMC has argued to the Department of Health and Human Services (the 
"Department") and the United Network for Organ Sharing ("UNOS"), the cqntractor for operation of . 
the Organ Procurement and Transplantation Network ("OPTN"), that the current system for allocation 
and distribution of donated livers is seriously flawed and should be changed. The essence of the 
proposal advanced by UPMC for those six years has .been that donated liyers should be allocated and 
distributed to the highest ranking patient on the liyer waiting list. using established medical criteria. 
within the largest possiQle geographic area. limited only by the ischemic time for the dOnated organ.· 
For those six years, uNos has steadfastly refused to increase the size of the geographic area within 
which donated livers are shared. UNOS is a membership organization of 430 voting members of 
which 276 are transplant centers, 65 OPO's, other medical organizations and only 6 members of the 
general public. For the;last four years, the Department has waited patiently for UNOS to recommend 
changes to increase organ sharing and improve the current system. This Panel has been convened 
because UNOS has been unwilling to adopt any changes which would increase organ sharing and 
improve the current system, so as to provide a fairer and more equitable system for transplant patients. 

On December 7, 1994, UPMC submitted to the Department extensive comments pursuant to the 

Notice of Proposed Rule Making dated September 8, 1994. Copies of those comments are attached to 

this document as Exhibits "A" and "B". Many of the statements and observations included in tl).ose 

comments are as applicable today as they were two years ago. This set of comments will, based upon 

computer modeling and other research which has occurred in the interim, update the facts presented 

two years ago and further demonstrate the serious need for significant change and improvement to the 

current organ allocation and distribution system. 


I. THE CURRENT SYSTEM AND THE UPMC PROPOSAL.· 

Under the current system, patients on the waiting list are assigned a medical priority status 
based upon their medical condition and life expectancy. Currently, the statuses are: 

, . ' . 

Status 1 - in ICU with acute or chronic liver failure and a life expectancy of less than 7 
days; . 

Status 2 - ICU bound or continuously hospitalized; 

Status 3 - continuous medical care at home; 



Status 4 - at home and functioning nonnally; 

Status 7 - temporarily removed. 

Patients move from one 'status to another and back again as their condition worsens or improves. 
Recently, UNOS voted to eliminate Status 4 and "grandfather" existing Status 4 patients into Status 3 
and to move Status 1 patients with chronic liver failure to Status 2. The recent UNOS changes do not 
provide for any increase in geographic sharing for any patients. 

Presently there are 65 local OPO's and 11 UNOS regions. The current system distributes livers 
to the patients as follows: 

Local OPO list Status I, then Status 2, then Status 3 and 4; if not 
accepted, . then UNOS Region list Status 1, then 2, then 3 and 4; and 
finally, ifnot accepted, National list Status 1, then 2, then 3 and 4. 

UPMC has proposed that -donated organs be distributed using the. same medical priority status 
defmed by UNOS, but in larger geographic areas, as follows; 

- '

Local OPO list Status 1, then National list Status 1; 

Local OPO list Status 2; then National list Status 2; 

Local OPO list Status 3 and 4; then National list Status 3. and 4. 

-This system allows the physician to make the medical decision about a patient's proper medical status. 
Once that decision is made the UPMC proposal insures that higher priority patients are offered 
compatible organs, bef~re such organs are offered to lower priority patients. 

The UPMC proposal was rejected by UNOS. Likewise, UNOS rejected proposals by others 
which (1) offered organs to inpatients (Status 1 and 2) on the local/regional/national lists, before 
offering the organs to outpatients and (2) created modified regional distribution. 

II. FUNDAMENTAL PRINCIPLES OF ORGAN ALLOCATION AND . 

DISTRIBUTION. 

UPMC believes that the following basic principles should be the foundation for any system of 
allocating and distributing donated organs in order to be fair and equitable to patients and to satisfy the 
provisions of NOTA: . 

(1) The system should focus on the transplant patients by providing a system which saves 
more patient lives, and thus results in the most patient life years s~ved. 

(2) The system should be fair so that patients in similar medical conditions around the 
country have relatively equal waiting times and an equal opportunity to receive a compatible organ. In 
this way, the patients can have the greatest choice of where they receive medical care. 
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(3) The system should be a national system so that decisions are ~de without regard to 

geographic limitations, except where required by the ischemlc time of the organ. 

(4) The systet;n should utilize fundamental medical principles to determine the most 
medically appropriate transplant candidate. 

(5) The system should,' to the greatest extent possible, increase the quality of organ 
transplantation. 

(6)' 	 The system should promote and increase organ donation. 

(7) The. system should. encourage and promote transplant centers which demonstrate above-
average proficiency. 

III. 	 NATIONWIDE SHARING OF ORGANS BENEFITS PATIENTS AND 
DONATION. 

With its emphasis on geographic limitations, the current liver allocation and distribution system 
has become an entitlement program for transplant centers with patients dying needlessly because 
donated livers are trapped by geography, 'depriving the sickest patients elsewhere in the country of life
saving transplants, Under this system, the location of a transplant center in relation to the location of a 
liver donor is more important, than the needs of patients on the waiting list. It is clear from reading 
the legislative history of NOTA that donated organS are considered. a "national resource, "that a 
national sharing system is required, and that the welfare of the patient is most important. The General 
Accounting Office Report of its review of the OPTN published in April, 1993, recognized that center 
interests were put ahead of patient interests and included the following statement on page 43: . ; 

Favoring transplant centers over the needs of patients is contrary to federal law. 
Additionally, broadening the number of patients considered for an organ may result in 
selecting a patient who is better suited for the organ or has been waiting longer. 

That observation was made about the system as it existed in 1993, but UNOS has not made any real 
changes in the system to correct these deficiencies. 

Although the medical criteria adopted by UNOS specify that donated livers should be allocated 
and d.istributed to a Status 1 patient before a Status 2 patient and that a Status 2 patient should receive 
an organ before a Status 3 patient, the geographic limits imposed by the current system override· those 
medical priorities. For example, when a liver becomes available in one OPO, that liver must be 
offered·to all compatible patients (including Status 3 and 4) listed in that local area, before it may be 

. offered to a compatible Status 1 patient listed nearby, but not in the local OPO. 

Take as an example the story of Rex Voss which appeared on the front page of The Wall Street 
Journal on April 1, 1993. In early 1992, the 41 year old Mr. Voss, a father of four teenage boys, 
from Jackson, Mississippi contracted hepatitis C from an unknown source. Mr. Voss was evaluated 
and accepted as a liver transplant candidate at Baylor University Medical Center in Dallas and 'was 
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placed on the waiting list as what is now known as Status 3. (outpatient). In late 1992" Mr. Voss' 

condition deteriorated causing him to be hospitalized as a Status 2. Soon he was placed in intensive 

care, required a life support machine, and became a Status 1. A compatible liver became available in 

time to save Mr. Voss' Jife; however, it went toa healthier patient listed at a transplant center in 

Oklahoma City (40 minutes away from Mr. Voss by airplane), because that transplant center was in the 

local OPO where the organ was donated. Mr. Voss diedon December 8, 1992, without receiving a 

transplant. 


. UN OS has admined that this situation will repeat itself again and again under the current 
system. In the draft background materials provided to this Panel, UNOS states that "due to the 
local/regional/national distribution system, organs are not offered to all medically urgent p~tients 

. before all less urgent patients: a local Status 3 patient may be transplanted before a regional Status 1." 
How is this justified when a Status 1 has a life expectancy of 7 days or less, and a Status 3 has a bener 

chance of surviving one year without a transplant, than with one? 

As a result of the unnecessary geographiC limitations, the current system results in more patient 

deaths on the waiting list and overall am fewer'lives saved among all, patients than the allocation and 

distribution system proposed by UPMC and others which provide for wider geographic sharing of 

organs. 


• Fewer, Patient Deaths and More Patient Life Years Saved 

CONSAD Research Corporation of Pittsburgh, Pennsylvania, has prepared a computer model, 
based upon· data rec;eived from UNOS and the Department which. can evaluate alternative liver 
.allocationand distributiori proposals. Similarly, UNOS commissioned the Pritsker Corporation to 

. prepare a computer model, which also evaluates various liver allocation and distribution systenis. The 
current system, the UPMC proposal, and a number of other proposals providing for wider geographic 
sh3ring of organs have been evaluated on both the CONSAD model and the, UN OS 'model. Both 
models are similar, but not identical. Expert reviewers at the Department found that both models are 
credible and that the. results produced by each model for the various alternative proposals are 
conSistent, but not identical. 

., 

, The results of the CONSAD model, are attached to these comments as Exhibit "c" and are a 
part of a report provided to the Panel by CONSAD.. Those results demonstrate that allocating and 
distributing livers pursuant to the UPMC proposal would save 296 more lives at the end of three years 
than would be saved by allocating livers in accordance with the current system. UNOS model results 
for the UPMC proposal included in the materials given to, the Panel reflected a savings of more than 
120 lives over three years. In either event, the UPMC proposal results in fewer patient deaths, both. ' 
pre~ and post-transplant than the current system. 

The same two models also evaluated the patient life years saved if .livers are allocated using 

wider geographic sharing. The CONSAD results indicate that allocating and distributing livers 

pursuant to the UPMC proposal would result in 55,148 patient life years pre- and post- transplant 

saved over a three year period as opposed to 53,200 patient life years saved for the current policy. The 

results of the UNOS model also indicated that more patient life years are saved pre- and post

transplant by allocating livers purs}W1t to the UPMC proposal than the current system. 


, ' 
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More patients die while waiting for a transplant under the current system because the current 
geographic limitations result in 30% to 40% of all donated livers being transplanted into Status 3 
patients, as reflected in the results of both the UNOS model and the CONSAD model. Because Status . 
1 and Status 2 patients are near death, allocating a compatible organ to a Status 3 patient ahead Of a 
Status 1 or a Status 2 patient usually results in the death of that sicker patient. ' 

. . 

Furthermore, a recent UNOS study reported in the November, 1996, edition of The UNOS 
Bulletin, found that nliver patients who were transplanted in Status 3 did' not appear to have any 
survival advantage over p~tients who continue to wait in Status 3. ; .. " The report went on to state 
n[t]he cumulative survival rate for the waiting list group was higher than that of the transplant group 
for Status 3 patients during the fIrst year after transplant." IIi the UNOS background materials given to 
this Panel, this choice to transplant a Status 3, before a sicker Status 1 and 2 patient, is justified by 

. UNOS as a value judgment that the Status 3 patient has a better survival rate. Such reasoning is 
inappropriate. UNOS may attempt to justify the different treatment of acute vS', chronic Status I, 
patients on the basis of survival rates, but neither UNOS nor the Department can justify elevating a 
. Status 3 patient ahead of a: Stanis 1 or 2 patient and allocating one-third of the available livers to those 
Status 3 patients ahead of Status 1 and Status 2 patients. The Status 3 patient has a better one year 
survival rate if he or she remains on the waiting list without a transplant, while virtually all.Status 1 
and 2 patients die within' one year without a transplant. Liver transplantation' is a life-threatening 
procedure and it should. be undertaken because of a life-threatening. event. A system which allows a 
Status 1 or Status 2 patient to die on the waiting list in order to transplant a Status 3 . patient, thereby 
reducing that Status 3 patient's one year chance of survival, is not a system which' focuses on the needs 
of the patients. 

• EQllal Op.ponunity and Equal Waiting Time for Patients. 

Patients in similar :medical circumstances, regardless of the transplant center at which they are 
listed, should have an equal opportunity to receive a compatible organ. That is not the case under the 
current system. UNOS, the Department, and most transplant professionals have admitted that there are 
substantially unequal waiting times for similarly situated patients in different parts of the country . This 
is true not only when you compare waiting times for all patients, but also when you compare waiting . 
times for Status 1 and 2 patients,· for which there are specifIc listing criteria so patients are not 
prematurely listed in these: Statuses. 

The time that patients spend waiting for morgan is an indicator of whether patients indifferent 
parts of the country have approximately the same opportunity (0 receive a donated organ. UNOS 
admits in the background materials provided to the Panel that there exist" substantial differences in 
waiting time to transplant" among transplant centers, OPOs and UNOS regions. The magnitude of 
those differences is shown in Tables 5 and 6 of those materials . 

. . ' The CONSAD model evalUated the average waiting time until transplant, for all patients in the 
various UNOS regions, under the current system and showed a standard deviation among the regions 
of over 32 days. If livers are allocated pursuant to the UPMC proposal, however, the CONSAD 
results show that the standard deviation for the average waiting time until transplant, among the various 
regions, drops to 6.8 days. Similarly, the results produced by the UNOS model indicated that 
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allocation of livers under the UPMC proposal and others having wider geographic sharing, when 
compared to the current system, would reduce the iilequity in waiting times for Status I and 2 patients ' 
by more than one-half, throughout the country. 

Within a local OPO area, there is equal opportunity for comparable patients to receive an organ 
based upon the established criteria, i.e., local Status 1 patients receive a liver before local Status 2 
patients, etc. This equal treatment ends, however, when one reaches the artificial geographic 
boundaries of the local OPO, because ~compatible patient in the local OPO area, even ifthat patient 
has a lower medical priority, will be offered an organ from that area before that organ will be offered 
to a patient with a higher medical priority outside the local OPO area. If allocation of organs according 

,to medical urgency status is fair and appropriate in the local OPO area, why is that system of allocation 
not fair and appropriate for the largest geographic area in which the organ can be safely transported? 

UNOS and the transplant community have acknowledged·that donated livers can be maintained 
outside the body for 12 to 18 hours and remain viable for transplantatiQn. In the UNOS Policy 
Proposal Statement issued: in 1990, the following statement was made: 

The distance factor is not relevant in the revised liver allocation policies (see Policy 
3.6.7.1 below) because the current method of liver preservation (UW Solution) allows 
for long distance shipments. The committee belieVed that- the donor livers available 
should be allocateq to the most needy. irrespective ofdistance. (emphasis added). 

The current UNOS system is totally contrary to this UNOS policy statement because it keeps a donated 
liver in a local area in order to transplant a Status 3 patient (if there are no compatible Status 1 or 
Status 2 patients in that l~al area), instead of allocating and distributing that donated liver to the "most 
needy, irrespective of distance. " ' 

• Negative Impact on Quality of Care. 

Research has demonstrated that the current allocation system adversely affects the interrelated 
issues of patient mortality and quality of care. One result of the current system has been to promote 
significant increases in the number of very small transplant centers. The emphasis on "local" use of 
organs encourages the development of'small transplant, centers in some areas because they can be 
assured of a small, but steady, supply of organs.

, . 
:1 

For example, the number of approved liver'transplant programs increased from 58 in 1988 to , 
112 in 1995. OPTN data show that in 1995 more than one-half (57) of those 112 centers performed 24 
or fewer transplants and ~3 programs performed 10 or fewer transplants. Of these 112 liver transplant 
programs reporting to UNOS in 1995, 71 centers (63 %) performed fewer than 35 transplants. 

The 1994 Report of Center Specific Graft and Patient Survival Rates shows that the mortality 
rates at small transplant centers are significantly higher than for larger centers. Based upon a review of ' 
9,567 liver transplants, tj:le study found the risk of patient death following transplant was 2.45 times 
higher at centers performing 10 or fewer transplants per year and 1..6 times higher at centers 
performing fewer than 35 transplants per year when compared with the risk of death at centers. 
performing more than 35 transplants. 
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Although the studies should not be read to say that all small transplant programs are not 
qualified, they do point out serious problems inherent in small volume centers.' Patients should not be 
forced by organ allocation policies to make decisions with life or death consequences between a low 
volumelhigh risk center with a shoner waiting list and a high volume/low risk center with longer 
waiting list. 

• Effects on Organ Donation. 

You may hear arguments that sharing organs over larger geographic areas will adversely affect 
donation rates. The empirical evidence, however, says the contrary. The Department first looked at 
this argument in 1990. The results of an aPTN survey were included in "The Distribution of Organs 
for Transplantation: Expec.tations and Practices" published in August 1990 by the Department's Office 
of the Inspector General.'; That repon states "we found that in a national public opinion poll 
commissioned by the OPTN itself. over 75 percent of respondents disagreed with the statement that 
'donor organs should go to;someone in the area where the. donor lived. ,n (footnote omitted). 

UNOS conducted another survey in early 1994, in which a number of questions were asked to 
1,752 people, divided amopg 3 groups; the general public, transplant recipients and waiting patients. 
The results were consistent with the prior survey results: 

60% of respondents across":the-board assigned the ~ priority to "keeping organs 
locally"; . 

more than rudf of the respondents gave the highest priority to "the most critically ill" 
patients;. . . 

mas.t importintly. of the non-donors surveyed. 66 % would be more likely to donate to a 
national system of organ sharing, while only 19% would be more likely to donate if 
organs are kept locally .. 

These survey results are very much what one would expect from persons who choose to donate organs. 
Generally families who agree to donate a deceased loved one's vital organs do so with the hope of 
helping critically ill patients live. It makes no difference to them where the recipient lives; the 
important factor is that the recipient is saved from imminent death. The family's grief is helped by the 
thought that a another person is saved from death and the recipient's family' can avoid similar grief.· 

Notwithstanding these survey results, UNOS continues to propose a liver allocation and 
distribution system which,'according to the results of the UN OS model (1) keeps 78% of donated 
organs locally, (2) transplants 35% to 40% of donated livers into Status 3 and 4 patients (the least 
critically ill). and (3) shares~only 4% of donated livers on a national basis. If the two survey results are 
to be believed, the current system of liver allocation and distribution is one reason that liver donation 
rates are not improving. 

f 

You will also hear arguments that by increasing organ donation rates across the country. the 
allocation and distribution problems can be eliminated. By itself, such statements are accurate, but 
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they avoid the issue. The real questions are "how do you increase donation rates," "how long will it 
take to reach the needed levels," and "how do you save lives in the interim. II According to the two 
UNOS survey results, one answer to the question "how to increase donation rates" is to change the 
allocation and distribution system so that (1) more critically ill patients receive donated organs, and (2) 
more donated organs are shared nationally. 

If donation rates increase significantly in 3 or 4 or 5 years, any allocation and distribution 
system will work reasonably: well for patients. But what happens before the donation rates rise to the 
necessary levels? UPMCbelieves that we should change the allocation and distribution system, so that 
more patients per year are s~yed while we work to improve donation rates. 

• Effect on Patients. 

You will also hear arguments that larger, geographic sharing of donated livers will result in 
establishing a few large volume, regional centers which will cause patients to travel great distances to 
receive a transplant, thereby disadvantaging the poor. Such statements are pure speculation .. It is . 
likely that some liver transplant programs will close, but some transplant programs close or suspend 
operations every year. For. example, in 1995, nine registered liver programs did not perform any 
transplants. Usually, programs close because their quality of care is low and they cannot attract 
patients or they lose their transplant surgeon. If transplant programs begin to close, the most likely 
reason is not more organ sharing, but rather the programs' poor post transplant survival rates. Patients 
are better served by not being transplanted at centers with very high mortality rates. 

The transplant community recognizes that some areas are overserved with liver transplant 
programs. For example, Ohio has six transplant programs and a surgeon from Ohio who testified at 
the hearing indicated that area may not truly need. that many programs. In states like Kansas, Alabama, 
New Mexico, South Carolina, New. Jersey, the District of Columbia and Iowa. with only one liver 
transplant program each, patient demand for those programs would not be so low that the programs 
would cease operating. On the other hand, it is possible that one or more programs in states like Texas 
(with 9), Missouri (with 6), :California (with 11), Pennsylvania (with 7) and Louisiana (with 5) may 
cease operation due to lack o~ patient demand. 

, 
Wider geographic sharing' should increase patient choice and quality of care. With wider 

geographic sharing, patients' can choose a center based on such factors as location, mortality risk, 
special programs to treat special diseases and other important factors without having to worry about 
size of the waiting list. With wider geographic sharing and the existing medical status definitions, a 
patient can be assured that he. or she will be offered an organ from a large geographic area when he or 
she is the most appropriate and sickest patient in that large area. In other words, length of the waiting 
list and waiting times becomes almost a non~factor in the patient's decision. For example, a patient 
with a rare or unusual diagnosis who cannot be treated at a local center can go to a center where the 
disease can be treated effectively without fear of a long waiting list. Likewise, a patient living near a 
center in an urban area with a long waiting list can go to the local center without fear of the length of 
the list. 
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CONCLUSION 

The UPMC proposal before this Panel is one that has been fonnulated based on the best 
interests of the patients. That premise is the basis for NOTA, the OPTN and all transplant programs. 
The UPMC proposal does not change the medical criteria which have been established by the transplant 
community. It simply removes the artificial geographic limitations to· the . distribution of organs based 
on the medical criteria. When an organ can be safely transported from Oklahoma City to Dallas and 
transplanted in a Status 1 patient (Rex Voss), it should not be first offered to a Status 4 or Status 3 
patient in Oklahoma City. Such a·system is unfair to patients and adversely affects donation, 

The fundamental question is: 

If the allocation of organs according to medical urgency status is fair. and 
appropriate in the local OPO area, why should that system not be used 
for the largest geographic area in which the organ can be safely 
transported and transplanted? 

Not one person has testified that wider geographic sharing of organs according to medical status is not 
the fairest method for patients. The testimony from oppOnents has been either that we oUght to move 
toward the goal more slowly or that the goal of more sharing will hurt "my center.'" To those who say 
move slowly, UPMC says that UNOS has been looking at the issue for six years. How much more 
slowly can we go? To those who say more sharing may harm "my center," the answer should be that 
benefit to patients comes before benefit to centers. 
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RE: Varying Medicaid Rules Regarding Liver Transplantation 

Dear GentlemeI1:,: 

, At the recent hearings convened by the Department of Health 
and Human SerVices on the issues of organ donation and allocating donated 
livers, members of the hearing panel raised questions concerning state 
Medicaid rules for liver transplantation. The focus of the questions seemed 
to be access to transplantation and what effect, if any, a change in liver 
allocation policy would have on the ability ofMedicaid patients to receive a, 
transplant. 
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At the conclusion of the hearings, my client, the University of 
Pittsburgh Medical Center ("UPMC"), together with an independent 
consulting fixm,CONSAD Research Corporation, undertook to gather as 
much information' as possible on these issues. As you know from 
Dr. Mark Joensen's testimony at the hearing, CONSAD is very 
knowledgeable in ,this policy arena. The purpose of this letter is to share that 
information with you. 

Based on contacts with Medicaid offices in each state, UPMC 
and CONSAD found that all states willcover liver transplants for qualified' 
Medicaid recipients at an in-state or out-of-state transplant center. Six 
states cover liver ,transplantation only for juvenile Medicaid patients. As you 
may know, fourte'en states have no approved in-state liver transplant 
programs, so naturally Medicaid recipients from those states must go out of 
state. A number,of states such as Alabama, Arkarisas, Delaware, Kentucky, 
Massachusetts, N.ew Hampshire, West Virginia and Maine, allow Medicaid 
patients to be tr~nsplanted at any facility to which they are referred by their 
physician as long as that facility meets the states' standards and will accept 
the offered payment, even if there are also iIi-state liver transplant programs. 
In all of the states, the costs to be paid by Medicaid include transportation 
costs. Often, per' diem 'expenses for the patient and a companion are also 
covered on a case-by-case basis. Some additional results, of the survey of 

, Medicaid prograJ;D.s appears in Attachment,!. 

Although there are some variations, particularly in states where 
there is significant penetration of HMOs into the Medicaid m~rket, the states 
appear to apply l:;imilar criteria for evaluating transplant centers for 
Medicaid patients. States look at such factors as Medicare approval, number 
of transplants and survival rates, reputation of the center and location in or 
near the state. Although some states appear to have formal Medicaid ' 
certification processes, most do not; instead they handle both in-state and' 
out-of-state trarisplants under either a formal or informal agreement. ' In 
states such as Delaware, Illinois, Tennessee, Massachusetts, Utah and New 
York, 'which have large portions of their Medicaid recipients in HMOs, the 
HMOs contract with transplant centers that meet the HMO's criteria and are 
willing to accept their terms., In all, 28 states currently cover at least some of 
their Medicaid population through managed care providers. Thirteen c 

additional states are in the early states of developing a forinal managed care 
program for Medicaid patients. ' 

: In 'addition to contacting the various Medicaid offices, UPMC ' 

also collected data from several of the larger urban liver transplant centers 

concerning the number of transplants that they performed for Medicaid 

patients in the last few years, as well as the number of in-state and out-of
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.. state Medicaid patients on their waiting lists in NovE,!mber, 1996. These 
. results suggest that the larger transplant centers are transplanting 
substantial numbers of Medicaid patients from outside their local areas. 
These patients come from states with no transplant centers, as well as from 
states where the in-state transplant centers are not able to list the patient 
because the centers lack appropriate expertise. Many children fall into this 
category. 

One of the reasons that these centers treat significant Medicaid 
populations is obvious. that is, their geographic proximity to locations with' 

'large Medicaid populations. Others are not so obvious. Generally, these 

large centers have the expertise to transplant the most difficult cases and 

these programs have some of the best risk-adjusted survival rates in the 

country. Also, most of these centers have policies like the policy at UPMC. 

UPMC will accept and transplant a patient utilizing Medica:id coverage, so 

long as the patient's state approves, even ifUPMC has no extant contract 

with the state or lithe state'sreimburs~mentrate is below that of 

Pennsylvania. 


The core concept of wider geographic sharing of organs is that 
the sickest patient in a wide geographic area will be offered a compatible 
organ before it is offered to a less sick patient. Based upon the above findings 
and the computer modeling results of both CONSAD and UNOS, UPMC 
believes that acc~ss to liver transplants for Medicaid patients will not be 
adversely affected and, in many cases, will be improved if there is broader 
geographic sharing of donated livers. . 

As abackground matter, it is important tonote that whenon~ 
looks at the UNOS map of the geographic distribution of transplant centers, 
the 39 transplant centers which performed 35 or more transplants in 1995 

. are located in or near the-largest population areas of the country. They are 
also located iIi or near the cities with the largest number and concentration of 
Medicaid recipierits. These centers are in citiessuch as Boston, New York, 
Chicago, Pittsbut:gh, Baltimore,Miami, Atlanta, Dallas, St. Louis,·Los 
Angeles, San Francisco, and Cleveland. As reflected in the data from these 
programs, these centers accept referrals from and serve a large number of 
Medicaid recipients. Many of these Medicaid patients are from the'local 
areas served by those centers, but a portion of each center's Medicaid 
patients are referrals from outside areas. 

Under an allocation system calling for broader geographic 
sharing of livers,. it is probable that some of the small transplant programs 
which have the poorest survival outcomes will close, since the artificial 
incentive to choose those centers because of shorter waiting times would be 
negated. Generally, but not in all cases, those centers performing 12 or fewer 
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transplants per year have the worst survival rates. Since most state 
Medicaid program~ already utilize Medicare approval asa measure of quality 
in seeking care for their Medicaid beneficiaries, it is unlikely that such small 
centers serve a large Medicaid population. 

, 

Some witnesses at the hearing (such as those from Tennessee, J 

Alabama, South Carolina and Colorado) raised concerns that most small and 
medium-sized transplant centers, including theirs, would close and leave only 
a few regional mega-centers for all transplants ifwider geographic sharing of 
organs is implemented. That scenario is unrealistic. It is unlikely that 
programs in states like Kansas, Nebraska, Utah, Alabama, South Carolina, 
New Jersey, or Iowa (states with only one in-state program) will be adversely 
affected by wider geographic sharing of organs. Each of these programs 
performed 25 or more liver transplants in 1995 and has survival rates and 
reputations that attract patient referrals, including referrals of Medicaid· 
patients. In Tennessee, the two non-pediatric programs each perform more 
than 25 transplants per year and attract patients from Tennessee and from. 
other states. In Colorado, one center performed 62 transplants in 1995, while 
the other center performed one each in 1994 and 1995. The large center is 
well known and dr,aws patients from several states, including Medicaid 
patients from Wyoming .. 

, We would note that the current UNOS local-regional-national 
system does not necessarily benefit Medicaid patients in states where there. 
are approved in-state transplant centers. A good example of this is 
Wisconsin. Medicaid patients in northern Wisconsin, unless medically 
necessary to do otherwise, list at transplant centers in Minnesota. Under the 
current local-regional-national system; a compatible liver donated in 
Wisconsin will be offered to a patient on a waiting list at one of the three 
Wisconsin transpla.nt centers before being offered to patients in Region 7 
which includes the· Wisconsin Medicaid patient listed in Minnesota, even if 
the Medicaid patient.is more medically urgent. 

i 

Patients in some fourteen states with no in-state liver 
transplant program will not be adversely affected by wider sharing of livers 
because they will continue to go out of state. In fact, some patients may have 
improved access with wider geographic sharing. For example, Arkansas 
Medicaid patients often seek liver transplantation in Memphis, Tennessee,· 
since Arkansas has no in-state program. Arkansas is in UNOS Region 3 
while Tennessee is in Region 11. Under the current local-regional-national 
system, a liver don'ated in Arkansas will more likely go to a patient at a 
center in Region 3 (maybe Alabama, Georgia or Florida) rather than to the' 
nearby Medicaid patient in Memphis, who may be more medically urgent. 
Broader geographic sharing will more effectively allocate organs to the more. 
medically urgent patients.. 
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I 

More~ver, as you are aware, more and more states are utilizing 

managed care in their Medicaid programs. In many of these states, the HMO 

contracts with transplant centers outside the state. Tennessee is a good 

example. There are elevenHM:Os that serve Tennessee Medicaid recipients.' 

At least two of the HM:Os contract with large liver transplant centers 

throughout the country, as well as in Tennessee. Two of the three transplant· 

programs in Tennessee are not participants in some ofthe HMO networks. 

For Medicaid programs using HM"Os with out-of-state transplant networks, 

Medicaid pays for transplants wherever they are performed. In the event of a 

closure of any transplant program it is' reasonable to believe that HMO 

networks would establish new agreements in order to contiilue to provide 

access to liver transplantation for all the HM"O patients,_ both Medicaid and 

non-Medicaid.. 


Finally, concern was also expressed at the hearing about 

pediatric transplant patients. Such patients, whether their transplants are 

paid for by Medicaid or otherwise, have more equitable access to donated 

organs under a system with wider geographic sharing than under the current 

system. In several states, such as Hawaii, Virginia, South Dakota, Montana, . 

Oklahoma and Wyoming, Medicaid will only pay for liver transplants for 

patients under ages: 18 or 21. As was brought out in the testimony to your 


· panel, there are a limited number of programs which wilJ perform pediatric 
· transplants due to the complex surgery.· UNOS reported in the summer of 
1996 that their computer model showed that more livers would be offered for. 
pediatric transplants under alternative policies with broadergeographic 
sharing than under ~he current system. Thus, for this segment of Medicaid 

. patients, broader geographic sharing increases their access to organ 
transplantation. 

As reflected in the computer model analyses, CONSAD and· 

UNOS results show that all patients, including Medicaid patients, have a 

more equitable chance to receive a donated organ under a system that uses 

larger geographic sharing. The real access problem for Medicaid recipients, 

as for all liver transplant patients, is equal access to available organs. The 

average waiting times calculated by the CONSAD computer model 

demonstrate that there are significant disparities in the times that patients 

(including Medicaid patients) must wait for a liver transplant in different 

parts of the country. The shortest average waiting times are in UNOS 

Regions 3 (southeast U.S.), 6 (northwest U.S.), and 11 (mid-Atlantic), three. 

areas with few large population centers and relatively small Medicaid 

populations. The longest average waiting times are in Regions 7 (upper mid

west), 9 (New York state), 5 (California and southwest), and.2 (upper mid.. 

Atlantic), four areas having several large population centers and relatively 

large Medicaid populations. Iforgans are shared throughout larger 
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geographic areas,'; Medicaid recipients, and all patients on the waiting list 
will have more eq;ual access to available organs. Data presented in 

, Attachment 2 indicate that currently more Medicaid recipients live in 
geographic areas with longer average waiting times, t~an in areas with 
shorter waiting tilnes. ' ; . 

