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The University of Pittsburgh Medical Center ("UPMC") 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 1,230 bed academic medical center comprised of
Presbyterian University Hospital, Western Psychiatric Institute and Clinic, the School of Medicine, and
the Pittsburgh Cancer Institute. 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 transplantanon

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 contractor 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 dgna:ed_liy_em_shgum_be_auggam_and

For those SiX years UNOS has steadfastly refused to increase the size of the geographlc area thhm_
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 those
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 sxgmﬁcant change and unprovement to the
current organ allocation and distribution system.

L. THE ‘CURRENT SYSTEM AND THE UPMC PROPOSAL; '

Under the .current system, patients on the waiting hst are a351gned a medical prlorlty status
based upon their medlcal condition and life expectancy Currently, the statuses are:

- Stams1-inICU 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 fimctioning normally;
- 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 distnbutes livers
to the patients as follows:

Local OPO list Status 1, 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, if not 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
defined by UNOS but in larger geographic areas, as follows; :

- Local OPO hst Status 1, then Nationai list Status 1;
- Local OPO list Status 2; then Nationai 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, before 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.

IL. FUNDAMENTAL PRINCIPLES OF ORGAN ALLOCATION AND
DISTRIBUTION

UPMC believes that the follewihg basic principles should be the foundation for any system of
allocating and dismbutmg 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 saved. '

(2 The syétem 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 ) that decisions are made wrthout regard to
geographic hrmtanons except where required by the 1schemic time of the organ.

, 4) The system should utilize fundamental methcal principles to determine the most
medically appropriate transplant candidate.

(5)  The system should, to the greatest extent possrble increase the quahty of organ
transpiantatron . :

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

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

II. NATIONWIDE SHARING OF ORGANS BENEFITS PATIENTS AND
DON ATION

With its emphasrs 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 wns 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 distributed 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 Staws 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' life; however, it went to a 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 died on December 8, 1992, without receiving a

transplant.

’UNOS has admitted 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 patients
"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 better
chance of surviving one year without a transplant, than w1th one? . :

As a result of the unnecessary geographic lmutauons, the current system results in more patient
- deaths on the waiting list and overall and fewer lives saved among all patients than the allocation and
distribution system proposed by UPMC and others which prov1de for w1der geographrc sharmg of
~ organs.

'CONSAD Research ‘Corporation of Pittsburgh, Pennsylvania, has prepared a computer model,
based upon. data received from UNOS and the Department which can evaluate alternative liver
allocation ‘and distribution proposals. Similarly, UNOS commissioned the Pritsker Corporation to
-prepare a computer model, which also evaluates various liver allocation and distribution systems. The
current system, the UPMC proposal, and a number of other proposals providing for wider geographic
sharing of organs have been evaluated on both the CONSAD model and the UNOS 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
'consxstem but not 1dent1cal :

| “The results of the ‘CONSAD model are atached 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 lwers 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 allocatmg livers pursuant to the UPMC proposal than the current system. :
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Mofe patierir.srdie while Waiting for' a transplant undef 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 panent usually results in the death of that sicker patient.

Furthermore, 2 recent UNOS study reported in the November 1996, edition of The UNOS
" Bulletin, found that "liver patients who were transplanted in Status 3 did not appear to have any
survival advantage over patients who continue to wait in Status 3. . . ." The report went on to state
“[tIhe cumulative survival rate for the waiting list group was mgher rhan that of the transplant group
for Status 3 patients during the first year after transplant.” In 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 Teasoning is
inappropriate. UNOS may attempt to justify the different treatment of acute vs. chronic Status 1.
patients on the basis of survival rates, but neither UNOS nor the Department can justify elevating a
‘Status 3 patient ahead of a Status 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 panent s one year chance of survival, is not a system which focuses on the needs
of the patients. ' «

e ; 'IC‘ \nity and Equal Waii ‘IT "E‘}E‘

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 wait'mg times for all patients, but also when you compare waiting . .

times for Status 1 and 2 patients, - for Wthh there are specific listing criteria so patlents are not
prematurely listed in these Statuses.

, The time that patients spend waiting for an organ is an indicator of whether patients in different

parts of the country have approximately the same opportunity to 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 i is shown in Tables Sand 6 of those materlals :

~ 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 inequity in waltmg times for Status 1 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 any compatible patient in the local OPO area, even if that 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 QPO area. If allocation of organs according
‘1o medical urgency status is fair and appropriate in the local OPO area, why is that system of allocation
not fair and appropriate fur 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 transplantation. 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

fer long dlstance shlpments WMWLW@E

5 ance, (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 | or
Status 2 patients in that local area), instead of allocating and dlstnbutmg that donated liver to the "most .
-needy, irrespective of dlstance '

. Negative Impact on Quality of Care.
- Research has demonstrated that the current allocation syste_rri 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. :

For example, the number of approved liver transplant programs increaséd 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 33 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, the 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
volume/high risk center \mh a shorter waiting list and a high volume/low risk center with longer
waiting list.

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 OPTN survey were included in “The Distribution of Organs'
for Transplantation: Expectanons and Practices” published in August 1990 by the Department’s Office
of the Inspector General.! That report 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.”” (footnote omitted).

' UNOS condubted another survey in early 1994, in which a number of questions wére asked to
1,752 people, dmded among 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 assngned the lgmsx priority to "keepmg organs
~ locally"; ,

- more than half of the respondents gave the mghgs; prlorlty to "the most crmcally i
patients;

- most Jmmmnnx of the non-donors surveyed, 66% would be mbre lik‘eiy to donate to a
. national system of organ sharmg, 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 farmly can avoid similar gnef

Notwithstanding these survey results, UNOS continues to propose a hver allocation and
~distribution system which, "according to the results of the UNOS 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 donatlon
rates are not unprovmg

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.” According to the two
UNOS survey results, one answer to the question “how to increase donation rates” is to change the
allocation and dlsmbunon system so that (1) more critically ill pauems receive donated organs, and (2)
more donated organs are shared nationally. : :

If donation rates increase s1gmﬁcantly in3or4ors years, any allocation and distribution

f ~ system will work reasonably. well for patients. But what happens before the donation rates rise to the

necessary levels? UPMC believes that we should change the allocation and dlsmbunon system, so that
more patients per year are saved whlle we work to improve donation rates.

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. Panents
are better served by not being transplanted at centers with very high mortality rates.

The uansplant 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 of patient demand.

Wider geographic shariné 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 waltmg list can go to the local center thhout fear of the length of
the list. ~



CONCLUSION

The UPMC proposal before this Panel is one that has been formulated 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 patlent (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 allocatibn 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: Varymg Medlcald Rules Regarding Liver Transplantatlon
Dear Gentlemen |

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 ab1hty of Medlcald patxents to receive a.
transplant.
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At the conc1u51on of the hearings, my client, the University of
Plttsburgh Medical Center (“UPMC”"), together with an independent.
consulting firm, 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 tlns letter is to share that
information with you.

Based on contacts with Medicaid offices in each state, UPMC
and CONSAD found that all states will cover 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, fourteen 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, Arkansas, Delaware, Kentucky,
Massachusetts, New Hampshire, West Virginia and Maine, allow Medicaid
patients to be transplanted 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 in-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 programs appears in Attachment 1.

Although there are some variations, particularly in states where
there is significant penetration of HMOs into the Medicaid market, the states
appear to apply similar 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 transplants 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
additional states are in the early states of developmg a formal managed care
program for Medicaid patients. A .

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 November, 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 appropnate expertlse Many children fall into this

category.

- One of the reasons that these centers treat significant Medicaid
populatmns 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 Medicaid coverage, so
long as the patient’s state approves, even if UPMC has no extant contract
with the state or if the state’s re1mbursement rate is below that of
Pennsylvama

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 access to liver transplants for Medicaid patients will not be
- adversely affected and, in many cases, will be improved if there 1s broader
geographxc sharmg of donated livers.

 Asa backgmund matter, it is important to note that when one A
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 thelargest population areas of the country. They are
~ also located in or near the cities with the largest number and concentration of
Medicaid recipients. These centers are in cities such as Boston, New York,
Chicago, Pittsburgh, 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 outs1de areas.

Under an allocatian 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 programs already utilize Medicare approval as'a measure of quality
in seeking care for their Medicaid beneficiaries, it is unlikely that such small
 centers serve a large Medicaid populatmn

Some,thnesses at the hearmg (such as those from Tennessee,
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 if wider geographic sharing of
organs is 1mplemented That scenario is unrealistic. It is unlikely that
programs in states like Kansas, Nebraska, Utah, Alabama, South Carolina,
New Jersey, or Jowa (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 draws patlents from several states, including Medlcald
patients from Wyommg :

We would note that the current UNOS local-regional-national
svstem 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 transplant centers before being offered to patients in Region 7
which includes the Wisconsin Medicaid patient listed in anesota even if
the Medicaid patlent 18 more medlcally urgent.

Patiexits 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 donated 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 wﬂl more effectively allocate organs to the more
medically urgent patlents ‘
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Moreover, 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 eleven HMOs that serve Tennessee Medicaid recipients.’
At least two of the HMOs 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 of the HMO networks.
For Medicaid programs using HMOs with out-of-state transplant networks,
Medicaid pays for transplants wherever they are performed. In the eventofa .
. closure of any transplant program it is reasonable to believe that HMO
networks would establish new agreements in order to continue to provide -
access to liver transplantation for all the HMO 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
svstem. 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 will perform pediatric . . -

_transplants due to the complex surgery. UNOS reported in the summer of
11996 that their computer model showed that more livers would be offered for .
" pediatric transplants under alternative policies with broader geographic
sharing than under the current system. Thus, for this segment of Medicaid
- patients, broader geographlc sharmg increases then' access to organ

tr ansplantatmn ; ‘

‘As reﬂécted 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 sharmg 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. If organs are shared throughout larger

5
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~ geographic areas, Medicaid recipients, and all patients on the "waiting‘list
will have more equal access to available organs. Data presented in

- Attachment 2 indicate that currently more Medlca1d recipients live in
geographic areas with longer average waltmg tunes than in areas wlth

- shorter waiting tlmes I A

Under the current liver allocatlon system ‘a s1gmﬁcant number
of Medicaid- ehglble 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 list 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 alternative policies on small centers.
~ Data presented in  Attachment 2 indicate that the Medicaid population that
‘resides i in the v1cm1ty of small centers comprises only four percent of the total
Medicaid populatlon 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 transplant center. These patients are more likely to travel to

large centers than to'small centers. Simply stated, wider sharing of donor
livers will equahze this access and will beneﬁt Medicaid remplents not harm,

‘them. ~x.
o |

I hope th1s mformatmn is useful as you contmue your
dehberamons : : : ‘ o

E Sincerély, '

Attachments
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Attachment 1: Summary of Results From Survey of Stéte Medicaid Offices’

Number of States

managed care programs

Medicaid programs that |

.| Permit Medicaid recipients to go to an out-of-state - 50
liver transplant centers '
Cover travel expenses out-of-state - 50
Contract only with small volume medica! centers 1
Cover a sizeable portion of Medicaid patients 16
through managed care programs
Cover some portion of Medicaid patients through 26

Source: CONSAD Research Corporation

’ ‘Suwey responses were obtained from all fifty states..