'I 

Und~r the current liver allocation'system, a ~~gnificant number 

of Medicaid-eligibie patients, i.e. those. living in large urban areas containing 

major transplant 'centers, . are faced with the undesirable choice of listing with 

a hospital close to' home where there is likely to be a long (perhaps too long)' 


, waiting list or to llst at a smaller, higher-risk center with less favorable 
patient outcomes ,farther from home just to be assured of getting a liver in 
time. Much of the discussion pertaining to alternative national allocation 
policies has focused on the impact, of altermitivepolicies o~ smaUcenters. , 
Data presented ill Attachment 2 indicate that the Medicaid population that 

. resides in the vici~ity of small centers comprises only four percent ofthe total 
Medicaid populat~on. Many more Medicaid recipients (40 percent) live in the 
vicinity of large centers. Moreover, 46 percent of the Medicaid population do 
not live near a tra,nsplant center. ·These patients are more likely to travel to 
large centers than to small centers. Simply stated, wider sharing of donor 
livers will equalize this access and will benefi,t Medicaid re,cipients, not harm 

,them. ' J 

I hop'e 
" 

this information is useful as you continue your 

deliberations. ' ' 


Sincerely, . 

, 
, ., 

" 

Attachments 

J , 
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Attachment 1: SUlTlmary of Results From Survey of State Medicaid Offices' 

~ 

, 
Medicaid programs that Number of States 

Permit Medicaid recipients to go to an out-of-state 
liver transplant centers 

50 

Cover travel expenses out-of-state . 50 . 

Contract only with small volume medical centers 1 

Cover a sizeable portion of Medicaid patients 
through managed care programs 

16 

Cover some portion ofMedicaid patients through 
managed care program·s 

26 

Source: CONSAO Research Corporation 


, Survey responses were obta.ined from all fifty states. 




Proportion ofMedicaid Population Residing in Communities With Liver Attachment 2: 
Transplant Programs with Different Annual Volumes and Waiting

J 

Times 

I 
Percent of All Medicaid 
Recipients 

MSAs with large-volume liver transplant centers 40% 

MSAs with medium-volume liver transplant centers 
(and no large-volume centers) 

10% 

MSAs with only small-volume centers 4% 

Areas with no transplant centers 46% 

UNOS Regions with average waiting times that are 
shorter than the national average 

45% 

UNOS Regions with average waiting times that are 
longer than the national. average 

55% 

UNOS Regions with average waiting times that are 
at least 20 percent shorter than. the national 
-average 

17% 

UNOS Regions with average waiting time~ that are 
at least 20 percent longer than the national 
average , 

37% 

Source Current Population Study. y.S. Bureau of the Census 

MSA - Metropolitan Statistical Area 

Large-volume centers pe",orm 35 or more transplants annually. 
Medium-volume centers perform 12 to 34 transplants annually. 
Small-volume centers perform les than 12 transplants annually. 
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Orf\oLn 
~~ 

Sh,tring L 'J."""tl; C-"",NI \tJt 
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'';'~ltl"",r,~MtMORANDlJM 
\\' ..... "'(';,,""'", 

To: The Urtited States l'ran:;plant Community 
"",:..~o-;u,.,. 

It,h,oItU t. Rul.t('1' ~J'I I" 

from: James ~. Burdick, UNOS President 	 r....,du· k Mi.·...." lJ 1"1 :::1 

tJh":J ~"""s.fJt t..; 

Subject; DHHSlliver Allocation 	 l.lr., a, 1'~~fIIiI,!""" " .). ; .•~ 

, .... ,/,H .1..... ~iJ).I'· 

k."""I.:..I.k"t.W ......... l Date: . November II, 1996 
~'iIli"" II, I'>!... , kf h. 17, 

.,--"••,. r.r.a.-f. ~.n. ~il 
Please read the attached l.ettcrftom Assistant Secretary for Heal\h, Phil Lee, Me an.d the n",..a J,., ...... ~, M.ll.,ote) 

accompanying fuie[i.1 Register notice. nlis may well be the single most significant ,,,"ft... ~ ',. w..~"lilt:,.~ \~Jl , n.J), tll~ 

communication UNOS has ever received from DHHS. 	 I·....;.~t. "-t...,,I..U) :,.: 

.' 	 . 
We understand thartne decisions allnounc:ed inDr. tee's letterresulled most directly from 	 A. I '"9 11-...1 \I""""" 

...... , -'.J"'4.t,'·.....discU5$ions at the bighest levels of DRHS over the past few weeks relating to certain 
~1IPOb (t•• I\I~nl. :\l.I t .corrcspondl.':oce alle~ to have been sent to lhe President by a financial cQ11tribu1.or who 
'~-a1,,"H r~fti ,~'\IIJ

ili reportedly not involvt.....lin transplantation personally. tINOS was not const\lted 
.., ... h,~' \ .,_",. 

regarding thc::se decis,ion.:s, nor v.ere we privy to the dit:eussions. Despite repeated requests, 
~h'II"~'" H '·...I.:.n,I. M,~ 

we have been unable to obtain a copy oftrn: lener, and we were informed that OHMS staff I...... ('''''''' • .J.tlN.)ul;\..l:I'l·C ";r.:"'.. 

werc not free to diSC:uss the mCl:tings~ W. have been told vernally that neither the letter M"'1 ,,~'" g" ,:..J.. .m.ltN , Ll:\ .. 4.t'I' 

, nor the pcr$onal note from the President to Secretary Shafala accompanying the letter and .\IJt\.1 J41'loI f t,o:w;,;... ~ 'J.r'l, 

r~k::4.;"r4'rl._.If.N_I\..".H,. t'I'·,'.requesting a response are subjecl to release under the Freedom of Jntbnnation Act even 
~UI~" )1_Jr.,llll.I'I\J'.though the letter has had an obvious and profound impact on DHHS~s position. 
, 1I",I.Il~"'........ AI.'l 


£~~~~rs1~~;r;.~~~~·Nevertheless, Dr. Lee's letter states DHHS's int.~t'Itinn 
S CletJt'!I'1J1llne"whieb oCtile liver al/OI;ation policies promises the best 

fu.,-, ~f, t{"II~•• ",~ .. o\L\.froI, ((',\: 

',,",JIlt [ ~,\~.U\~ 

,'\ttr~.... l ~1\\ 

t....., L b.t."IIJI. 

I\.d..~t n, l.l...., M...\ 

~''''I.'~ It "LI:i~II. 11.1 J.~ )O1.1!', I, 

.....\1. Sr._. "",I).. I'l:l t. . 

f .. nf""I'L~"!:.J..i,..l'I',result forth~ patients ofAmerica" and to then "submit to OMB the tel« for a final mlc that 
1."lIU.)1.,t~ll

embodies the Secretary's deci,ion regarding livCT allocation.... 
r\I"f'.'-t,jal~. ~lI~, 

1I.... 1tot .\. ~",.Ift~. r.~ 
1 s\rong')' urge you to avail yOurself of every possible opportunity to make your voice , 4",;tlJ.i:. ""',."t(1. ttfl., ';1'1": 

heard as effectively lI$ possible in this matter. Many in the trllDsplaflt community have 
 1.i,...~1/"rlJJ. M,t4~"\.. 

action: 
already contacted their elected representatives, and you may want to consider such an 


,.~,J~~h 


L; ,\MuU... WI"...., \t 1"\.. 11')~.'< 

\ \ ..... ~'JI_JU..).: .• 'U.... N::' ".This issue is 'implc: witl the transplant community ultima1ely decide policy'? An aroitrsry, 
i"',.(.'.lL.t\..1..J.1 ~JI•• J'""~poorly considered, or politically expediont decision by Government staff COllld be a. 
tt~di.f."....... ,,,".I\ .. t"",",",'"

tragedy for transplant patients: rt is imperative tftllt the extensive work and insigln 
I(..~r(f t t iltJ; M,O•• •.,......i

achieved "verthe ~ sevc:ntl yeatS by the transplant commun ityworking through UNOS lu.... It. "'""()f It.. ,""'" lit 

not be lost I cncournge )'Ou to take appropriate $upportivc "ction 1.0 ensure that the UN()S R-J"f'I AJ..-oJ..:, .\11,1.. 1"') 'i~ 

process be preserved. (fyou need scientific data or information regarding UNOS policy, n. 'A ~.t..\ JI.,..tIi.lf.""". '1,\ I'b,t\. f ...~~"tt 

please call the UNOS staff for assistance. The UNOS Roan! ofDi.reclors will discU$s this P.~\, J. N.........,.. ~l.Jl.. t.,.'ft,", 
J.btf~"" fl ,\11.: •• U Ii . ,l)!,li ....matter at its meeting November 13-14 in Boston. and we will report ,any new" 

.dt:velopment~ to you a.~ soon tI.S possible.. 
t.,.,..1IIri.. r .. III:.W4'I"'...,,:..... 

i fnt' .~. ,"'"f\,. 

http:JI.,..tIi.lf
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801~3~·8m 

nd04.·~30 ·8511 

, 

Novemberl2, 1996. 

Dear T~lant Colleaguet 

I need your·heip• The importeDl priYilege and IeSpODSiliility ~t in the transplant community 

'bav~·bad for tli,c-'ptl!t ten )'\!1IlS to eollectively ~evelog U'ahsplant stmdards and policy ~ugh 


. UNOS is in sC#ouS ~p~ ofbeiug IOst.f~ii~.iiiOiJifi9i'liM~JlI9Siiqn!"it':ii'a6OUi~wm 

'ii,·makmth'P9il~~"!2~if41f~aiis:tijfl~t.b~""·'-'·'<""!··""""'''i'",,-",,,,'--''''"ty-"'-"-";L~":.~1"'~:m,;~~'· 


,'#,!:.:":",.t£.~;';:l,",~"':':'~.t''::'~..~.q,#..., .. ~".-"..... t'' ....-......wV"",,,,--.....cr.~.,~... ~ •.,~ , . 

Please send mo .1erm- addressed to Dorms ShalaIa, S~tary' ,ofHea1tb and HUDl3I1 Seni~ 
200 IDdependenee A'fe"S.W.• Room 615F, washingtoiJ D.C. OZ2.01, on your iD5titution~s 
letmttead stating your op.PQsition to P'HHS MOVing thif poli~ and standarct-soaing fuac:tiOD into 
tht= Govemm,etJt.. Please d~ it today. I D'eed to ~ctjyc vQUr ~y DeemnbEr 3. 199§. lZ'Q2 
pm.. eastmI lime. I am asking everyone in the transplant community to-write letters, ~ch 1 
,\yill Penona.ll;y deliver to DHHS P" Q4emomtraii~m ofour da.trc to k~" lh~ .responsibili1;y fur 
dCGiding tb~ medi=! criteria for organ allocation in the ~PTN~ . . 

It appears t11~r DHHSPs decision to take !be poUc;y-maldn& role jnto the Goverameut so-:tbat 
Se~tary, ~~JUa could ~tcmdne which liver al1otatiOn polJty should be ;,npo;ed, on 111e 
1n1Jl..<pJant ~~tywas based,. m. Part:. on the emmews impression that a substsmAl wm1?er 
in tht': ~Iant cotnmtttlity support such a mO"/'!:. Our crfm rttent member !Ul'Vej"'show! ~at 
more '!ban 9S~ frtt?r keeping this·f.\mttion mthe p.riva~ seCtol'1nmsplant communitY, soinetbing , 
I want:to deni~e eoncJU!ively at 1he GoVemn1eD,t'a ~C3rings on D~ex;Ilber 10 and 11. 

. I also itrongly ~Ilcourage you to con,vcy this message to your elected ~emath-es, and my 
strODg ack;~ regatdjng the upcoming hezrjqs ;s tnat)'Ou ~Uc:llt TO be heard on tbls isme. 1bb 
is the first time in the ten--year b.isKIry of,the OPlN thatDf!HS bas taken tllis poslticm ~ 
the ~ec;tiTc JVlee ofthe Govemment and UNOS. 1l1~~Ore, thit~ may be the only opportunity 
to effectively e~nyey yout opposition t,o this ftmdamem:il dumge in how transplant pollcy J$ 
made. ' ,.' . . .. 

" . . 

II is 5U%'ely true ~1here1Iremmy di..ffe:nmt opinions mth~ t:ra:mpJant wmmunity alrout tbe best 
way to allocare'~rgans .. HowC'Vtt: l.beexlsU!llce Qf'IN:hl di~rp~, which are ofumV'Oiced 
'VigCJ.r0t51y·~hou1d not:Qe·taken as cYid,enee the community deaircs the OOvemIIle&lt to subswnc 
rc:s~~ibility for ehoosing which a1locatfon system to put. Into place. . . . '.' 

please f.Jx )'<>Ilt' lcl'ler to one·ofthe following fax nUmbers at 'the UNQS office and mail:ths 
()rigmal im1T.ledj~1)':(g04) :;:30.. 8507· . . 

. (~04) 330-8511 
: (804) 330·8,593 

, ~g04).3~*1449 

Sinem:!y, . )1a ,:"/J " 
, ..... a. "~ 


. ~dic;k. MD . " - .. .' 

~deUt ., 

T_ 
"I; fhraIlIIria:. M.HJ... F. 

~,.,.,...,. 

·.kCll'.A..I.-.M.D. 

,...~ 

· ~J.""M.P, !J) 

T''''''''''.k: S/zzoer. M.o tzl 
]1"'1.~I\U7.01 

· 1-, ~ 1'mII~ :If.». " 
.l>ocW C. ~)(D.m 
~J.~M.D.'I!/ 
'Vli!ica D. ~~. '1i ' 
It--~M.iJ. <'I 
DatM J. ~. ::.t..o. '" 
Jar:c' ~Ml). ft 
't".:z:ricia LAd.mr. MD. nt) 

Ad..~lIamI~ 

· lIca;I::' Anr.f,;d,. &t 
x-A~M'!). 

~ tI.Icv-.Jr-M.D. 
~!.hN 

~H. O:ar. M.A. 
~t t.. Coooae. VL 

~~~IL"L 

M=ilh~)u). 

~'IIIri~\.:IIII'SIIa'fIo R...,'f. as.: 
M=kl\. ~.~.t'. 'I'\..V. 
J. nmli nJdcmm. M.D. 
~f>1.M~.'-~_: . 

pl!lllF, ~.}U.w. 


M ...J.l,..er!ts1O 


._LU6I.M.ll 

'J\.:lm.o. ~~:'-t.A. 
~~l!~MJ). 

JoM1I(, ~~~tl_~ 

. ~1.SdWt,a,'O • 

l:-l('~ 

h(f~!'It1l 

Dlse:lWA. ~ Z:I;. 
"'J'lrr:: <t 'IFdo!:. L~.QI1 

~:\II\I:I "I"-M.IA. 

"""~ 
G. Md"llle 'III'ilie. Moo... 

OlarS~Jd(l)_ 

;.Ina c;.~M.D_ ! 

tL KeioI.~MDA '" 
Stele!J. c:..a,:.)U).. m! 
jImc5!. "CWt \\In.. 1"'" 
Mc:ft~'IoI-O_I~' 

It Rm!aI ~M.D.. ' 
~J.~-K.D.. 

M:..-;mD,1JL~ MD. 1 . 
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; ::!lir~~:d~8~'tll:c DC!~.enr's:d~igi~.wafsom¢hin8vie should have' " cetcd; .. He ..'. Dn~.£JbrFcI.)U!l, , ....... " ,... '.,.' - .,". ,~.,. "", , ..• ' A,tcz.:J L.a:zm 
riof~. A ~'of.JDyfollow up Jetter··· . .., 

to hinds aUachCd:,Wcwerc' '''',,, ... aSstiian~ tbBtthe Jett=rtti the President froui'amt,1. ~tkt:M.U ,

.,.!: ~ 

~ ~ ",. ... 

This c~jng Monday, your fellow board memb~. Dr. Phli Berry. along with Bill llolWdA.Sn.mr.I!:", 
, ~)Iio C, W"'eII Uf. em::

La'M'ence and 1, will visit with the Senate Majority!}eader, Senator Trent Lott. Dr. Berry MvNoI bpo=. M.BA 

who is a liver transplant recipient, is personally acquainted with Senator Lott. S~r 
Lott is from Mississippi. and the UNOS members th#mI have contacted him to voice their 
support for UNOS., We want to brief SeDator Lon ~d ask his advice. We willjoillour 
Mississippi members in asking him to 5ign the attached letter, which is DOW being 0- W..dulI.J'" M.D.IO\I~.v. 

Jolio C. M<0atttld. rd.D.. naiS4llcirculated among members ofCongreSB for signature. This letter was initiated by several 
H. ~J.I......:M.n. I9IJ.JOmembers ofCongress, including Senator DeWine ~fOhio who spoke to our Board this 
11*", j. c...y; M.D. 1919.90 

Past June about his experience as a donor father; Se\!eraJ Senators and Congres,men have ,Juw t wt 1000D. I~ 91 
already agreed to,ign th., letter. I would encoW'8ge:you to Contact your Congressman or 

~ Mr04n,M.D,. 1"'.92 
Congresswoman and your Senators to request tha~ they also sign it. They can contact. R. P..toohl BaIIirt=. KD .. 1'lIJ., '"2-'3 
Senator DeWine's office (Ms Saira Sultan at 

i
202224-2315). o••p.. ~ lIorm... MO.'''W 
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:'~-: ,. ~ , ;;,~.: . 

.
., 

>.':,. 



....... 

: ',,'," 

WKO'····.. ··· 
\ j'.:. ;, .. ,'" 

, "' ," ',', ;'\;:':., 
.: ~', 

'i .. , 

'. " ,',' , '~. 



Cleveland PlaiD Dealer 
SUnday,Februa.:rY 2, 1997 

+ 

person 

to die" 


First offive articles She' urgently needed a transplant. 
And although she was not in the habit of 

Bv TED WENDUNG. .. wishing ill on others, that meant some
:JOAN MAZZOUM one had to die. Soon. . .and DAVE DAVIS 

PLAIN DUWI\£I'OI!ttlIS Blind trust 
For 99 days. Linda Robinson had Thirty years after Slillth Mrican sur

been waiting for someone to die. geon Christiaan Barnard prolonged the 

On the night of Aug. 26, as Linda went life of a 55-year-old man for 18 days by


about the monotony of tidying up her performing the flrst heart transplant, 

room on the ninth floor of the Cleveland the American public is as ambivalent as 
Clinic and preparing for bed, a repre ever about the social. moral and psy
sentative of LifeBanc was phoning Te chological implications of transplanting 
resa Duke •. the Clinic's thoracic organ the living organs of one person into an
coordinator. A 44-year-old woman in other. 
Columbus had died of a stroke and her . . While the wizardry of modem med
family had agreed to donate herorgans. icine allows doctors to seemingly confer 

In an act of pure altruism by grieving immortality on those whose vital organs 

strangers. a heart, matching Linda's in have begun to fail, many people - often 

blood type and size, was being offered because of the distrust, ignorance or 

to the Clinic for transplantation. The . sheer grief of their survivors ..:... con

heart was the first match tOe Clinic had tinue to take those organs . to their 


graves.been offered for Linda sin~ her hospi
But while donations have remained talization May 20. ::...relatively stagnant, the number of hosAlthough Linda's wait had been pitals performing transplants has more shorter than many Clinic heart trans than doubled since 1988. Because transplant patients" the uncertainty had be- plants have become so .commonplace, come nerve-wracking. . the number of people who have died Just three days earlier, doctors had to waiting for organs has doubled, too. shock her heart to stabilize her erratic Hospitals, striving to remain competiheartbeat. The jolt left scars on her tive, raise their pi'oflles in their commu

chest and back. It also left an indelible nities and. claim a piece. of . the 
psychol()gical scar, driving home the re multibillion-dollar transplant market, 
alization that, after two open-heart sur have spent millions of dollars to start
geries. her 37-year-old heart was not transplant programs. SEE UNDAl12-A .going to last much longer. 



.. 


UNDA mOM I-A 

" Eigbt years ago, 118 bospitals 
.were doing beart transplants. To
day, there are 166. For liver 
.transplantation, the number of 
·programs bas grown from 70 in 
'1988 to 118 today. 
, Likewise, the number of people 
waiting for an organ transplant 
bas tripled, topping 50,000 last 
,montb. 

Like Linda, most of those pa
,rients know virtually nothing
about the hospitals. surgeons and 
national organ-allocation system 
~charged with saving their, lives, 
relying simply on blind trust. 
. "It's amazing to me," said Ju
dith B. Braslow, director of the 
U.S, Department of Health and 
:Human Services' ,Division of Or
gan Transplantation. "You bear 
people say, 'I heard be was a big 
doctor.' What's a 'big doctor?' It 
doesn't mean anything, but tbe 
average person doesn't want to 
knowmuch, 

. "The average patient wants to 
'go, get their transplant, get better 
and get off the list. They have one 
goaL" 

That's certamly true of Linda. 
When she entered the Clinic, sbe 
didn't ·know how many heart 
,transplants the' Clinic had done, 
what liS sU!",\'lvaJ rate was or how 
liS wamng time compared to 
other transplant centers. 

She also knew nothing about a 
troublin!! Issue that centers don't 
discuss WIth patients:' The num
ber of hearts turned down, for 
medical or nonmedical reasons, 
that were later transplanted into 
patients at other centers. 

"I just know it's something I've 
got to do to get out of here," Linda 
said, "I just want to make sure it's 
a good match," 

Luckily for Linda, her insur
.ance company. Travelers, has a 
contract with the Clinic's heart 
transplant program as one of its 
"centers of excellence." The 

. Clinic has one of the top cardiac 
programs in the country, and its 
doctors performed 66 heart trans
plants in 1995, more than all but 

o three other centers. The national 
average was 14. 

Compared to the, other pro
grams, the Clinic also has a better 
one-year survival rate (89 per
cent vs. 82 percent), and a rea
sonable median waiting time (149 
days), and turns down almost no 
,organs for nonmedical reasons. 

:','It's time' , 

· It was '1:20 a.m. on Aug. 27 


· . ~wben a nurse flipped the light 

, switcb in Linda's room, rousing 

"her from 8 deep sleep. A Clinic 

.heart procurement team would 


: be flying to Columbus to take a 

,;look at the 44-year-old stroke vic· 

'.tim's heart, which had been 

-matched for Linda through the 

..:united Network, for Organ Sh8!" 

.'mg. UNOS, an organ databank 1D 

:Richmond, Va., bas the federal 

-'contract to distribute organs na· 
· tionwide. . 
.'. HI can't believe it! rm not 
':ready'" Linda stammered as she 
·'tried to remember the phone
'~umbers of the oeople sbe bad 
"promised to call. "I'm so scared. I 
~can't believe it." 
· There was, of course, her hus
o 'band, George, who was back in 
:J'yrone, the small central Penn
:SYlvania town in which she had 
~wnup. ' 
.. Also ber mom, Rita Miller, wbo 
'was staying at the Ronald 
'McDonald House on Euclid Ave. 

"" . "George, it's time," Linda said, 
· 'her voice quivering. 
, "Are you sure?" he answered, 

o sbaking himself awake. He began 
lOcry.

•. "Please drive careful" Linda 
~said. "I love you. I'll see you when 
1wake up." 

-': George, 36, a self-avowed "old 
'hillbilly," used to be a long
~distance trucker. He quit after 
Linda was hospitalized, taking a 
-local construction job so that he 

· :\vouldn't be on the road if some
•. thing happened. 
· '. Being a trucker. George had 
· spent plenty of nights driving in 

the fast lane. But even making 
good time, the trip to Cleveland 
would be4'fl hours. He couldn't 

_ be expected to arrive before 6:30 
.a.m. 
" In Rita's room, the beeper the 

· Clinic had given her finally went 
.off. By the time a Clinic police of
·ficer delivered ber to the hospital, 
she was frantic. 

• 0 "I know we were waiting all 

this time, but I'm so scared," she 
said. "I'm just hoping this beart 
likes ber as much as she likes it." 

Even though the hour w8:s late, 
the ninth floor was abuzz With ac
tivity as the nursing staff pre
paI'!'d to move Linda to the card- . 
laC intensive-care unit on the flfth 
floor. ' 

"I'm hoping it all goes well be
cause she's really a special per~ 
son," said nurse Jennifer Ullman. 
"I don't know how I would toler
ate being here day after day. She 
deserves to have'"a life. She's 
young." 

Marion Grimaldi, another 
nurse, was beaming. 

"For me, it's a really exciting 
. time when somebody getS a 
heart," she said. "It's like you feel 
like they're going to have a baby 
or something. The hair goes up on 
myanns." . 

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 surgery, only to 
find out that the organ is unsuit
able for transplant. Roughly one
fifth of the trips Clinic heart pro
curement teams make to inspect 
donor hearts turn out to be dry 
runs - the judgment call being 
made that, upon close inspection, 
the organ is too marginal to ac
cept. 

That's what had happened to 
Linda's friend, Nancy Vigneau. 
On Aug. IS, as Nancy, 46. was be
ing prepped for a beart trans
plant, the -Clinic's procurement 
team leader called from Colum
bus to inform Nancy's surgeon 
that the donor heart was dam
aged. . 

The psychological effect on 
Nancy had been devastating. 
Four days later, the Brooklyn 
woman suffered a heart attack. 
She subsequently underwent 
open-heart surgery in which she 
received a HeartMate. a mechan
ical device that temporarily aids 
the weakened beart in the ab
sence oH donor. 

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

.The death watch 
. While the ICU nurses and an 

anesthesiologist prepped Linda, 
. Rita sat alone in the waiting 

room, clutching a box ofKleenex. 



. . 

citement and expectancy of aThe clock read 3:10 a.m. A nigbt of magic were replaced by a"Taxi"renm played on the over· sorrow so profound it seemed ashead TV set as Rita dabbed at ber though everyone in the room badeyes. . . 
died at once.Watching her daughter suug· .. "You're kidding," Rita said asgle to live for so many years had she began to sob. "Ob baby girl,taken its toll on Rita. Linda, the baby girl ••••" .eldest of Rita's five children, bad Linda,· the color drained from·been stricken with undiagnosed : ber face, stared straight ahead. rheumatic fever as a child and "I'Ve had bad luck for so long, I underwent open-heart surgery to don't need any more,Itshe said.replace a valve in 1972, whensbe 

As she tried to comfort ber· was just 13. She subsequently suf· mother, Linda thought of Georse•.fered astroke. . 
racing down Interstate 80 in theShe recovered. but when she early-morning darkness, worryhad another stroke in 1988, fol
ing about wbether be was going to lowed again by open-heart sur
belate.gery and replacement ofthe same "He drove so far for nothing .. valve, it became apparent to Rita 
Liliaa said. "I don't look forwafdthat if Linda was going to outlive 
to telling him. He's going to be soher, she would need a new heart. 
up~t."Linda has viral cardiomyop

· athy. an enlarging of the heart. It 
is the most. common diagnosis Room with a view 
among heart transplant patients. 

From the ninth floor of theafflicting a little more than half of 
those who receive transplants. Clinic's "G" Tower, bome to those 

Worrying about Linda had been ~waiting heart transplants, pa· 
tle~ts can contemplate the tree~nough of a burden. but Rita. who 
tops and rooftops of the city'sIS SS years old and divorced, also 
East Side and watch the traffic on had her own health problems 
busy Euclid Ave. havmg recentlr been diagnosed 

The perspective can be fruswith· cancer of the breast· and 
trating, but for patients wbo arelymph nodes. That required her 
tethered to IV s and rolling heartto drive the 2S0 miles back to AI
monitors, it offers a reprieve from toona.Pa.. for her chemotherapy 

treatments. after which she television and the obseSSIve at-

would return to CJevelapd to be _. ,tention. they must· pay to their 

by Linda's Side .. .huge daily doses of medication. 


"This time. I really felt bad" But that's not true for Linda, 
she said of her latest chemo se~ who. with belp from her mom . 
sion. "I had to lie down when I got traJisformed the spartan bospitai 
here. Two nurses up there [on room into a makesbift home. 
Linda's floor] got me a bed." • Hun4reds. of. get·well cards, 
· Since Linda's hospitalization, . drawmgs; and pbotographs 
Rua has been haunted by helicop warmed the walls ofG90-26. 
ters, wondenng every time she . "I got that 3-D puzzle:~ Linda 

hears the distinctive whap whap . had said on Day 90, pointing to 

whap of the Metro Life-Flight her Cinderella's castle puzzle, 

chopper whether it carries "Lin one of many she had finished. "I 

da's heart." told myself when I finisb that· 


For some who wait, the death puzzle, that nigbt I'll get my 

watch becomes a topic of gallows heart. Well, that's been finished 


.humor. said Teresa Duke the fora week, and I still don't bave 
Clinic's thoracic organ coordina mybeart." .. 
tor. A few patients cope with their Improvements in transplanta· 
fear and guilt. she said. by "jok· tion - new medications and ven
mg around. about Sitting at their tricular assist devices which 
wmdows WIth binoculars, looking keep failing hearts beating 
for motorcyclists" to crash .. bave increased the short-term 

-survival rate. Considered little 
. more than experiments 15 yearsThe call ago, beart transplants are routine 

At 5:03 a.m.• the phone rang in enougb today that their average 
the ICU. Dr. James McCarthy 52S0,ooo cost is covered by Medi
the surgeon who bad flown to eo: . care, Medicaid and private insur· 

ance. .lumbus for the procurement, had 
bad news. The stroke victim's . But with donor organs being so 
heart was no good. . scarce, the rapid medical ad

In an instant. all the hope, ex•. vances have brought with them 
~igg~r waiting lists, longer wait. 
mg tImes and a greater cbance of 

dying while waiting for an orgm.; 
Eigbt yean· ago, four ~ 

died every da, waiting for an ~ 
gan. By 1992,tthat number ~ 
seven. Today, i~ is above nine. .:S 

Currently, more than 3,700 ~ 
pie are waitinltfor a beart traJis: 
plant. Only 2,361 received one u 
1995, and no pie. died waiUt + 
• . ,,·1"mg. ,-,,41.,..-:. 

Aug. 30 was a eltering day,. 
Tyrone, and rge Robinso6 
.couldn't move from the li~ 
room coucb. He had been th~ 
ing about mowilg the lawn, blq 
be couldn't sn~ out of his de.
pression. All be felt like doinj 
was lying around. •• 

Since Linda', hospitalizatimt, 
ber doctors bad been forced to 
~hock ber beart seven times. to 
keep. it ,oing. "The nurses doWn 
there S81d they bad never brought 
somebody back to life that many 
times," she bad told George 
matter-of·factly. ".' 

George was still confident tIiat 
Linda was in goodhands, but she 
had. been waiting in the hospita1 
for· a new beart for more than 
three months nov. What if she 
died waiting? He vould be alone. 

George and Lilda didn't haye 
Cbildren. Linda had learned the 
)lard way that she would never be 
ll.mother, having been told only 
~r a miscarriage at age 21 that 
)b~ blood-thinning medication 
~e had taken made it impossible. 
~~:;neorge was getting another ice 
~ when the phone rang. .It was 
2:30p.m. 

"Honey, it's time," Linda said . 
trying to conceal her fear. "No~ 
don't get too excited. Remember 
wbat bappened last time. They've 
got another heart, but they have 
to check it out." . 

The clock was running. Four
and-a-half. bours stood between 
them, so George didn't waste 
words. 

"I'm on my way," he said. "I 
love you." . 

.First, Georg~ hadAo pick up 
Rita. To save tlme, .ti'e decided to 
take the route that went by Ty. 

http:toona.Pa


rone Area High School. But it was 
Friday, and the school was play
ing its arch-rival, Bellwood, in 
football. It was a big event in the 
small town, and hundreds of peo
ple already had clogged the 
streets by 3 p.rn. 

"I told her that when I got the 
caU. I'd be there before they took 
her in. II George said, recalling his 
late anival the moming of Lin
da's dry run. "No matter what, I'd 
be there." 

Code Blue i 

Farley Lee was filling out pa
perWork at the Clinic's ninth
floor nursing station when lin
da's heart monitor sounded. 
Linda had been working on an
other jigsaw puzzle - th.e same . 
one she had been noodling over 
for two weeks - when she 
learned that a heart had been of
fered for her. Initially. she had 
taken thenews calmly. but within 
minutes her heart was racing out 
of control. 

Lee reached the room first, 
finding Lmda on the phone. 

"I don't feel good." Linda said. 
"Get back in bed." the nurse or

dered. 
. Linda's normal heart rate was 
about 90 beats a minute. but as 
the Climc staff rushed Into her 
room. they 'could see it was at 120 
and rismg. Ther put her on oxy
gen. started an EKG and called a 
"Code Blue" It was 3:05 p.m. 

The nurses knew LInda was in 
trouble. They also knew there 
would be no transplant that night 
if they couldn't slow her heart. 
beat. 

When Linda's heartbeat 

reached 150, the paddles were 

broughfout to shock her. 
 I 

"It's the same rh}1hm you did 

last week on us," said Dr. Mat. 

thew G. Deedy. "You feeling

OK?" . 


"Yep," Linda said weakly. the 
oxygen mask muffling her voice. 

Linda was anxious, but she also 
was, alert aD:d responsive. Deedy 
deCIded 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. It was a go. 

Point of no return 
Shortly after 6:30 p.m., the or

gan procurement team boarded. 
Life-Flight, bound for Youngs
town. The team was led by 
McCarthy, the. surgeon who had 

. decided that the heart offered for 

Linda th:ree days earlier was un
acceptable. . 


In the ICU, doctors and nurses 
once again began inserting an IV 
tube into Linda's jugular vein. 
Linda was awake during the pro

':cedure. 
"Ben, if the heart's no good, 

will they electric-shock me 
again?" she asked 
Ben Meola, one of 
her nurses. "I don't 
want to be 
shocked." 

"They'U . make 
that decision then," 
he answered gently. 
"Thinkpositively." 

Dr. Robert W. 
Stewart, bead of the 
Clinic's heart trans
plant program and 
. the doctor sched
uled to perfonn Lin
da's surgery, came 
in to introduce him
self and teU Linda a 

, little bit about what 
to expect. 
. Transplants are 
exercises in medical 
precision - from 
the seemingly inter
minable poking and 
prodding patients 
endure to the almost 
military-style police 
escorts procure
ment . team mem
bers receive until 
the moment they en
ter the surgery 
room. 

"You try to coor
dinate everything 

else so that the minute they're 
walking in with the [new] heart, 
we're. taking the old one out so 
that there's an exchange at that 
time," Stewart said. 

"The critical decision is really 
made by the person who goes to 
get the heart," he added. "I'm 
very fortunate to have highly ex
perienced guys like Jim McCar
thy. I have no idea how many 
transplant runs he's been on. He 
can spot a bad heart at 20 feet. He 
also knows a good heart. And he 
knows the heart that isn't perfect, 
but is going to be good enough for 
us." 

. Linda was . beginning to get 
groggy from the medication. Her 
eyes were slits, but she could still 
talk. 

"I hope they wake me tonight," 
she said, her voice barely audible 
through the oxygen mask. "I want 
to· wake up later and have this 
whole thing be over." 

Denise E. Brainard, a trans· 
plant nurse who follows patients 
after surgery, tried to comfort 
her. . . 

"I talked to Dr. Stewart and he 
said it looks like a real good 
heart." the nurse said. 

"I don't want a bad heart," 
. Linda told Brainard. 

"Oh, we won't give you a ·bad 
heart. That's why there are dry 
runs. When we give you a heart, 
it'll be a good one ... 
. "They said that other one was 

from a 44-year-old woman," 
Linda added. "I don't want a 
heart from a 44-year·old woman. 
After going through all this, 1 
want a young heart. I don't want a 
44-year-old heart." . 

"Well, even if we give you a 44
year-old heart, you can be sure 
that it will be a good one. You 
should have a gflod weekend. 
What a nice [Labor Day] holiday. 
present." 

. It was shortly before 8 p.m. 
when the staff assembled in the 
ICU to take Linda to the operat
ing room. As they were preparing 
to move her, George and Rita ar
rived at the fifth-floor waiting 
room.. 


"They're wheeling her to the el

evator," a nurse told him. "You 
can catch her there. " . 

The reunion was brief and fren
zied. . 

This was it, George. thought. 
These were the people who were 
going to perform a miracle by giv
ing Linda a new heart. : 

His OWn heart was in his throat. 
"I got to see her for two mirt

utes," he said. "That's all·1 
wanted - just to let her know 
that we were there, that we love 
her." . 



Nightowls 
. The heady success the Clinic's . That wasn't possible for Linda. 

who had to quit herjob at Josten,'sheart transplant program has en
. joyed since its inception in 1984 Yearbook Co. in State College, 

Pa., after she became too ill tohas conferred godlike status on 
work. So instead of being hospiits three surgeons - StewBllt, 


Nicholas Smedira and Patrick M. talized in nearby Altoona, she 

McCarthy. But it is the tireless • spent ber summer in Clevelanp., 

and nerve-jangling efforts of staring out ber bospital window 

Katherine J~ Hoercber, the cartI· and waiting for the death of a" 


stranger. .iac transplant coordinator; Duke, • 

the thoracic organ coordinator; 

and the Clinic's organ procure- • The 'turning point:

ment teams that are perhaps even 

more impressive. . . The temperature in the operat


One of the grim realities ofor ing room was a cool 60 degrees
gan donation is that many organ when Stewart walked in wewg
donors die at night, often from white pants and a white sbort
homicides or traffic fatalities. sleeved shirt. The call bad. ar
That requires Duke, Hoercber rived: The beartw~.Iood!... . :. 
and the procurement teams to be While teams of procurement 

. available around the clock. speciaUsts, wbo bad arrived to 
As a result, they learn to taKe • claim other organs, hovered over 

power naps, sometimes aboard the donor in Youngstown. the 
Life-Flight. . ' Clinic's surgical team readied an 

"Transplants aren't really any unconscious Linda for ber five
fun because they're often in the hour surgery.

middle .of the night," said The hean is always the first or

Hoercher. "But we're very ag gan to be procured, and doctors 

gressive. We take a lot of hearts have' a maximum of six hours 

that other programs turn down.'· 
 after "cross-clamp" - the cutting

Stewart said the Clinic is aca off of the blood supply to the do
tely aware of the balance ofrisk nor heart - to transplant the
factors. heart into the recipient. . 

"I will transplant a high-risk By 10:22 p.m., it was clear that 
r~clpient," he said. "I will al~o the procurement team was run~
use a donor that is borderline. But Ding later than expected. Linda's 
1 won't use a borderline heart in"8 chest was open and Stewart was 
hIgh-risk recipient. Risk is cumu ready to remove her heart. She 
lative. And we can neutralize one had been on the heart-lung bynsk factor by having everythiI)g . pass machine for 12 minutes.else hned up very nicely." . "They didn't forget where we Patients don't realize it, but . ~ere, did they?" Stewan joked
even the natlon's top transplant dryly.
centers turn down more than 80 Three minutes later, McCarthy percent of the hearts they are of ~nd the procurement team sweptfered. usually because the recipJ IDtO the room, carrying Linda's'ent IS too ill or for any of more new heart in an Igloo Playmate than a dozen other reasons in- . cooler.volvlng the health and social his It took Stewart about threetorv of the donor. minutes to remove.Linda's heart. the determining factors in who Simyltaneously, two nurses caregets transplanted are blood and fully removed the donor's hearttissue type, length of time on toe - which was suspended in a sawaiting hst. medical urgency and line solution - weighed it and the dIstance the procurement prepared it for transplant. team has to travel to obtain the '.1 . Then the delicate work oforgan. 

stitching the new heart into Lin-Hoercher said the Clinic had da's chest began. . .. traveled as far as northern flor
Stewart said little. Because the ida to pick up a heart. Because of 

Clinic averages more than onethe Clinic's willingness to accept 
heart transplant a week, teamhearts that other transplant cen. 
members have spent a lot of timeters turn down, 60 percent of its 
working together. .'hearts come from outside the re

gion. The turning point in the sur
gery came when Stewan was. The Clinic also transplants Pjl_ 
ready to allow partial blood flow t1ents who are on its waiting list 
into Linda's new heart. It wouldbut are hospitalized out of state 
either begin beating on its own orbringing them in by helicopter fQr 
he would have to shock it back tothe surgery so that they can be life.near their families while they

walt. . .' Or Linda would die; . . 
The ~octor removed the clamp. 

~edlatelY. ~e heart began
beanng, confmnmg Stewart's in. 
tuition: A perfect match . 
. "That . restores my equilib

num," he said. 

He asked a nurse to call George . 
and Rita in the waiting room and 

. tell them the sUIl!ery was going 
well. Rita began to cry. George, 

· . for the first time, saw an end to 
·Linda's long ordeal. . 
. "I can't help but think about 
wbere the heart came from. and 
why things have worked out this 

· . way," he said. his eyes focused on 
· the floor. "I guess only one Man 

knows for sure. Still. I think about 
it. about the family on the other 
end ofthis. 
. "Do you think they would get us 
in touch with them? If they had 
bard feelings, I wouldn't want to 
intrude on them," he said as his 
"es welled with tears. 
, For a moment he could not 
speak. 
: "I'd like to let them know what 
we're like, to thank them very 
~uch for the second chance they 
cave my wife." 
, The Robinsons know only that 
Linda's new heart came from a 
ll-year-old woman who died 
from a gunshot wound. They now 
Know that at least two other faini
lies benefited from the donor 
family's generosity, with the liver 
and kidneys also being procured 
for waiting patients. 

. . Although organ recipients are 
given no other information about 
the donor, they are allowed to 
send a letter, usually relayed 
through the hospital or organ' 

. bank. to the donor's family~ The 
family then chooses whether to 
respond. 

Many don't. preferring their 

gift to remain a silent•. selfless 

act. 


'Bye bye, y'all' 
At 1:04 a.m.. the surgery ended. 

· Stewart walked into the waiting 
room and extended his hand to 
George.. 

"It went very well." the doctor 
said. "It was a good match. Best 
I've'seen in sometime," 

Stewan said he was optimistic 
about. Linda's long-term outlook. 
Her chanc«: of surviving the first 

· year. he said, was about 95 per
cent. .. 

"The real question now is 
what's going to happen to the do
nor heart, specifically coronary 
artery disease," he said. "And 
there~s about one chance in three 

. 'th.at, five years from now, that 
will have caused her major prob
lems, eidier death or re

· transplantatrjon." 



,. 

While those odds may not 
sound great, most hean trans
plant patients will take them any 
day over the immediate alterna- . 
tive - death. Many hean recipi
ents are now living more than 10 
years. And the longest-living re
cipient. a 40-year-old patient
transplanted at Stanford. Univer
sity in 1974, has logged more than 
20 years.

"Every year, things get a; little 
bit better," Stewart added. "So 
the outlook's not bad for Linda at 
all." 

Linda's recovery was swift. On 
Sept. 7, eight days after her trans
plant, she left G90·26. 

She tried not to cry, but even . 
. the heavens wept. The rain came 
in torrents as Linda, Rita' and 
George loaded Q.9xes· .. into 
George's truck. Linda's 'nurses•. 
many of whom made it part of 
theIr daily rituals to take their 
breaks in her room, gathered to 
say goodbye and wish herweU. 

"It was hard to leave those peo
pie," Rita said. "You get really 
close after being with them all 
that time." 

"I didn't even see my cousins as 
much as I saw those people,"
Linda added. "I saw them every 
day," 

And then she left. carrying the 
heart of a woman she had never 
known. along with the hopes and 
fears of a life she almost lost. . 

. All that was left of her IIO·day 
stay at the Chmc was the note she 
had scrawled on the message
board In her room: 

"Thanks for all the special care, 
EVERYONE Bye bye, )"alL" 

Back to Tyrone 
Nestled in the hollows of cen

tral Pennsylvania. hard by the 
Little Juniata River. Tyrone is a 
world away from Cleveland. 

This mill town of 1.800 resi
dents is where Linda grew up, 
and where her children would 
have grown up had her fortunes 
been different. Lacking though it 
may be of the amenities she and 
Rita had grown used to in Cleve· 
land. Tyrone is where her family 
and her heart is. 

. For the most part, Linda has 
been doing well since her trans
plant. She is also relieved to hear 
that Nancy Vigneau, her friend 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 liVing, Linda has given little 
thought to what Renee Fox, a pro

· . fessor of sociology at the Univer
· sity of Pennsylvania, calls "the 
. tyranny of the gift" - the inabil· 

ity of organ recipients to ever re
pay such an extraordinary act of . 
giving. She w~ allowed only to 
send a brief thank·You card to the 
donor's family - who chose not to 
respond - and that. was the end 

· ofiL . 
· Like many transplant recipi· 

ents, Linda expectedber life to 
· pretty much return to normal 
· after she came home. It hasn't. 

Every day, she checks her 
blood pressure. temperature' and 

· weight, walks 30 laps (five miles) 
t around the interior of the high 

. . school and swallows 23 pills, 
. ranging from anti-rejection drugs 

to Geritol. She returns· to the 
Clinic ever)l three weeks for a 
biopsy.. ' . 

· "My body's fighting my heart 
: because it knows it's not pan of 
, my body; it's someone else's," she 

said. "But I didn't think I would 
• have to take. all the medicine I 

take. I take a lot more medicine 
than I took before, and that bums 

'j meoutalot." 
But in other ways Linda's life 

bas returned to normal. Sweaters 
· still needed· to be cross·stitched 
: for Christmas presents and the 

many chores associated with 
maintaining the Robinsons' small 

: trailer home had to be done. 
George hasn't been around to 

· help much. After Linda came 
• home, he took ajob with a Conrail 
subcontractor, helping to clean 
up train-derailment sites. The 
money's good. Linda said - S10 

; an hour - but it keeps George 

awayJrom home a lot. 


But there's a more important 

, reason Linda has not bad time to 

, convalesce. It is now her turn to 


take care of Rita, who has been 
I suffering terribly from her can

'. cer. 


Since completing her chemo
therapy regimen, Rita bas been 

. receiving radiation therapy at AI
, toona Hospital. Every day, a bos

pital van makes its rounds 
through the hollows near Tyrone

.' ~d ~ts surrounding communities, 
pIcking up cancer patients and 

, delivering them to the hospital's ' 
, cancer center. 

The patients with early. ap

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

~da vowed that her' mom 
would not be on that van. So, ev
ery day, she drives Rita to the 
hospital, doing her cross~ 
stitching in the lobby while Rita . 
gets ber radiation. Then they go 

· barpin~bunting. 
"She stayed with me the three 

months in Cleveland, fI said Linda. 
· "I think I can get out and take her 

to the hospital." . 
. These are precious months for 

Linda and Rita, filled with laugh
ter and Rita's infectious opti
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 she 
would be willing to endure it all 
again. 

"They say you might have to 

bave another transplant within a 

certain time, but I don't know if 

I'd do it again," she said. "I say

that now, but when it carne down 

to dying at the hospital, I didn't 

wantto. 


"I guess I can say I wouldn't do 
·it again, now that I'm doing so 
good." .' 

Photos ~ CaptJ.cns Cinitted 



f • 

FORton 
INFODU.TION .

Ifyou are facing
a transplant . 

When deciding where to go 
for a transplant, patients 
should consider the annual 
number of transplants a center 
performs, its mortality rate 
and the surgeons' experience, 
medical experts say. . 

Centers that perform large 
numbers of transplants tend to 
have better survival rates and 
are less likely to turn away do
nated organs matched for pa
tients on their waiting lists, 
according to Dr. Robert W. 
Stewart. head of the Cleveland 
Clinic's heart transplant pro
gram. 

"Volume almost answers ev
erything else." he said. "Ifyou 
wanted to pick a transplant 
center just on the available in
formation. pick the top 20 
according to [volume] num
bers. and then go down the top 
20 and pick them according to 
survival rates." 

Volume and mortality data 
for transplant centers are pub
lished by the United Network 
for Organ Sharing in its "1994 
Report of Center Specific 
Graft and Patient. Survival 
Rates." The. full report· costs 
$115 and can be obtained by 
calling }·800·243·6667. 

UNOS also provides mortal· 
ity rates on up to 10 centers 
free· of charge to transplant 
candidates who send a written 
request to: UNOS communica
tions, P.O. Box 13770, Rich