Attachment 2: Proportion of Medtcald Population Residing in Communities With Liver
' Transplant Programs with Dlﬁerent Annual Volumes and Waﬁmg

‘ﬁmes

»; Percent of All Medicaid

: . V ‘ Recipients
MSAs with large-volume liver transplant centers | | 40%
MSAs with medium-volume liver transplant centers ' 10%
(and no large-volume centers)
MSAs with only small-volume centers 4%
Areas with no transplam centers 3 . ,  46%
UNOS Regions with average waiting times that are . - 45%
shorter than the national average ,
UNOS Regions with average waiting times that are ' 55%
longer than the national average “
UNOS Regions with average waiting times that are - 17%

at least 20 percent shorter than the natlonal ‘

-average - o
UNOS Regions with average waiting times that are - 3T%
at least 20 percent longer than the national ‘
average ‘

Source: Current Population Smdy, U.S. Bureau of the Census '

MSA - Metropolitan Statistical Area

Large-volume centers perform 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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Sheetl

State Median Walting Time Until Transpiantation
Alabama 33 T
Arizona o8] -
California__ 138 |
Colorado 55/ a
Connscticut - 421
Dist, Columbia 115
Florida 82 ]
Georgia 41 ]
Hawaii 173 1
lowa 28 L
llinols 348
indlapa 226
-|Kansgg -« i e i 2)
Kentucky 40
Louislana , 67] — ]
* IMassachusetts 588/ ]
Maryland 3 351 '
Michigan 280
Minnesota 132
Missouri 100
North Carolina 143
Nebraska 162 ‘
New Jersey 78 )
New York L 208
Ohio 148 )
Oklahoma 95 ,
Oregon 164 ]
[Pennsylvania 237
South Carolina | 69
Tennessee | 57 7
Texas 183
Utah T 114
Virginia 50 ]
Washington - 55
Wisconsin | 28|
Total f 1461
.dV
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DELIVER 10:Jorge Reves H.D.

NOS

. is reportedly not ifivolved in transplanttion personally.
regarding these decisions, nor were we privy to the discussions. Despite repeated requests,

5 This i a‘crmm mz'i'
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tyansplant
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MEMORANDUM B et

) . w !hfv L Y :izduat
To: The United States Transplant Community
From: James F. Burdick, UNOS President
Subject:  DHHS/Liver Allocation
Date: ‘Noveinber 11, 1996

Please read the attached Jetier from Assistant Secrerary for Health, Phil Lee, MD and the
accompanying Egderal Register notice. This may well be the single inost significant
z.ommumcat-on UNOS has ever rccewed from DHHS.

We understand that the decisions announced in Or. Lee s letter resulted most dmctly from
discussions at the highest levets of DHHS over the past few weeks relating to certain
correspondence alleged to have been sent to the President by 2 financial contributor who
UNOS was not consulted

we have been unable 1o obtain a copy of the letter, and we were informed that DHHS staff

‘weee not free W discuss the meetings. We have been told verbally that peither the letter’
‘nor the personal note from the President to Secretary Shafala accompanying the leuer and

requesting a response are subjéct to release under the Freedom of Information Act cven
though the letter has had aa obvious and profound impact on DHHS’s position.

«-aﬁ.

o (3}- ﬁ*w% . b"“;“*;‘ﬁfm;w;‘?w&%*{
xt“y for developing ORI N:membership aﬁdards;andzmcd

Se«crctary Shalala to determine “which of the liver allocation policies promises the best

result for the patients of America™ and to then “submit to OMB the text for a final rule that -

emboadics the Scoeretary's decision regarding liver allocation.” .
i

3 . . . -
T suwongly urge you to avail yourself of cvery possible opportunity to make your voice
heard as effcctively as possible in this matter. Many in the teansplant community have
already contacted their clected representatives, and you may want to consider such an
action. - :

This issue is simple: Will the transplant community ultimately decide policy? An arbitrary,
poorly considered, or politically expediont decision by Government staff couid be a
tragedy for transplant paticnts. It is imperative that the extensive work and insight
achieved overthe past several years by the transplant community working through UNOS
not be lost. 1 encourage you to take appropriate supportive action o ensure that the UNOS
process be proscrved. If you need scientific data or information regarding UNOS policy,
please call the UNOS staff for assistanee. The UNOS Roard of Directors will discuss this
matter at its meeting November 13- 14 in Boston, and we w;ll report any new.

‘developments to yon 15 soon as possible.

ical:
'ou“’z Nevertheless, Dr. Lec’s letter states DHHS's intention for
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November 22, 1996. . Wt K. Gekam
Dear Transplant Cﬁllcague,

. 1 need your- help The xmpomm prwxlege and responsxb:hty we in the rransplant community

.UNOS is in seTions jcopardy of bemg lost. ?Th""“ii""”""

bave had for the past ten years to coliectively develop tmhsplant mem'ds and  policy thmngh
Sout liver 2 it is” aboint whic

e —-n;-p—u;m

%‘; |
5 t

N e A e el » RS WY e L T i o B N

Please send mo g letter addreszed to Dorma Shalala, Secretary of Health and Human Services,
200 Independence Ave,.S.W., Room 615F, Washington D.C. 02201, on your institution’s
letterhead staiing your oppasition to DHHS movizxg_this policy and standard-somting function inﬁo
the Government. Plcase do it today. I need tore i ber 3, 1

P.IlL. casten) time. Tam asking everyone in the transplm community to write letters, whxch L
will personally deliver to DHHS s a demonstration of ouf desire to kesp the resporxsibnmy for
d&‘mtdmg the medxwl criteria for organ allmtion inthe OPTN

1t appears that DHHS s decxszon to take the policy-making role into the Government sothat
Secretary. Shalala could detctmine which liver allocation policy should be imposed on the
transplant cotunity wis based, i pare. on the erroneous impression thar 3 substantial nusaber
i the transplant cotnmupity support such a move. Our own recent member survey shows that

mare than 95% favor keeping this fimetion in the private sector transplant communiry, something °

[ want to demonsqatq conclusively at the Goversment's hearings on December 10 and 11

- 1 also strongly :nocﬁragc Yyou to convey this message to jfeur elected rcpresmtﬁ‘es, and my

President

strong advice regatdmg the upcoming hearings 7s that you tequest 1o be heard on this tasue. This
is the first time in the ten~year histary of the OPTN that DFHS has taken this position regarding
the respective rules of the Govemment and UNOS, Therefore, this may be the only opportunity
to effectively cunvcy yout opposition to this fundamental ch:nge m how transplant poncy is
made.

Itis sureb' rue that there are mmy different opinjops in the trzmsplam commumty about the best
way to allocate organs.. Howover, the existence of such differcaces, which are ofter voiced
vigorously should notbe'taken as evidencs the comumunity desires the Government to subsmnc
tesponsibility for choosmg which allocaticn system to p\& nto plece,

P

Please fax your letter to ane- ofthe followmg fax numbers at the UNOS office and m;nl the

(804) 330:8507 ,
(804) 330-8517 o
-, {(804) 330-8593 |
- (804)327-1449

original mmeduamy

Sin.c'zr;:ly,'

Sod SRR e

Secrecary

. Yo Rescrchal, M.D,

Treavrer
W, Darial Sarber. MHA_E

Iemrondiay Port Predidey

" Broer A Lrew. M1

Regonal Councllon

. Fockued ] Siokues MO, (13

Trocthy K, Sirer. MD )
Towes 7, Ve, ML 13

. Loy R, Fewsimgron, M.D. ¢

Dl C Do, N, O9)
Fkerr 1. Goldex, MD. (8
Wikea D Pyroe MDY -
Jamern Fooww, K3, (1)
Dald ], Cond. 0.
Jerr €. Ronbery, MD. 11
Prvics L Adem. M. 111

At Lirpe Bowmd Mazbes

. Booe § Anlriche B

Kamly BahdeHems. MD.

Thilip B, Bevr MDD
Kitertr T Brorics

| Sk H Cim MA

Soranne Lane Comad RN
Mogarer K Cacllosn RO
Tonmris Gnermoern, RN RSO
Mok A Hardy, MD. ThD,
3+ Firredd Heldemon MD.
Fraper M. Hoffoem, X0

" Dem F, Kagpd, M5.7,

A §. Lacsssre
hre L lede MD,
Theslez D, Mewroe, MA

' Kamch 2 Moriuge. MD.

Toha M, Bz P02
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; SN .
;  that the hearings are still
N el TR VT L T S i boweysse B .‘,,u TR

ybur cé.. Dr. Lee $aid the Department s still cons:denng

: Thls coming Monday, your. fellow board member, Dr. Phil Betry along thh Bill
Lawrence and 1, will visit with the Senate MajontyLeader Senator Trent Lott. Dr. Berry
whao is 2 liver transplant recipient, is personaily acquamted with Senator Lott. Senator
Lott is from Mississippi, and the UNOS members there have contacted him to voice their
support for UNOS. We want to brief Senator Lott and ask his advicc. We will join our
Mississippi members in asking him to sign the attached letter, which is now being
circulated among members of Congress for signature. This letter was initiated by several
members of Congress, including Senator DeWine df Ohio who spoke to our Board this
past June about his cxperience as a donor father. Several Senators and Congressmen have
already agreed to sign the {etter. 1 would encourageiyou to contact your Congressman or

Congresswoman and your Senators to request that they also sign ft. They can contact‘

Scnator DeWine's ofﬁce (Ms Saira Sul!an at 202 224-23 15)

. Doy Suenay M.D,

Dvl\tldA.Snum.L'q.. T
Phyllis G. Webea RN, CFTC

Manwl 2apz, MBA

Par Proridonts

. Mehille Wilame MD,, 196483
Cuow Stivadems, oo MD, 1085.86
John €. McDamdd, M.D., 1va5.83
H. Keieh Johasoa M1, 192830
Robere . Comrp M.D. 195990

- Jamas & Wolt, M.D., 19¥0 9t

Robesy Mender, MD, 199197
. Ranch] Buoling, MD..PLD., 195293
Decphs h Normun, MD.. 199354

; u--,.m 0 Al MLD- 195235
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First of five articles

By TED WENDLING.
<JOAN MAZZOLINI
and DAVE DAVIS

PLAIN DEALER REPORTERS

For 99 days, Linda Robinson had
been waiting for someone to die.