mond, Va., 23225. 

Information about a sur
geon's experience must be re
quested from the transp~ant 
center. 

Additionally. "Transplant 
News," an industry newsletter. 
offers in-depth coverage on.the 
latest issues of interest to pa
tients and transplant profes
sionals. You can subscribe by 
calling 1-800·689-4262. . 

And computer users withac
cess to the World Wide Web 
will find useful transplant in· 
formation on bomepages pub
lished by UNOS: 

http://www.ew3.attnet/unos 
and the U.S. Department of 
Health and Human Services' 
Division of Organ Transplanta
tion: 

http://www.hrsa.dhhs.gol1/ 
bhrdfdotfdotmain.htm . • 

TRANSPLI.NT FACTS 
Estimated first~ cb.a.nZes 
per orgau transplant. 199"8 

Hean $253.200 
Uver $314.500 
KJdney $116.100 
Kidneylpancreas $14l300 
Pancreas $125.800 
Hean-Iung
Lung . 

$271.400 
$265.900 

TBANSPLANT FACTS 

The length of time OJ18DS 
remain usable after 
procurement. 

Hean 4-6 hours 
Lungs 4-6 hours 
Pancreas 12-24 hours 
liver 16-32 hours 
Kidney 48-72 hours 

http:TRANSPLI.NT
http://www.hrsa.dhhs.gol1
http://www.ew3.attnet/unos
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Hospitals~eject· 
~ealthy he~ts 

Waiting··· 

patients 

.not told 


Second offive articles 
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JOAN MAZZOLINI 

and TED WENDLING 
PLAIN DEALER REPORTtllS 

ROYAL OAK. Mich. - .The 
sum of Pani Szuber's donated 
parts \\'as two eyes. two kidneys, a 
llver. 30 bone and tissue samples, 
and one beating heart. 

In a wrenching. bittersweet 
story of love and death, the heart 
01 tlie n-vear-old nursing student 
went to her father, and it made 
alichigan tree fanner Chester 
Szuher the most famous heart 
transplant recIpient in America., 

Patti Szuber's tragic death in 'a 
car accident in Tennessee in Au
gust 1Y94 and tbe transplantation 
of her heart into the chest of her 
ailing 58-year-old father also' 
thrust the suburban Detroit hos
pital at which the surgery was 

. perfonned into the national spot
light. . 

Chester Szuber had been wait
ing four' years for a transplant, . 
and William Beaumont Hospital 
in Royal Oak was inundated with 
calls from reporters and TV pro
ducers who wanted to tell the 
family's heartbreaking story. . 

But what Beaumont officials 
never told Szuber or any of the 
other 23 patients on their waiting 
Jist in 1994 was that the national 
shortage of donor organs wasn't 
the only reason they had been 

. waiting so long fQr new hearts. . 

that year, Beaumont staff 
turned down for nonmedical rea
sons 101 offers of heans suitable 
for tranSplant. The reasons for 
the turndowns, as reported to the 
.United Network for Organ Shar
ing by the organ banks that of
fered the heans to Beaumont, 
were either "surgeon 
unavailable/program too busy" or 
"administrative... 

'Another 76 heart offers were 
turned down by· Beaumont ad
ministrators in 1994 for JDedical 
reasons. They accepted just one 
- Patti Szuber's. 

. Beaumont wasn't the only pro

gram that was tUrning doWn heart . 

offers for nonmedical reasons 

that year. While transplant pro

fessionals were publicly lament

ing the shortage of donor organs, 

28 of the nation's 167 heart trans-. 
plant centers refused for non
medical reasons 20 percent or 
more of the total heart offers they 
received during. the last seven 
months of 1994, according to 
UNOS records. About 97 percent
of those hearts were later trans- .,.. 
planted into patients at other hos
pitals, a UNOS official said. 

"I'm surprised that the num
bers are that high," said Thomas 
H. Murray, director of the Center 
of Biomedical Ethics at Case 
Western Reserve University and 
one of several ethicists and doc
tors who said they were unaware 
of the practice. "You'd .like to 
know what the circumstances 
.were ... but if they can't give 
good reasons, it's troubling, 

"You can count me' among
those who were surprised to hear 
that it happens at all. I assumed it . 
was extremely rare, and it ought 
to.be extremely rare." 

Transplant professionals say a 
. hospital's rate of turning down or
gans for nonmedical reasons is 
just one factor that patients ' 
should consider when choosing a 
hospital. Other important factors 
are a hospital's mortality rate and 
the median length of time its pa
tients must wait before being
transplanted. 

A center's -high nonmedical 
turndown rate also doesn't neces
sarily tranSlate into longer me
. dian waiting times for patients. In 
some cases, a high rate of turning 
down organs for nonmedical rea
sons· simply reflects the size of a 
program and the resources the 
hospital has devoted to transplan
tation. 

For example, of the 806 offers 
of heans turned away for non
medical reasons during the last 
seven months of 1994, many were 
refused by smaller programs. 
such as Beaumont's, which has .. 
just one transplant team. That 
means vacations, medical confer
ences and other cardiac surgeries 
that might call any member of the 
team away forced those centers to 
turn down hearts they otherWise 
might have accepted for waiting 
patients.

More recent turndown data 
could not be obtained because 
UNOS, the government contrac
tor responsible for allocating do
nated organs, has refused to give 
1995 and 1996 organ turndown 
figures for individual hospitals to 
the U.S. Department of Health 
and Human Services. 

UNOS officials claim that 
transplant centers have not re
viewed the figures and that the 
data may have-been inaccurately 
or nonuniformly reported by the 
nation's 66 organ banks. They
also fear that making the data 

'. public would discourage centers 
from voluntarily providing infor
mation, provoke lawsuits and 
change the way the data is re
ported in the future, rendering it 
scientifiCiDy useless. . 

Beaumont - which has done an 
average of just 2.6 heart trans
plants a year since its program 
opened in 1989 - had the third 
highest percentage of nonmedical 
~downs in the country during 



the last seven months of 1994. 
During that time. Beaumont 
turned down 52 offers of hearts 
for nonmedical reasons, an aver
age of more than two per patient, 
UNOS records show. . 

In an interview in October, 
Beaumont administrators dis
puted the accuracy of the turn
down figures. But last month, 
after referring the inatter to the 
hospital's peer review committee, 
they confirmed· that the figures 
were correct. 

Hospital officials would not re
veal the results of the commit
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 
hearts is something that we don't 
find acceptable around here, at 
least an ymore," said hospital 
spokesman Mike Killian. "The is
sue is that it shouldn't have been 
done in the first place." 

Beaumont administrators attri
buted part of the problem to the 
busy schedule of Dr. Jeffrey M. 

. Altshuler. the hospital's only 
heart transplant surgeon. Alt
shuler perionns about 230 heart 
surgeries.a year, or about four a 
week. When a heart is offered. he 
often must be available to remove 
as well as transplant it. . 

"The big problem in having one 
. transplant surgeon is when I go 

on vacation ... what happens to 
the recIpients'" Altshuler said. 
"\Ve've made arrangements with 
other transplant programs now 
that if I'm gone for a week, we 
call them ... andther will cover 
for us." 

Beaumont officials would not 
say whether any of the patients 
for whom hearts had been re
fused died without receiving a 
transplant. Because patient infor
mation is confidential. The Plain 
Dealer was unable to identify 
Beaumont patients or their survi
vors to interview for this story. 

Patients not told . 
In a practice officials at Beau

mont and some other hospitals 
said was universal, Beaumont did 
not tell any of the patients on its· 
waiting list about the nonmedical· 

. turndowns. That deprived them 
of the choice of transferring to 
another heart transplant· pro
gram, . 

Patients at Beaumont and else
wbere generally also aren't aware 
that transPlant centers tUrn down 
most of the heans they are of
fered for important medical rea
sons, sucb as the recipient was 
too ill or the donor's size or 
weigbt were incompatible with 
the recipient. 

"There.are always exceptions, 
but as a general practice, patients 
are not told about [organ] turn
downs," said Dr. Leslie Rocber, 
Beaumont's director of transplan
tation services. "It doesn't add to 
theirweD-being." 

Some mediCal ethicists dis
agree. Jeffrey M. Prottas, a UNOS 
ethics committee member, even 
goes a step further - advocating 
that patients be given turndown· 
data when they are deciding 
where to have a transplant, 
rather than after they are already 
hospitalized. 
'~~enever I bave my say on 

this ISsue, I say that UNOS.ougbt 
. to be publishing aD of this," said 
.. 	 Prottas, wbo teacbes bealth. pbli

tics at Brandeis University' in 
W~tham, Mass. "It's reaDy i,m
fatr. Everybody, should bow 
these sorts ofthings. " ,~'.-

But they don't - partictil3'iiy 
when organs are turned down for 
no~medical reasons. Offici8Js! 'at 
Ohio St~te Uni,versity Hospital, 
Vanderbilt UDlversity Medical 
Center and other transplant cen
ters around the country· aD 'said 
theY,don't tell patients about non
medIcal turndowns. .::, , 

As a consequence, patients at 
Vanderbilt didn't know in'1994 
that 41 ~erc~nt of the beart otters 
were belDg turned down for' non
medical reasons while thehetid of 
the Nashville, Tenn., hospital's 
he~ transplant program, ~Bi11 
Frist, was campaigning for'1be 
U.s,Senate. .rd" 

Vanderbilt refused 93 offers'of 
hearts in the last seven montbs of 
1994,46 of them for nonmedical 
reas~ns. according to UNOS data. 

Frist, who was elected to' the 
Senate that .year, declined to.oom
~nt for thIS story, Since becom
mg a ser:'ator, he has remained.in
volved ~n trar:'splant issues and, 
al~ng WIth OhIO Sen. MichaeUle
WIDe, founded the CongressiotlBl 
Task ~orce on Organ and TiSsue 
Donation. ,. 

It is ~clear how many or.tlie 
nonmedlcal,turndowns are attnb
u~able to ~st's absence, burhbs
Pltal OffiCIals said that when'he 
took. a leave from Vandertii1t~in 

l "Wbe~ Frist le~, it left I two 
guys domg everything - .Irthe 
adult beart surgery, all the adUlt 
thoracic surgery, and &D'o"me 
transplants," said Dr. Richard:N. 
Pierson III; the current director 
of Vanderbilt'S heart t:ransplant. 
program. "When I got here, 1'got 
that [turndown] list from ourear
diologist, who was unhappy lbat 
we· had had to turn down oz:gans 
because we didn't have enc.tgh 
peclple." 	 -• ". ~ 

Pierson conceded that Vander
bilt turned down organs for,Don" 
medical· reasons before bf-:pr
rived in July 1994, but:'be 
disputed UNOS data statingtbat 
39 of the 46 heart offers Vander

· bilt turned down from July to the 
end of 1994 were because a sur
geon was unavailable or ~e pro
gram was too busy. He saut jpst 
one hean was turned down' in 
1994 because a surgeon wal un
available - in August of- that 
year, while he was on vacation~'

• "Every program turns down 
o~ans," said. Dr. John R. Wilson, 
~c:torofVanderbi1t's heart fail
u""" I?ro~."Whenever you
ha~ limited numbers of surgeons 

· ~d you have patients on the 
· 'waiting lists, you would not like to 

. . s~ ~y organ turned down, But 
, . ~ars JUst not a realistic expecta
· Jlorl· of a~y program. There is no 
· program 10 this country that can 

guarantee that every organ that's 
.a.cc~ptable is taken. " 

:;\ware of problems 
;' ~ A1~ough heart transplant pa

.ti~ are not aware that many 


, hospitals routinely turn down 

~h~ offers for nonmedical rea

~n~; . officials at UNOS and the 

· I?I~Jslon of Organ Transplanta
: ~n have known about the prac
'. ~ce..toralmost two years. 
· - .J.!:l. ~arch 1995, prompted by 
". Qt!estions about heart turndowns 
... ·~e University of Kansas Med
: .1{:i81,Center, government officials 
'.aske~ UNOS to compile refusal 

data on each of the nation's 167 
.~: beart transplant programs. 
~ _ . Ibe report, covering the last 
.•..en months of 1994, showed 
..ttua:,the programs turned away 
,for Ilonmedical reasons nearly 12 
•percent ofill heart offers. 

late 1993, they were left 'sHan
staffed. 	 . -::,-.., .. ' ., 
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· ->:'!Besides Kansas, there were a 
'number of other heart transplant 
'Programs with high refusal 

· 'rates," a Division of Organ Trans
~ 'plantation official wrote in an i~-
· ternal report. The report also s81d 

the turndown behavior at one 
··tio$~ital- Beaumont - appeared 
· to fit the same "profile" as the 
1Jritversity of Kansas. 
. The identification of that pro

· ' file'. stemmed from a· front-page 

'story in the Kansas City Star in 

,May 1995. The story reported that 


· from April 1994 to March 1995, 

.the center turned down all 50 


· hearts it was offered, most for 

:nonmedical reasons. 

: .. Subsequent stories speculated 
that the turndowns may have con· 

· .tribured to the deaths of three pa
.tients. prompting an investigation 

.by the'state anorney general. nu
.merous lawsuits arid, ultimately, 

· .closure of the transplant pro
gram.

But information about Beau
'mont and the other hospitals with 
'high . heaJ1-refusal rates was 
never made public, and federal 
regulators never pursued the 
matter. concluding that it was an 
unfOJ1unate anomaly. 

.' :'There are about 850 trans
· plant programs.in the country, .. 

and one.' maybe two. have been 
brought to our attention as prob
lems." said Judith It, Braslow. 
whu heads HHS' Division of Or
gan Transplantation, "We do 
19.000 to 20.000 transplants a 
year. We're talking about very 
small numbers. That's not to say 
patients should have been treated 
this way," . 

But according to Braslow and 
her deputy, Remy Aronoff, no 
one. including anyone from 
UNOS. ever even questioned 
Beaumont or any ofthe other pro
grams with high refusal rates. 

One reason Beaumont wasn't 
scrutinized. according to Aronoff, 
was because the hospital's 1995 
heart turndown figures improved 
over 1994. Beaumont's nonmedi
cal turndown rate dropped from 
SO percent in 1994 to 33 percent 
in 1995. 

"That put them in a category 
with a lot of other programs, so 
we didn't pursue it further," AIo
noffsaid. 

Althougb previOUS contracts 
.' did not require UNOS to report 

potential problems to the govern
ment, a new contract UNOS !'Dd 
HHS signed Dec. 30 reqwrel 
UNOS to monitor, investigate and 
report any incident "that jeopar- . 
dizes the health of waiting list pa
tients or transplant recipients." 

Because few people are aware . 
that hospitals tum down dOl}or 
organs, few have been advocatmg 
that patients be told. The excep
tions are the patients and families 
who waited in vain for hearts at . 
the University of Kansas Medical 
Center. 

"I absolutely believe that pa
tients or their families have a 
right to know what's going on 10 
they can discuss it and make bet· 
ter decisions/' said Loetta De
Walt, whose husband died before 
he could reCeive a heart trans
plant at the medical center. "We 
were not told anything." 

Teddy DeWalt, 60, a retired' 
Kansas City firefighter, endured 
months of poking and prodding 
with the· hope of getting a new 
heart. But in February 1994, 
while he was being evaluated for 
a transplant,his enlarged heart 

. failed. 
"He was told that it was time to 

go on life support," his wife re
called. "At the last minute, he 
changed his mind, . which was 
probably just as well since he 
would have been going to a place 
where they weren't even doing 
transplants. ' 

"He died 10 minutes later. It . 

.Keeping secrets 
With the exception of data in

volVing Beaumont, UNOS offi
cials have refused to release to 
the federal government or the 
public 1995 and 1996 figures 
showing how many hearts indio 
vidual hospitals turned down for 
nonmedical reasons. Tbey also 
have refused to release turndown 
data for other types of donor or
gans. 

UNOS '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 trans
plant center performance. 

"Ifyou want [to use the data] to 
say· sucb-and-such center wasn't 
doing things. right, I'm telling 
you, you're on thin ice there," 
Burdick said. 

He added that giving patients 
information on organ refusals and 
median waiting times at trans
plant centers "don't help patients 
very much because, 10 and be
hold, everybody's doing an excel
lentjob. 

"I think that in the big picture, 
the issue of releasing the data to 
patients is an idea that would be 
designed to. fix something that 

.	isn't It big problem ... If you're 
trying to talk about ways to help 
patients understand 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 say. is by pub
lishing survival rates for all 
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 dataUNOS and the 
government have been willing to 
release shows that the problem of 
nonmedical turndowns of hearts 
has worsened since 1994.. 

On average; in the last seven . 
months of 1994, centers refused 
for nonmedical reasons nearly 12 
percent of aU heart offers. 

By the next year, that rate had 
increased to 25 percent. And in' 
the first quarter of 1996, it had 
dipped slightly. but was still at 19 
percent. 

. Not all transplant centers turn 
down large numbers of hearts for 
nonmedical reasons, however. 
Seventy-one hospitals managed to 
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keep refusals for nonmedical rea

sons below 5 percent, according a

to the 1994 data. They included t
Many donated •the Cleveland Clinic, where just 
0.33 percent of the heart offers 
were refused for nonmedical rea
sons. 

Dr. Robert W. Stewart, head of 
the Clinic's heart transplant pro
gram, attributed that number to 
the resources available at the 
Clinic, which perfonned 74 heart 
transplants in 1996, more than all 
but three other centers. 

"We almost never would have 
to turn down a heart because we 
don't have the manpower," Stew
art said. "You cannot, in a smaller 
institution, have the privilege of 
having three separate teams. If 
you're just completmg a trans
plant and they call you with an
other donor, you're probably not 
going to be able to use the people 
who are already doing that partic
ular procedure, You're going to 
have to have an entirely new 
team standing in the wings." 

Defining 'inactive' 
Last summer. UNOS adopted a 

policy that calls for letters of in
qUIry to he sent to any program 
that !Urns down 10 consecutive 
organs, After some debate, it also 
deCIded that programs found to 
he "macl!\'t''' should Inform their 
patients 

Left unaddressed were the is
sues of hOll' ionj:; a center could go 
without penormmg transplants 
before hem!! considered inactive, 
and What to do about programs 
that weren't techntcally inactive 
but were turning down large 
numbers of organs and not telling 
theIr patIents, ' 

UI"OS Executive Director Wal
ter K: Graham would not say 
whether UNOS had sent letters of 
inquiry to any of its members, 

Braslow. director of the Divi
sion of Organ Transplantation, 
supported the policy. but said she 
was not entirely satisfied. 

"To me. it is 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 
were our sj)ouse or our,kid." 

organs are never 

transplanted · 


B,y TED WENDIJNG 

10 phone conversations often 
held at night, organ, bank dona
tion specialists and hospital organ 
procurement coordinators care
fully go over a standardized 
checklist. 

'Did the next-of-kin give written 
consent for donation? How did the 
donor die? Does the donor have a 

, history of cigarette, alcohol or IV 
drug u.e? What medications were 
administered before the donor 
died? 

Those and many other ques
tions are asked, of doctors, nurses 
and donors' fanlilies before an or
gan bank decides whether to offer 
an organ for transplantation. The 
infonnation is then entered into 
the computer system of the 
United Network for Organ Shar
ing, which matches it against 
thousands of potential recipients 
on the national t:nlnsplant waiting 
list. The matching process nu
merically ranks potential recipi
ents based on their distance from 
the donor organ, the number of 
days they have waited, their med
ical status and other factors. , 

For a variety of reasons, many 
donat~d organs are never trans
planted. For those that are, once 

, the hospital verifies that a trans
plant was performed, theUNOS 
computer generates a form listing 
all potential recipients and sends 
it to the organ bank that procured 
the organ. The organ bank is re
quired to show that the organ was 
offered to every patient . ranked 
above the recipient, and to report 
the reason each hospital turned it 
down. 

Collecting such data ensures 
that patients ranked higher on the 
waiting list were not skipped over 
because someone lower received 
unwarranted consideration. 

Organs are rarely accepted on 
behalf of the first patient on the 
list. 10 1995, for example, donor 
hearts were turned down by hos
pitals an average of six times be
fore being transplanted. Three 
out of four times, they were 
turned down for medical reasons 
- ranging from issues related to 
the quality of the organ or the do
nor's social history to the recipi~ 
ent's immediate need fora multi

. pie organ transplant. 
The natio~'s 66 organ banks re

ported that another 3,448 heart '. 
offers representing one
quarter of the 13,801 that were 
refused in 1995 - were turned 
down for nonmedical reasons, ei
ther because a surgeon was un
available, the program was too 
busy or for other administrative 
reasons. 

Some transplant physicians dis
agree with the way UNOS tallies 
turndown data. If, for instance, a 
hospital has three ranked pa
tients on its waiting list that are 
matches for a heart and the hos. 
pital turns the heart down, UNOS 
counts it as three turndowns. 

That's wrong, said Dr. Wayne 
E. Richenbacher, director of the 

heart transplant program at the 

University onawa Hospital. " 


"If you're offered a heart and 

tum it down, that's the end of it," • 

he said. "That's one offer and one 

refusal." .. 


Dean F. Kappel, president of 

Mid-America Transplant Serf

ices in St. Louis, said he would 

like to see medical and nonmedi

cal turndown figures made public 

after being reviewed by the trans

plant centers. Kappel serves on 

the UNOS board of directors. ' 


"I think iti$ really unacceptable 
!fprograms are consistently tum
Ingorgansdown,"hesaid. ,;' 

L 



Contractor keeps . 

goverrunent in dark 

on transplant. data 
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PLAIN OULlll REJIOI!l1JI 

RICHMOND, Va. - For nearly 

two hours, Judith B. Braslow 

waited impatiently outside the 

closed meeting room as board 

members of the United Network 

for Organ Sharing met in execu

tive session recently in Boston. 


"I'm furious," she told anyone 

who would listen. "I can't believe 

they're doing this." 


As dIrector of the U.S. Depart

ment of Health and Human Serv

ices' Division of Organ Trans

plantation. Braslow heads. an 

agency that regulates UNOS and 

supplied the nonprofit organiza

tion with about 18 percent of its 

S13I million in revenue in 1995. 

accordmg to UNOS' most recent 

income tax return. 


In the curious world of trans- . 
. plantation, that. hasn't given her 
the access she believes she is due. 

"There's a lot of tension right 

now between the government and 

U!\OS," Braslow said. "And that 


·	tensIOn centers on where does 

our authonty stop, and what do 

we have the right to get and what 

don't we have the rightto 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 
of organ offers. access to records 
and meetings of UNOS' Council 
on Organ Availability and, on oc
casion, even minutes of UNOS' 
public board and com~ittee 
meetings. 

Dr. James F. Burdick, a trans
plant surgeon and UNOS' presi
dent, acknowledged that tension 
exists between UNOS and Bras
low's office. "I think there are 
· people in the government who 
· would like UNOS to be a lot less 
· private," he said. 

UNOS, which was formed in 
1986 as part of a public/private 
•partnership intended to manage 

:the acquisition and distribution of 

'the nation's scarce supply of do

,nated organs, has made itself in

:dispensable to the government. 

'But after years of allowing UNOS 


to operate a system in which com
pliance is voluntary and failing to 
enforce a key provision in one of 
its contracts with UNOS. Bras
loW'S office increasingly finds it
selfbelpless when UNOS says no. 

Some people think the govern
ment has abdicated its responsi· 
bility. 

"You can't delegate public pol· 
icy to a private contractor," said 
Dr. John P. Roberts, a liver trans· 
plant surgeon at the Uriiversity of 
California at San Francisco. "You 
can't have the people who are in 
control - essentially competitors 
-makepoJicy." . 

UNOS Executive Director Wal
. ter K. Graham disagrees. . 

"I personally believe that the 
essence of democracy is self
regulation," he said. "That's what 
we do in this country ... and 
that's what UNOS does, so I think 
it's a very good reflection of the 
whole principle of democracy in 
this country." . 

UNOS owes its clout to a pair of 
three-year contracts it renewed 
last month for a total of$6.07 mil- . 
lion. Administered by HHS, one 
contract allows UNOS to operate 
the. . Organ Procurement and 
Transplantation Network, a .24
hour organ-placement system 

. that matches donor organs with 
waiting patients. The other gives 
UNOS authority to run the Scien
tific Registry of Transplant Re
cipients, a database of medical in~ 
formation on people who receive· 
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, 55 lab
oratories, 66 organ banks and 29 
medical/scientific organizations. 

UNOS, which enjoys the over
whelming support of those in
volved in organ transplantation in 
the United States, is governed by 
a physician-dominated; 39
member board of directors that 
includes 11 members of the pub
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lic. Board members also include 
representatives from each, of 
UNOS'II geographic regions. 

Most decisions are reached by 
consensus through meetings of 
the 21 committees UNOS oper
ates. Board members, who are not 
compensated but are reimoursed 
for expenses, also hire the execu
tive staff, who run the day-ta-day 
operations of the 164-employee 
organization. 

Ninety percent of UNOS' bud
get comes from the two govern
ment contracts and the S34()..per
person computer registration fee 
that patients or their insurers pay 
to be placed on the national wait
ing list. The remaining 10 percent 
comes from member fees and 
other activities. 

The national waiting list con
tains more than 50,000 registra
tions and receives about 7,000 
new registrations a year. 

Graham and other UNOS offi
cials criticize the government for 
failing to pass regulations that 
would give UNOS legal authority 
to prohibit poor-performing 
transplant programs from ~ceiv
ing organs and take enforcement 
action against members who vio
late UNOS' guidelines. 

But although Graham says the 
lack of regulations has left UNOS 
executives "with "our hands tied 
behind our backs" because virtu

'ally all policies governing trans
plantation are voluntary, he and 
other UNOS officials adamantly 

opposed a recent move by HHS 
Secretary Donna Shala1a to im
pose federal regulations on UNOS 
members. 

Graham said UNOS was not ob
jecting to government regulation 
per se, but said HHS' proposed 
rules "will basically do away with 
our standards ..• 80 there is a 
huge philosophical difference." 

While some HHS officials have 
become frustrated at their inabil
ity to force UNOS to provide data, 
some of those conflicts are due to 
the government's own inaction. A 
case in point is the OPI'N con
tract, which, until it was rewrit
ten last month, required UNOS 
"toestablish an on-line data capa
bility •.. so that [HHS] shall have 
immediate access to OPI'N data." 

But government officials have 
never had that access. The rea
son? Braslow, citing a small staff 
and lack of technological exper
tise within her department, says 
she has never "exercised" that 
clause in the contract. 

"It doesn't do me any good to 
have that on-line eapability if I'm 
not going to use it," she said. "We 
can get whatever information we 
need. ItI want to know how many 
people were transplanted in 1995 
that have blue shirts, a mustache 
and a beard in the western half of 
this country, 1 can get that infor
mation (from UNOS], and 1 can 
probably get it within 24 hours." 

Braslow made those comments 
last summer. Since then, UNOS 

has repeatedly denied reqdests 
by her office for data listing-the 
reasons transplant programs.uam 
down organ offers. The Plain 
Dealer requested the information 
under the Freedom of Informa
tion Act for centers that trans
plant bearts, lungs, kidneys, pan
creases and livers. ' :..;" 

Last July, Braslow, Depu't,V;,Di
rector Remy Aronoff and aoor
ney David Benor agreed to::i'e
quest the data from UNOS':and 
provide it to The Plain Dealer:-'" 

They backed down when UNOS 
!lbjected to the newspaper!s~' re
·quest. After the paper appealed 
the denial, Braslow made a Writ
ten demand to UNOS for the:.data. 
On Jan. 15, Graham said no.·~::'~ 

UNOS officials bave repeatedly 
contended that the data are "nils
leading" and a{1leaningless" incU
eators of transplant centers' qual
ity. --;-: 

After several' discussions ·with 
UNOS officials, however, ArolJt)ff 
stated in different tenns what be 
believed was UNOS' objection to 
release of the data. . .~'. 

"l bad asked for the data-:rou 
requested ... [but] they .dOn't 
want to give us the data for"the • 
purpose that we're asking for it," 
Aronoff said. "They think if"it's 
given out and publicized, jt;'Will • 
jeopardize their ability to get tl\at 
same data from their sources." • 

"Because it's potentially.~
barrassing?" Aronoff was asked: 

"Well, yeah, right." -

Photos and captions emitted. 

-:. 
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IfFERS OF IIEAJlTS REFUSED POR NONMEDICAL REASONS . 
Y. 
too 
IbI: Between June L 1994, and Dec. 3t 1994, the nation's transplant nonmedical reasons • because the surgeon was unavailable. the hOspital 
:lenters turned away about 83 percent of the offers of hearts matched was too busy or for some other administrative reason. This chart Includes 
:10 their patients. Nearly nine out of 10 times they did so based on a only hospitals that received 12 or more hean offers during the last seven 
;f1edicalJudgmenL such as the recipient was too ill or the donor was months of 1994. the latest period for which such information is available. 
~e wrong size or welghL Most programs also refused hean offers for 

ioP20I Hospital CI\y. State 
Heart 
offers Tnmsplanted Refused 

Refused 
noamecUcal 

Percent refused 
nonmedical 

Patients 
waiting 

University of Kansas. Kansas Clt1.KS 
;:.t University of Maryland Baltimore, MD 
::J, William BeaumonL Royal Oak. MII Vanderbilt University. Nashville. TN 

University. lexington. KY 
University of Iowa Iowa City. IA=t Henry Ford. DetrolL MII Latter-Day Saints. SaIt Lake City. UT 
Methodist Dallas. TX . 
University of Wisconsin. Madison. WI 

Johns Hopkins. Baltimore. MD 
I St Thomas. NashVille. TN 

, University of Alabama Binningham, AL 
13 Hartford. Hartford. CT 
13 University of Utah SaIt Lake City. UT 
16 St FranCis. Tulsa OK 
11 Jackson Memortal. MIami. FL 
18 Jev.ish. Louisville. KY 
19 NewaIt Beth Israel Newark NJ 
!O University. Denver. CO 

. 

. 

I 

I 

I 

47 
13 

106 
112 
29 
72 
37 
20 
18 
59 
36 
27 
88 
20 
20 
25 
71 

140 
68 
35 

0 
2 

-1 
19 
8 
6 

10 
6 
2 

32 
11 
7 

24 
7 

10 
9 
9 

12 
12 
17 

' 

'i':"# :~: 47 
11 

! '-, 105 
93 .- . .--, .. -21 
66 

.-< ".27 
14 

~~;:: . ~:::::_16_. 
27 .... ~.~. ~ "--45' 
20 
64 
13 

.,,·10 
16 

··62 .. " 

128 
56 
18 

32 
7 

52 
46' 
10 
24 
12 
6 
5 

16 
15 
7 

22 
5 
5 
6 

17 
33 
14 
7 

68.09 
53,85 
49,06 
41.07 

34.48 
33.33 
32.43 

30 
27.78 
27.12 

26.79 
25.93 

25 
25 
25· 
24 

23.94 
23.57 
~0.59 

20 

17 
18 
23 
30 
10 
18 
17 
13 
6 

59 
48· 
21 
23 
19 
18 
20 
13 
40 
12 
13 

. -

, 

i 
I 

,I 
I 
I 

i 

)OnOM20 -

Hean. Refused Percent refused Patients I- Hospital. City. State Transplantedoffers Refused nonmedical 'nonmedical waiting I 
.oj:0 Sacred Heart Spokane, WA 98 10 88 ,2.042 4U St Joseph's Atlanta GA 58 9 49 1 1.72 

., 

35I~ Methodist Indianapolis. IN 66 12 ..54 1 1.52 373 University of Virginia Charlottesville. VA 73 20 53 1 L37 34'4- Stanford University. Palo Alto. CA ; 435 22 413 3 0.69 33·5 Cleveland CliniC. Cleveland 303. 36 267 1 0.33 426 Children's of Los Angeles_ Los Angeles, CA I 32 1 . .2 '030 06 Lorna Linda University. Lorna Linda CA . 27 20 7 0 0 96 USC-University, Los Angeles. CA . 18 3 15 0 0 106 Tampa General Tampa FL . 47 12 35 0 0 146 Rush-Presbytertan-St Luke's, Chicago,IL 24 14 10 0 0 186 New England Boston. MA 15 3 12 .0 0 146 Brtgham & Women's, Boston. MA 45 14 31 0 0 146 Barnes. St Louis. MO 32 14 .. 18 0 0 466 Children's, St Louis, MO 29 13 16 0 0 126 University of MissiSSippi. Jackson. MS , 
12 9 3 0 0 56 Medical College of Ohio, Toledo 25 3 22 0 O· 166 Medical University, Charleston.SC 20 9 11 0 0 106 MethoclisL Houston. TX 68 14 54 0 0 196 University. Seattle. WA 32 5 27 0 0 15)TBERS IN OHIO :t 

3 
) 1 ' " 

) 31 ,J7 

Children's, Cincinnati 17 2 15 3' 17.65Ohio State UniversIty. Columbus 127 8 119 5 3.94University of Cincinnati. Cincinnati 
, 

81 18 63 2 2.47 
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Hospital halts 
transplants, . 
doesn't tell 
d patients 

Third offn'e articles 

Bf TED WENDliNG. 
• DAVE DAVIS 


and JOAN MAZZOUNI 

PLAIN OEALI.R IIEPORt£ftS 

KANSAS CITY, Kan. -Two': , Officials at the two ,agencies 
months after Adrianne Hart en- ' that oversee the nation's trans
tered the hospital to be evaluated, plant system insist that the Uni
for a heart transplant. her mother versity of Kansas Medical Center 
leaned over her hospital bed and' scandal was an isolated case. But, 
gave, the 16-year-old honor stu- , their own records show that at the 
den! permission to die. , " same, time the Kansas story was 

"I said. 'Honey, if you see a unfolding in the local press, 27 
brlgh! h!!ht and it feels good to other heart transplant programs 
you. you can go,l won't be mad at ' ,around the country were turning 
\'ou.' .. Janice Hart recalled. "She down as many as one-(lfth oftheir 
couldn'! talk. but 1knew what she ' ,heart offers for nonmedical rea
was 'thmkmg: 'Youmean I'm dy sons. 
ing" , Until recently, none of that in

"I Just couldn't come out and formation was ever made public 
tell her that she wtis," by the United Network for Organ I

Hart's grief over Adrianne's Sharing or the U.S. Department I
Aug, b. 1\194. death didn't end 1of Health and Human Services, 
with the funeral. A month later. and neither agency made as ,I
her nephew. Raymond Price. 20, much as a single phone call to the 
stncken by the same heart ail , programs to inquire about the 
ment that afflicted his cousin, , , high nonmedical turndown rates, 
was hospitalized for evaluation " officials at both agencies say.
for a heart transplant in the same UNOS has been designated by 
University of Kansas Medical H~S to manage organ transplan
Center intensive-care room in tatIOn.
whIch Adrianne had died. In Kansas" as investigatorsTold he had been added to the would later conclude, patients
center's transplant waiting list, , were deceived, university offiRaymond chose the option in Ncr' , ~ials failed to act and UNOS,lack"ember 1994 of waiting for a mg regulatory authority over its heart lit home in King City, Mo., 'member institution, never notiinstead of the hospital. said his fied state or federal, authorities mother. Sherri Curtis. The follow that there was a problem. ing March, he was found dead on By the time Kansas' attorney 
a waterbed in the home of a general announced, last August
friend in nearbr S1. Joseph, Mo. ' that the University of Kansas , Hart and Curtis didn't know it, Medical Center and two founda- ' but the university's heart trans

too. tions afflliated with the university plant program was dead, ~ad ~greed to pay 5265.000 in resEven before Adrianne's death, it t1~tlon and penalties for "egrehad fallen victim to an internal giOus behavior," Hart and Curtis 'political struggle that saw pro had heard it all.gram administrators tum down 

every one of the heart offers 

matched to patients on the cen

ter's waiting list. most of them for 

nonmedical reasons. 


" 

The sisters had heard the as
surances of medical centerjer
sonnel that Adrianne woul be 
added to the waiting list as soon 
as her health stabilized.Cunis 
also remembered the contradic

'tory statements of nurses, some 
of whom had falsely told her that 
Raymond had been added to the 
waiting lisr. 

"I'm angry," said Curtis, who 
will use part of the settlement her 
lawyer recently negotiated to buy 
a tombstone for Raymond's 
grave. "I'm mad because if he 
had gone to St. Luke's [in Kansas 

'City, Mo.l. maybe he would have 
lived. To let our children die just 
because of a businesslike, money 
mentality - that's what gets to 
us." 

Internal conflict 
In investigations spurred by

stories in the Kansas City Star, 
state authorities found that be· 
tween Jan. I, 1994, and March 31, 
1995. the medical center placed 
on its waiting list, or evaluated 
for placement. 38 ratients who 
had little chance 0 actually re
ceiving a heart transplant. Thir
teen of those patients ha,v~,died. 
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Patients,'butno· transplants

, -,:-.-~ .. , .~. - -,-- ' ..- ' 

Investigators found that prob
lems at the medical center began 
in the spring of 1994, when seve 
eral nurses. unhappy about a de
partmental merger, quit and oth
ers staned refusing to work 
ovenime. As a consequence. the 
two hean transplant surgeons,
Drs. Jon F. Moran and Clay Beg
gerly. began to turn doWn heart 
offers for their' patients, con
vinced that the number of re
maining staff was inadequate and 
that they lacked proper training 
in post-operative care. 
, Although Moran detailed his 

concerns in memos he sent to his 
superiors, the staffmg issue was 
never adequately addressed, and 
Moran continued to refuse hearts, 

, the auditors said. 
..As we talked with medical 

center officials throughout this 
audit ... clearly, no one thought 
It was their responsibility to in

. fann patients about the problems 
that continued to plague the pro
gram," a report by the Kansas 
Legislative Post Audit Committee 
said. 

Investigators found that', Dr. 
Steven B. Gollub. the medical 
center's director of cardiovaScu
lar medicine, deceived patients 
by leading them to believe the 
center was doing transplants and 
by falsely telling some patients
that they were on the waiting list. 

That's what happened to Cara 
Lee Gardner of Emporia, Kan., in 
July 1994. After three months of 
waiting. Gardner's husband, Bill, 
,asked Gollub to refer his wife to 
another hospitaL According to an 
affidavit Cara Lee Gardner pro
vided to the attorney general's of
fice, Gollub turned to the hean 
transplant coordinator and said, 
"Let's get her a heart real soon.'~ 

Gardner didn't know it then, 
but, according' to a lawsuit she 
filed last July, her name wasn't 
even on the center's waiting' list 
at the time Gollub is alleged to 
have made· the comment. Al
though she was added the next 
month, the suit says, she later un
derwent triple-bypass surgery 
and was taken off the list. ' 
, Gollub and other university and 
medical center officials declined 

to answer questions about the The correspondence included a 
heart-transplant program. which Julie 1994 letter from Moran's 
bas been closed. ' lawyer, who claimed that the 

"With the filiilg of litigation, we medical center bad "refused to 
found ourselves in a delicate situ- confirm that its ,heart transplant 
ation," ' university spokesman program is on inactive status, 
Randy Attwood said in a pre- thereby misleading the patients" 
pared statement. "Because of the and violating its agreement with 
legal 'element, we have declined UNOS. 
furtberinterviews." Phyllis Merhige, Budig's

BOth Beggerly and Moran have spokeswoman, said be would not 
left the University of Kansas. .comment. 
Beggerly declined' to comment,' Ads tout program 
but Moran, who filed a defama
tion lawsuit against the universitY University and medical center . 
and several of its officials last officials refused to close the heart 
JUly, said he had been unfairly transplant program because col
made a scapegoat. leagues in the liver and kidney 

"When 1 wanted to close the transplant programs "felt firmly 
program at KU .'.. 1 tried by ev- that any period of inactivity ... 
ery avenue my attorneys said was woUld be hannful to our [other] 
appropriate," he said. "I called transplant programs," the med
UNOS, I went to the [medical ical staff·chief said in a June 1994 
center] . chief of staff, I said, memo to Moran . 
'Please, let me close the pro- So concerned were medical 
gram,' and 1was refused permis-center officials with the hean 
sion to close the program. transplant program's image that 

"I coUld have resigned and 1 in November 1994. six months 
guess lots of ethicists would stand after the center began refusing 
up and say ... I was like the every heart offer. the university 
guard at Buchenwald. But I was started running radio ads touting 
trying to keep a program that had its program. 
been· very good either good or "Our transplant programs for 
going, and there were other pro- the ·heart, liver, kidney and Done 
graIri.s I was responsible for that marrow continue to transfonn 
were saving the lives of children lives," the ad's narrator said as a 
in Kansas." hean beat in the background.

"DOd Budig kn w? "Place your trust in the area's 
. 1 0 0 largest medical university ... KU 

Problems at the medical center . Medical Center. Our doctors 
went far beyond Moran and Gol- teach the other doctors." 
lub. They extended to the office of By that time, Adrianne Hart 
fonner university Chancellor was dead. So were patients Rich
Gene A. Blidig, whose name audi- ard Miller, 61, of Topeka, Kan., 
tors placed at the top of a report and Robert J .. Weingart, 44, of 
listing 12 people "who were Kansas City. . 
aware of problems in the heart .And Uoyd Croft, 55, a carpen
transplant program but did noth; ter who had been waiting for a 
ing to address them." new heart since 1991. was still 

Budig is now president of base- . inching his way up the waiting 
ball's American League. list. Or so he thought. 

In an August 1995 interview After being listed, for three 
with Kansas auditors, Budig said years, Croft said he. was told by a 
he was "not aware of any specific doctor in 1994 t6at he wouldn't 
problems" with the heart trans- need a hean transplant immedi
plant program and claimed he ately and would be placed on 
"wasn't aware that hearts were "standby," meaning he could be 
being turned down for other than reactivated on the list if his condi
medical reasons" until May 1995. tion worsened. He remained in 

But state records show that be· that status until the scandal 
tween April and JUly 1994, Budig broke. He is now a patient at an
received four letters describing other hospital. 
serious problems in the program. 
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"You're under these profes
sional people's hands, and you're 
trUsting these people," Croft said. 
"They've got your life literally in 
their hands, and they back-stab 
you for a couple of dollars ... 

Auditors found that Croft and 
13 other people who were on the 
waiting list between May 1994 
and April 1995 were billed by the 
medical center for. more than 
$418,000 in fees not covered by 
insurance. . 

UNOS didn't blow whistle 
. Records shOW that UNOS, the 

nonprofit contractor that devel
ops voluntary policies for the 
University of Kansas Medical 
Center and other member trans
plant institutions, was aware 
early on that the medical center 
was not doing heart transplants. 

Moran, the transplant surgeon 
Who was turning down hearts, 
told auditors that he called UNOS 
in May 1994 - when the center 
stopped doing transplants - to 

. try to get the program inacti
vated. but was told only hospital 
administrators had that author
ity. UNOS officials disputed that, 
telling auditors they weren't 
aware of any problems at the cen
ter until November1994. 

UNOS was dissuaded from 
pressuring the university to close 
the program after several conver
satiom with Dr, George E. Pierce, 
a UniverSity of Kansas kidney
transplant surgeon Who served as 
the medical center's UNOS repre
sentatIve, 

Pierce told auditors he came 
away from the discussions with, 
the understanding that the med
Ical center would be given an 
.. 'unofficial grace period' to get
thlOgS straightened out." 

He also maintained that "ad
hering to UNOS guidelines was 
less important than keeping the 
heart transplant program active." 

UNOS officials also were aware 
, that the medical center had hired 

Dr. Hamner Hannah. who had not 
assisted in enough heart trans
plants to be certified by UNOS, as 
Moran's replacement. But Pierce 
told, auditors that after initially 
ralsmg concerns about Hannah's 
lack of experience, UNOS offi
cials said they "wouldn't object to 
Dt, Han~ah and WOUld, as Dr. 
Pierce s81d UNOS implied, 'look 
the other way.' " 

UNO~ officials have demed 
that cJlim. UNOS legal counsel 
Cindy H. ~ommers d~clined to 
answer auditors' questions about 
whether UNOS allowed Hannah 
to operate, saying she "did,n't 
want to get into a 'he said, she 
said.'" . 

UNOS certification .'standards. 
which are voluntary but widely 
accepted within tnlQsplantation, 
call for heart transplant surgeons 
to have performed or assisted in 
at least 20 transplants. within 
three years. Hannah bad done 
just eigb~, according to.the audi
tors' report. ' . 

Hannah, who would not com-_ 
ment for this story. performed his 
first transplant at the university 
on March 25. 1995. The patient 
was Robert W. Trent of Wichita. 
Kan. Trent, 32, died the same day. 

So solicitous was UNOS toward 
its member institution that after 
the Star broke the story, former 
UNOS Executive Director Gene 
A. Pierce called the medical cen~ 
ter's George Pierce (no relation) 
to assure him that "UNOS didn't 
blow the wbistle" on the medical 
center, George Pierce.told audi
tors.. 

The Kansas surgeon went on to 
quote Gene Pierce of UNOS as 
telling. him that "UNOS had to 
give in. to the reporter's requests 
under the Freedom of Informa

.tion.Act, and that UNOS stalled 
on releasing the information for 
as long as it could," according to . 
the auditors' report. . 
. George Pierce of the medical 

center declined to comment. 
Gene Pierce,now retired and liv
in~f in a Richmond, Va., suburb, 

, S8ld he didn't recall making such 
comments to the Kansas surgeon. 
. "I don't recall it exactly tike 
George said, but I trUst George so 
it could have been a misinterpre
tation or something like that, I'm 
really not sure," Gene Pierce 
said. "But we have never tried to 
stonewall anybody, not while I 
was there, andu it appeared that 
way it was for another reason. It 
cer.tainly was not just stonewall
ing to stonewall." 

Walter K. Graham,who was 
Gene Pierce's top assistant and 
succeeded him in. 1995 as UNOS' 
executive director, said UNOS. 
was not aware of the fun scope of 
the problems at the university un
til after the story broke. But even 
had UNOS known that patients 
were being deceived, Graham 
said UNOS had no legal authority 
to intercede. 

That has changed under a can
.tract UNOS and the government 
signed Dec. 30. The contract,in
cludes a new clause that requires 

""'UNos to monitor, investigat;and 
report to the government any in
cident that "jeopardizes the 
bealth of waiting-list patients or 
transplant redpients."
.'. Graham said UNOS was not in a 

· position to do anything about the 
· Kansas City scandal under the 

previous contract. He said that 
responsibility belonged to the 
hospital. . . 

"Those are issues of fraud, 
they're issues of malpractice, 
they're issues that UNOS can not 
ever get involved in," he added. 
"We're not ever going to get in
volved in something like that. 
That's very much a local legal is

· sue." . 

'Fear of public opinion' 
The University of Kansas scan

dal also caught the attention of 
SHS' Division of Organ Trans
plantation. the agency that regu
lates UNOS, Director Judith B. 
Braslow asked UNOS to do a com
puter run of all times hearts were 
turned down at the nation's 167 
heart transplant centers for the 
last seven months of1994. The re
port showed that 28 centers had 
turned down for nonmedical rea
sons 20 percent or more of the 
heart offers made to them. 

And that is where the govern
ment's inquiry stopped. Not. one 
of the centers with the high turn
down rates was audited, not one 
was even contacted, Braslow ac
knowled~ed. 



"What-I was interested in pri

marily was putting in place a sys
tem SO' that the same ~" 

wouldn't bappen a secon~ time, ' 
she said. ''What's done IS done. . 
Tbe I\.aDS8S situation had come to 
ligbt and 1 thougbt .our ro~e 
sbould be to ensure that this 
didn't bappen again. And so we 
asked. that it be referred to the 
[UNoS]membersbip and p~fes. 
sional standards COmD11ttee, 
whicb it was." 

Tbe isSue was not addressed by 
the WOS committee until1iSf 
June, wben members voted to be
gin sending letters of iDquiry.:tu
any program that turned down:1Q 
consecutive organ offers. As for. 
the sticky issue of what to teU 114', 
tients, the committee decid~ 
that "inactive" prOgrams sbower 
inform their patients.' I .. _ 

But the cOmmittee never ~ 
cided how long a center could.gti 
without performing transplan~ 
before being considered iDactiw;,. 
nor did it decide what to do abour 
programs that were turning dOWD 
large numbers of organs for nmb 
medical reasons and not teUing 
their patients. . , :-: 

UNOS President Dr. James IF" 
Burdick said those issues were 
"under Careful study to de::
termine wbat migbt be done to ' 
correct them_" 

"To say that UNOS was at fault 
there is incorrect," said Burdick, 
a transplant surgeon at Johns 
Hopkins Medical Center in Balti- + 
more. "UNOS bas done quite a bit 
in a general way.. ..UNOS 
doesn't take legal action against 
transplant centers. In fact, UNOS 
really doesn't bave the power to 
cause any actual concrete nega
tive impact. \ '.. 

. "UNOS' pwlishment is really
fear of public opinion of wbat 
might happen if they're not com~ 
pliant." , 
. From Moran's perspective, 
there has been DO real puniih
ment of the people wbo were re
sponsible for what went wron(r at 
the University of Kansas Medical 
Center. As a result, he doesn't 
foresee being a beart transplant
surgeon again. . . 

. "Let me teU you: This is a dirty. 

business," said Moran, now a 

cardiothoracic surgeon at Pitt 

County Memorial Hospital in := 

GreenviQe, N.C. "I don't do trans ... 

plants and I bave no interest in 

ever being involved in transplan'" 

tation a,ain. It would bave' to 

change.' 


Ehotos and Captions anitted 
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Waiting'" 
patients 
not told 

Second offive articles· 

By DAVE DAVIS. 
JOAN MAZZOLlNl 

and TED WENDLING 
PLAIN DEALER REPORTERS 

ROYAt OAK. Mich. - The 
sum of. Pani Szuber's . donated 
parts was two eyes, two kidneys,a 
liver, 30 bone and tissue samples, 
and one beating heart. . . 

. In a wrenching, bittersweet 
st01\' of love and death, the heart 
01 the 22-year-old nursing student 
v;ent to her father, and it made 
Michigan tree farmer Chester 
Szuber . the most famous heart 
transplant recipient in America.' 

Patti Szuber's tragic death in a 
car accident in Tennessee in Au
gust 1Y9~ and the transplantation 
of her heart into the chest of her 
ailing 58-year-old father also 
thrust the suburban Detroit hos
pital at which the surgery was 

. performed into the national spot
light. . 

Chester Szuber had been wait- . 
ing four years for a transplant, 
and William Beaumont Hospital 
in Royal Oak was inundated with 
calls from reporters and TV pro
ducers who wanted to tell the 
family's heartbreaking story. 

But what Beaumont officials 
never told Szuber or any of the 
other 23 patients on their waiting 
list in 1994 was that the national 
shortage of donor organs wasn't . 
the only reason they had been 
waiting so long fQr new hearts, 

. That year, Beaumont staff 
turned down for nonmedical rea
sons 101 oflers of hearts suitable 

, for transplant. The reasons for 
the turndowns, as reported to the 
United Network for Organ Shar~ 
ing by the organ banks that of
fered the hearts to Beaumont, 
were either "surgeon 
unavailable/program too busy" or 
"administrative." 

-Another 76 heart offers were 
turned down by Beaumont ad
ministrators in 1994 for medical 
reasons. They accepted Just one 
- Patti Szuber's. 
. Beaumont wasn't the only pro
gram that was turning down heart . 
offers for nonmedical reasons 
that year. While transplant pro
fessionals were publicly lament
ing the shortage of donor organs, 
28 of the nation's 167 heart trans
plant centers refused for non- . 
medical reasons 20 percent or 
more of the total heart offers they 
received during. the last' seven 
months of 1994, according to 
UNOS records. About 97 percent
of those hearts were later trans- I' 

'\ planted into patients at other hos
pitals, a UNOS official said. 

"I'm surprised that the num
bers are that high," said Thomas 

. H. Murray. director of the Center 
of Biomedical Ethics at Case 
Western Reserve University and 
one of several ethicists and doc
tors who said they were unaware 
of the practice. "You'd like to 
know what the circumstances 
were .. ' but if they can't give 
good reasons, it's troubling, 

"You can count me among. 
those who were surprised to hear 
that it happens at all.l assumed it 
was extremely rare, and it ought 
to be extremely rare." 

Transplant professionals say a 
hospital's rate ohurning down or
gans for nonmedical reasons is 
just one factor that patients; 
should consider when choosing a 
hospital. Other important factors 
are a hospital's mortality rate and 
the median length of time its pa- . 
tients must wait before being
transplanted. 

A center's high nonmedical 
turndown rate also doesn't neces
sarily translate into longer me~ 
dian waiting times for patients. In 
some cases, a high rate of turning 
down organs for nonmedical rea· 
sons simply reflects the size of a 
program and the resources the 
hospital has devoted to transplan
tation. '. 

For example, of the 806 offers . 
of hearts turned away for non
medical reasons during the last 
seven months of 1994, many were 
refused by smaller programs, 
such as Beaumont's, which has 
just one transplant team. That 
means vacations, medical confer
ences and other cardiac surgeries 
that might call any member of the 
team away forced those centers to 
tum down hearts they otherwise 
might have accepted for waiting 
patients. 

More recent turndown data 
could not be obtained because 
UNOS, the government cQntrac;' 
tor responsible for allocating do
nated organs, has refused to give 
1995 and 1996 organ turndown 
figures for individual hospitals to 
the U.S. Department of Health 
and Human Services. 

UNOS . officials claim that 
transplant centers have not re
viewed the figures and that the 
data may have been inaccurately 
or nonunifonnly reported by the 
nation's 66 'organ banks. They 
also. fear that making the data 

. public would discourage centers 
from voluntarily providing infor
mation, . provoke lawsuits and 
change the way the data is 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 
opened in 1989 - had the third 
highest percentage of nonmedical 

.~downs in the country during 
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the last seven months of 1994. 

During that time, Beaumont 

turned down 52 offers of hearts 

for nonmedical reasons. an aver

age of more than two per patient, 

UNOS records show. 


In an' interview in October. 
Beaumont administrators dis
puted the accuracy of the turn
down figures. But last month. 
after referring the matter to the 
hospital's peer review committee, 
they confirmed that the figures 
were correct. 

Hospital officials would not re
veal the results of the commit
tee's report, which was com
pleted in December, but said they 

. had addressed the problems and 
had not turned down any heans 
in 1996 for nonmedical reasons. 

"Nonmedical turndowns of 
hearts is something that we don't 
find acceptable around here, at 
least anymore," said hospital
spokesman Mike Killian. "The is
sue is that it shouldn't have been 
done in the first place." 

Beaumont administrators attri
. buted part of the problem to the 

busy schedule of Dr. Jeffrey M. 
Altshuler, the hospital's only
heart transplant surgeon, Alt· 
shuler performs about 230 heart 
surgeries a year. or about four a 
week. When a heart is offered, he 
often must be available to remove 
as well as transplant it. 

"The big problem in having one 
transplant surgeon is when I go 
on vacation ... what happens to 
the recipients'" Altshuler said. 
"We've made arrangements with 
other transplant .programs now 
that if I'm gone for a week. we 
call them, . , and they will cover 
for us," . 

Beaumont officials would not 
say whether any of the patients 
for whom hearts had been re
fused died without receiving a . 
transplant. Because patient infor
mation is confidential. The Plain . 
Dealer was unable to identify
Beaumont patients or their survi
vors to interview for this story. 

Patients not told 
In a practice officials at Beau

mont and some other hospitals 
said was universal, Beaumont did 
not tell any of the patients on its 
waiting list about the nonmedical 
turndowns. That deprived them 
of the choice of transferring to 
another heart transplant pro
gram. 

. Patients at Beaumont and else
where generally also aren't aware 
that transplant centers tum down 
most of the hearts they are of
fered for important medical rea
sons, such as the recipient was 
too ill or the donor's size or 
weight were incompatible with 
the recipient. 

"There are always exceptions. 
but as a general practice, patients 
are not told about [organ] turn
downs," said Dr. Leslie Rocher 
Beaumont's director oftransplan: 
tation services. "It doesn't add to 
their well-being." . 

Some medical ethicists dis
agree. Jeffrey M. Prottas, a UNOS 
ethics committee member, even 
goes a step further - advocating
that patients be given turndown 
data when they are deciding

. where to have a transplant, 
rather than after they are already 
hospitalized.

"Whenever I have my say on 
this issue, I say that UNOS.ought • 
to be publishing all of this II said 
Prottas,who teaches healtb..poli
tics at Brandeis University' in 
W~ltham, Mass. "It's reallY: . ..m
fall'. Everybody should kQow
these sorts of things. II ' .. ,~ .. 

But they don't - particulil'rly
when organs are turned down for 
no~medical reasons. OfficiatSat 
Ohio St~te Uniyersity Hospital, 
VanderbIlt UnIversity Medical 
Center and other transplant cen
ters around the country all 'said 
they don't tell patients about non
medical turndowns. ':-: 

As a consequence, patients at 
Vanderbilt didn't know in'I994 
that 41 ~rcent of the heart offers 
wen: beIng turned down for' non
medical reasons while the head of 
the Nashville, Tenn., hospital's 
he~rt transplant program, ~Bill 
Frist, was campaigning fori 1:ile 
U.S. Senate. ,." .. 

Van~erbilt refused 93 offers: of 
hearts In the last seven months of 
1994, 46 of them for nonmedical 
reas~ns, according to UNOS data. 
.' Frist, who was. elected to'. the 
Senate that 'year, declined to.com
~ent for thIS story. Since becom
109 a se~ator, he has remained.in
volved In transplant issues '8nd 
al~ng with Ohio Sen. Michael.De: 
Wme, founded the Congres&io~al 
Task force on Organ and TiSsue 
Donatton. .. ~ 

It is ~nclear how many orthe 
nonmedical turndowns are attnb

. u~able to F:rist's absence, buthbs
Pltal offiCIals said that wheif.he 
took a leave from Vandert>i1t.in 
late 1993, they were left :SDbrt
staffed. .-~..... 

i "When Frist left,' it left' two 
- guys doing everything - alfthe 

adult heart surgery, all the adUlt 
thoracic surgery, and an·:~ttJe 
transplants," said Dr. Richard:N. 
Pierson III, the current director 
of Vanderbilt's heart transplant 
program. "When I got here, Ilgot 
that [turndown] list from oureai-
diologist, who was unhappy tABt 
we had had to turn down organs 
because we didn't have eJJQHgh
people." - .,., 

Pierson conceded that VaD.der
bilt turned down organs for·non
medical reasons before h~~;u'
rived in July 1994, but'. 'be 
disputed UNOS data statingtliat
39 of the 46 heart offers Vander
bilt turned down from July (0 the 
end of 1994 were because a.Sur
geon was unavailable or t.qe pro
gram was too busy. He saut jpst 
one heart was turned down' in 
1994 because a surgeon waA un
available - in August of- that 
year, while he was on vacation~" 

"Every program turns down 
o~ans," said Dr. John R. Wilson, 
di~ctor ofVanderbilt's heart fail
u~ program. "Whenever you 
hav~ limited numbers of surgeons 

· ~d you have patients on the 
· 'w1li,ting lists, you would not like to 

, .se~ .8D:Y organ turned down. But 
, . t!tat's Just not a realistic expecta
· .t1Onof any program. There is no 
· program in this country that can 

guarantee that every organ that's 
.a.cc~ptable is taken. II 

:~W8re of problems 
; .. ~ Allbough heart transplant pa- . 
:tt~ are not aware that many 

,h,oSpltals routinely turn down 
~h~r:t offers for nonmedical rea
~n~; . officials at UNOS and the 

· .I?Iy.JsIOn of Organ Transplanta
: .~n have known about the prac
'. ttce10r almost two years. 
· - .J!l. ~arch 1995, prompted by 
" . qqesttons about heart turndowns 
;.·~e University of Kansas' Med
:.1911.Center, government officials 
,,askeji UNOS to compile refusal 

data on each of the nation's 167 
'~. heart transplant programs. 
:'. -The report, covering the last 
•'saen months of 1994, showed 
. .tbat:.the programs turned away 

, fer nonmedical reasons nearly 12 
•percent oUtI heart offers. 
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· _ ...;e.!Besides Kansas, there were a 
'number of other heart transplant 
programs with high refusal 

· :rates," a Division of Organ Trans
~. pUiritation official wrote in an in
· ternal report. The report also said 

the turndown behavior at one 
· ·.tioij;itai- Beaumont - appeared 
· to fit the same "profile" as the 
1)niVersity of Kansas. 

'. The identification of that pro
.' ruff. stemmed from a front-page 
· 'story in the Kansas City Star in . 
.May 1995. The story reported that 

· from April 1994 to March 1995, 
.the center turned down all 50 
hearts it was offered. most for 

· :nonmedical reasons. 
:, . Subsequent stories speculated 
· that the turndowns may have con
.' tributed to the deaths of three pa
.tients, prompting an investigation 

·'by the state attorney general, nu
merous lawsuits and. ultimately, 

· .closure of the transplant pro
gram.

'. But information about Beau
'mont and the otherhospitals with 
'highheart-refusal rates was 
never made public, and federal 

· . regulators never pursued the 
matter, concluding that it was an 
unfortunate anomaly: 
. :'There are about 850 trans

· plant programs in the country ... 
and one, maybe two, have been 

· brought to our attention as prob
lems." said Judith It. Braslow, 
whv heads HHS'Division of Or
gan Transplantation. "We do 
19,000 to 20,000 transplants a 
year. We're talking about very 
small numbers. That's not to say 
patients should have been treated 
this way," 

But according to Braslow and 
her deputy, Remy Aronoff, no 
one, including anyone from 
UNOS, ever even questioned 
Beaumont or any of the other pro
grams with high refusal rates. . 

One reason Beaumont wasn't 
scrutinized, according to Aronoff, 
was because the hospital's 1995 
heart turndown figures improved 
over 1994. Beaumont's nonmedi
cal turndown rate dropped from 
50 percent in 1994 to 33 percent
in 1995. . 

"That put them in a category 
. with a lot of other programs, so 
we didn't pursue it further," Aro
noffsaid. 

· Although previOUS contracts 
'.' did not require ONOS to report 
· potential problems to the govern
.. ment a new contract ONOS and 
· HHS' signed Dec. 30 requires 

ONOS to monitor, investigate and 
· report any incident "~at jl!'0par- . 

dizes the health of WaIting list pa
tients or transplant recipients." 

Because few people are aware 
that hospitals turn down donor 

· organs, few have been advocating 
:. that patients be told. The excep

tions are the patients and families 
· who waited in vain for hearts at . 
, the University of Kansas Medical 

Center. 
"I absolutely believe that pa

tients or their families have a 
· right to know what's going on so 
.. they can discuss it and make bet
· ter decisions," said Loetta De

Walt, whose husband died before 
, he could receive a heart trans


plant at the medical center. "We 

were not told anything." 


Teddy DeWalt, 60, a retired 
Kansas City firefighter, endured 
months of poking and prodding 
with the hope of getting a new 
heart. But in February 1994, 
while he was being evaluated for 

I a transplant, his enlarged heart 
failed. . 

"He was told that it was time to 
go on life support," his wife re
called. "At the last minute; he 

" 	changed his mind, which was 
probably just as well since he 
would have been going to a place 
where they weren't even doing
transplants. . 

"He died 10 minutes later." 

Keeping secrets 
With the exception of data in

volving Beaumont, UNOS offi
cials have refused to release to 
the federal government or the 
public 1995 and 1996 figures 
showing how many hearts indi
vidual hospitals turned down for 
nonmedical reasons. They also 
have refused to release turndown 
data for other types of donor or
gans. . 

UNOS 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 trans
plant center performance. 

"Ifyou want [to use the dataJ to 
say such-and-such center wasn't 
doing things right. I'm telling 

. you, you're on thin ice there," 
.Burdick said. 

He' added that giving patients 
information on organ refusals and 

. median waiting times at trans
plant centers "don't help patients 
very much because, 10 and be
hold, everybody's doing an excel
lent job. 

"I think that in the big picture, 
the issue of releasing the data to 
patients is an idea that would be 
designed to fix something that 
isn't a big problem ... If you're 
trying to talk about ways to help 
patients understand 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 say, is by pub
lishing survival rates for all 
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 UNOS and' the 

government have been willing to 
release shows that the problem of 
nonmedical.turndownsof hearts 

. has worsened since 1994. 
On average, in the last seven 

months of 1994, centers refused 
for nonmedical reasons nearly 12 
percent of all heart offers. 

By the next year, that rate had 
increased to 25 percent. And in 
the first quarter of 1996, it had 
dipped slightly, but was still at 19 
percent. 

Not all transplant centers tum 
down large numbers of hearts for 
nonmedical reasons, however. 
Seventy-one hospitals managed to 

" 




keep refusals for nonmedicalrea
sons below 5 percent, according 
to the 1994 data. They included 
the Cleveland Clinic, where just 
0.33 percent of the heart offers 
were refused for nonmedical rea
sons. 

Dr. Robert W. Stewart, head of 
the Clinic's heart transplant pro
gram, attributed that number to 
the resources available at the 
Clinic, which perfonned 74 heart 

Many donated 
organs are never 
transplanted ' 

transplants in 1996, more than all 
but three other centers. . 

"We almost never would have 
to turn down a heart because we 
don't have the manpower," Stew
art said. "You cannot, in a smaller 
institution, have the privilege of 
having three separate teams. If 
you're just coinpletmg a trans
plant and they call you with an
other donor, you're probably not 
going to be able to use the people 
who are already doing that partic
ular procedure. You're going to 
have to have an entirely new 
team standing in the wings." 

Defining 'inactive' 
Last summer, UNOS adopted a 

policy that calls for letters of in
qUiry to be sent to any program 
that turns down 10 consecutive 
organs. After some debate, it also 
decided that programs found to 
be "inactive" should infonn their 
patIents.

Left unaddressed were the is
SueS of how long a center could go 
without perfonning transplants 
before being considered inactive, 
and what to do about. programs 
that weren't technically.inactive 
but .were· turning down large 
numbers of organs and not telling 
their patients, 

UNOS Executive Director Wal
ter K. Graham would not say 
whether UNOS had sent letters of 
inquiry to any of its members. 

Braslow, director of the Divi
sion of Organ Transplantation, 