On the night of Aug. 26, as Linda went

about the monotony of tidying up her
room on the ninth floor of the Cleveland
Clinic and preparing for bed, a repre-
sentative of LifeBanc was phoning Te-
resa Duke, the Clinic's thoracic organ
coordinator. A 44-year-old woman in
‘Columbus had died of a stroke and her
family had agreed to donate her organs.
. In an act of pure altruism by grieving
strangers, a heart, matching Linda's in
blood type and size, was being offered
to the Clinic for transplantation. The
heart was the first match the Clinic had
been offered for Linda since her hospi-
talization May 20. ’ ) ’

Although Linda's wait had been
shorter than many Clinic heart trans-
plant patients’, the uncertainty had be-
come nerve-wracking. _

Just three days earlier, doctors had to
shock her heart to stabilize her erratic
heartbeat. The jolt left scars on ber
chest and back. It also left an indelible
psychological scar, driving home the re-
alization that, after two open-heart sur-
geries, her 37-year-old heart was not
going to last much longer.

Cleveland Plain Dealer
Sunday, February 2, 1997

die

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

.- wishing ill on others, that meant some-

one had to die. Soon. -

‘Blind trust

Thirty years after Santh African sur-
geon Christiaan Barnard prolonged the
life of a 55-year-old man for 18 days by
performing the first heart transplant,
the American public is as ambivalent as
ever about the social, moral and psy-
chological implications of transplanting
the living organs of one person into an-

.other. , ~
- “While the wizardry of modern med-

icine allows doctors to seemingly confer
immortality on those whose vital organs
have begun to fail, many people — often

because of the distrust, ignorance or

- sheer grief of their survivors — con-

tinue to take those organs to their
graves, . :

But while donations have remained
relatively stagnant, the number of hos-
pitals performing transplants has more

than doubled since 1988. Because trans- -

plants have become so commonplace,
the number of people who have died
waiting for organs has doubled, too.
Hospitals, striving to remain competi-
tive, raise their profiles in their commu-
nities and. claim a piece of "the
multibillion-dollar transplant market,
have spent millions of dollars to start
transplant programs. ‘

SEE LINDA/2-A
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. Eight vears ago, 118 hospitals
awere doing heart transplants. To-
.day, there are 166. For liver
.transplantation, the pumber of
pro s has grown from 70 in
‘1988 to 118 today.
. Likewise, the number of people
waiting for an organ transplant
has tripled, topping 50,000 last
~month. : :
Like Linda, most of those pa-
tients 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 Hesalth and
‘Human Services’ Division of Or-
gan Transplantation. *“You hear
people say, ‘I heard he was a big
doctor.” What's a ‘big doctor? It
doesn’t mean anything, but the
average person doesn’t want to
_ know much. '

“The average patient wants to
‘go, get their transplant, get better
and get off the list. They have one
goal.”

That's certainly true of Linda.
When she entered the Clinic, she
didnt ‘know how many heart
transplants the Clinic had done,
what 1ts survival rate was or how
its wainng ume compared to
other transplant centers.

She also knew nothing about a

troubling 1ssue 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. "] just want to make sure it's
-agood 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
.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
..when a nurse flipped the light
. switch in Linda's room, rousing
‘her from & 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
2United Network for Organ Shar-
_ing. UNOS, an organ databank in
_Richmond, Va., has the federal
contract to distribute organs na-
., donwide. . L
. 1 can't believe it! I'm not
“ready!” Linda stammered as she
,tried to remember the phone
“numbers of the ?eople she had
promised to call. “I'm so scared. 1
can’tbelieveit.”
. There was, of course, her hus-
“band, George, who was back in
Tyrone, the small central Penn-
Sylvania town in which she had
“grownup. .

. Also her mom, Rita Miller, who
“was staying at the Ronald
‘McDonald House on Euclid Ave.

C2

. “George, it's time,” Linda said,

"her voice quivering. -
T “Are you sure?” he answered,

- shaking himself awake. He began

‘tocry. .
™ “Please drive careful,” Lind
-said. “I love you. I'll see you when
Iwakeup.” _
-', George, 36, a self-avowed “old
-hillbilly,” used to be a long-

“distance trucker. He quit after

linda was hospitalized, taking a
docal construction job so that he

. .wouldn’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 be 4% hours. He couldn't
. be expected to artive before 6:30
am. ‘
- In Rita’s room, the beeper the
. Clinic had given her finally went
off. By the time a Clinic police of-
ficer delivered her to the hospital,
she was frantic.
“l know we were waiting all

cept.

this time, but I'm so scared,” she
said. “I'm just hoping this heart
likes her as much as she likes it.”

Even though the hour was late,
the ninth floor was abuzz with ac-
tivity as the nursing staff pre-

d to move Linda to the card-

1ac intensive-care unit on the fifth
floor. ‘

“I'm hoping it all goes well be-

» cause she’s really a special per-

son,” said nurse Jennifer Ullman.
“1 don't know how I would toler-
ate being here day after day. She
deserves to havéa life. She's

y : . .
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
my arms.” ’

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

‘adryrun?

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-

That’s what had happened to-
Linda’s friend, Nancy Vigneau.
On Aug. 15, as Nancy, 46, was be-
ing prepped for a heart 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 Brookliyn
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 heart in the ab-

sence of & donor.

“l wish she’d have got her
heart, God love her,” Linda said.
;‘I Just hope that doesn't happen

ome.” , : '

The death'watch |

-While the ICU nurses and an

.anesthesiologist prepped Linda,
-Rita sat alone in tg: waiting

room, clutching a box of Kleenex.



The clock read 3:10 am. A
“Taxi” rerun played on the over-

. head TV set as Rita dabbed at her

eyes.
yWatching her daughter strug-
gle to live for so many years had
taken its toll on Rita. Linda, the
eldest of Rita’s five children, had
been stricken with undiagnosed
rheumatic fever as a child and
underwent open-heart surgery to
replace a valve in 1972, when she
~was just 13. She subsequently suf-
fered a stroke. :
She recovered, but when she
" had another stroke in 1988, fol-
lowed again by open-heart sur-
gery and replacement of the same
valve, it became apparent to Rita
that if Linda was going to outlive
her, she would need a new heart.
Linda has viral cardiomyop-
“athy, an enlarging of the heart. It
is the most common diagnosis
among heart transplant patients,
afflicting a little more than half of
those who receive transplants.
Worrying about Linda had been
enough of a burden, but Rita, who
is 55 vears old and divorced, also
had her own health problems,
having recently been diagnosed
with' cancer of the breast and
lymph nodes. That required her
to drive the 250 miles back to Al-
toona. Pa., for her chemotherapy
treatments, after which she
would return to Clevelapd to be
by Linda’s side. : .
“This time, [ really felt bad,”
she said of her latest chemo ses-
sion. *'I had to lie down when I got
here. Two nurses up there {on
Linda’sfloor] gotme a bed.”

Since Linda’s hospitalization, -

Rita has been haunted by heli¢op-
ters, wondering every time she
hears the distinctive whap whap
whap of the Metro Life-Flight
chopper whether it carries *Lin-
da’'sheart.” - - -

For some who wait, the death
watch becomes a topic of gallows
humor, said Teresa Duke, the
Chinic’s thoracic organ coordina-
tor. A few patients cope with their
fear and guilt, she said, by “jok-
ing around about sitting at their
windows with binoculars, looking
for motorcyclists” tocrash.

‘The call

At 5:03 a.m., the phone rang in
the ICU. Dr. James McCarthy,

the surgeon who had flown to Co-’

lumbus for the procurement, had
bad news. The stroke victim’s
heart wasnogood. .

In an instant, all the hope, ex- .

citement and expectancy of a
night of magic were replaced by a
sorrow so profound it seemed as
though everyone in the room had
died at once. . o
““You're kidding,” Rita said as

" she began to sob. “Oh baby girl,

baby girl....”

inda, the color drained from"
" her face, stared straight ahead.

“I've had bad luck for so long, I
don’t need any more,” she said.
As she tried to comfort her

mother, Linda thought of George, -

racing down Interstate 80 in the
early-morning darkness, worry-
ing about whether he was going to
be late. .
“He drove so far for nothing,”

" Linda said. “I don’t look forward

to telling him. He’s going to be so

upset.” B

'Room with a view

- Tyrone, and

From the ninth floor of the -

Clinic’s “G” Tower, home to those
awaiting heart transplants, pa-
tients can contemplate the tree-
tops and rooftops of the city's
East Side and watch the traffic on
busy Euclid Ave. :

The perspective can be frus-
trating, but for patients who are
tethered t6 IVs and rolling heart
monitors, it offers a reprieve from
television and the obsessive at-

. tention they must pay to their
.huge daily doses of medication.
But that’s not true for Linda,

who with help from her mom,

transformed the spartan hospital
_room into a makeshift home.
-Hundreds of get-well cards,
“drawings - and
warmed the walls of G90-26.

photographs
“I got that 3-D puzzie,” Linda

" had said on Day 90, pointing to

her Cinderella’s castle puzzle,

- one of many she had finished. “I
told myself when I finish that

guzzle, that night I'll get my

eart. Well, that’s been finished.

for'a week, and I still don't have
my heart.” . :
Improvements in transplanta-

. tion — new medications and ven- -

tricular assist devices, which
keep failing hearts beating —
have increased the short-term

-survival rate. Considered little

more than experiments 15 years

‘ago, heart transplants are routine
‘enough today that their average

$250,000 cost is covered by Medi-

' care, Medicaid and private insur-

ance.

. But with donor organs being so
scarce, the rapid medical ad-
vances have brought with them
bigger waiting lists, longer wait-
ing times and a greater chance of

dying while waiting for an orgam.?
Eight years. ago, four A

died every day waiting for an

gan. By 1992,ithat number 9

seven. Today, itisabovenine. *J

Currently, more than 3,700 peo

‘ple are waiting for a heart trans:?

plant. Only 2,361 received one in

1995, and 770 ‘:eople.:died waig_
B L 2 E::
‘T'm on my way'  =!

Aug. 30 was aSweltering day
rge Robinso
couldn't move from the liv
room couch. He had been think;
ing about mowmg the lawn, bug
he couldn't snap out of his des
pression. All he felt like doing
was lying around. T
-Since Linda’s hospitalizationt,
her doctors had been forced to
shock her heart seven times. to
keep it going. “The nurses down
there said they had never brought
somebody back tolife that many
times,” she had told George
matter-of-factly. o
George was still confident that
Linda was in goodhands, but she
had been waiting in the hospital
for a new heart for more than
three months nov. What if she

died waiting? He vould be alone.