supported the policy, but said she 
was not entirely satisfied. 

"To me, it is unconscionable 
. that a program should be inactive 
and the patients not be notified .. 
she said. "There isn't' one of ~s 
who would sit still for that if it 
were our spouse or our kid." 

S, TED WENDUNG 

In phone conversations often 
held at night, organ bank dona- . 
tion specialists and hospital organ 
procurement coordinators care~ 
fully go over a standardized 
checklist. 

Did the next-of-kin give written 
consent for donation? How did the 

donor die? Does the donor have a 


. history of cigarette, alcohol or IV 

drug use? What medications were 

administered before the donor 

died? 

Those and many other ques
tions are asked of doctors, nurses 
and donors' fanlilies before an or
gan bank decides whether to offer 
an organ for transplantation. The 
infonnation is then entered into 
the computer system of the 
United Network for Organ Shar
ing, which matches it against 
thousands of potential recipients 
on the nationaJ, transplant waiting 
list. The matching process nu
merically ranks potential recipi
ents based on their distance from 
the donor organ, the number of 
days they have waited, their med
ical status and other factors. 

For a variety of reasons, many 
donated organs are never trans
planted. For those that are, once 
the hospital verifies that a trans
plant was perfonned, the UNOS 
computer generates a fonn listing 
all potential recipients and sends 
it to the organ bank that procured 
the organ. The organ bank is re
quired to show that the organ was 
offered to every patient ranked 
above the recipient, and to report 
the reason each hospital turned it 
down. 

Collecting such data ensures 
that patients ranked higher on the 
waiting list were not skipped over 
because someone lower received 
unwarranted consideration. ' 

Organs are rarely accepted on 
behalf of the first patient on the 
list. In 1995, for example, donor 
hearts were turned down by hos
pitals an average ofsix times be
fore being transplanted. Three 
out of four times, they were 
turned down for medical reasons 
- ranging from issues related to 
.the quality of the organ or the do
nor's social history to the recipi~ 
ent's immediate need for a multi
ple organ transplant. 

The nation's 66 organ banks re- . 
ported that another 3,448 heart" 
offers representing one
quarter of the 13,801 that were 
refused in 1995 -were turned 
down for nonmedical reasons, ei
ther because a surgeon was un
available, the prograJ."riwas too 
busy or for other administrative 
reasons. , 

Some transplant phYSicians dis~ 
agree with the way UNOS tallies' 
turndown data. If, for instance, a 
hospital has three ranked pa
tients on its waiting list that are 
matches for a heart and the hos. 
pital turns the heart down, UNOS 
counts it as three turndowns. . 

That's wrong, said Dr. Wayne 
E. Richenbacher, director of the 
heart transplant program at the 
University of Iowa Hospital. " 
. "If you're offered a heart and 

turn it down, that's the end of it,". 
he said. "That's one offer and one 
refusal." .. 

Dean F. Kappel, president of 
Mid-America Transplant Sert 
ices in St. Louis, said he would 
like to see medical and nonmedi
cal turndown figures made public 
after being reviewed by the trans
plant centers. Kappel serves on 
the UNOS board of directors. . 

"I think itT's really unacceptable 
~programs are consistently turn
109 organs down," he said. . :' 

~ 



-Contractor keeps . 

goverrunent in dark 

on transplant data 


. By DAVE DAVIS 
and TED WENDUNG 

PLAIN DEAW REPORl'IR 

RICHMOND. Va. - For nearly 
two hours, Judith. B. ·Braslow 
waited impatiently outside the 
closed meeting room as board 
members of the United Network 
for Organ Sharing met in execu
tive session recently in Boston. 

"I'm furious," she told anyone 
. who would listen. "I can't believe 
they're doing this." 

As director of the U.S. Depart
ment of Health and Human Serv
ices' Division of Organ Trans
plantation, Braslow heads an 

. agency that regulates UNOS and 
supplied the nonprofit organiza
tion with about 18 percent 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 hasn't given her 
the access she believes she is due. 

"There's a lot of tension right. 
now between the government and 
UNOS," Braslow said. "And that 
telision centers on where does 
our authority stop, and what do 
we have the right to get and what 
don't we have the right 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 
of organ offers, access to records 
and meetings of UNOS' Council 
on Organ Availability and, on oc
casion, even minutes of UNOS' 
public board and committee 
meetings. 

Dr. James F. Burdick. a trans
plant surgeon and UNOS' presi

· dent, acknowledged that tension 
exists between UNOS and Bras
low's office. "I think there are 
· people in' the . government who 
•would like UNOS to be a lot less 
· private," he said. 
, UNOS, which was formed in 
·1986 as part of a public/private 
•partnership intended to manage 
: the acquisition and distribution of 
:the nation's scarce supply ofda
Loated organs, has made itself in
tdispensable to the government. 
'But after years of allowing UNOS 

to operate a system in which com
pliance is voluntary and failing to 
enforce a key provision in one of 
its contracts with UNOS, Bras
loW'S office increasingly finds it
selfhelpless when UNOS says no.' 

Some people think the govern- . 
ment has abdicated' its responsi • 
bility. 

"You can't delegate public pol
ie-I to a private contractor:' said 
Dr. John P. Roberts, a liver trans
plant surgeon at the University of 
California at San Francisco. "You 
can't have the people who. are in 
control- essentially competitors 

.-inakepolicy." 
UNOS Executive Director Wal· 

ter K. Graham disagrees.' . 
"I personally believe that the 

essence of democracy is self
regulation," he said. "That's what 
we do in this country ... and 
that's what UNOS does, so I think 
it's a very good reflection of the 
whole principle of democracy in 
this country." 

UNOS owes its clout to a pair of 
three-year contracts it renewed 
last month for a total of 56.07 mil
lion. Administered by HHS,' one 
contract allows UNOS to operate 
the Organ Procurement and 
Transplantation Network, a 24- . 
hour organ-placement . system 
that matches donor organs with 
waiting patients. The other gives 
UNOS authority to run the Scien
tific Registry of Transplant Re
cipients; a database of medical in
formation on people who receive 
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, SS lab- . 
oratories, 66 organ banks and 29 
medical/scientific organizations. 

UNOS, which enjoys the over
whelming support of those in· 
volved in organ transplantation in 
the United States, is governed by 
a physician-dominated; 39

. member board of directors that 
includes 11 members .of the pub



lic. Board members also include 
representatives from each of 
UNOS'U geographic regions. . 

Most decisions are reached by 
consensus through .meetings of 
the 21 committees UNOS oper
ates. Board members, who are not 
compensated but are reiJnbursed 
. for expenses, also hire the execu
tive staff, who run the day-ta-day 
operations of the 164-employee 
organization.

Ninety percent of UNOS' bud
get comes from the two govern
ment contracts and the S340-per
person computer registration fee 
that patients or their insurers pay 
to be placed on the national wait
ing list. The remaining 10 percent 
comes from member fees and 
other activities. 

The national waiting list con
tains more than 50,000 registra
tions arid receives about 7,000 
new registrations a year. 

Graham and other UNOS offi
cials criticize the government for 
failing to pass regulations that 
would give UNOS legal authority 
to· prohibit poor-perfonning
transplant programs from receiv
ing organs and take enforcement 
action against members who vio

. late UNOS' guidelines. . 
But although Graham says the 

lack of regulations has left UNOS 
executives with "our hands tied 
behind our backs" because virtu
ally all policies governing trans
plantation are voluntary, he and 
other UNOS. officials adamantly 

opposed a recent move by HHS 
Secretary Donna Shalala to iJn
pose federal regulations on UNOS . 
members. 
. Grahmn said UNOS was not ob

jecting to government regulation 
per se, but said HHS' proposed 
rules "will basically do away with 
our standards ... so there is a 
huge philosophical difference." . 

While some HHS officials have 
become frustrated at their inabO
ity to force UNOS to provide data, . 
some of those conflictS are due to 
the government's own inacti,on. A 
case in point, is the OPI'N con
tract, which, until it was rewrit
ten last month, required UNOS 
"to establish an on-line data capa
bility ... so that [HHS] shall have 
immediate access to OPI'N data." , 

But government officials have 
never had that access. The rea
son? Braslow, citing a small staff 
and lack of technological exper
tise within her department, says 
she has never "exercised" that 
clause in the contract. 

"It doesn't do me any good to 
have that on~line capability if I'm 
not going to use it," she said. "We , 
can get whatever infonnation we 
need. IfI want to know how many 
people were transplanted in 1995 
that have blue shirts, a mustache 
and a beard in the western half of 
this country, I can get that infor
mation [from UNOS], and I can 
probably get it within 24 hours." ,

Braslow made those comments 
last summer. Since then, UNOS 

has. repeatedly denied, requests 
by· her office for data listing·the 
reasons transplant programuurn 
down organ offers. The })lain 
Dealer requested the information 
under the Freedom of Informa
tion Act for centers that trans
plant hearts, lungs, kidneys, pan
creases and livers. :~. 

Last July, Braslow, Depu·~.Di
rector Remy Aronoff and anor
ney David Benor agreedto::re
quest the data from. UNOS-:and 
provide it to The Plain Dealer~:-' . 

They backed down when UNOS 
9bjected to the newspaper's"re
-quest. After the paper appealed 
the denial, Braslow made a Writ
ten demand to UNOS for theata. 
On Jan. IS, Graham said no. -~::.; , 

UNOS officials have repeatedly 
contended that the data are "mis
leading" and "~eaningless" indi
cators of transplant centers' qual
ity , -~-' 

Arter several discussions .~th ' 
UNOS officials, however, AroDUff 
stated in different terms what he 
believed was UNOS' objection to 
release of the data. . :~: 

"I ,had asked for the data-,ou 
requested ... [but] they ,oon't 
want to give us the data foribe • 
purpose that we're asking for it,,' 
Aronoff said. "They think ifit's 
given out and publicized, jt;1iill • 
jeopardize their ability to get tftat 
same data from their sources." • 

"Because it's potentially.~
barrassing?"Aronoffwas asked: 

"Well, yeah, right."-

Photos and Captions Cini.tted 
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iFFERS OF HEARTS REFUSED FOR NONMEDICAL· REASONS.... .. 
:::Between June 1 1994. and Dec. 31 1994. the nation's transplant nonmedical reasons « because the surgeon was unavailable. the hOspital 
:!enters turned away about 83 percent of the offers of hearts matched was too busy or for some other administrative reason. This chan includes 
:10 their patients. Nearly nine out of 10 tlmes they did so based on a only hospitals that received 12 or more heanoffers during the last seven 
medical judgment. such as the recipient was too ill or the donor was months of 1994. the latest pertod for which such information Is available.
1he wrong size or weight Most programs also refused beart offers for 
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Heart PatientsRefused Percent refused 
{ Hospital. City. State Transplanted RefusedotTers nonmedical DOnmedical waiting 

'0 ·i"'~·: ·.,,,:,~:,47f University of Karisas. Kansas City. KS 47 
 68.0932 
 17 

~ University of Maryland Baltlmore. MD 13 
 2 
 11 
 7 
 53.85 18 


'I .:.:". ,".3, William Beaumont. Royal Oak. MI 'lOS106 
 49.06 23
52 

112
I
Vanderbilt University. Nashville. TN 19 
 93 
 41.0746 
 30 

29 .~ ~8 '.', '21University. LeXington. KY 10 
 34.48 10 


University of Iowa Iowa City. IA 72 
 6 
 68 
 ,33.3324 
 18 
.....37 .'I Henry Ford. Detroit. MI 10 .-.". c·27 ' 12 
 32.43 17 i
-
20
I latter-Day Saints. Salt Lake City. UT 6 
 14 
 6 
 30 
 13 


Methodist Dallas. TX 18 
 2 ' ~,;i.,:16, 5 
 27.78 6

University of Wisconsin. Madison. vn 59 
 32 
 27 
 16 
 :;927.12 

56 
 ~'::';';; -:
11 "-:'45'I St Thomas. Nashville. TN 15 
 26.79 48

Johns Hopkins. Baltimore. MD '27 7 
 20 
 7 
 25.93 21

University of Alabama Birmingham. AL 88 
 24 
 64 
 22 
 25 
 23


3 Hartford. Hartford. CT 20 
 7 
 13 
 5 
 25 
 19

3 University of Utah. Salt Lake City. UT ,i
",:,,1020 
 , .. 10 
 5 
 25 
 18 

6 St Francis. Tulsa OK 24 '25 
 9 
 16 
 6 
 20 i 


I
7 Jackson Memorial MIami. FL 71 
 ,:'.629 
 17 
 23.94 13 I
'.8 Jewish. Louisvllle. KY 140 
 12 
 128 
 33 
 23.57 40 

I 
I 


9 Newark Beth israeL Newark. NJ 68 
 12 
 56 
 14 
 20.59 12

0 UniversitY. Denver. CO 35 
 17 
 18 
 7 
 20 
 13 I 
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Hospital. Cit)·. State 
) Sacred Heart Spokane. WA 
r St joseph's. Atlanta GA 
~ Methodist Indianapolis. IN 
.J University of Virginia Charlottesville. VA 
1- Stanford University. Palo Alto. CA 
5 Cleveland Clinic. Cleveland 
3 Children's of Los Angeles. Los Angeles. CA 
3 Lorna Linda University. Lorna Linda CA 
3 USC-University. Los Angeles. CA 
:> Tampa General. Tampa FL 
3 Rush-Pl'esbyterian-St Luke·s. Chicago.IL 
) New England Boston. MA ' 
:) Brigham & Women's. Boston. MA 
i Barnes. St Louis. MO 
) Children's. St Louis. MO 
3. University of Mississippi:Jackson. MS 
) Medical College of Ohio. Toledo 
J Medical University. Charleston. SC 
) Methodist. Houston. TX 
) University. Seattle. WA 
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58 

66 
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303, 
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27 

18 

47 

24 

15 

45 

32 

29 

12 


' 	25 

20 

68 

32 


iTHERS IN OHIO 
; Children's. Cincinnati 17 
, Ohio State University. Columbus 127 
, University of CinCinnati. Cincinnati 81 

RCE: United NeIWOIUorO!pn!ihann& 

Transplanted 
10 

9 


12 

20 

22 

36 


2 

20 
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12 

14 

3 


14 

'14 

13 

9 

3 

9 


14 

I 
 5 


Refused 
88 

49 

54 

53 


413 

267 

30 


7 

15 

35 

10 

12 

31 

18 

16 

3 


22 

11 


54. 
27 


2 
 15 

8 
 119 


18 
 63 


Refused 
nonmedical 

2 

1 

1 

1 

3 

1 

0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 

Percent refused 
nomnedical 

2.04 . " 

1.72 
1.52 " 

1.37 
'0.69 
0.33 

0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
O· 
0 
0 
0 

:s 
1 ,.,.3 
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5 
 3.94 ' 31

2 
 2.47 17 .; 

Patients i 

waiting I 


". I
4 

35 

37 •• '1 •• 

34 

33 , 

42 


1 

9 


10 

14 

18 

14 

14 
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Hospital halts 
transplants,· ..... 
doesn't tell 
d patients 

Third offil'e articles 

By TED WENDLING. 
DAVE DAVIS 

and JOAN MAUOLINI 
PLAIN D£ALf.R R£PORTtRS 

KANSAS CITY. Kan. - Two· Officials at the two agencies

months after Adrianile Hart en that oversee the nation's trans

tered the hospital to be evaluated plant system insist that the Uni


. for a heart transplant. her mother versity ofKansas Medical Center 
leaned over her hospital bed and scandal was an isolated case. But 
gave the 16-year-old honor stu- their own records show that at the 
dent peri'nission to die. . . same time the Kansas story was 

"I said. 'Honey, if you see a unfolding in the local press, 27 
bright light and it feels good to other heart transplant programs . 
you, you can go. I won't be mad at around the country were turning 
vou: .. Janice Hart recalled. "She down as many as one-fifth of their 
couldn't talk. but I knew what she heart offers for nonmedical rea
was,thinking: 'You mean I'm dy sons.

ing;' 
 Until recently. none of that in

"\ just couldn't come out and fonnation was ever made public 
tell her that she w!ls." . by the United Network for Organ I

Hart's grief over ·Adrianne's Sharing or the U.S. Department I
Aug. 6, 1994. death didn't end of Health and Human Services, I
with the funeral. A month later. and neither agency made as
her nephew. Raymond Price, 20, much as a single phone call to the 
stricken by the same heart ail programs to inquire about the 
ment that afflicted his cousin, hi~h.nonmedical turndown rates, 
was hospitalized for evaluation offICIals at both agencies say.
for a heart transplant in the same UNOS has been designated by 
University of Kansas· Medical H~S to manage organ transplan
Center intensive-care room in tatIon. 
which Adrianne had died. In Kansas, as investigators

Told he had been added to the would later conclude,' patients'
center's transplant waiting list. were deceived, university offi
Raymond chose the option in No cials failed to act and UNOS lack
vember 1994 of waiting for a ing regulatory authority o~er itsheart lit home in King City, Mo., . member institution, never notiinstead of the hospital, said his fied state or federal authorities mother. Sherri Curtis. The follow that there was a problem. ing March, he was found dead on By the time Kansas' attorney a waterbed in the home of a general announced last Augustfriend in nearby St, Joseph, Mo. that the University of Kansas , Hart and Curtis didn't know it, Medical Center and two foundabut the university's heart trans tions affj,Iiated with the university plant program was dead, too. ~ad ~greed to pay $265,000 in res-Even before Adrianne's death, it . tl~t10n and penalties for "egrehad fallen victim to an internal gious behavior," Hart and Curtis political struggle that saw pro had heard it all. gram administrators tum down 

every one of the heart offers 
matched to patients on the cen
ter's waiting list, most of them for 
nonmedical reasons. 

The sisters had heard the as- ! 
surances of medical center per
sonnel that Adrianne would be 
added to the waiting list as soon .. 
as her health stabilized. Curtis 
also remembered the contradic
tory statements of nurses, some 
of whom had falsely told her that 
Raymond had been added to the 
waiting list. . . 

. "I'm angry. "said Curtis, who 
will use part of the settlement her 
lawyer recently negotiated to buy 
a tombstone for Raymond's 
grave. "I'm mad because if he 
had gone to St. Luke's [in Kansas 
City, Mo.], maybe he would have 
lived. To let our children die just 
because of a businesslike, money 
mentality - that's what gets to 
us." 

Internal conflict 
. In investigations spurred by 
stories in the Kansas City Star, 
state authorities found that be
tween Jan. 1, 1994, and March 31, 
1995, the medical center placed 
on its waiting list, or evaluated 
'for placement, 38 patients who 
had little chance of actually re
ceiving a heart transplant. Thir
teen of those patientsha.v~died. 

--



Patients,. but no·transplants

, - --'-' --.-----_._. .~. .- --- ..~, ' 

'Investigators found that prob
lems at the medical center began 
in the spring. of 1994, when sev
eral nurses, unhappy about a de
partmental merger, quit and oth
ers started refusing to work 
overtime. As a consequence, the 
two heart transplant surgeons,
Drs, Jon F. Moran and Clay Beg
gerly, began to turn down heart 
offers for their' patients, con
vinced that the number of re
maining staff was inadequate and 
that they lacked proper training 
in post-operative care. 

Although Moran detailed his 
concerns in memos he sent to his 
superiors. the staffing issue was 
never adequately addressed, and 
Moran continued to refuse hearts, 
the auditors said. 

..As we talked with medical 
center officials throughout this 
audit ... clearly. no one thought 
it was their responsibility to in- ' 
form patients about the problems 


. that continued to plague the pro

gram." a report by the Kansas 

Legislative Post Audit Committee 

said, . ' 

Investigators found that Dr., 
Steven B. Gollub, the medical 
center's director of cardiovascu
lar medicine, deceived patients 
by leading them to believe the 
center was doing transplants and 
by falsely telling some patients
that they were on the waiting list. 

That's what happened to .Cara 
Lee Gardner of Emporia, Kan., in 
July 1994. After three months of 
waiting, Gardner's husband, Bill, 
asked Gollub ,to refer his wife to 
another hospital. According to an 
affidavit Cara Lee Gardner pro
vided to the attorney general's of
fice, Gollub turned to the heart 
transplant coordinator and said, 
"Let's get her a heart real soon." 

Gardner didn't know it then, 
but, according to a lawsuit she 
filed last July, her name wasn't 
even on the center's waiting list 
at the time Gollub is alleged to ' 
have made the comment. Al
though she was added the next 
month, the suit says, she later un
derwent triple-bypass surgery
and was taken off the list. 

Gol1ub and other university and 
medical center officials declined 

to answer questions about the 
heart-transplant program, which 
has been closed. 

"With the filing of litigation, we 
found ourselves in a delicate situ
ation," 'university spokesman 
Randy Attwood . said in a pre
pareq statement. "Because of the 
legal element, we have declined 
further interviews .... 

Both Beggerly and Moran have 
left the University of Kansas. 
Beggerly declined. to comment,· 
but Moran, who rued a defama
tion lawsuit against the university 
and several of its officials last 
July, said he had been unfairly 

, made a scapegoat. . 
"When I wanted to close the 

program at KU .'.. I tried by ev
ery avenue my attorneys said was 
appropriate," he said. "I called 
UNOS, I went to the [mediCal 
center] chief of staff, I said, 
'Please, let me close the pro
gram,"and I was refused pennis
sion to close the program. 

"I could have resigned and I 
guess lots of ethicists would stand 
up and say ... I was like the 
guard at Buchenwald. But I was 
trying to keep a program that had 
been very good either good or 
going, and there were other pro
grams I was responsible for that 
were saving the lives of children 
in Kansas." 
IDid Budig knOw? 

Problems at the medical center 
went far beyond Moran and GoI
lub. They extended to the office of 
former university Chancel10r 
Gene A. Budig, whose name audi
tors placed at the top of a report 
listing 12 people "who were 
aware of problems in the heart 
transplant program but did noth; 
ing to address them." 

Budig is now president of base
ball's American League. 

In an August 1995 interview 
with Kansas auditors, Budig said 
he was "not aware of any specific 
problems" with the heart trans
plant program and claimed he 
"wasn't aware that hearts were 
being turned down for other than 
medical reasons" until May 1995. 

But state records show that be
twee,n April and July 1994, Budig 
rec~lVed . four letters deSCribing 

. senous problems in the program .. 

The correspondence included a . 
JtiJ1e 1994 letter from Moran's 
lawyer, who claimed that the 
medical center bad "refused to 
confirm that its heart transplant 
program is on inactive status, 
thereby misleading the patients" 
and violating it's agreement with 
UNOS. 

. Phyllis Merhige, Budig's 

spokeswoman, said he would not 


,comment. 


Ads tout program 
University and medical center 

officials refused to close the heart 
transplant program because col
leagues in the liver and kidney 
transplant programs "felt firinly 
that any period of inactivity ... 
would be hannful to our [other]
transplant programs," the med
ical staff chiefsaid in a June 1994 
memo to Moran . 

So concerned were medical 

center officials with the heart 

transplant program's image that 

in November 1994, six months 

after the center began refusing 

every heart offer, the university 

~arted running radio ads touting 

Its program. 


"Our transplant programs for 

the heart, liver, kidney and Done 

marrow continue to transform 

lives," the ad's narrator said as a 

heart beat in the background.

"Place your trust in the area's 

largest medical university ... KU 


. Medical Center. Our doctors 
teach the other doctors. II 

By that time, Adrianne Hart' 
was dead. So were patients Rich
ard Miller, 61, of Topeka, Kan., 
and Robert J .. Weingart, 44, of 
Kansas City. 

And Lloyd Croft, 55, a carpen
. ter who had been waiting for a 
new heart· since 1991, was still 
inching his way up the waiting 
list. Or so he thought. 

After being listed, for three 
years, Croft said he was told by a 
doctor in 1994 that he wouldn't 
need a heart transplant immedi
ately and would be placed on 
"standby," meaning he could be . 
reactivated on the list ifhis condi
tion worsened. He remained in 
that status until the scandal· 
broke. He is now a patient at an
other hospital; . , 



! . 

"You're under these profes
sional people's hands, and you're 
trusting these people," Croft said. 
"They've got your life literally in 
their hands, and they back-stab 
you for a couple of dollars." 

Auditors found that Croft and 
13 other people who were on the 
waiting list between May 1994 
and April 1995 were billed by the 

. medical center for more than 
$418,000 in fees not covered by
insurance. ' 

UNOS didn't blow whistle 
Records show that UNOS, the 

nonprofit contractor that devel
ops voluntary policies for the 
University of Kansas Medical 
Center and other member trans
plant institutions, was aware 
early on that the medical center 

. was not doing heart transplants. 
Moran. the transplant surgeon 

who was turning down hearts, 
told auditors that he called UNOS 
in May 1994 - when the center 
stopped doing transplants - to 
try to get the program inacti
vated, but was told only hospital 
administrators had that author
ity. UNOS officials disputed that, 
telling auditors they weren't 

. aware of any problems at the cen
ter until November 1994. 

UNOS was dissuaded from 
pressuring the university to close 
the program after several conver
sations with Dr. George E. Pierce, 
a University of Kansas kidney
transplant surgeon who served as 
the medical center's UNOS repre
sentative. 

Pierce told auditors he came 
away from the discussions with 
the understanding that the med~ 
ical center would be given an 
.. 'unofficial grace period' to get 
things straightened out." 

He also maintained that "ad
hering to UNOS guidelines was 
less important than keeping the 
heart transplant program active." 

UNOS officials also were aware 
that the medical center had hired 
Dr, Hamner Hannah, who had not 
assisted in enough heart trans
plants to be certified by UNOS as 
Moran's replacement. But Pierce 
tOI.d. auditors that after initially 
ralsmg concerns about Hannah's 
lack of experience, UNOS' offi
cials said they "wouldn't object to 
D,r. Hannah and would, as Dr. 
Pierce said UNOS implied, 'look 
the other way.' .. 

UNO~ officials have denied 

that cliim. UNOS legal counsel 

Cindy H. ~o~ers d~clined to 

ansWer auditors questions about 

whether UNOS allowed Hannah 

to operate, saying she "did,n't 

want to get into a 'he said, she 

said,''' 


UNOS certification 'standards, 
which are voluntarY but widely' 
accepted within transplantation, 
call for heart transplant surgeons 
to have performed or assisted in 
at least 20 transplants, within 
three years. Hannah had done 
just eight, according to.the audi
tors' report. 

Hannah, who would not como. 
ment for this story, performed his 
first transplant at the university 
on March 25,. 1995. The patient. 
was Robert W. Trent of Wichita, . 
Kan. Trent, 32; died the same day. 

So solicitous was UNOS toward 

its member institution that after 

the Star broke the story, former 

UNOS Executive Director Gene 

A. Pierce called the medical cen~ 

ter's George Pierce (no relation) 

to assure.him that "UNOS didn't 

blow the whistle" on the medical 

center, George Pierce told audi

tors. 


The Kansas surgeon went on to 

quote Gene Pierce of UNOS as 

telling. him that "UNOS had to 

give in. to the reporter's requests 

under the Freedom of Informa

· tion Act, and that UNOS stalled 
on releasing the information for 
as long as it could," according to 
the auditors' report. 

George Pierce of the medical 
· center declined to comment. 
Gene Pierce, now retired and Iiv
in~ in a Richmond. Va., suburb, 

\ S81d he didn't recall making such 
comments to the Kansas surgeon. 
· "I don't recall it exactly like 
George said, but I trust George so 
it could have been a misinterpre
tation or something like that, I'm 
really . not sure," Gene Pierce 
said. "But we have never tried to 
stonewall anybody, not while I 
was there, and if it appeared that 
way it was for another reason. It 
cer.tainly was not just stonewall· 
ing to stonewall." 

. Walter K. Graham, who was 
. Gene Pierce's top assistant and 
succeeded him in 1995 as UNOS' 
executive director, said UNOS 
was not aware of the full scope of 
the problems at the university un
til after the story broke. But even 
had UNOS known that patients 
were being deceived, Graham 
said UNOShad nGlegal authority 
to intercede. . 
. That has changed under a con· 

tract UNOS and the government 
signed Dec. 30. The contract . in
..:!~es a new clause that reql!ires 
UNOS to monitor, investigate and 
report to the government any in·~ 
eident that "jeopardizes the 
health of waiting·list patients or 
transplant recipients. It 

Graham said UNOS was not in a 
position to do anything about the 
Kansas City scandal under the 
previous contract. He said that 
responsibility belonged to the 
hospital.' . 

"Those are issues of fraud, 
they're issues of malpractice, 
they're issues that UNOS can not 
ever get involved in:~ he added. 
"We're not ever going to get in· 
volved in something like that. 
That's very much a local legal is· 
sue," 

'Fear of public opinion' . 
The University. of Kansas scan· 

dal also caught the attention of 
HHS' Division of Organ Trans
plantation, the agency that regu
lates UNOS. Director Judith B. 
Braslow asked UNOS to do it com· 
puter run of all times hearts were 
turned down at the nation's 167 
heart transplant centers for the 
last seven months of 1994. The re
port showed that 28 centers had 
turned down for nonmedical rea
sons 20 percent or more of the 
heart offers made to them. 

And that is where the govern
ment's inquiry stopped. Not one 
of the centers with the high turn
down rates was audited, not one 
was even contacted, Braslow ac
knowledged. 



"Wbat~I was interested in pri
marily was putting in place a sys
tem so that the. same~,
wouldn't happen a secon~ time, . 
she said. "What's done IS done. 
The Kansas situation had COIne to 
light and I thought our ro~e 
should be to ensure that this 
didn't happen again. And so we 
asked. that it be referred to the 
.[UNOS] membership and Pl'!lfes
sional standards commIttee, 
which it was." 
. The issue was not addressed by 
the uNOS committee unti11iSf 
June, when members voted to 1». 
gin sending letters 0 uiry::tct 
any progr8m that turned wn ':lQ 
consecutive organ' offers. As for. 
the sticky issue of what to tell pit.~. 
tients, the committee decided. 
that "inactive" programs shoUlo 
inform their patients. . I ~ . 

But the committee never ere;. 
cided how long a center could 'gO'
without performing transplan~ 
before being considered inacti\'&,. 
nor did it decide what to do abour 
programs that were turning dOlm 
large ~umbers of organs for non;; 
medical reasons and not telliDg 
their patients. . . ~ . 
. UNOS President Dr. James ,F.. 

Burdick said those issues were 
"under careful stUdy to de=
termine what might be done to 
correct them." 

"To say that UNOS was at fault 
there is incorrect." said Burdick. 
a transplant surgeon at Johns 
Hopkins Medical Center in Balti· .. 
more. "UNOS has done quite a bit 
in a general way.... UNOS 
doesn't take legal action against 
transplant centers. In fact, UNOS 
really doesn't have the power to 
cause any actual concrete nega
tive impact. . 

"UNOS' punishment is reilly 
fear of public opinion of what 
. might happen if they're not com
pliant." . . 

From Moran's perspective; 
there has been no real punish· 
ment of the people who were re~ 
sponsible for what went wronJat 
the University of Kansas Medical 
Center. As a result,' he doesn't 
foresee being a heart transplant 
surgeon again. . '. '. . 

"Let me tell you: This is a dirty.
business," said Moran, now a 
cardiothoracic surgeon at Pitt 
County Memorial Hospital in 
GreenviUe,N.C. "I don't do trans
plants and I have no interest in 
ever being involved in transplan..:
tation . again. It· would have' to 
change." 

Ehotos and Captions anitted 
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t.,;A CHRONOLOGY OF THE UNIVERSITY OF KANSAS MEDICAL CENTER'S HEART TRANSPLANT PROGRAM 
SIl1lGEON QUITS 
Nov, I. 1994 - Dr, Clay lJeg
III!riy resigns-leaving MoranTRE as the hospital's only UNOS
cerlUled hearllransplant PROGRAM surgeon. Moran Informs Ihe 
Unlled Network for Organ 
Shanng the nallonal organ

SUROEON dunor dalabank.lhal nelUler
'SUSPENDED PA11ENTS he nor 8e~riy will be per
: Apnl 13. 1994 - Or, MISLED forming heart transplants. 
, Jon F. Moran. one of June 24. 1994 - Mo
: two heart tlllnsplant ' IIIn's lawyer sends a 
: sulJleOOS at !he Unl- leiter to universIty 
, verslly of Kansas Chancellor Gene A. 
, MedIcal Center. Is BudJaand others. In
: suspended lIS chair . fOrmIng !hem that the BUDIO 
'II\IIn of the Depart-, hospItal has been lESIONS 
,mem ofCardlotho "misleading- heart Au, I. 1994 - 8udJa 
,lIIclc Surgery anerhe InInsplant pallents by resigns as t::hanceUor ," 
, refuses 10 do InIns- refusing to tell them to become president 
. plants due to lnade.' the program IS Inac of baseball's Amen
, quale nursing staff, tive. t::an League. 

·.19~ .~. .1_.__ ..1..
.. ~,... .. JaDe Jal, ..=Ii. Oct..Sept. -
--~ .... ~-~ 

DIES. June 30. 1994 - Emery O. 
Day. a II\IIchlnlst and welder from 
'tOpeka. Kan. dIes after recelvtng a 
heart InInspiant on May I. 1994, 
He Is the IIISt person 10 he In!ns
planted at the hospital until March 
25,.1995, 

:TRE 
PATIEN),S 

... 

NOT ENOUGH EXPERJENCE 
Jan. 24, 1995 UNOS Infonns Ihe 
hospilallhal llannah <loes nol 
meel mInimum experience re
quirements because he bas only 
done elllhltransplanls, 

NO SHU1'DOWTt 
Dec. I. 1994 - Or, George 
E. Plerc:e. the haspllll\'s 
UNOS representallve.ln

. fonns UNOS that the unlver
slly does no! wanllo close 
the heart transplanl pro
I/IDm and that It has hired 