George and Liada didn't have
‘children. Linda had learned the
Jard way that she would never be
‘& .mother, having been told only
<fter a miscarriage at age 21 that
4hp blood-thinning medication
she had taken made it impossible.
“{George was getting another ice
4€a when the phone rang. It was
2:30p.m. - .

“Honey, it’s time,” Linda said,
trying to conceal her fear. “Now
don't get too excited. Remember
what happened last time. They've
got another heart, but they have

‘tocheckit out.”

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

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

First, George had to pick up
Rita. To save time, If 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 aiready had clogged the
streets by 3p.m. '

“I told her that when I got the
call, I'd be there before they took
her in,” George said, recalling his
late arrival the morning of Lin-
da's dry run. “No matter what, I'd
be there.”

Code Blue ]

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 — the 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 the news calmly, but within
- minutes her heart was racing out
of control.

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

“1don’t feel good,” Lirida said.

“Get back inbed,” the nurse or- -
" dered. : '
. - Linda's normal heart rate was

about 90 beats a minute, but as
. the Climic staff rushed into her
* room. they could see it was at 120
and rising. They put her on axy-
gen, started an ERG and called a
. “Code Blue." It was 3:05p.m.’

- The nurses knew Linda was in ,

troubie. They also knew there
would be no transplant that night
if they couldn’t siow her heart-
beat.

When Linda’s heartbeat
reached 150, the paddies were
broughtout to shock her. )

“It's the same rhythm you did
last week on us,” said Dr. Mat-
thew G. Deedy. “You feeling
o> S

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

Linda was anxious, but she also
was alert and 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 droppedt0119. Itwasa 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 three 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. ¢l don't
want to be
shocked.” V
“They'll make

that decision then,” -

he answered gently.
“Think positively.”

~ 'Dr. Robert W.
Stewart, head of the

Ciinic's heart trans- .

plant program and
the doctor sched-
uled to perform Lin-
da’s surgery, came
in to introduce him-
self and tell 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 ‘tearn 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.

“] 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
a8 44-year-old woman,”

Linda added. “I don’t want a

heart from a 44-year-old woman.

-After going through all this, I

want a young heart. I don’t wanta
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 good weekend.

What a nice {Labor Day] holiday
present.” ) :

It was shortly before &8 pm.
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 e)-
evator,” a nurse told him. “You
can catch her there.” ' N
The reunion was brief and fren-
Zied. v !
This was it, George thought. -
These were the people who were
going to perform a miracle by giv-

- 1ng Linda a new heart. .

is own heart was in his throat,
“I got to see her for two mir-

utes,” he said. “That's all I

wanted — just to let her know
}t‘hat we were there, that we love
er.” :

hy
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. The heady success the Clinic's ’

heart transplant program has en-
" joyed since its inception in 1984
. has conferred godlike status on
its three surgeons — Stewant,
Nicholas Smedira and Patrick M.
McCarthy. But it is the tireless
and nerve-jangling efforts of
Katherine J. Hoercher, the card-
iac transplant coordinator; Duke,
the thoracic organ coordinator;
and the Clinic's organ procure-
ment teams that are perhaps even
more impressive, e
One of the grim realities of or-
gan donation is that many organ
donors die at night, often from
homicides or traffic fatalities.
That requires Duke, Hoercher
" and the procurement teams to be
- available around the clock.

As a result, they learn to take

power naps, somelimes aboar
Life-Flight. !
“Transplants aren’t really any
fun because they're often in the
middle .of the night,” said
Hoercher. “But we're very ag-
gressive. We take a lot of hearts
that other programs turn down."
Stewart said the Clinic is acn-
tely aware of the balance of risk
factors. ‘ :
“l will transplant a high-risk
récipient,” he said. “1 will also

use a donor that is borderline. But

I'won't use a borderline heartina
high-risk recipient. Risk is cumu-
lative. And we can neutralize one

nsk factor by having everything -

else lined up very nicely.”

Patients don't realize it, but

even the nation’s top transplant
centers turn down more than 80
percent of the hearts they are of-
fered. usually because the recipi-

ent 15 too ill or for any of more

than a dozen other reasons in-
- volving the health and social his-
tory of the donor. :
The determining factors in who
gets transplanted are blood and
tissue type, length of time on the
waiting list, medical urgency and
the "distance the procurement
team has to travel to obtain the
crgan.
Hoercher said the Clinic had
traveled as far as northern Flor-
ida to pick up a heart. Because of
the Chinic’s willingness to accept
hearts that other transplant cen-
ters turn down, 60 percent of its
hearts come from outside the re.
gion. )
The Clinic also transplants pa-
tients who are on its waiting list

but are hospitalized out of state,

bringing them in by helicopter for
the surgery so that they can be
near their families while they
wait. . ) A

" That wasn't possible for Linda,

who had to quit herjob at Josten's
Yearbook Co. in State College,
Pa., after she became too ill to

 work. So instead of being hospi-

talized in nearby Altoona, she
spent her summer in Cleveland,
staring out her hospital window

and waiting for the death of a-

stranger.

The turning point

H
3
*

The temperature in the operat-
img room was a cool 60 degrees
when Stewart walked in wearidg

. white pants and a white short-

sleeved shirt. The call had ab-
rived: The heartwasgood. = ®.

While teams of procurement
specialists, who had arrived to
claim other organs, hovered over

. the donor in Youngstown, the

Clinic’s surgical team readied an
unconscious Linda for her five-

" hoursurgery.

The heart is always the first or-

- gan to be procured, and doctors

have a maximum of six hours
after “cross-clamp" —the cutting
off of the blood supply to the do-

nor heart — to transplant the .

heart into the recipient.

By 10:22 p.m., it was clear that
the procurement team was run-
ning later than expected. Linda’s
chest was open and Stewart was

ready to remove her heart. She

had been on the heart-lung by-
pass machine for 12 minutes.
“They didn't forget where we
were, did they?” Stewart joked
dryly.
Three minutes later, McCarthy
and the procurement team swept

into the room, carrying Linda's

new heart in an Igloo Playmate
cooler. _ ,

It took Stewart about three
minutes to remove Linda’s heart.
Simultaneously, two nurses care-
fully removed the donor’s heart
-- which was suspended in a sa-
line solution — weighed it and

. prepared it for transplant.

- Then the delicate work of
stitching the new heart into Lin-
da'schestbegan. .
Stewart said little. Because the
Clinic averages more than one
heart transplant a week, team
members have spent a lot of time
working together. o
The turning point in the sur-
gery came when Stewart was
ready to allow partial blood flow
into Linda's new heart. It would
either begin beating on its own or
ﬁ? would have to shock it back to
e.

. OrLindawould die. - ,
The doctor removed the clamp. -
Immediately, the heart began

beating, confirming Stewart’s in-
tuition: A perfect match.

- “That restores my equilib-
rium,” he said. .

" respond.

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

.-tell them the surgery was going

well. Rita began to cry. George,

- for the first time, saw an end to

Linda'slongordeal.

. *I can’t help but think about
where 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 of this. : '

" “Do you think they would get us
in touch with them? If they had
hard feelings, I wouldn’t want to
‘intrude on them,” he said as his
eyes 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

much for the second chance they
gave my wife.” )

+ The Robinsons know only that
inda’s new heart came from a
1-year-old woman who died

from a gunshot wound. They now

know that at least two other fami-
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

Many don’t, preferring their

" gift to remain a silent, . selfless

act. ‘

- ‘Bye bye, y'all
. At1:04a.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 some time.”

Stewart said he was optimistic
about.Linda’s long-term outlook.
Her chance 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

-“that, five years from now, that

will have caused her major prob-
lems, either death or re-

- transplantajon.”
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While those odds may not
sound great, most beart trans-
plant patients will take them any

day over the immediate alterna-

tive — death. Many heart 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 alittle
bit better,” Stewart added. “So
talixe'outlook’s not bad for Linda at

I"Q '

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

many of whom made it part of
their daily rituals to take their
breaks in her room, gathered to
say goodbye and wish her well.

“It was hard to leave those peo-
ple.” Rita said. “You get really
close after being with them all
thattime.” ‘

““Ididn’t even see my cousins as
much as I saw those people,”
tlj.inda added. "l saw them every

ay.” '

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 110-day
stay at the Clinic was the note she
had scrawied on the message
board in her room:

“Thanks for all the special care,
EVERYONE. Byebye, yall.”

Back to Tyrone

loaded  boxes- .into -
George's truck. Linda's- nurses, -

Nestied 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 heartis.

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
Thanksgiving, and that Nancy is
recovering, t00.

]
@

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

N tyranny of the gift” — the inabil-
ity of organ recipients to ever re- ‘

pay such an extraordinary act of

. giving. She was allowed only to
. send a brief thank-you card to the
- donor’s family — who chose not to

" ents, Linda expected her life to -

respond — and that was the end

- ofit.

Like many transplant recipi-

' 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)

¢ around the interior of the high

" - school and swallows 23 pills,

ranging from anti-rejection drugs

. to Gentol. She returns ‘to the
Clinic every three weeks for a

biopsy. -
“gﬂy body’'s fighting my heart

-+ because it knows it’s not part of

' my body; it's someone else’s,” she

~ said. “But I didn’t think I would
 have to take all the medicipe I

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

me out alot.” )
But in other ways Linda’s life

' has 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

“belp much. After Linda came
' home, he took a job with a Conrail

subcontractor, helping to clean

- up train-derailment sites. The

money's good, Linda said — $10

; an hour — but it keeps George

away from home a jot.
But there's a more important

, reason Linda has not had time to
convalesce. It is now her tum to

take care of Rita, who has been
suffering terribly from her can-
cer. o

Since completing her chemo-
therapy regimen, Rita has been

- receiving radiation therapy at Al-

B toona Hospital. Every day, a hos-

pital van makes its rounds
through the hollows near Tyrone
and its 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 evervone is done. Then they
are delivered back to their
homes, where they wait until the
van arrives again the next morn-

miinda 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 her radiation. Then they go
-hunting.

“She stayed with me the three
months in Cleveland,” said Linda.
“] think I can get out and take her

" tothe 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
have 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 came down
to dying at the hospital, I didnt
want to.

. “l guess I can say I wouldn't do
it apgain, now that I'm doing so -

: goo ”

Photos and Captions Ctm.tted '



FORYOUR
INFORMATION

If you 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. “If you
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 1-800-243-6667.