Or, Hamner Hannah to re

5:"I.L,::' 


NOT UP TO 
STANDARDS PROOIlUl 
Feb, 21. 1995 A SBUTSDOwar 
UNOS commlllee Apnl1, 199 5 - The 
again Infonns the has hospItal agrees to 
pltalthat Hannah ·vol!lntanly· close Its 
does nol meet t::erlln· heart tl'3nsplant pm
caUon t::ntena. gram 

..., 
JaDe 

-':::"7' -=D_ ,..:.. 7: + -
IRtEBVIEW REQUEStED 
March 3. 1995 - HospItal officials 
requesl an Interview wIth UNOS 10 
discuss Hannah's quaUncaUonS. 

I 

DIES Feb, 4, 1995 - C 

anne Harl 16, of St Joseph, 
DIES AUIS. 1994 - Add

, K. 8efl!ll\llnn. 61, of PlellS8nt 
Mo. dles while being evalu· DIES Dec. 15. HilL Mo. dies. HIs widow's sf
ated for a heart transplant 1994 - WI- fldavtt says hIs cardlolOJ1\SI 

nlfred E. Hesse. told the 8ergmanns In Apnl
I 49.ofTopeka. 1994 thaI 8efl!ll\llnn would

DIES AUI 11, 1994 dies while wall- be added to the waltlng IIsl 
- Rlt::hard Miller, 61. Ing fOr a donor 8ergmann dies never reallz
of 'tOpeka. dIes while ' heart. Ing he was not on the list 
waIling fOr a heart. 

Hart I 

DIES July 1, 1994 - R0b
ert J. Weingart. 44. of Ran
SIIS City. Ran. dies while be
Ing evaluated fOr a heart 
transplant 

. ~I' 

DIES Feb. 15. 1995 - Rob
ert M, Anilaga. 47. of KansllS 
Clly. Mo. dies while walUng 
fora heart. 

MORE TURNDOWMS 
May 3t. 1995 - A UNOS reporl 
nnds that numerous other heart 
tlllnsplant t::enters have hlllh non
medical turndown nites. None of 
!he centers are audited or ques
tIOned aboul the fIndI. 

I 
InEIJJNG IIUOaT 
May 1. 1995 - The KanSllS City

. Star reports thaI between May 
1994 and March 1995. the hospI
tal perfOrmed no heart transplants. 
turnIng down aU 50 heart olTen to 
Its patients. . 

..J.... I 

1998 

,
Jal, AaIl. See-= ~JL" 

__~__~_...L.~~:--_-:-_";" 
DIES March 23. 1995 - Raymond 
PI1t::e. 20. of KIng CIty. Mo. dies after be-
Ing sent horne to walt fOr a new heart. He 
WIIS never on the walling list 

' 
I 

DIES March 25. 1995 - Robert 
W. Trenl32. of Wlt::hlla. Kan. dies 
a few houn after Hannah. whose 
UNOS t::ertlllcatlon Is sUlI unre
solved performs a heart transplant 
on hIm. 

.t.~ 

........._............ 

-;--=e 

................

ACORGIOJ' DECImON 
Sepl2S, 1995 - A stale audit of 
the hospltal's heart transplant pro
I/IDm nnels thaI doctors and nurses 
decelved patients by falllniito In
form them that the pfOl/lDm was . 
inactive.2 
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SEn'LEIIENT FOalS PAtIENTI . 
Aut 29. 1996 - The hospital and '. '. 
two medical foundattons agree to , 
pay $265.000 In reslllu\Jon. penal~ . 
ties and fees. The settlement calls•.• 
for paymeqts ofSlI.OOO to 15 pa- . 
tlents or !heir survivors. • ::," ..f ~ ~ 
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Doctor to patient: 

Get out of here or 
you'll die wai~ ....... 

Fourth ojjive articles 

. By JOAN MAZZOUNI. 

TEDWENDUNG 

and DAVE DAVIS 

PLAIN DEALER RII'ORT£RS 

SAN FRANCISCO ~ Liver sur
geon John Roberts is doing the 
unthinkable - telling some of his 
most seriously ill patients that if 
they don't go elsewhere,they will 
die waiting on his hospital's 
transplant list. 

. And if Ralph Vairo, a 60-year
old former painting contractor 
who lives near Santa Cruz, makes 
it to 61, he may owe his life to 
Roberts'decision. 

Vairo has acancerous tumor in 
his liver that will spread through
out his body and kill him if he 

. doesn't receive a new liver soon. 

His insurance company, Kaiser 
Permanente, contracts with the 
University of California at San 
Francisco to do liver transplants, 
So Vairo's doctor dutifully re
ferred him there to see ifhe was a 
candidate for transplantation. 

But when Roberts saw him in 
. October, Vairo recalled the sur
geon saying, "You need a liver. 
It's too long of a wait here. I'm 
~going to recommend to your doc
tor and insjJrance company that 
you go someplace else." 

Transplant patients are keenly 
aware that they may die while 

waiting their turn for an organ. 

What many don't know is that, 


. due to wide disparities in dona-


provide patients with information 
about waiting times. Roberts and 
others say the . discrepancy in 
waiting times is irrefutable evi
de nee that the nation's organ allo

tion rates and attempts by organ .. cation system remains unfair and 
banks and transplant centers to that not everyone has an equal 
keep locally donated organs, the chance of getting a donated or
waiting time for an organ varies gan. 
dramatically depending on where . . And the disparity in waiting 
they are treated. 

Hospital administrators are not 
happy about Roberts telling pa
tients to go elsewhere, he said. 

. "The issue has t() do with the fact 
that you're telling patients to go 
to other centers. not that we will 
do fewer transplants. We won't." 

But his overriding concern is 
. that the median waiting time for a 
liver in San Francisco in 1995 was 
473 days - the longest in the 
state and third longest in the 

times doesn't pertain just to liv
ers, but to all organs. For exam
pIe, patients in Cincinnati had a 
median wait of about six months 
for a heart in 1995, while patients 
in nearby Fort Wayne, Ind., 
waited about 11/2 years. . 

Numbers like these pose a di
lemma for the United Network for 
Organ Sharing, the nonprofit or
ganization that tracKS waiting 
times and holds a government 
contract to match donated organs 
with waiting patients. A major 

country. In contrast. the median . function of UNOS' Organ Pro
wait at one center in Los Angeles 
wasjust 87 days.. 

And the difference of 386 days, 
for seriously ill patients such as 
Vairo, may be the difference be
tween life and death. 

Vairo and his wife, Donna, said 
they were shocked by the differ
ences in waiting times. Even the 


: doctor who. referred him to San 

Francisco had no idea about the 

long wait. . 

Most transplant doctors don't 

curement and Transplantation 
Network is to establish an equit~ 
able and· medically sound organ 
distribution system. 

"In some parts of the Southeast, 
there are waiting times that are 
two to three weeks long, and then 
you.go to the Northeast in Boston, 
where the waiting times are over 
a year," said Dr. John J. Fung, di
rector of the .J.jver transplant pro
gram at the University of Pitts
burgh. 



Waiting times differ around nation 

• , •• . "..•• '" '.., r '. ' • . , 

I . ;'If anything is going to tell the . 

. public that.· hey. something' 


doesn't smell right, it's that kind 

of disparity," Fung said. "It 


. jumps out at you." 
Dr. James F. Burdick, UNOS 


president, believes that attempts 

by transplant centers and organ 

banks to control locally harvested 

organs have hurt the national, 

voluntary allocation policy. 


Burdick. a transplant surgeon 

at Johns Hopkins Hospital in Bal

timore. said that sense of owner

ship "impedes the development of 

an equitable and national system 


. for distributing organs." 
Many doctors and transplant 


professionals say, however, that 

the quest for true equity may be 

unobtainable because any actions 

UNOS takes will still involve the 

rationing of scarce organs, and 

thousands of people will continue 

to die on waiting lists. 


They also note that UNOS is an 

agency that rules by consensus, 

and that UNOS' 39-member board 

and more than 400 member insti

tutions make consensus difficult. 


Dirty laundry .. 

In an anonymous survey done 


by UNOSlast fall, most UNOS 

members involved in liver trans

plantation said they believed data 

on waiting times and deaths on 

the waiting list should be avail

able to transplant patients and 

their referring doctors. 


Although government pressure . 
forced UNOS to begin publishing . 
center-specific mortality data, . 
UNOS officials and a small group 
of doctors have kept center
specific waiting time· data from 
being made publi~. claiming that 
the data are "meaningless" be
cause centers are listing patients 
at different stages of their ill
nesses. 

One liver transplant official 

who responded to the survey op
posed releasing the waiting time 
data because to do so "would con
demn the current UNOS alloca
. tion system and make its gross in
equities public knowledge. I do 
not feel that we need to air oUf 
dirty laundry. Let's just fix it." 

In November, the UNOS board 
of directors voted to release a re
port in 1997 on waiting times. But 
instead of publishing waiting 
times by center, which' would 
help patients decide where to go, 
the board decided to release a re
port on waiting times by organ 
bank, which serve regions of the 
country. 

"I'm afraid that if patients take 
a look at the r':!port on the [organ . 
banks], it still won't help them 
make a decision about what 
transplant center to go to," said 
Phyllis G. Weber, executive di
rector of the California Trans
plant Donor Network in San 
Francisco and a member of the 
UNOSboard. . 

Weber isn't alone in her con
. cern that organ bank waiting time 

will be of little help. Weber and 
some other board members also 
were unaware that UNOS has 
center-specific waiting time re
ports, which The Plain Dealer ob

. tained under the Freedom of In

formation Act. 


If transplant center officials 
were. to explain to patients' that 
waiting times vary greatly in dif
ferent parts of the country, they 
also would have. to explain that 
t~ere is no true national waiting 
~lst for patients needing a lifesav
mg organ transplant, something 
that many patients do not under
stand. 

Many patients believe there is 

one long waiting list for each or

gan. They believe they have a 

place on that list, and that Uley 

move up as they get sicker or with 

each transplant that is per
formed. '. 

They are wrong. Instead 

what's in place is more like a net: 


. work of smaller statewide or com
munitywide lists. And how long 
patients wait for organs depends + 
greatly on where they live and 
. how well their local organ banks 

do at persuading people to do

nate. 


While UNOS has established a 

"policy" on. how to allocate or

gans, it's not followed throughout 

the country. The voluntary policy 

has been revised by sharing 

agreements and variances 

granted . by UNOS that cover 

about 16 states, including Ohio. 


Ohio, like some other states and 

regions, has a sharing agreement 

that attempts to keep organs in~ 

state, regardless of whether more 

seriously.ill patients need them 

elsewhere. 


Few transplant officials advo

cate a national system that would 

~stablish a single !lational waiting 

list that would ship organs cross

c.ountry to the next waiting pa
tient. . 

- Instead. many doctors believe 


. that waiting times could be equal
ized and equity could be achieved 

. by sharing organs within several 
"super regions" that would ac
'count for differences in popula
tion, donor patterns and rates of 
disease. . 



The liver warS 
The disparity in waiting times 

has been especially hotly debated 
within the liver trans
plant community. 
where since 1991 
UNOS has used an al

• 	 location system that is 
different than for any 
other organ. It is a sys
tem, its critics say, 
that allocates organs 
to transplant centers, 
not patients. 

The decision by 

UNOS to allocate liv

ers locally instead of 

giving them to the 

sickest patients has 


, been a major incentive 
for hospitals to set up 
liver transplant pro
gra'ms, now a more 
than $300 million-a
year industry. The new allocation 
system provides organs to newly 
established programs that other
wise WOUldn't get them because 
they generally have small waiting 
lists and few seriously ill patients. 

It also provides a source of 10
. .cal organs for patients whose 

problems have not yet become 
life-threatening and who are ex
pected to have a better chance of 
surviving a transplant. 

In 1989, two years before the 
policy was implemented, there 
.were 79 liver transplant centers, 
according to UNOS. Two years 
after the change, in 1993, there 
were 112 centers, a 29 percent in
-crease. 
.~ The allocation change had seri~ 
.bus side effects for large centers. 
q'hose centers could not now 
'draw many organs from outside 
their local areas, despite drawing 
patients nationwide. With the 
number of patients who could 
benefit from transplantation in
creasing, the effect was to cut off 

, organs for many critically ill pa
tients, creating hopelessly long 
;waiting lists. 

At the same time, the waiting- . 
time' disparity grew. which in 
1994 and 1995 ranged from 18 
days at Tulane Medical Center 
Hospital in New Orleans to an av
erage of 648 days at the four liver 
transplant centers in Boston. 

"The control of donor organs by 
transplant centers and their pro
fessionals is driven by financial 
considerations, not by what is fair 
and equitable for their patients:' 

Dr. Jeffrey S. Crippin, a liver 
transplant surgeon at Baylor Uni
versity Medical Center in Dallas, 
testified at a UNOS hearing in 
September. " 

"In a situation of unmet need, 
with patients dying daily for the 

'..want of a donor liver, what is fair 
to all patients is to have approxi
mately the same opportunity of 
receiving a donor liver," Crippin 
said. 

At the hearing, a move by 
UNOS to equalize waiting times 

, by creating wider 
geographic regions 
to match organs for 
the sickest patients 
was tabled after 
small- and 
medium-sized cen
ters, concerned 
about ,controlling 
local organs, op

,posed it. 
Nearly 80 percent 

of UNOS' 118 liver 
transplant center 
members fall into 
the small- and 
medium-sized . 
group - those that 
do fewer than 50 
transplants a year. 
They· dominate 

'UNOS' committees. which make 
policy recommendations to the 
board.. 

One of the more outspoken crit-' " 
ics of the UNOS proposal was Dr. 
John C. McDonald, chairman of 

\. 	 the department of surgery at the 
Louisiana State University School 
of Medicine in Shreveport. 

"This policy will divert livers 
from needy ... patients in Louisi
ana to wealthy patients in other 
states," said McDonald, who 
added that state residents are 
guaranteed access to transplanta
tion under state law, regardless of 
their ability to pay. "It will divert 
livers to centers which have 
taken on more patients than they 
can serve." . 

The inability of UNOS to re
solve the controversy internally 

. prompted U.S. Department of 
Health and Human Services Sec
retary Donna Shalala, whose 
agency has allowed transplant 

. 	centers to largely regulate them
selves, to intervene. 

Shalala called three days of 
public hearings on the issue in 
December and said she would de

, termine, within·, three months, 
how best to allocate scarce donor 
organs. In a letter outlining her 
reasons for the hearing, Shalala ' 
said a federal decision on liver al
location would eliminate the pub
lic perception that UNOS isn't 
able to change the current policy 
because the self-interest of its 
members stands in the way. 

"Any decision, whether it be a 
new policy or a reaffirmation of 
the current one, is certain to draw 
intense public and congressional 
interest," Shalala wrote. She 
added, "I am disappointed that 
the allocation policies to date 
have provoked' considerable un
resolved controversy 'within . the 
transplant community." 

, , ,No standardized listing 
Even though livers are allo

. cated according to a different sys
tem,the variance in median wait
ing times for other major organs 
is about as great, according to 

, UNOSdata . 

For hearts, it stretched from a 
low of 28 days at Medical City 
Dallas Hospital (for adults) to a 

. high of 815 days at the University 
of Minnesota Hospital in Minne
apolis. ,For kidneys" it ranged 
from 54 days'at Harris Methodist 
Hospital in Fort Worth, Texas, to 
858 days at Milton S. Hershey 
Medical Center in Hershey, Pa. 

Transplant doctors point out 
that patients' waiting times are 
based on many factors, including 
blood type, height. weight, and 
the stage of illness at which the . 
patient is put on the waiting list. 
Those and other factors make one 
person's wait longer or shorter 
than another's. 

"You've got to look at it in the 
light of the listing criteria 
that's a large part of the prob
lem," said Dr. J. Michael Hender
son, director of the Cleveland 
Clini~ liver transplant program. 
"The nation does not have a stan
dardized listing criteria. You can 
get,on a list in one part of the 
country a lot earlier than other 
parts ofthe country." 

In November, the UNOS board 
voted to establish standardized 



listing this year, modeled in part 
¢'terOhio's system. . 

But for the last 12 years In 
Ohio patients have been listed at 
the s'ame stages of their disease, 
and the waiting times for heart, 

. liver and pancreas transplants at 
the centers here still vary greatly. 

Henderson said that was be
cause "you still have local prior
ity" and because some programs 
are more aggressive than others 
about transplanting so-called 
"marginal" organs into their sick
est patients. 

"Waiting time is not the gold 
standard of equity ," said Dr. Ron- . 
aid M. Ferguson. a liver trans
plant surgeon at Ohio State Uni
versity Hospital. "Ifyou have too 
few organs and too ~any pa
tients somebody is gomg to get 
the sticky end .of the Popsicle 
stick." 

Aside from the ethical· argu- . 
ments for telling patients about 
the differences in waiting times, 
Roberts, the San Francisco sur
geon, said that doctors who are 
worried about being sued should· 
have a selfish motive for disclos
ing the differences. 

"If you don't open up the issue, 
the next thing that happens is the 
family sars, 'Why didn't you tell 
me my mother could go and get 
transplanted someplace else?' 
We'll start being asked, and 
rightly so, 'Is the issue money, 
doctor" ~' 
. Roberts and others say the 
same is true for insurance compa
nies, .which could be. asked 
whether they are directing pa
tients to specific centers - some 
with long waiting times - be
cause the centers are giving them 
big price breaks. 

For Vairo, the retired painting' 
contractor, the insurance issue is 
being worked out. In addition to 
the University of California at 
San Francisco. Kaiser contracts 
with four other hospitals for adult· 
liver transplantation, including 
the University of Alabama at Bir
mingham Hospital. 

In 1995, the median waiting 
time at UAB was 88 days, more 
than a year shorter than his ex
pected wait in San Francisco. 

Vairo heard recently, after vis
itingthe Alabama center with his 
wife, that he had been accepted 
and placed on the list in Binning
ham. 

Kaiser agreed to pay for the 
trip, as well as his expenses to 
move there for several months to 
wait for a liver. 

"I'm lucky because it's very 
small," Vairo said of his cancer. 
"But it could spread, and then 
they wouldn't do anything. 

"My doctor said, 'They'd open 
you up and if they see that it's 
spread, they close you up and you 
just wait.' . 

"I'm not ready to check out. 
'f'1°P "0t tt)ft mll(,h tf"'t l;pp ff)'t'" .' 

'. TRANSPlANT FACTS 
As of December 1996, 999 

. patients were waiting for 
organs at northeast"Ohio 
hospitals. . 

For a lddney 675 
For a heart 112 
For a liver 112 
For a pancreas 8 
Fora lung 37 
For a heart/lung 3 
For a lddney/pancreas ~2 

SOURCE: UfeBane 

TRANSPlANT 

FACTS 


Annual nwnber 
of heart trans
plants in the u.s. 

1989 1.705 
1990. 2.108 
1991 2.125 
1992 2.171 
1993 2.297 
1994 2.340 
1995 2.434 
1996·[est) 2.507 

SOURCE:MIllIman &Rob
ertson Inc. Brooldleid. 

Wis. eonsulttng actuaries 

FOR YOUR INFORMATION 

Internet newsgroup on tFansplants 
Infonnation about transplants times, transplant costs, the nega

is available on the Internet. tive side effects of anti-rejection 
Ifyou have access to electronic drugs and media' coverage of 

mail, the transplant newsgroup transplantation, . 
provides a forum for organ trans
plant recipients and don'ors, their To participate, send an e-mail 
families and members of. the message that states "SUB 
tra'nsplant community. TRNSPLNT (Your full name) to 

Recent topics include waiting listserv@wuvmd.wustl.edu. 

mailto:listserv@wuvmd.wustl.edu
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State's policy:
Ohio organs for 

Ohioans fIrst . 

By JOAN MAZZOUNI . 
PLAIN DEALER lI£I'OKTER 

If you die in Ohio, Ohio wants 
~our organs. 

Preferably, for another Ohioan. 

. In what may be the ultimate act 
of prO'lrincialism,the architects of 
the national organ-distribution 
network have created a system in 
which local ownership rules. 

Say, for instance, tliat a donor 
heart becomes available in To
ledo, but isn't a match fora pa
tient at the Medical College of 
Ohio, the only heart transplant 
center in northwest Ohio. Under 
rules adopted by the Ohio Solid 
Organ Transplant Consortium, 
the next step would be to look for 
the best match for the sickest pa
tient waiting at .one of Ohio's 
three other heart transplant cen
ters - in Cleveland or Columbus, 
which are, respectively, 97 and 

· 121 miles from Toledo, or in Cin
cinnati, 184 miles away. 

That's true even if the nearest 
· matching patient for the Toledo 
heart is sicker than the Ohio pa
tients and is dying just 53 miles 
away in Detroit. 

"I think that's very reasona
ble," said Dr. Thomas E. Walsh, a 
consortium board member and 
director of the heart transplant 
program at the Medical College of 
Ohio. "You have to draw bounda
ries somehow, and that turns out 
to be the way the boundaries are 
drawn.... I think it's been very 

. fair." 

Ohio is one of about 16 states, 
regions and metropolitan areas 
around the country that have 
variances or sharing agreements. 
They allow states, transplant cen
ters and organ banks to circum
vent the national organ allocation 
policy. . 

That policy was established by 
the United Network for Organ 
Sharing under the auspices of 
Congress. Congress passed the 
National Organ Transplant Act in 
1984 and the Transplant Amend
ments Act hi' 1990, which re
Quired the development of an 

· "equitable" organ distribution 
plan that would be carried out "in 
accord with a national system." 

Despite that edict. investi!ra

tions by the U.S. Department of 
Health and Human Services' of
fice of the inspector general in 
1991 and the General Accounting 
Office in 1993 both found that in 
addition to the huge differences 
in the length of time patients 
waited for organs at different 
center:s, there was no true na
tional allocation system. 

The investigations found that as 
the number of waiting patients, 
transplant centers and the com
petition for scarce donor organs 
grew, so had the transplant facili
ties' desire to control organs from 
local or state residents. . 

"It's extremely alarming when 
in fact we don't have a national 
system at all, but instead these 
arbitrary geographic boundaries, 
which preclude a' . national sys
tem," said Charles E. Fiske, co
director of the· National Trans
plant Action Committee, a 
patient-advocacy group of trans
plant recipients and their fami
lies. "These variances protect the 
best interest of the transplant 
center rather than the best inter
est of the patient." 

UNOS, which since 1986 has 
held the government contract for 
matching waiting patients with 
donor organs, has approved these 
variances and sharing agree
ments. 

Ohio's system was set up about 
12 years ago. It is considered a 
model in the country because, in 
addition to sharing organs' for 
critically ill patients across the 
state, groups of doctors from the 
Ohio centers, under the auspices . 
of the Ohio Solid Organ Trans
plant Consortium, approve pa
tients who are put on transplant. 
waiting lists at the Ohio hospitals. 

But, like sharing agreements in 
New York, Tennessee, Georgia 
and some other states, Ohio's 
strives to keep most organs 
wit~in state lines, even though 
patIents commonly cross those 

. 	boundaries when seeking medical 
care, often at the insistence of 
their insurers. 

. "It's another exception. after 

another exception,'" Fiske said. 

"This flies in the face of treating 

the sickest oatient first." . 
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Staying

close 


tohome 

Challenging the odds. 


a liver transplant patient shuns 

. a shorter wait to be at home 


JOAN MAZZOLINI ter with a shorter waiting time. 
PLAIN DEALER R£PORTtR "I don't want to change it. 

OAKLAND, Calif. - Like "My gastroenterologist is a 
many patients awaiting an organ doll. He's so concerned about pa
transplant, Karl Lindinger didn't tient care before the money is
know about the big differences sue comes in, which is really 
in waiting times among trans- nice to have." 
plant centers. Lindinger is a native of Aus-

But after 18 months on Stan- tria. He lives in a low~rentapart
ford University Hospital's liver ment he moved into after he be
transplant list. Lindinger now came too sick to continue ·his 
knows that where you are hotel manager's job. . 
treated can have as much to do He has no family.nearby, but 
with when you get a transplant many friends: Melba Ohi. a 74

. as how sick you are, ' year-old friend from Illinois who 
Lindinger. 42.' already has had planned to help him after 

waited twice as long as patients the transplant, came to Oakland 
at the University of California at early because Lindinger's health 
Los Angeles, And his two sepa~ had deteriorated. 
rate insurance policies would aI- Lindinger's liver was damaged 
low him to go to out-of-state cen- by cirrhosis. He said his doctors 
ters with even shorter waits. recently told him that the cirrho-

But Lindinger said he feels sis was caused by a non-viral 
comfortable being closer to type ofhepafttis. . 
home and with a staff he has got- His liver is three times its nor-
ten to know at Stanford. mal size. ~e takes megadoses of 

"My doctors here are ex- medication that leave him barely 
tremely good, and I feel very conscious, and internal bleeding 
confident about them," Lin-and brain swelling have put him 
dinger said when asked why he. in comas and in and out of the 
doesn't look into going to a cen· . hospital. 

But if a liver becomes avail

able in Sacramento, someone· 

who is well enough to be home 

and working there could get the 

organ before Lindinger, who 

lives about 11h hours away. 


When Lindinger went on the 

waiting list in August 1995 at 

Stanford University Hospital in 

Palo Alto, Calif., his doctors told . 

him he would live less than two 

years without a transplant. And 

they told him it would be about a 

year before he got a new liver .. 


After the year came and went 

Lindinger said the doctors told 

him the wait would be another 

six months. Now Lindinger is 

worried that his time is running 

out. . 

"My doctor said there's noth

ing more ,they can do for me that 

I might go into another com~ and 

~.hat'll be that," Lindinger said'. 


Unless I get the transplant." 
. Stanford officials have told 


hIm they are doing everything 

they can to find him a liver. And 

that has won Lindinger's trust 

and kept him from going else

where. 


Lindinger is like many - if not 

most - patients, say officials in 

the transplant field. Over


,whelmed by anxiety and the 

nee~ to be close to friends and 

fanuly .at ~om.e, many patients 

p~t theIr faith 10 their local hos. 

PItaisand doctors. They f1on't 


. ask many questions, afraid of the 

answers. 


"I don't want to change" he 

said. "It's a gamble." ' 


PhOtos and CaptJ.ons· Qrutt.ed 

http:Qrutt.ed
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WAITING TIMES 

The lists below rank the nation's transplant centers according to the 
median number of days patients waited for a transplant The -Patients 
added" column is the number of people who joined the waiting list 
during the year and the "Median ~ting time" Is the mid-pOint in days 
those patients waUed for a transplant The data below covers the most 
recent year for which a median waiting time could be calculated. either 
1994 or 1995. NA means the waiting tlmecould not be calculated. be, 
cause fewer than 10 people joined the waiting list and/or the center did 
not perform enough transplants for the waiting time to be statistically 
significant _ 

Ten shortest 

Hospital. City. State 
1 Henrietta Egleston '. Atlanta GA 
2 Medical City Dllllas. Dallas. TX 
3 Sl Louis Children'S. Sl Louis. MO 
4 Merc\,. Des Moines. IA 
5 JackSon Memorial MiamL FL 
6 Loma Linda University. Loma Linda. CA 
7 Methodist Houston. TX 
8 UCSD, Slln Diego, CA 
9 Cedars-Sinai. Los Angeles, CA 

10 Sl. Christopher: Philadelphia PA 

Ten longest 
99 Donald K Sharp Memorial. San Diego. CA 

100 BapIIst Oklahoma CII)'. OK 
101 Loyola University, Maywood IL 
102 PreSb)"enan-Umversity, Piusburgh. PA 
103 Lutheran. Fon Wayne. IN 
104 SL \1arrs, Roche~ter: M N 
105 Emory Universll)', Atlanta GA 
106 Allegheny General. PilLSburgh. PA 
107 Willis Knighton. Shrevepon LA 
108 University of Minnesota Minneapolis. MN 

Others In Ohio 
32 University of Cincinnati. Cincinnati 
41 Cleveland Clinic. Cleveland 

Children's, Cincinnati 
Medical College of Ohio, Toledo 
Ohio State University. Columbus 
Children's. Columbus 

MedianPatients 
waiting time' added 

23 2:7 
2825 

28' 38 
4812 
5144 
5252 

20 53 
5717 

33' 58 
59I 16 

4082:7 
42638 
43033 
436,62 

22 544 
59441 

72 665 
74020 
76862 

31 815 

33 122 .. 
149128 

I NA 
NA22 
NA20 
NA0 

, KIDNEY 

'Ten mortat 

PatientsHospitaL CI1;y, State added 
1 HlI:fl1s Methodist, Fort WOrth. TX 58 
2 Presbyterian-University. Pittsburgh. PA 12 
3 Southwest florida. Fort Myers. FL 37 
4 Henrtetta Egleston. Atlanta. GA 10 
5 Oregon Health Sciences. Portland OR 137 

' Median 
waiting time 

'54 
79 
114 
144 
147 

6 University. Lubbock. TX 13 154 
7 Methodist. Lubbock. TX 14 162.5 
8 Jackson Memorial. MuUnJ. FL 140 166 
9 St. Jolin. Tulsa. OK . . 11 170 

10 University ofCincinnati ClnClnnatL OH 42 174 
Teuloagest 
109 Virginia Mason. Seattle. WA 118 750 
110 Francis Scott Key. Baltimore, MD 76144 
111 Parkland MemortaL Dallas. TX , 74 763 
112 University of North Carolina Chapel Hill NC 59 810 
113 Mount SInal New York. NY 101 ' .812 
114 University of Pennsylvania Philadelphia PA 183 822 

, 115 Northwestern Memorial Chicago. IL 188 828 
116 lehigh Valley. Allentown. PA 38 838 
117 WillIam Beaumont. Royal Oak. MI ·108 . 850 
118 Milton Hersh~y. Hershey. PA III 858 

Others ID Ohio 
14 Miami Valley. Dayton 28 204 
19 Medical ~ollege. Toledo 46 218 
25 Chrtst. Cincinnati 38 260 
62 Ohio State University. Columbus 2:78 431 

Akron City. Akron 28 NA 
Chlldren's, Cincinnati 9 NA

'., Children's. Columbus 1 NA 
Children's. Akron 1 NA 
Cleveland Cllnlc, Cleveland 142 NA 
University Hospitals. Cleveland 126 NA 
St Elizabeth. Youngstown 44 NA 



--

TeIlllhortest 
Patients MediaD 


Hosplta1. City. State 
 added waltiDg time 

1 Tulane. New Orleans. LA ' 16 18 
2 University of Kansas. Kansas City. KS 21 
3 Jewish. LoulsvUle. KY 

30 
47 38 

4 University. Newark. NJ 40 
5 Chlldrenis. DaIlai TX 

50 
',: 21 42 

6 University of Wisconsin, Madison. WI 54101 
7 Jackson Memorial MIllml.FL 64 
8 VanderbUt University. Nashvtlle. TN 

265 
71 

9 Henrtetta Egleston. Atlanta. GA 
41 

T112 
,10 'Froedtert Memor1al Lutheran. MUwaukee. ,WI 80 

Tell 1..,

31 

385 

76 Cleveland Clinic. Cleveland OH 


3475 MethOdIst IndIanapolJs.IN 
39497 

,', 182 401 

78 University. Denvet CO 

T1 University of MIchigan. Ann Arbot MI 

405 

79 Rush-Presbyterian/St. Luke's. Chicago. It 


U3 
' 186 423 


80 University. Cleveland OH 
 445 

81 caJJfomia Pacific. San Francisco. CA 


51 
'217 473 


82 University of Maryland Baltimore. MD ' 
 ZT 518 

83 Johns Hopkins. Baltimore. MD 
 "563 ' 
84 New England Organ Bank Centers" 

165 
648307 

Othen ID Ohio 
104 


26 Chlldren's. Clnctnnati, 

20 Ohio State University. Columbus 46 

132 
58 University of Cincinnati. Clnctnnati 

15 
43 258 

NA0 
"Includes combined figures for Children's. Boston: New England Deaconess. Boston 
Massachusetts Ge!leral Boston: and New England Medical Center. Boston 

ChUdren's. Columbus 

LUNG 
TeD ahortest 

Hosplta1. City. State 
1 Ochsner. New Orleans. LA 
2 ChUdren's. Phlladelph1a. PA 
3 University of Alabama. BIrmIni,ibam AL ' 
4 VanderbUt University. Nashvtlle. TN 
5 Medical University. Charleston. SC , 
6 University. LexIngton. KY 
7 Shands. Gatnesvtlle. FL ' 
8 Methodist. Houston. TX 
9 University of CA Davts.Sacramento. CA 

10 Temple University. Phlladelph1a. PA 

Patients 
added 

12 
18 
32 
17 
12 

38 
30 
22 
12 
16 

MediaD 
waiting time 

43 
62 
T1 
80 
99 
ll4 
124,' 
126 

129.5 
148 

TeDloDfest 
28 St louis Children's. St. Louts. MO 41 408, 
29 UCLA. Los Angeles. CA 37 417 
30 Duke University. Durham. NC 60 449' 
31 University of Pennsylvania PhUadelphla PA 73 466 
32 University of Virginia Charlottesville. VA 26 528 .' 

33 Methodist. Indianapolis. IN 25 598 
34 Bames.St Louts. MO 125 690 
35 University of North Carolina. Chapel HUL.NC 50 762 
36 University of Michigan. Ann Arbor. MI 44 793 
37 Presbytenan. New Yorlt. NY 73 ~,01 

Othen III Ohio 
22 Cleveland Clinic. Cleveland 40 332 

SOURC~United Network for Orpn ShaJ1na PlAIN DEALER 
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Low-volt]me-centers

lead in rate of death 


Last offifle articles 

By JOAN MAZZOUNL 
DAVE DAVIS . 

and TED WENDUNG 
PLAIN DrAW RIPOIIl'ERS 

. Patients who receive organ 
transplants at so-called "low
volume" centers are more likely 
to die within the first year than 
those who go to high-volume cen
ters. a Plain Dealer analysis of 
transplant records shows.· . 

Few patients understand that 
the number of transplants per
formed plays a crucial role in 
keeping surgical teams sharp, or 
that they can significantly in
crease their chances of survival 
by going to transplant centers 
that do the risky surgery more of
ten. 

"Yeah. it would save some lives 
if those /low-volume rcenters ba
sically stopped doing trans
plants." said Dr. Jeffrey D: Ho
senpud. a heart transplant 
cardiologist at the Medical Col
lege of Wisconsin Hospital in Mil
waukee. "And. obviously. that's 
critically important if you happen 
to be one of those Jives." 

Hosenpud co-authored astudy 
that concluded that the risks of 
mortality at one month and at one 
year were "substantially higher" 
at low-volume heart transplant 
centers, those that perform fewer 
than nine transplants a year. 
Such centers accounted for about 
half of those doing heart trans
plants in the United States, but 
they performed only 15 percent of 
all heart transplants. 

The study. which examined the 
outcomes of 7,893 heart trans-· 
plants between October 1987 and 