UNGOS 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 transplant

center. -

Additionally,
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 with ac-
cess to the World Wide Web
will find useful transplant in-
formation on homepages pub-

lished by UNOS:

http://www.ew3.att. net/unos
and the U.S. Department of
Health and Human Services’
Division of Organ Transplanta-
tion:
http:{twww.hrsa.dhhs.gov/
bhrd/dot/dotmain.htm

“Transplant

*
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TRANSPLANT FACTS

Estimated first- char%es
perorgnntmnsﬁﬁ 189

Heart $253.200

Liver $314.500

Kidney $116.100
Kidneyjpancreas  $141.300
Pancreas $125.800
Heart-lung ~ $271.400
Lung $265.900

SOURCE:Milliman & Robertson Inc.
Brookfleld Wis. consulting actuanes

TRANSPLANT FACTS

The length of time organs
remain usable after i
procurement

Heart 4-8 hours
Lungs : 4-6 hours
Pancreas . 12-24 hours
Liver ' 16-32 hours
Kidney 48-72 hours

SOURCE: Center for Organ Recovery
and Educavon

Auu»


http:TRANSPLI.NT
http://www.hrsa.dhhs.gol1
http://www.ew3.attnet/unos

Cleveland Plain Dealer
Monday, February 3, 1997

~ Hospitals reject

healthy hearts -

Waiting ™
patients
not told

Second of five articles

"By DAVE DAVIS,
JOAN MAZZOLINI
and TED WENDLING

PLAIN DEALER REPORTERS

ROYAL OAK. Mich. — The
sum of Patti Szuber's donated
parts was two eyes, two kKidneys, a
liver. 30 bone and tissue samples,
- and one beating heart.

In a wrenching, bittersweet
storv of love and death, the heart

ot the 22-yvear-old nursing student.

went to her father, and it made
Alichigan 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 1994 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

: ?e:};formed into the national spot-
1ght. '

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 for new hearts.

That year, Beaumont staff
turned down for nonmedical rea-
sons 101 offers 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

« “gdminisn'ative."

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

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 A

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. :

. of those hearts were later trans-
" planted into patients at other hos-

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 smalier 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
scientificafly 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
turndowns in the country during



the last seven months of 1994.
During that time. Beaumont
turned down S2 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 commut-
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 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

aswell astransplantit. ]

“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
forus.”

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 turn 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 of transplan-
tation services. “It doesn't add to
their well-being.”

Some medical ethicists dis-
agree. Jeffrey M. Prottas, 8 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 alread

" hospitalized. -

“Whenever I have my say o

this issue, I say that UNOS.ought «
- to be publishing all of this,” sajd
- Prottas, who teaches health. poli-

tics at Brandeis University in
Waltham, Mass. “It's really un-
fair. Everybody should know
these sorts of things.” e
But they don't — particularly

" when organs are turned down for

nonmedical reasons. Officials’at
Ohio State University Hospital,
Vanderbilt University Medical
Center and other transplant cén-
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 1994
that 41 percent of the heart offers
were being turned down for non-
medical reasons while the heid of
the Nashville, Tenn., hospital's
heart transplant program, -Bill
Frist, was campaigning forithe
U.S. Senate. V NS
Vanderbilt refused 93 offers of
hearts in the last seven months of
1994, 46 of them for nonmedical
reasons, according to UNOS data.
Frist, who was elected to.the
Senate that year, declined to.com-
ment for this story. Since becom-
ing a senator, he has remained.in-
volved in transplant issues and,

* along with Qhio Sen. Michael De-

Wine, founded the Congressional
Task Force on Organ and Tissue
Donation. ' ™

It is unclear how many of" .ft'he '

nonmedical turndowns are attrib-
utable to Frist's absence, but hps-
pital officials said that when he
took a leave from Vanderbilt.in

late 1993, they were left short-
staffed. y ngf‘t ‘

. “When Frist left, it left ‘two

guys doing everything — &lf‘the
adglt heart surgery, all the aghlt
thoracic surgery, and all-‘che

* transplants,” said Dr. Richart'N.

Pierson III; the current director
of Vanderbilt's heart transplant
program. “When I got here, I'got
that [turndown] list from our car-
diologist, who was unhappy that
we had had to turn down organs
because we didn't have enaugh
people.” : S
Pierson conceded that Vander-
bilt turned down organs for.non-
medical  reasons before he.ar-
rived in July 1994, but: he
disputed UNOS data stating that
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 the pro-
gram was too busy. He said just
- one heart was turned down in
1994 because a surgeon wa$s un-
available — in August of- that

* year, while he was on vacation.

“Every program turns down
organs,” said Dr. John R. Wilson,
director of Vanderbilt's heart fail-
ure« program. “Whenever you
have limited numbers of surgeons

_and ‘'you have patients on the

‘waiting lists, you would not like to

. see any organ turned down. But

tpug's Just not a realistic expecta-
o |

-

o ‘of any program. There is no

. program in this country that can
guarantee that every organ that’s
acceptable is taken.”

Tag .k

.-Aware of problems

«* " Although heart transplant pa-
' tierfts are not aware that many
, hospitals routinely turn down
‘heart offers for nonmedical rea-
© sons, officials at UNOS and the

~, Diyjsion of Organ Transplanta-

- lion have known about the prac-
- ticefor almost two years.
.- In March 1995, prompted by
= guestions about heart turndowns
--at-the University of Kansas Med-
:.ical Center, government officials
- asked UNOS to compile refusal
data on each of the nation’s 167

. *.heart transplant programs.

“. -The report, covering the last
'seven months of 1994, showed
.thut.the programs turned away -
: for nonmedical reasons nearly 12
‘percent of 31l heart offers.
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* -..»™Besides Kansas, there were a
‘nimber of other heart transplant
programs with high refusal

- ‘rates,” a Division of Organ Trans-

" plantation official wrote in an in-

* ternal report. The report also said
the turndown behavior at one

"hospital — Beaumont — appeared

“'to fit the same ‘‘profile” as the
“University of Kansas. '

"+ The identification of that pro-

‘ file. stemmed from afront-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. B
.. - 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 other hospitals with
- “high - heart-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 B. Braslow,
who heads HHS' Division of Or-

" gan Transplantation. “We do

19.000 to 20,000 transplants a

yvear. 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 1998S.

“That put them in a category

with a lot of other programs, so
we didn’t pursue it further,” Aro-
noff said.

Although previous contracts

" did not require UNOS to report
potential problems to the govern-
ment, a new contract UNOS and -

HHS signed Dec. 30 requires
UNOS to monitor, investigate and

report any incident “that jeopar- -

dizes the health of waiting list pa-
tients or transplant recipien R

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. »

“] absolutely believe that pa-
tients or their families have a
right to know what'’s going on so0
they can discuss it and make bet-
ter decisions,” said Loetta De-
Walt, whose husband died before
he could receive a heart frans-
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.”

' 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.

“If you want [to use the data] 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, lo and be-
hold, everybody’s doing an excel-
lent job. ,

*1 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 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 all heart offers.

By the next vear, 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

#i
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keep refusals for nonmedical rea-
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 performed 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 completing 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 1o be sent 1o any program .

that turns down 10 consecutive
organs. After some debate, it also
decided that programs found to
be “inactive” should inform their
patients . '

Left unaddressed were the is-
sues of how long a center could go
without pertorrming transplants
before being considered inactive,
and what te 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 UNOQOS 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 shouid 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 spouse or our kid.”

* Many donated

oy

organs are never
transplanted -

By TED WENDLING

STAFF WEITER

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’ families before an or-

- gan bank decides whether to offer

an organ for transplantation. The
information 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 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 performed, the UNOS
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. o
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

>behaif of the first patient on the .

list. In 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 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 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 of lowa 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 Serv-
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.
__“Ithink it’s really unacceptable
if programs are consistently turn-
ing organs down,” he said. 4

N



- Contractor keeps
- government in dark

on transplant data

By DAVE DAVIS
and TED WENDLING
PLAIN DEALER REPORTER

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
UNQS,” 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 righttoget.”
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-
Tow’s office. “I think there are
.people in the government who
-would like UNOS to be a lot less
_private,” he said.

* UNGQOS, 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-

inated 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-
self helpless 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 University of

California at San Francisco. “You
can't have the people who are in

control — essentially competitors

— make policy.” :
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.” a

UNOS owes its cloutto 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
UNGOS 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, S5 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- }

iy
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lic. Board members also include
representatives from each . of
UNOS’ 11 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 reimbursed
for expenses, also hire the execu-
tive staff, who run the day-to-day
operations of the 164-employee
organization. ;

Ninety percent of UNOS’ bud-
get comes from the two govern-
ment contracts and the $340-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 receiv-
ing organs and take enforcement
action against members who vio-
- late UNOS’ guidelines. '

But ajthough 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 im-
pose federal regulations on UNOS
members. :

Graham said UNOS was not ob-
jecting to government regulation
per se, but said HHS’ proposed
ruies “will basically do away with
our standards ... so there is a
huge philosophical difference.”

ile 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 OPTN 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 OPTN 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 information we
need. If ] 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.”

Brasiow made those comments
last summer. Since then, UNOS

has repeatedly denied requests
by her office for data listing-the
reasons transplant programsdurn
down organ offers. The Piain
Dealer requested the information
under the Freedom of Informa-
tion Act for centers that trans-
plant hearts, lungs, kidneys, pan-
creases and livers. s
Last July, Braslow, Deputy. Di-
rector Remy Aronoff and aftor-
ney David Benor agreed to. re-
quest the data from UNOS and
provide it to The Plain Dealef®*"
They backed down when UNOS
objected to the newspaper’s” re-

-quest. After the paper appealed

the denial, Braslow made a writ-
ten demand to UNOS for thedata.
OnJan. 15, Graham said no. .~
UNOS officials have repeatedly
contended that the data are “miis-
leading” and “meaningless” indi-
cators of transplant centers’ qual-
ity. -7
After several discussions -with
UNOS officials, however, Aronoff
stated in different terms what he
believed was UNOS’ objection to
release of the data. =
“I had asked for the data<you
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 #t’s
given out and publicized, jtswlill
Jeopardize their ability to get that
same data from their sources.”
“Because it's potentially. gn-
barrassing?” Aronoff was asked’
“Well, yeah, right.”

i
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E‘FERS OF HEART S REFUSED FOR NONMEDICAL REASONS

::Between June 1. 1994, and Dec. 31, 1994, the nation's transplant
*fenters tumed away about 83 percent of the offers of hearts matched
%4y their patients. Nearly nine out of 10 times they did so based on a
medical Jjudgment, suchas the recipient was too ill or the donor was

e wrong size or weight Most programs also refused heart offers for

nonmedical reasons - because the surgeon was unavallable, the hospital

was too busy or for some other administrative reason This chart includes

only hospitals that received 12 or more heart offers during the last seven
- months of 1994, the latest period for which such information is available,

I0P 20 A
3 Heart Refused Percent refused Patients
_ Hospital, City. State offers Transplanted Refused nonmedical | nonmedical waiting

University of Kansas, Kansas City, KS 47 S0 i 4T 32 68.09 };

#2 University of Maryland, Baltimore, MD 13 2 7 53.85 23

3. William Beaumont. Royal Oak, M1 108 1 52 48.06
+ Vanderbilt University, Nashville, TN S | 19 46 41.07 30
University. Lexington. KY 29 8 10 3448 10
University of lowa, lowa City. IA 2 6 24 33.33 18 ;

IR Henry Ford Detroit. MI 37 - 10 12 3243 17 i
Latter-Day Saints, Salt Lake City, UT 20 6 . 8 30 13 :
Methodist. Dallas. TX : 18 .2 5 27.78 8
University of Wisconsin, Madison, W1 - 59 32 16 2712 59
- St Thomas. Nashville, TN 56 1 ‘ 15 26.79 48 -
Johns Hopkins. Baltimore, MD 27 7 7 25.93 2]
University of Alabama, anmgham. AL 88 24 22 25 23 .