1991, was published in the Jour
nal of the American Medical As
sociation in 1994. 

Hosenpud also said the number 
of lives that could be saved by 
eliminating low-volu~e heart 
centers is probably not as great as 

. the number that could be saved. 
by eliIl)inating low-volume liver 
centers. Liver transplants require 
greater technical ability on the 
part of the surgical team. 

A study sponsored by the Um
· verSity of Pittsburgh found that if 
low-volume liver centers or those 
with higher-than-expected mor
tality rates were closed, the lives 
of about 350 transplant patients a 
year would be saved. 
.•iTbere are some small centers 

that have done well, but not a ma
jority," said Dr. John J. Fung, di-. 
rector of Pittsburgh's liver trans
plant program. "In fact, 75 
percent of the small programs are 
not good programs. 

· "We try not to focus on this be
cause we end up polarizing the 
transplant community. But we 
believe poorly performing pro
grams should be looked at." 

The Plain Dealer analysis of 
transplant centers was based on 
55,990 organ' transplants per
formed from Oct. I, 1987, to Dec. 
31, 1991. the most recent period 
for which records were available. 
For each type of organ transplant. 
roughly half the centers in the 
country fell into the low-volume 

· category. Low-volume centersac
counted for 9,049 organ trans-' 
plants, or abOut 16 percent of the 
total transplants in the analysis. 
.. The analysis showed that the 
patient death rate during the flrBt 
year was higher on average for 
low.-volume centers than for high
volume centers. For example: 

.., At low-volume heart trans
plant centers, those averaging
fewer than nine transplants a 
year, 24 percent of the patients 
died within a year - an increase 
of 33 percent over the death rate 
of 18 percent at high-volume cen
ters. 

v At low-volume liver trans
plant centers, those averaging 13 
or fewer: transplants a year, 32 
percent of the patients died 
within a year - an increase of 28 
percent over the death rate of 25 
percent at high-volume centers. 

. .., And at low-volume pancreas 
centers,· . those averaging fewer 

. than six transplants a year, 15 
percent of the patients died 
within a year - an increase of 50 
percent over the death rate of 10 
percent at high-volume centers. . 
., The mortality rates for the low
and high-volume centers are av
erages for each group. A particu
lar low-volume center may have a 

. one-year mortality rate that is 
. significantly higher or lower than 
the low-volume, group average, 

. just as any high volu.me center 
might -differ from the overall 
high-volume group average. 

Experts say patients and their 
families should know the most re

. cent mortality rates for the cen
. ters they are visiting, as well as 

the median waiting time for the 
needed ~rgari. 

The importance of volume 
,.. Transplants are risky even un
der the best circumstances, and. 
volume is only one predictor of . 
patient mortality. Other factors, 
such as a patient's overall med
ical condition or whether it is a 
. first or second transplant, are 
considered better indicators of 
whether someone will live a year 
or longer.

But understanding the effect of 
volume on outcome can help pa-· 
tients pick the right transplant 
center and increase their likeli
hood of surviving. 

Even when the data were ad
justed to account for differences 
in the severity of patients' ill
nesses and the quality of the do-. 
nor organs· hospitals received 
to avoid penalizing hospitals that 
transplanted higher-risk patients 
- the odds of dying within one 
year . remained· significantly 
greater at low-volume hospitals, 
the Plain Dealer's analysis 
showed. "" 

The analysis showed that pa
tients would have a better chance 
of survival at high-volume cen
ters for all six major types of or
gan transplants - hearts, heart
!ungs. livers, kidneys •. lungs and 
pancreases. 



"Everyone ought. t<,> be aware 
that volume . .i$ 1m.. important is· 
sue," said Dr. LawrenceG. Hun
sicker, co-author with Hosenpud 
of the 1994 JAMA study and a 
heart transplant cardiologist. at 
the University of Iowa Hospital in 
Iowa City. Hunsicker is vice pres
ident of the United Network for 
Organ Sharing, the private, non
profit organizatio~ that holds the 
government contract to match do
nated organs with patients wait
ing for transplants. 

"Clearly, what I ,take away 
'. from this is that the [heart] cen

ters that regularly do fewer than 
. 10.transplants a year should ex

amine whether they should be in . 
the business at all," Hunsicker 
said. "And What's hard to justify 
is places where there's two or 
three centers in a city, aU of 
whom are doing seven trans
plants.

"That doesn't make any sense. 
They ought to get their acts to
gether and get a single center 
that's got the volume to get the' 
level of expertise that's needed." 

In fact, four-fifths of the na
tion's low-volume heart trans
. plant centers are in metropolitan 
areas that have another heart 
transplant center. Since 1988, the 
number of heart transplant pro
grams has increased from 129 to 
166. 

"In principal, we would do bet
ter with fewer centers," Hun
sicker added. "Blit you can't use 
volume as the only considera
tion." 

Among the other considera
tions are ensuring that patients in 
rural, sparsely populated states 
have access to a transplant cen
ter. 

The Health Care Financing Ad
ministration, an arm of the U.S. 
Department of Health and Hu
man Services, has set minimum 
"olume guidelines for hospitals to 
receive Medicare reimbursement 
for transplants, Heart and liver 
centers must perform aI least 12 
transplants a year, kidney centers 
must perform at least IS, while 
lung and heart-lung centers must 
do at leastlO. 

But many low-volume centers 
have chosen to continue their 
programs even though they don't 
do enough transplants to get fed
eral reimbursement. And neither 

. HHS' Division of Organ Trans
plantation nor UNOS has set vol
ume or minimum-survival stan
dards that cover non-Medicare 
patients. 

"We don't have" any way to ac
tually remove a center from re
ceiving organs, technically speak
ing," said Dr. James F. Burdick, 
president of UNOS and a trans

. plant surgeon at Johns Hopkins 
Hospital. "That [volume] is not a 
question we've addressed di- .. 
~ctly because our job is to make' 
things fair and work on centers 
tl:iat don't do weU." . 

An exception 
Although the Plain Dealer 

analysis showed that low-volume 
centers as a group had a higher 
one-year death rate, there are ex
ceptions. One of them is the Via 
Christie Regional Medical Center 
in Wichita, Kan. 

The hospital performed an av
erage of about eight heart trans
plants a year' during the four 
years analyzed; Its one-year sur
vival rate during that period was 
·100 percent, making it one of the 

three best-perfonning centers in 

the nation. 


As of December, over the nine
year lifetime of its program, Via 
Christie had performed 102 heart 
transplants and 93 percent of 
those patients had sUrvived one 
year. The national average is 82 
percent. . . 

"I think center volume does 
matter to an extent, but I think 
there are a lot of other things that 
add to the equation," said Dr. 
Thomas H. Estep, director of the 
heart transplant program. 

Via Christie has the only heart 
transplant program in Kansas. 
The nearest center to it is a three
hour drive, in Kansas City, Mo. 

Estep said attempts to limit the 

,number of centers performing

transplants should be based first 

on death rates, then on volume. 


"If any center has poor out
comes, then I think that donor or
gans should go to other centers, 
where the chance of a patient liv
ing is greater," he said. 

Because donor organs are 
. scarce - for most types of trans

plants, there are about two people 
waiting for every one person who ' 
receives a' transplant - trans
plant surgeons have hotly de
bated the best use of donor or
gans and whether to close low
volume centers. But that debate 
has remained within the frater
nity. Few patients are aware that 
volume is a predictor of mortal
ity, many doctors acknowledge. 

"For the 5 percent who know all 
the statistics and know .where I 
went to school, there's a whole 
host of people who are going 
wherever they're told to go," said 
Dr. Robert W. Stewart, head of 
the Cleveland Clinic's heart 
transplant program, one of the 
busiest in the country. 

That wasn't the case with Anita 
Lupo, an administrator at Illinois 
State University who lives in Nor
inaI, m. Lupo, who is still work
ing, has been on the waiting list 
for a heart transplant at Barnes 
Hospital in St. Louis since May 
1995. Barnes is a high-volume 
center, averaging about 24 trans
plants a year. 

Because she has twice under
gone open-heart surgery, Lupo is 
considered to be at a higher risk 
for death or complications result
ing from a transplant. That was a 
major factor in her evaI\lation of 

. transplant centers, and she by
passed three programs closer to 
home ...,.. one in Peoria, Ill., and 
two in Chicago- because she 
thought they had not done enough 
transplants or because their sur
gical teams were too new. . 
. She now has a much longer 
drive, about three hours, to go for 
her quarterly tesf;S, but that 
doesn't bother her. 

J.,upo said'she learned about the 
importance of volume. when she 
sought a second opinion from a 
transplant cardiologist who was 
not involved in her care. 

"He said don't go anywhere 
where they do less than 20 - that 
your quality is a lot better if you 
do at least 20 a year," Lupo said. 
"I am a believer that small-town 
hospitals and small-town doctors 
are not the place to go. So when I 

. heard the number 20, that just re

inforced what I already knew 

. that there had to be some inin

·imum number, and that it just 
wouldn't be a good idea to go 
somewhere where they did less 
than that." 

At that time, only 47 of the na
tion's 145 heart transplant cen
ters, 32 percent, met that qualifi': 
cation. 

Programs on probation 
In many areas of medicine, the 

averagfl. number of procedures 
performed by doctors, nurses and 
technicians has long been consid
ered a significant indicator of 
quality. 



"AI;' a pbysician, I strongly be
lieve that the outcome does de-· 
pend .upon how. many times you 
have performed a given' proc~
dure,'" said Dr. Peter Somaro, 
Ohio's' top health. official. 
"Therefore, volume IS 'l1llpor
tant."· .' ". 'd' 

In addition to being the state 1
rector of health, Somani is on the 
board of the Ohio Solid Organ 
Transplant Consortium, the asso
ciation that. with his department, 
oversees transplantation in Ohio. 
Somani's staff included volume 
requirements for all types of ma
jor organ transplants in the 
state's recently passed quality
assurance rules, which are de
signed to provide minimum stan
dards for a wide variety of health 
care activities. The rules don't 
take effect until next fall. . 

"What we're saying is if your 
volume is less than the ~inimum, 
we'll automatically look at your
results in more detail," Somani 
said, '.' 
. The Ohio consortium has had 

volume requirements for st;veral 
years but it has no authonty to 
close' programs' that don't meet 
them, And when hospitals are 
placed on probation for failing to 
perform enough transplants or 
for any other reason, that. infor
mation is not made pubhc be
cause the consortium, a private' 
.organization, chooses not to dis
close it. . 

In the past, minutes of the con
sortium's non-public board meet
ings have shown which transplant 
centers were placed on probation
and why. But Audrey Bohnengel, 
the consortium's executive direc
tor, said the group would discon
tinue that practice after The 
Plain Dealer obtained consortium 
minutes through Somani's office 
showing that heart transplant
programs at the Medical College 
of .Ohio in Toledo and Ohio State 
University were placed on proba
tion in 1996 for failing to perform 

enough transplants. ' '. 
The consortium requires heart 

transplant programs to perform a . 
minimum of 12 transplants a year . 

· - the same number required by 
the federal government to obtain 
Medicare reimbursement. . 

· ..According to consortium board 
minutes, Dr; ThomasE. Walsh, a 
board member and director of the 
heart transplant program at the 
Medical College of Ohio, argued 

· against a volume requirement,
saying, UThere is no substantia
tion in literature that links vol
ume to quality ... · 

Walsh also said there' were 
"better quality indicators than 
volume to demonstrate a success· 
ful program, such as length of 
stay, hospital charges and 
readmissions. " 
. Last April, the consortium ex~ 

tended the MediciU College's one· 
year probation for a second year 
for failure to meet volume stan-. 
dards.The hospital performed 15 . 
heart transplants in 1996, and 
Walsh said in an interview that he 
expe~ted the program to be taken 
off probation m April. ' 

"My contention was that, -de
spite the numbers, we've always 
had more than acceptable out
comes - that's mortality,
readmissions, rejection, length of 

stay and cost," Walsh said. "It 
seems to me that because we have 

· .avery small program where. ev
erything is done by a small, inti
mate group, that we profit by our 

. experience much more greatly 
· ' than if it was diffused over a large 
· number of people." 

OSU's heart transplant pro-. 
· grim has struggled even more to 
· meet the volume standard, The . 
center performed 11 transplants
in 1995 and just seven in 1996. 

Dr. P.David Myerowitz, direc
torofOSU's heart transplant pro- . 
gram, partly attributed the slow
down to the loss of two transplant 
cardiologists in 1996. That re
sulted in fewer patients - partic
ularly fewer critically ill patients 
- being placed on OSU's waiting 
list.. " 

Myerowitz also said that OSU, 
because it has a conservative ap

.' proach about which hearts to ac
· cept for transplantation, occa
· sionally turns . away donor hearts 

that other programs use. 
. "It's the same way as how you 

invest your money/'he said. 
"Some guys'are on the fringe and· 
some guys invest in CDs. That's' 
an attitude of life. I admit I'm a 
conservative individual, and our 
program's probably . conserva

· tive." 



Statistical ana1ysis used most recent transplant data available 
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By DAVI DAVIS 
Pl.A1H DEALER REI'ORTEII. 

_Records of 55,990 o~an trans
plants perfonned over four years 

. were analyzed for this story to de
tennine whether low-volume 
transplant centers had a higher 
one-year mortality' rate than 
high-volume centers. 

The analysis included all heart, 
heart-lung, liver, lung, kidney 
and pancreas transplants in the 
. United States between Oct. 1, 
1987, and Dec. 31,' 1991 - the 
most recent period for which re
cor~s were available. Transplant 
patients were followed through 
1993. . . 

Based on the average number 
of transplants perfonned in a 
year, centers were labeled either 
high- or low-volume. . 

For each type of organ, roughly 
half of the centers in the . country 
fell into each category. Low
volume centers, however per
formedjust 16 percent ofth~ total 
organ transplants included in the 
analysis. . 

The analysis showed that on 
average, patients who unde~ent 
a transplant at a low-volume cen
ter had a significantly greater 
chance of dying in the first year 
following the transplant. This was 
true for all six types of organ 
~ransplants. . . 

The r~cords also were analyzed 
. to examme whether the increased 
r~te of death was explained by 
differences in patients and do
nors, or whether a significant 

portion of the increased rate 

could be attributed' to transplant 

center volume. ..... . . . 


Even when a sophisticated sta-' 

tistical method was used to adjust 

for differences in patient risk fac

tots and donor characteristics ~. 

to avoid penalizing hospitals that 

undertook more difficult cases 
the odds of dying remained 

greater at· low~volume centers. 

Using that method, known as lo

gistic . regression, . The' Plain 

Dealer found that center volume 


. was a significant predictor of 
mortality at one year. . 

The newspaper included the 
overall experience of a center, as 
~xpressed by the number of years 
It had operated, in risk-adjusting 
the data. 

The Plain Dealer· obtained 
transplant records on patients 
and donors - one record for each 
transplant - from the United 
Network for Organ Sharing, 
which holds a federal contract to 
ma~ch donor ~rgans with waiting 
patients. The mfonnation did not 
~v~al the na~es of donors or re
cIpients and IS publicly available 
by calling UNOS at 1-800-243
6667. . . 


The analyS:ls was completed in 

SPSS for Wmdows version 6.1. 

The methodology for the analysis 

was developed with guidance 

from John Bare and Philip

Meyer.' . 

Bare holds a doctorate in mass 

'communication research from 

. the t!niversity of North Carolina 

and IS a. research consultant in 

Chapel Hill. N.C. He helped de

velop~d the statistical methods 

~sed 10 numerous stories pub

lished by U.S. News & World Re

~ort and other news. organiza
tions. . 


Meyer i~ the Knight Professor 

of Journalism at the University of 

North Carolina and the authar of 


. five ~r:»Oks. including "The New 
Precls}on Journalism." He is a pi. 
on~r 10 ~he use of computers and 
~o~lal sCI~nce research methods 
mJournallsm. 
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ThIs'chart lists medl8n Watting times. on~year mortallt,y rates and vo]
ume for the nation's transplant centers. based on InfoniJatton complled by 
the United Network for Onlan SharIn.It The 1J1~~ time flgure.is. In.. 
days and Is based on data from either ·1994 or 1995. The mortaUtymte Is 
for all transplants performed at a center over a four-year pertod beglnnI:ng 
In October 1987. Volume shows.the ave~ annual number of transplants 
at that center during those same four years. Although the f'IgureS'l.i.Sted
below are the most recent available. patients rimy be able to obtaln cummt 
information from individual centers. .'. . '... .' , . . '.' .• , ,. 

f 

WAIf- Medtan waiting time ldays) M~ One-yea.. mortality r8te v- Volume (~,,~, tnmspJaDtsl 

BE ... ' 

SUfi _AI. 
AL U. of Alabama 
AR lIapttst • 
A R Arkailsas 
AR untversItjt 
AZ ,Unlverslo/ 
CA . Cb.Odnms ""'; 
CA Cedars-Sinai 
CA U. OfCal1f.-InIIne 
CA Lorna Unda U. 
CA CaUfomla Pacific 
CA Hoag Memri 
CA UCSD 
CA . U. Of CalJfomia 

.:.....'.:.:--:;.':::./: .. 

CA Sutter Memri . Sacnunento 368 4.8 7, 
CADonald N. Sharp MemrI. San DIego'. 408&2':: is: 
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DC .' WashInIItoIi WashIngton (;';: 2J2{;&3'~';'::12, 
F'L Jackson Memri MIaml 51 17.5 10 
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GA.:",.,St.Josepb:s. . ..... " At1aiIt83m'f'1!~290~iU~~:30 
HI St francis '. Honolulu. HA 20.0 3 
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TX, Seton.'<' AUStID .·,\i}"<S()<20.4 ;'14'" 
TX Medical City Dallas Dallas 28 40.0 5 
TX Sl Luke's Episcopal Houston 175 20.7 56 
TX San Antonio ~onai Sari AntoDlO·::i:J41···19.6'13·,. 
TX . U, Of TellBS Galveston> . ,222 'NA~N~ 
TX Methodist Lubbock .. ,.·..,·,...•·ea.... ·... o.O·, .... ·".,,··. 
TX Methodist· Dallas 271 13.5 9 
TX Methodist .. Houstmi,,' 5329.if·,aif 
TX Sl Paul Dallas 173 8.4 21 
TX Baylor' Dallas ." ..<, j; '. 35128.4/24: 

lIT imter-Day SaInts Salt Lake City 253 .7.7' .'.' 23 
lIT U, Of Utah Salt Lake City 135 19.3. 29 
lIT Primary Children's Salt Lake CIty .151 0.0 .. ·. :.1 . 
lIT VA Salt Lake City 143 22.2 20 
VA ChUdren's KIngs Daughter Norfolk" . NA30.0:C5' 
VA Fairfax Falls Church 285 "7.0' 11 
VA Henrico DOctors RIchmond . ···.34823.8:7 • 

. VA Medical College Of Va Richmond 292 18.8 29 
VA McGulre VA R1ctunond .··'NA<14.5 16 
VA. Sentara Norfolk General . Norfolk 307 17.0 16 
VA U. of Va. . CharlottesYllle 355 20.0 '15 
WA Sacred Hean Spokane· 289.6.7 15 
WA Unlverslty Seattiel041L4' 20 

WI Children's Of Wisconsin MUwaukee NA 100.0.1 
WI John L Doyne Milwaukee NA 31.4 9' 
WI SlLuke's Milwaukee 241 17.6 26 
WI U. Of Wisconsin Madison . ·11719.8 14' 

L 1 V E B 

STAn: HOSPITAL CITY WAIT .. Y 


A L U. of Alabama BInnIngharn 88. l2.5 14' 

AZ Good SamarttanPhoenlx,' '130 41.5 10 

AZUnlverslty Tucson 242 NANA 

CA Cedars-Sinai, Los Angeies" 120, 15.9' 29 

CA The Green La Jolla 333 29.5 11 

CA UOfCalif-lrvlDe .Onmge' 88 .. NA.NA 

CA Lorna linda U. Lorna linda '. 154 NA. ,NA 

CA . Callfomla Padfte .San FranciscO .473 l2.5 65 

CA UCSD San DIego' 236 100.0 0.' 

CA U. Of Callfomllt : . San Francisco NA13.6 . 74 

CA U. of Calif. Davis 'Sacramento 299 NA ' NA 

CA StanfordU. J Palo Alto <"NA 0.0 '2' 

CA St. Vincent Los Angeles, 327 NA .. ,NA ' 

CA UCLA .' . Los Angeles . NA 23.2; 140 

CO Children's Denver 276 20.0 5 


g> .~~:;" !:rV:rd·.t~i ii1':~ 
CT' Yale New HavenfC .. New Haven . NA 6n9. 6 

~. ~=~~:;:'c:,,::;~::: '~~:':~~~'~~;::~:. . . 
FL . Tampa General .• , ..... '.' '.' .... Tampa:. NA 75.0.1 
n< Shands Teaching" '. GaInesVIlle :' 97 23.1:: 13 
GA. Henrietta Egleston . Atlanta. ,77 .. 22.2 5, 
GA <EmaryU··· .... 'AtIanIa' ":159 22.7:'.24' 
IA U. Of· Iowa , '. IowaCity " 140 18.5 7. 


, IL Rush-Presby.-St. Luke's/Chlcago . .423 39.0 .. 34 

IL .U. Of Chleaso . ChIcago . 306 35.5 70 

lL •. U. Of II1InoIsChicago,' NA 57.9.: 5'" 
IN Methodist ., lndlanapolls- 385 26.7 11 
IN .. Indiana U.'1ndIanapo1ls . '382 28.8 26 
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nt.1I IIIIOIII'IIM an' 'WAIf" Y 

!i ,·:~:.?;:;Y~;J,;:'f~~~;;=L{;~:U't~:,:S 
:'" =c::;:::::~i~;~;:ilY;/'7\= =::':f:~~'::;':".:5 
'AZ Good Samarttan,' ,", " PhoenIx ,"" ,', 630 8,1 , 88 
AZ Hea1tbwest RegIooid",,;:r,~',;,)PboenIx ;':!~:",NK"25.o'i;l~' 

,~ ~JOseph~, """ .:=\~~,:;?"~;~:O~;,,,;, ~? 
AZ • UDlverstty",Tucson '" ,,705 0.0 ,1 

CA St BernImlIne 'San BemIIrdIDo NA 5.1Z1 

CA, Alta Bates "BerlreIey""n,.,NA 5.0, ",41 

CA ChIIdren's Los AngeleS' NA2.1,,;·::,19 

, , CA Cedm'S1na!, ' , Los Angeles 733 ,4.8 ,,42 

,CA UorCaUr-Inrtne '" ~,:;:,';;,'X;NA5.8<'>'26 

CA LA Couuty Harbor-UCLA Tommc::e NA 1.7 40 

CA StMary. LongBeach NA,'3.4:' '15 

CA Lorna LInda U. Lama linda ,NA, 4.6 44 

CA Santa Rosa Memrl. .,' ': Santa Rosa, ·:::';'NA' ;··.6.7::~:·:·{:22 
CA , CalIfornia Paclllc" , ,San ftandscq, NA,8.J ',~'~ m 
CA San BemardlnoCountySan BemBriI"',NA ~'9.9'·:" 18' 
CA USC -LA. County Los Angeles NA 10.8 30 
CA UCSD San DIego " NK 5.2 '89 
CA ' U.orCallfornla San ftandsco NA 1.0 232 
CA Sutter Memrl. Sacrmnento" NA 12':F, 26 

, CADonald N. SIwp MemrI. San Diego, .NA" 2.0,:" 15 ' 
CA StJoseph 'Orange, '~,NA 4.0':"31 
CA U. of Calif, Davis SaCl"lll'llellio SSl 8.0 28 "O:.~IIiiiies't(ftt:;l:~?·,~X::::::':St.l.DuIs 3814.4 '.' 19 
CA Stanford U, Palo Alto 'NA 0.0" 5 .1010 Cardinal GIennonMemrl St louis NA 0.0 3 
CA Sl VinCent LosAngeJes NA 7.4 ",206 MO's.1ciwsChlldlert'li\:<;\;· st.LouIs '; &:4.1 12' 
CA UCLA Los Angeles " NA '2.4' lOS MO ChIldren's Mercy . Kansas City NA 0.0 '1 
CA USC Los Angeles NA 0.0 2 ,MO .DePauI::;.,; •• < Brldgeton NA 0.0 1 
CA Western Santa Ana ' NA 2.119 MO SL Luke's . .' " Kansas City 245 8.6 41 
CO Children's Denver NA ,0.0, 1 ' 1010 Research' 'KansasCIty 733 4.9' 26 

CO Poner Memrl., Denver NA ' 8.9; • 23 

CO PresbyJSl Luke's Denver, 872 9.0 '70 ;,:g'~~>J:,...~~"~"'~ ~ 

CO University Denver 585 2.2' 35 

CT, Hartford Hartford' 481 8.1 64 :g'~~=~c~Salem:'~: ~~. 

CT Yale New Haven - New Haven NA 5.8 ' ,'39 NC CarolInas .Charlotte 302 10.0 51' 

DC ,Chlldrens NMC Washington NA llS 9 	 'NC,.,DukeU.' ':,.:,4 'Durbam, NA ,4.4 63 
DC Georgetown U. Washin!lton NA 5.6 31' 	 NC VA ' DuriIam NA 8.1 S 
DC George Washin,gtonU, WaShin!Iton, NA 5.3 10 NC ' PItt Couilty Memit . Greenville' NA . 10.9 26 
DC HowardU Washington 3S1 23.1 .15' NC U. Of North CarolIna Chapel HID 810 4.S 39 
DC Washington ,Washin!lton NA 5.0 ' 123 NO Dakota . , Farao NA .7.1 3' 
DC Walter Reed Anny Washington NA 6.8' 22 ND Medcenter One Bismarck NA 0.0 . 1 

4FL AU Children's Sl Petersbwa NA 9.1 4 NO St Luke's F8.IIfO. NA 13.3 4 
FL Flot111a Orlando 2S9 7.1 76 NE Bishop Clarltson Memrl. Omaha 338 3.5 . 57 

, FL Southwest Flot1da Fort Meyers U4 4.2' 6 HE AMlSLJoseph' Omaha· 3S1'4.9 ,',U:: 
Fl Jackson Memrl. Miami J66 4.7 '94 HE U. Of Nebraska Omaha 406 0.0 1 
FL Methodist Jacksonville 396 9.5 11 . 'NJ.NewaJk Beth lmeINewaJk NA 8.2: ·42 
Fl 'Tampa Geneml Tampa 314 7.1 128 NJ Our Lady Of Lourdes Camden 450 6.3.. . 21 
FL Shands Teaching • Gainesville 451 6.2 133 .N.l.St Barnabas '., Uvingston NA 9.449 
GA Henrietta Egleston Atlanta 144 4.0' 13 NY U. Of New Meldca Albuquerque 461 4.5 39 

GA Emory U. Atlanta 412 3.5 'U1 NM Presby.- .A1buquetqlle .468 12.1':' 23 . 
GA MedIcal College or Georgia Augusta NA. 4.1 67 NY . Sup.rIse . las Vegas 475 9.4 S 
GA PIedmont . '·AtIanta 340 5.9-66 NY U.M.c. ors. Ne¥ida las Vegas 4113.7 .:7"', 
HI Sl Francis Honolulu NA 6.5 . Z1 NY Albany Albany 5364.260 
IA Iowa MethodIst Des Moines 436 2.1" 12 . NY . ChIldren's BufTalo HA5.6··· 5 
IA U, Of Iowa Iowa City 333 5.0 15 NY BUtralo General . Buffalo . NA 9.0 25 
IA Mercy Hospital Des Moines NA 16.2'" 10 NY. Presby. . New York . 'NA 5.1.'· 53 
Il Children!; Memrl. Chicago NA 2.0 13 NY. Suny Downstatero. ' Brooklyn NA 5.2 77 

1. 	 IL Loyola U :Maywood NA 4.2 42 NY Ene County " . . Buffalo \' 654 12.2, 12 
Il Memrl. Sprtngfleld 332 8.2 '. 12 NY Strong Memrl Rochester 249 6.6 '-IS 
IL Nortlrwestern Memrl. ChIcago 828 8.2 ,37 NY Montefiore '.. BronX' NA 3.4: :'75 
Il . Rush-Presby,'Sl ~'s Chicago 370 8.7 76 NY MountSInal New York S12 4.1 39 
IL St ftancls . PeoI1a 331 9.1 22 NY New York '" New York NA 8.5,'. 53 
It U. Of Chicago Chicago NA 6.2 92 NY University . Stony Brook 583 4.1 31 
Il U. or Dlinols ChIcago'· NA 5.1 54 NY SL Luke's:-RoOsewlt . New York ' NA 5.S' 11 
Il Hines VA Hines NA 0.0· 1 NY NYU New York NA 10.0' 5 
IN MethodIst Indlanapolls. 419 2.4' 52 NY .Suny at SyracUse Syracuse 414 10.3 '32 . 
IN Indiana U. indianapolis 476 3.7 102 ~. ~~Ity' County· . ~ , . 7Z1 4.6.~5
KS St Francis Wichita 273 5.1 39 NA4.8 Z1 . 

KS U. or Kansas Kansas City 457 6.6 • 30 

KY JewIsh , LoulsvIIle. NA 1:1 62 . ,:!g:~:O'
g: =euntc '.. ~. 
KY . KosaIr Children's louISVIlle NA 6.3 4 OR ChIldren's' . Cincinnati NA 8.1 10 
KY UDlYez1Ity.··:· LeImgton 215 8.0 5i OR MedIcal CollegeOf OhIO'· Toledo 216 8.5 ~ .' 42 
LA UnI~ New Orleans 110 12.4 22 .0R,MIamI ValIeyDl.\'YtOn. 2045.1.. 22.. 
LA 	 Oebsner..'·· "",., 'NewOi:leaos 388 3.9' 40, ,OR OhIoStateU; ", Columbus '·'431 8,6/":'.180 
LA 	 S. Bapllst New Orleans NA 5.3 5' OH St EI1zabetb '.'. YO\IJlIlStOWII . NA 5;1 IS. 
LA Sdiumpert SInYeport-::",391 3.2 . 18 . OR Chrtst·'·, . Cincinnati. 2604.5·' 39 
LA LouIsIana State U. . Shreveport '., NA 6.4 24 OR U orCincInnatI Cinctnnal1 114 6.1' 40 
LA Tuhme . '. New OrleanS" 208 4.9 36 , OHtInMnIty: CIeveIaDd ...NA 5.1' 52 
LA WW1s KnIgIlton Shreveport. 584 1.5 21 



LUNG 
SIA1II ...-...w. em' ..... • y 

.AL... UOl Alabama> Blrmbigbam' 17':33.3 3 
AZ UIIMmIIty Tucson NA 375 4 
CA:::'Cedars-SIiw Los Angeles m 43.38 ' 
CA tICSD San DIe&o 371 5.6 9 
ct'~~:.u.orCailfonda : :. SaIl FrancIsco 269 OIJ 1 
CA . DDDaId N. Sharp Memrl San DIego NA 33.3 2 
CA" ll.oI'CaIIf. DIMs . Sacramento 130 NA . NA 
CA .. ~U ... Palo Alto . . 363 34.8 8 I:! ~~. ....~.~~~::::: :CA';<UClk '., .. ' Los Angeles : 417 33.3 2 


PA lehigh Valley Allentown . . 838 0.0 1 co PIesby./St. Li.!lce's Deu¥ef NA 17.8 2' 

PA Presby.-U. . . . PUtsbui'gh > . 79. 7IJ"'195 ;CO:"~';~"''';: ,', ..... '~' . "333 NA· NA 

PA Sl Christopher For ChIIdm. Ph1Iade1phla NA 2.7 19 . FL.. 'Sbands1'eac:hlnl GalDesvWe . 124 NA NA 

PA Thomas.JeffelsonU.' PbDadeIpblaNA 2.4'.~i·f7s·. 'GK,·:tmoiyU<·:\·:.'.·,:... ······AdaDta' .. i.! 239 NA': :.NA: 
PA TemPle U. . PhIladelphia 438 OIJ 7 )A'>U.,Of.lowa \ lowa'Clty .. NA' 57.1 2: 
PA U.OfPenna PbIIadelpbli. 8223.1 :LU9 lL<.·. LOyaIaU,:. ,',';" ' _Maywood" 'l:l4 4Q.O ... 

'IL.. U Of IIIInc;)Js Cblcaao" 282 NA NA ~ ~'::~~~bJO . ~.:,. !:'..,.:. ·1Jtfc'··1ikthocIst : .' fnd!anapODs 598 OIJ" '7-
IN . IDdIaDa U. indianapolis NA 25IJ 4'i~ ~~Clty '. '.~OC: ::!i;;, ~;:, ·IN:·~' .. ,..,.,''': 'FortWa,yne NA 60IJ 2·j 


TN Lebonheur Chlldren's Memphis. NA '10.0 5 KY Jew1sh' LouIsvWe 233 0.0 1· 

TN VA . Nash.me NA·7.6 ...•. 12: iKY ~~.:""" "'LelIIDgton . 114 l00IJ 1 

TN Centennial /PaIitv1ew Nashville 487 L7· 15 1A Ochsner New Orleans 43 50.0 2' 

TN Sl Thomas Nasb.me NA . '0.0 .5 ", . MA"'ChIIdreD's .. .. BosIxm . NA 50.0 1 ( 
TN U, Of Tennessee. KnQlV\lle' NA 5.8 36 ,MA Mass. General Boston ' NA 28.6 7.•" 
TN U. Of Tennessee MemphIs 514 6.8 70 MAo. BJWwn" Womenll' .• '. • BoStoo NA 27.3 .7" 
TN Vanderbilt Nashville NA 2.9 86 	 MI. UofMlcblpn AnnArbor,., 793 30.010,: 
TX Brackenridge . Austin . 437 3.3 . 31" UN Abbott-Northwestern MtnneapoIIs NA 22.2 2 , 
TX .UTHSC at San Antonio San Antonio' 4'l:l 10.0 15 MN . St. Mary's Rochester NA 33.3 3" 
TX ChlJdTen's Dallas 210 8.5 '.12. MN UOfM1.onesotaM1DneapoUs 386 19.4 8 ,; 
TX Harris Methodist Fon Worth 54 2.0 25 	 MO Barnes St. Louts 690 23.6 'l:l 
TX Hetmann Houston . NA 75 103 MO St. LouIs Children'S St.Louts . 408 53.8 . 7 , •. 

TX Sl Luke's EpIScopal Houston . 333 7.9 33 MO St. Louts U. St. Louts NA 28.6 2 .i, 

TX San Antonio RegIonal San Antonio 611 5.6 83 us :U. or MLulsslppf' Jackson NA 66.7 3 ~ 

TX U. Of Texas Galveston 344 65 72 NC Duke U" Dwbam 449 NA NA' 

TX University Lubbock 154 5.1 10 NC U Of North CaroII:na Chapel HID 762 16.7 18.', 

TX Methodist Lubbock 163 0.0 7 NJ . Newmk Beth brae) Newmk 347 NA NA : 

TX Methodist Dallas 315 4.1 109 '.NY . Presbytertan . " New York 801 36,1 12:~j 

TX Methodist Houston 466 ~.6 43 OH Cleveland CUnic Cleveland 332 43.5 12 

TX Parldand MemrL Dallas 763 5.2 56 OK Baptist . Olda.CIty NA 33.3 3 ,.' 

TX Sierra E1 Paso 368 0.0 3 PAChlldren'sPittsburgh NA 16.7 2 ., 

TX Texas 'Chlldren's Houston .188 45 8 . ,PA ChIldren's PblIadelphla 62 NA N4, • 

TX BaYtor U Dallas. 376 1.1 46 PA Temple U. Pbl1adelpbla. 148 NA NA' 

TX East Texas Tyler 2'Z1 2.6 . 19' SC MedIcal U . Cbadeston 99NA NA': 

TX Wilford Hall Lackland AFB 345 7.2 46 TN Baptist Memri. Memphis NA 50IJ 2 •• 

UT Laller-Day Saints Salt Lake City 360 lL8' .76 TN Vrmdezbllt Nashville 80 0.0 ..' 7 h-: 

UT U. Of Utah Salt Lake City 328 4.7 48 TX UTHSC at San Antonio San Antonto 817 35.8 13 

VA Henrico Doctors Richmond NA 4.2 6 TX San Antonio lIoeQlonaJ San Antonio' NA 100.0 1 I,~ 

VA Medical College Of Va. Richmond NA 4.2 48 TX Methodist Houston 126 :43.2 6., 


.	VA Sentara Norfolk General Norfo1k 651 8.8 60 TX St. Paul Dallas . . NA 100.0 1: ,. ! 

VA U. of Va CharlottesVIlle 388. 4.3 47- TX Baylor . . DaI1as. 180 75IJ 2· ~ 

VT Me&cal Center Of Vermont Burlington NA ."13.9" 21 r • VA . FIIIrfax . . '. ' .. Falls Chunih .. NA ,OIJ:l;: 

WA Chlldren's Seattle NA 4.0 '6 .. . VA . Medi.ca1 conege Of Va. RIchmond NA 0.0, . 3 " ~ 

WA Sacred Heart Spokane 193 7.9 'l:l VA, McGulreVA '. Richmond NA 100.0 1"~" 


WA Swedish Seattle NA 75 '56·. VA U, of Va. ' Charlottesvl1le 528 30.0 5 '. 

WA University Seattle NA 4.6 38" WA Sacred Heart Spokane. NA 25.0' 8','· 

WA Va. Mason Seattle 759 7.3 97.: WA UIIMmIIty Seattle 246 NA NA ' 

WI ChIldren's Of Wisconsin Milwaukee . NA 4.8 '6" WI John L Dciyne Milwaukee' '155 0,0 . 2 . 

WI Fi'oedtert Memrl Luthm Milwaukee 725 7.3 114 • WI U. of Wtsconslli Madison 162 50.0 1 

WI u. Of WISconsin MadIson 754 2.9 ~ 202' 

WV Charleston Area Charleston NA 8.6 25 .• 

WV West Va U. Morpntown 666 4.7 . 13 


; . 

" 
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AL U ofAlabama ' BInnIngham' NA 0.0 1
AL U. 0( Alabama ,~,;~ :!\~~~.;:, ~ Aft UntversI1;y ~>~,;.,:,.:.,;'.<~c:s:., ,:: ~~7 ~,
CA CalIfornia Pacific San Fnmdsco NA 30.8 4 
CA U. OfCaIIfomIa "" San fi'iIDcIscO ,: NA:aIP;,12.' CA ·StanfonIU: PaloAlto 53533.3,14 ' 
CA U. o(CaIlf; DavIs :CO;;'i:Plesb.vJSt lUD'S"" .DeIM!r NA. 75.0 1 
CA 'Stallford U. , =~,~;;,,:!;;~;:~J: GA .~U ". Atlanla . NA 75.0 I 
CA UCLA , l.os~ ,NA 0.0, 1 ' ;t.\:'i':uam.:a'(;';;:;; l~CU;y,-:NA 100.0 I' .. 
CO Presby& Luke's " Deim!r :;,~/'NA(2U',:'3'" IL, .. Loyola U.. '. . MajW'ooch..< NA 60.0 2· 
DC Georgetown U. WasbIngtDn NA 0.0 4· IN.. '.Mechod!st . JDdIanapoIIs,NA:-5O.&1. 1;' 
DC WashIngton , ~•• WasbIDgIoD:~~;)'" NA::'10.0,:"10:' LA 0c:bsIIer ...~Orleans NA 0.0 a-:- , 
FL Jackson Memrl. ,MIaml NA 0.0 '3 . iMr;.Uoflllc:bliBD ',AnnAlbor··.·. NA l0Q.0l •i.,; 

1A UOflowa Iowa CIty. ,,',',NA,' ,J2.9"18': MN Abbott-Northwestem MInneapoI1s NA 16.7 2,' 
IL U Of Chicago Chicago " NA 7.9 16 MN'· UOf'MlnnesoIa '>"\:' ',Minneapolis NA 20.0 5 
IL U. Of Dilnots ChIcago,' NA33.36·: '. MO St LouIs U. St. LouIs . NA 75.0 1 
IN Indiana U IndIaoapol1s ~NA, 14.3 5, . .NC U. Of' North CarolIna Chapel Hm NA 50.0 2 . 
KS St. Fnmcts Wichita ," NA 25D ',' 1,0':' 
KY Jewish Lou1svIIle NA 15.0 5! :;,~'S "'= :! ~~6 :!,

'LA Ochsner New OrIeaDsNAo.o:; 7)
MD U. Of Maryland Baltimore ' 600 0.0 9', ~,~=~",: =.:! tJ:... ~.'~ 
MA Beth Israel Boston NA ,,20.0'3::-: TN ' Vanderbilt NasbvIDe NA 33.3.3. 

MA New England Deaconess Boston NA 3.6.,,"C 'TX ,SaDADtonIoBeQlonal SanAmon1o 147 75.0 1 II 


MA Massachusetts General Boston ,NA 8 8 _, TX Baylor' Dallas NA 100.0 2· 

M I Henry Ford ' Detroit NA IL I 2- VA, MedIcal coli. Of'Va. Richmond NA 25.0 I.~ 

MI U. of Michigan Ann AIbor " 'NA SOD i ". VA McGuire VA Riclunond NA 100.0 1 

MN Rochester Methodist Rochester NA 8.3 9 . VA ., .. Uot'Va. CharlottesvlDe NA 100.0 2 
MN U Of Minnesota MInneapoI1s 181 IL2', 49' , WI UOf'WlSconsin !tfadIso1i NA 0.0 1 

,MO Sl Louis U. St. LouIs NA 5.9 9, . 
NC DukeU DuttIam NA 5.9'-'; 12" 
NE Bishop Clarkson Memrt. Omaha ,NA 4.2 24· 
NY Monteflore Brom NA ,50.0 I;· 
OH Cleveland ClJnlc Cleveland NA 8.3 4'; 
OH Ohio State Columbus 290 1.6 33' ~ 
OH U Of Cincinnati Cincinnati NA 10.5 5' 
OH -Unlvemty Cleveland NA 5.0 10 
OR Oregon Health Sciences Portland NA' 6.7 5' 
PA Albert Elnstetn PblIadeIphIa NA ILl n " . 
PA Allegheny General Pittsburgh NA 40.0 3 ~, 
PA Penn StJHershey ,Hershey NA 0.0 '3' , 
PA U. Of Penna. Philadelphia folA 2.5 10. " 
SC MedlcaJU Charleston 99 ILl 9. 
TN CentennlallParkview NashvIDe NA 0.0 3 • 
TN U, Of Tennessee Memphts NA 13.0 15 • 
TN Vanderbilt NashvlDe NA 17.6 6 . 
TX U. Of Texas Galveston itA \ 9.1 8 ~.' 
TX Methodist Dallas NA 0.0 7 
TX Methodist Houston NA 15.4 7 '. 
TX Parkland Menui. Dallas NA 9.1 6. 
TX .WlIford Hall Lacldand AFB NA' 27.3' 4 
trr Lauer-Day Salnts Salt Lake CIIlY NA. 17.4 12 .. 
VA U.ofYa. CharlottesvllleNA' 53 5' 
WA Unlverslty Seaale NA 3.6 14 • 
WI Froedtert Menui. Luthm. MOwaulrae. NA 1.9 10 
WI U. Of Wisconsin Madison NA 4.3 41 