I3 Hartford Hartford CT 20 7 5 25 19 ;

13 University of Utah Salt Lake City . UT 20 . 10 S 25 18

16 St Francis. Tulsa OK 25 9 6 24 20 g

17 Jackson Memorial Miami. FL n 9 17 23.94 13 '

18 Jewish. Louisville KY 140 12 33 23.57 40 i

19 Newark Beth Israel. Newark, NJ 1 68 12 4 20.598 12 i

10 University, Denver. CO i 35 17 Y A 20 13 ;

30TTOM 20 . .

o Heart. : Refused Percent refused Patients |

~ Hospital. City, State offers Transplanted Refused nonmedical ‘nonmedical waiting |

:Q  Sacred Heart Spokane. WA 98 10 - 88 2 - 204 4 - }

it St Joseph's. Atlanta GA ' 58 9 49 1 172 35

i2 Methodist Indianapolis. IN - 88 12 54 1 152 37

3 University of Virginia Charlotiesville. VA 73 20 33 1 1.37 34

‘4 Stanford University. Palo Alto. CA 435 22 413 -3 0.68 33

5 Cleveland Clinic. Cleveland 303 36 267 1 033 42

6 Children's of Los Angeles. Los Angeles.CA /| 32 2 30 "0 0 1

6 Loma Linda University. Loma Linda. CA 27 20 7 4] 0 9

6 USC-University. Los Angeles, CA 18 -3 15 ) 0 10

6 Tampa General Tampa. FL 47 12 35 . 0 0 “

6 Rush-Presbyterian-St Luke's. Chicago IL 24 14 10 . -0 o 18

6 New England. Boston. MA 15 3 12 .0 0 14

8 Brigham & Women's, Boston. MA 45 4 31 0 0 “

6 Barnes, St Louis. MO- 32 ‘1 - 18 0 0 48

6 Children's, St Louis. MO 29 13 18 . L] 0 12

6 University of Mississippi Jackson, MS 12 9 3 0 0 -]

8 Medical College of Ohio, Toledo 25 3 - 22 0 0 18

8 Medical University, Charleston, SC - 20 8 1 0 0 10

G Methodist. Houston TX : 68 1 54 Y o - 19

B University, Seattle, WA 32 5 27 0 - 0 15

JTHERS IN OHIO _ s”

3 Children's, Cincinnati 17 2 : ’ -

3 Ohio State University. Columbus 127 8 i lllg g lggg 3%

> University of Cincinnati, Cincinnati -8l 18 83 - 2 247 17 F

‘RCE: United Network for Organ Shanng
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Hospital halts
transplants,
doesn't tell

dying patients

Third of five articles

By TED WENDLING.
DAVE DAVIS
and JOAN MAZZOLINI - .

PLAIN DEALER REPORTERS

KANSAS CITY, Kan. — Two’
months after Adrianne Hart en-

- tered the hospital to be evaluated :

for a heart transplant, her mother

leaned over her hospital bed and -
gave the l6-year-old honor stu- .

dent perniission to die.

“1 said. 'Honey, if you see a

bright hight and it feels good to

vou, vou can go. ] won'tbe mad at

vou, " Janice Hart recalied. “She

couldnt talk. but | knew what she .

was thinking: ‘You mean I'm dy-
ing®

1 yust couldn't come out and °

tell herthatshe was.” )
Hart's grief over Adranne's

Aug. 6, 1994, death didn't end -
with the funeral. A month later,
her nephew, Ravmond Price, 20,

- stricken by the same heart ail-

ment that afflicted his cousin, .
was hospitalized for.evaluanon "
for a heart transplant in the same .

University of Kansas Medical

Center intensive-care room in

which Adnianne had died.
Told he had been added to the
center's transplant waiting list,

"Ravmond chose the option in No-* -

vember 1994 of waiting for a

heart at home in King City, Mo,, |

“instead of the hospital, said his

mother, Sherri Curtis. The follow-

ing March, he was found dead on
a waterbed in the home of a
friend in nearby St. Joseph, Mo.

. Hart and Curtis didn’t know it,
but the university's heart trans-
plant program was dead, too.
Even before Adrianne's death, it
had fallen victim to an internal
- political struggle that saw pro-
gram administrators turn down
every one of the heart offers
matched to patients on the cen-
ter's waiting list, most of them for
nonmedical reasons.

Officials at the two ,agéncies

"that oversee the nation’s trans-

plant system insist that the Uni-
versity of Kansas Medical Center

scandal was an isolated case. But.

their own records show that at the
same time the Kansas story was
unfolding in the local press, 27

other heart transplant programs -
.around the country were turning

down as many as one-fifth of their

- heart offers for nonmedical rea- |
_sons.

Until recently, none of that in-
formation was ever made public
by the United Network for Organ
Sharing or the U.S. Department
of Health and Human Services,

and neither agency made as’

much as a single phone call to the

, programs to inquire about the
- high nonmedical turndown rates,

officials at both agencies say.
UNOS has been designated by
HHS to manage organ transplan-
tation. :

In Kansas, as investigators
would later conclude, patients
were deceived, university offi-

cials failed to act and UNOS, lack- '

ing regulatory authority over its

‘member institution, never noti-

fied state or federal authorities

.that there was a problem.

By the time Kansas’ attorney
general announced ‘last August

that the University of Kansas
- Medical Center and two founda-

tions affiliated with the university

had agreed to pay $265,000 in res- -

titution and penalties for “egre-

gious behavior,” Hart and Curtis |,

had heard it all.

Cleveland Plain Dealer
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 The sisters had heard the as- !
surances of medical center dper-
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 settiement her

lawyer recently negotiated to buy
a tombstone for Raymond's
grave. “I'm mad because if he
_had gone 1o St. Luke’s [in Kansas
City, Mo.1, 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 patients have died.

‘t“‘
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-audit .

Patients, but n

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 transpiant 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
.. clearly, no one thought
1t 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. i :

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 deing 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 waitinglist
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. :

.~ Goliub and other university and
medical center officials declined

‘to answer questions about the
heart-transplant program, which
hasbeenclosed, - )
“With the filing of litigation, we
found gurselves in a delicate situ-
ation,” ' university spokesman
Randy Attwood said in a pre-
ared statement. “Because of the
egal element, we have declined

further interviews.”
Both Beggerly and Moran have
left the University of Kansas.

Beggerly declined ‘to comment,"
but Moran, who filed 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

0S, 1 went to the [medical
center] chief of staff, I said,
‘Please, let me close the pro-
,’ and I was refused permis-

sion to close the program.

“] could have resigned and 1
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.” :

‘Did Budig know?

Problems at the medical center
went far beyond Moran and Gol-
lub. They extended to the office of
former university Chancellor
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-
tween April and July 1994, Budig
received four letters describing
serious problems in the program..

[ —————

o transplants

The correspondence included a
Jude 1994 letter from Moran’s
lawyer, who claimed that the
medical center had “refused to
confirm that its heart transplant
program is on inactive status,
thereby misleading the patients”
and violating its agreement with
UNOS. o

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 firmly
that any period of inactivity ...
would be harmful to our [other]
transplant programs,” the med-
ical staff chief said 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
started running radio ads touting
its programi.

“QOur transplant programs for
the -heart, liver, kidney and bone
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.”

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. ) v v

.And Lloyd Croft, 53, a carpen-
ter who had been waiting for a
new heart since 1991, was stll
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 tBat he wouldn’t
need a heart transplant immedi-
ately and would be placed on
“standby,” meaning he could be
reactivated on the list if his 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

niversity of
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 inact-

vated, but was teld 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 aiso maintained that “ad-
hering to UNOS guidelines was
less important than keeping the
heart transpiant 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
raising concerns about Hannah's
lack of experience, UNOS offi-

_ cials said they “wouldn’t object to

Dr. Hannah and would, as Dr.
Pierce said UNOS implied, ‘look

- the other way.’ »

Kansas Medical -

UNOS officials have denied
that cﬂsnm UNOS legal counsel
Cindy H. Sommers declined to
answer auditors’ questions about
whether UNOS. allowed Hannah
to operate, saying she “didn'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. o
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 whistle” on the medical
center, George Pierce told audi-
tors. - : o
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 couid,” according to

the auditors’ report. - ]

. George Pierce of the medical
‘center declined to comment.
Gene Pierce, now retired and liv-

ing in a Richmond, Va,, suburb,
* said he didn't recall making such °

cornments to the Kansas surgeon.

“1 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
certainly was not just stonewall-
ingto stonewall.” E

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 UNOS had no legal authority
tointercede. '

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

“UNOS to monitor, investigate and
report to the government any in-

- cident that ‘“‘jeopardizes the

~health of waiting-list patients or
transplant recipients.”

" " Graham said UNOS wasnot in a

sition to do anything about the
ansas 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-
voived in something like that.
That’s very much a local legal is-
- sue.” i

_ ‘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 a 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 sto;:ﬁed. Not one
of the centers with the high turn-
down rates was audited, not one
was even contacted, Braslow ac-
knowledged. '

e



«What 1 was interested in pri-
marily was putting in place a sys-
tem so that the same thing

dn't happen a second time,”.
g?emsaid. “\%!l,zeat’s done is done.

e Kansas situation had come to ’

Th ;
light and 1 thought our role
st%ould be to ensure that this
didn’t happen again. And so we
asked that it be referred to the
[UNOS] membership and profes-
-gional  standards committee,
whichitwas.” -

The issue was not addressed by
the UNOS committee until last
June, wg;ngn:embers ggted to be-
gin sending letters of inquiry:ta
any program that turned down 1Q
consecutive organ offers. As far.
the sticky issue of what to tell pa..
tients, the committee decided
that “inactive” programs should
inform their patients. L

But the committee never de-
cided how long a center could g6
without performing transplants
before being considered inactivey
nor did it decide what to do about’
programs that were turning down
large numbers of organs for non:.
medical reasons and not telling
their patients. ' et

UNOS President Dr. James,F,
Burdick said those issues were
“under careful study to de-

termine what might be done to

correctthem.” -

“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.... 0S
. doesn’t take legal action against

transplant centers. In fact, UNOS
really doesn't have the power to
cause any actual concrete nega-
tiveimpact. . - . .

~ “UNOS’ punishment is really
fear of public opinion of what
might happen if they’'re not com-
. pliant” o
- From Moran’s perspective,
there has been no real punish-
‘ment of the people who were re-
sponsible for what went wrong at
the University of Kansas Medical
Center. As a result, he doesn't
foresee being a heart transplant
surgeon again. - o

“Let me tell you: This is a dirty.
business,” said Moran, now a
cardiothoracic surgeon at Pitt

County Memorial Hospital in -

Greenville, N.C. “I don't do trans-

_plants and 1 have no interest in
ever being involved in transplan-
tation again. 1t would have to
change.”

+
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A CHRONOLOGY OF THE UNIVERSITY OF KANSAS MEDICAL CENTER’S HEART TRANSPLANT PROGRAM

THE

PROGRAM

. gerly resigns, leaving Moran

SURGEON
- SUSPENDED PATIENTS
“April 13, 1994 - Dr. MISLED :
- Jon F. Moran, one of June 24, 1994 - Mo-
" two heart transplant ¢ ran’s lawyer sends a
. surgeons al the Unt- letter to university
- versity of Kansas Chancellor Gene A.
* Medical Center, ts Budig and others, in-
suspended as chalr- © forming them thatthe  BUDIG
- man of the Depart- hospita) has been RESIGNS
ment of Cardiotho- -~ - “misleading” heart” -~ Aug 1, 1994 - Budlg
raclc Surgery afler he transplant patlents by resigns as chancellor
refuses o do trans- refusing to tell thetn o become president
plants due to Inade- . the program Is Inac- of baseball's Amert-
quate nursing stall. tive. can League. .
1994 [I ;J A
A May J Jul A Sept.
\pr, une ly 3 :

SURGEON QUITS
Nov. 1. 1994 — Dr Clay Beg-

as the hospital's only UNOS-
certifted heart fransplant
surgeon. Moran infonins the

NOT ENOUGH !.’XPER!ENCE
Jon. 24, 1995 - UNOS informs the
* hospital that Hannah does not
meel eninimunt experience re-
guirements hecause he has only
, Hone eight transplants.

t

. et
w*‘:

A CHARGE OF DECEPTION
Sept 28, 1995 ~ A state audit of-

the hospltal's heart transplant pro-

»u-—-u-—-...— -

gram finds that doctors and nurses -
decelved pallents by failing to in- A
form them that

Inactive.

DIES June 30, 1984 — Emery D..

Day, a machinist and welder from

DIES Aug 8. 1994 — Adrl-
anne Hart, 16, of St Joseph,

Kan, dies after recelving a Mo, dies while being evatu-
heart transplant on May 1, 1994, ated for a heart transplant
He Is the last person to be trans- '
glsan:g ;l the hospital unttl March DIES Aug 17,1994

— Richard Mitiler, 81,
of Topeka, dies while '
walting for a heart.

PATIENTS

DIES July 7, 1994 ~ Rob-
ert J. Welngart, 44, of Kan-
sas Clty. Kan. dies while be-
ing evaluated for a heart
transplant. .

H

United Network for Organ }
Sharing the national organ . -
donor databank that neither NOT UP TO MORE TURNDOWNS
. PROGRAM May J1. 1895 ~ A UNOS report
he nor Beggerly will be per STANDARDS finds that numerous other heart
forming heart transplanis. feb. 21, 1995 ~ A SBUTS DOWN ool coms e T )
UNOS commiltee April 7. 1995 ~ The "':;gd "«&m N%h noor;
l again Informs the hos-  hospital agrees to ical tundown rates. None
. pltal that Ilannah “voluntarily” closets  the cenlers are audited or ques-
NO SHUTDOWN ) does nol meet certil-  heart irenspiant pro- tioned about lhe nndlngv..
. Dec. 1, 1994 - DrGeoge | canon eriterta grEm .
E. Plerce. the hospital's - S— REVEALING IEPOI’I'
UNOS representative, in-- v f l ’ . May 7, 1995 ~ The Kansas Clty
forms UNOS that the univer- - - - Star reports that between May
_slty does not want to close INTERVIEW REQUESTED : 1994 and March 1995, the hospl-
~ the heart transplant pro- March 3, 1995 — Hospltal officials ta) performed no heart transplants,
@ram and that it has hired request an interview with UNOS to tusning down all 50 heart offers to
Dr. Hamner Hannah to re- discuss Hannah's qualifcations. | its patients. .
. place Moran. .
m—— ..(.:."..[.__—J
| L
Oct. Nov. Dee. Jan, Feb. Mar.  Apr. May June
IS R T | — A
l DIES Feb. 4, 1985 — Gary
. K. Bergmann, 81. of P4 -
DIES Dec. 15,  Hill. Mo, dles, His widows af~  DIES March 23, 1995 — Raymond
1994 - WI- . fidavit says his cardiologist Price. 20, of King City, Mo. dies after be-
nifred E Hesse,  told the Bergmanns in April ing sent home to wait for a new heart. He
49, of Topeka, 1994 that Bergmann would was never on the waiting list.
- dies while walt- be added 1o the walttng lst. : i '
Ing for a donor Bergmann dies never reallz- : .
w th DIES March 25, 1995 - Robert
N heart . Inghewasnotonthellst o o ent, 32 of Wichita, Kan, dies
art R ! . - .a few hours alter Hannah, whose
DIES Feb. 15. 1995 ~ Rob-  UNOS certification is stiil unre-
-ert M. Arslaga, 47 of Kansas  solved, & heart transplant
City, Mo, dies while waiting on him. )

for a heart.

the program was e
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'SETTLEMENT FOR 15 PATIENTS -
Aug 20, 1908 ~ The hospital and '

two medical foundations agree to

pay $265.000 In restitution, pena!
tes and fees The settlement calls
for paymeqis of $11,000 10 15 pr
tients or thetr survlvorx ;
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ROYAL OAK., Mich. — The
sum of. Patti Szuber’s donated
" parts was two eyes, two kidneys,a
liver, 30 bone and tissue samples,
and one beating heart.

In a wrenching, bittersweet

story of love and death, the heart
. of the 22-year-old nursing student
went 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 1994 and the transplantation

of her heart into the chest of her
ailing S8-year-old father also
thrust the suburban Detroit hos-
- pital at which the surgery was

%:gerk"formed into the national spot-
ight.

Chester Szuber had been wait-~

ing four years for a transplant,
and William Beaumont Hospital
in Royal QOak 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 for new hearts.

- That year, Beaumont staff
turned down for nonmedical rea-

“sons 101 offers 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-

* 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. T assumed it
was extremely rare, and it ought
tobe extremely rare.”

Transplant professionals say a

hY

hospital’s rate of turning downor-

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
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
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

" turndowns 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 shiow.

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 problerns 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 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 foura

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. -

forus.”

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 turn 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 of transplan-
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,” said

Prottas, who teaches health poli-

tics at Brandeis University 'in
- Waltham, Mass. “It’s really un-

these sorts of things.” Lo
But they don't — particilarly

when organs are turned down for

nonmedical reasons. Officials’ at

fair. Everybody should Xnow

Ohio State University Hospital,

Vanderbilt University Medical
Center and other transplant cén-
ters around the country all said

they don't tell patients about rion- .

medical turndowns. R
As a consequence, patients at

. Vanderbilt didn’t know in 1994

that 41 percent of the heart offers
were being turned down for non-
medical reasons while the head of
the Nashville, Tenn., hospital’s
heart transplant program, -Bill
Frist, was campaigning for'the
U.S. Senate. e

Vanderbilt refused 93 offers of

hearts in the last seven months of
1994, 46 of them for nonmedical
reasons, according to UNOS data.
- Frist, who was elected to the
Senate that year, declined to.com-
ment for this story. Since becom-
ing a senator, he has remained.in-
volved in transplant issues and,
along with Ohio Sen. Michael De-
Wine, founded the Congressional
Task Force on Organ and Tissue
Donation. T A

It is unclear how many of the
nonmedical turndowns are attrib-
utable to Frist’s absence, buf hbs-

" pital officials said that when he
- took a leave from Vanderbilt.in

late 1993, they were left ‘short-
staffed. - y T

et

- "

«When Frist left, it left‘two

" guys doing everything — All'the

adult heart surgery, all the qdhlt
thoracic surgery, and all<‘the
transplants,” said Dr. Richard'N.
Pierson III, the current director
of Vanderbilt’s heart. transplant
program. “When I got here, I'got
that [turndown} list from our car-
diologist, who was unhappy that
-we had had to turn down organs
because we didn't have enough
people.” - e
. Pierson conceded that Vander-
bilt turned down organs for.non-
medical reasons before he.ar-
rived in_ July 1994, but’ he
disputed UNOS data stating that
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 the pro-
gram was too busy. He said just
one heart was turned down 'in
1994 because a surgeon wa$ un-
- available — in August of- that
year, while he was on vacation.,
“Every program turns down
organs,” said Dr. John R. Wilson,
- dirgetor of Vanderbilt’s heart fail-
ures program. “Whenever you
havg limited numbers of surgeons-
_and you have patients on the
'waiting lists, you would not like to
' see any organ turned down. But

", 'thag’s just not a realistic expecta-
i

ont 'of any program. There is no

. program in this country that can

gudrantee that every organ that's
acceptable is taken.”

.-Aware of problems |
<" Although heart transplant pa-

_ ' tierits are not aware that many

, hospitals routinely turn down
-heart offers for nonmedical rea-
sons, officials at UNOS and the

_I_)iy}sion of Organ Transplanta-

- tion have known about the prac-

; tice for almost two years. ‘

.- In March 1995, prompted by

s qQuestions about heart turndowns

- at:the University of Kansas Med-

:.ical Center, government officials

. asked UNOS to compile refusal
data on each of the nation’s 167

. heayt transplant programs.

. -The report, covering the last

.seven months of 1994, showed
.thut.the programs turned away

: for nonmedical reasons nearly 12
‘percent of 3l heart offers.
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- ~Besides Kansas, there were a

‘mirhber of other heart transplant
programs with . high refusal
- ‘rates,” a Division of Organ Trans-
- plarnitation official wrote in an in-
* térnal report. The report also said
the turndown behavior at one
“hospital — Beaumont — appeared
“'to fit the same “profile” as the
“Untversity of Kansas.

"+ The identification of that pfa-

“'file. stemmed from a front-page
“story in the Kansas City Star in -

‘May 1995. The story reported that
Cfrom April 1994 to March 1993,
_ 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 other hospitals with
‘high ‘heart-refusal rates was
never made public, and federal
“'regulators never pursued the
natter, concluding that 1t 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 B. Brasiow,
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 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
S0 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-

noff said.

Although previous contracts

- did not require UNOS to report

" potential problems to the govern-

" ment, a new contract UNOS and

" HHS signed Dec. 30 requires
UNOS to monitor, investigate and

. report any incident “that jeopar- -

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. ‘ '
“] 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
~ werenot 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

. 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

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-
, blant center performance.

a transplant, his enlarged heart

probably just as well since he -

“If you want [to use the data] 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, lo and be-
hold, everybody’s doing an excel-
lent job. .

“1 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 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 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 turn

" down large numbers of hearts for

nonmedical reasons, however.

- Seventy-one hospitals managed to

iy



keep refusals for nonmedxcal‘r_ea.
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 performed 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 coinpleung 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, UNQOS adopted a

policy that calls for letters of in-
_ quiry to be sent to any program
that wrns down 10 consecutive
organs. After some debate, it also
decided that programs found to
be “inactive” should inform their
patients. v

Left unaddressed were the. is-
sues of how long a center could go
without performing 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 us
who would sit still for that if it
were our spouse or our kid.”

Many donated
organs are never
transplanted

By TED WENDLING

. STAFF WRITER
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’ families before an or-
gan bank decides whether to offer
an organ for transplantation. The
information 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 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 performed, the UNOS
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.. -

ey

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 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 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 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 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.” » o

Dean F. Kappel, president of
Mid-America Transplant Serv-
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 it%s really unacceptable
if programs are consistently turn-
ing organs down,” he said. .

‘.



- Contractor keeps
- government in dark

- By DAVE DAVIS

on transplant data

and TED WENDLING

PLAIN DEALER REPORTER

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
tension centers on where does
our authority stop, and what do
we have the right to get and what
don’t we have the righttoget.”

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 UNQS’
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-
Jow's office. “1 think there are

people in the government who

would like UNOS to be a lot less

‘private,” he said. v

© 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-

inated 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 UNQOS, Bras-
low's office increasingly finds it-

self helpless when UNOS saysno.” - -
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 University of
California at San Francisco. “You
can’t have the people who are in
control — essentially competitors

.~ make policy.”

UNOQS Executive Director Wal-
ter K. Graham disagrees. ;

“] 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 tota] of $6.07 mil-
lion. Administered by HHS, one
contract allows UNQS to operate
the Organ Procurement and

Transplantation Network, a 24- .
_hour organ-placement ' system

that matches donor organs with
waiting patients. The other gives
UNGS 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
UNQS 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-

iy,



lic. Board members also include
representatives from each of
UNOS’ 11 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 reimbursed
‘for expenses, also hire the execu-
tive staff, who run the day-to-day
operations of the 164-employee
organization. - :

Ninety percent of UNOS’ bud-
get comes from the two govern-
ment contracts and the $340-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
te - prohibit  poor-performing
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 im-

pose federal regulations on UNOS -

members. . o
. Graham 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.” .
ile 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 OPTN 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 OPTN 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 information we
need. If I 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

rector Rem

ity

has repeatedly denied  requests
by her office for data listingthe
reasons transplant programsurn
down organ offers. The Piain
Dealer requested the information
under the Freedom of Informa-
tion Act for centers that trans-
plant hearts, lungs, kidneys, pan-
creases and livers. o
Last July, Braslow, Deputy. Di-
Aronoff and aftor-

ney David Benor agreed to Te-

- quest the data from. UNOS and

provide it to The Plain Dealef®” = .
They backed down when UNOS
objected to the newspaper’s” re-
-quest. After the paper appealed

e denial, Braslow made a writ-
ten demand to UNOS for thedata.
On Jan. 15, Graham said no. =32 ¢

UNOS officials have repeatedly
contended that the data are “mis-
leading” and “meaningless” indi-
cators of transplant centers’ qual-

After several discussions awith
UNOS officials, however, Aronoff
stated in different terms what he
believed was UNOS' objection to
release of the data. |
“I .had asked for the data<you
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 #t's
given out and publicized, jt=whll
Jjeopardize their ability to get that
same data from their sources.”
“Because it's potentially. &l-
barrassing?” Aronoff was asked.
“Well, yeah, right.”

i
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FFERS OF HEARTS REFUSED FOR NONMEDICAL REASONS

xBetween June 1, 1994, and Dec. 31, 1994, the nation's transplant
‘Fenters tumed away about 83 percent of the offers of hearts matched
‘4o their patients. Nearly nine out of 10 times they did so based ona
medical judgment. such as the recipient was too i1l or the donor was
The wrong size or weight Most programs also refused heart offers for

nonmedical reasons - bécause the surgeon was unavailable, the hospital

was too busy or for some other administrative reason. This chart includes
only hospitals that received 12 or more heart offers during the last seven
months of 1994, the latest period for which such information is available.

EOP 20 . :
Heart | Refused Percent refused Patients
i Hospital, City, State offers Transplanted Refused nonmedical - nonmed} waiting
University of Karisas, Kansas City, KS 47 - - -0 Enh 47 - 32 68.09 17
2 University of Maryland, Baltimore, MD 13 -2 )11 7 ~ 53.85 18
3 William Beaumont, Royal Oak, MI 108 1 105 52 49.08 23
« Vanderbilt University, Nashville, TN 12 19 23 46 41.07 30
University, Lexington, KY 29 8 21 ‘10 3448 10
University of lowa, Jowa City, IA 72 B 88 24 .33.33 18 i
& Henry Ford Detroit, MI .87 . 10 . 27 12 3243 17 i
Latter-Day Saints, Salt Lake City, UT 20 8 M ' L 30 13 ;
Methodist. Dallas , TX 18 o2 A8 § - 2778 8
University of Wisconsin, Madison, W1 S9 32 7 16 2712 39
- St Thomas, Nashville, TN 56 i 45 15 268.79 48
Johns Hopkins, Baltimore, MD - 27 7 20 7 25.93 -2
University of Alabama Birmingham AL - 8 |- 24 64 22 25 23 )
3 Hartford Hartford CT 20 7 13 5 25 1
3 University of Utah. Salt Lake City, UT 20 ... 10 10 ] 25 18 ;
6 St Francis. Tulsa OK : 25 9 168 8 . 24 20 g
7 Jackson Memorial, Miami, FL n S 82 S v 2394 13 i
8 Jewish. Louisville, KY 140 12 128 33 23.57 40 :
9 Newark Beth Israel. Newark. NJ 68 12 56 M 20.59 2|
0 University. Denver. CO 35 17 18 7 20 13 "
‘OTTOM 20 ;
' Heart Refused Percent refused Patients |
~ Hospital, City. State offers | Transplanted Refused nonmedical nonmedi waiting |
) Sacred Heart Spokane. WA 98 10 88 2 204 4
I StJoseph's. Atlanta GA 58 9 49 1 1.72 35
2 Methodist. Indianapolis, IN o 86 12 54 1 152 - 37 -
3 University of Virginia Charlottesville, VA 73 20 53 1 1.37 34
¥ Stanford University, Palo Alto, CA 435 22 413 ‘3 -0.69 33
3 Cleveland Clinic, Cleveland ' 303, 36 267 1 033 42
3 Children's of Los Angeles. Los Angeles. CA 32 2 30 0 0 1
3 Loma Linda University. Loma Linda CA 27 20 7 0 0 9
3 USC-University, Los Angeles, CA 18 - 3 15 0 0 10
3 Tampa General Tampa FL - 47 12 35 -0 1] 14
3 Rush-Presbyterian-St Luke's, Chicago. L 24 L 10 .0 0 18
3 New England, Boston, MA 15 3 12 -0 0 14
3 Brigham & Women's, Boston, MA 45 4 31 0 0 )
3 Bames, St Louis, MO 32 ‘4 18 0o 0 46
3 Children's, St Louis, MO 28 13 16 0 0 12
3 . University of Mississippi. Jackson, MS 12 . 9 3 0 . o 8
3 Medical College of Ohio, Toledo - 25 3 22 0 0 18
3 Medical University, Charleston.SC - 20 9 1 0 0 10
3 Methodist, Houston, TX 68 14 54 . 0 0o - 10
3 University, Seattle, WA 32 5 27 0 0 15
'THERS IN OHIO -
i Children's, Cincinnati 17 2 » 176
+ Ohio State University, Columbus 127 8 lllg g :;’ 93 : 3% ,
+ University of Cincinnati. Cincinnati . 81 18 - 83 2 247 17 -+

RCE: United Network for Organ Srunng
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" Hospital halts
transplants,
~doesnt tell

»Cleveiand Plain Dealer
Tuesday, February 4, 1997

~ dying patients

Third of five articles

By TED WENDLING.
DAVE DAVIS
and JOAN MAZZOLINI -

PLAIN DEALER REPORTERS

KANSAS CITY, Kan. — Two

months after Adrianne Hart en-
tered the hospital to be evaluated
-for a heart transplant, her mother
leaned over her hospital bed and

gave the l6-year-old honor stu-

dent permission todie. .

“1 said. 'Honey, if you see a
bright light and it feels good to
you, you can go. l won't be mad at
vou, ~ Janice Hart recalled. “She
couldn't talk, but | knew what she
was-thinking: ‘You mean I'm dy-
ing?

tell her that she was.”

Hart's grief over Adrianne’s
Aug. 6. 1994, death didn't end
with the funeral. A month later,
her nephew, Raymond Price, 20,
stricken by the same heart ail-
ment that afflicted his cousin,
was hospitalized for evaluation

for a heart transplant in the same .

University of Kansas- Medical
Center intensive.care room in
which Adrianne had died. C

Told he had been added to the
center's transplant waiting list,
Raymond chose the option 1n No-
vember 1994 of waiting for a

heart at home in King City, Mo, -

instead of the hospital, said his
mother, Sherri Curtis. The follow-
ing March, he was found dead on
a waterbed in the home of a
friend in nearby St. Joseph, Mo.
Hart and Curtis didn't know it,
but the university's heart trans-
plant program was dead, too.
Even before Adrianne’s death, it
had fallen victim to an internal
politica! struggle that saw pro-
- grarn administrators turn down
every one of the heart offers
matched to patients on the cen-
ter’s waiting list, most of them for
nonmedical reasons.

“1 just couldn’t come out ancl(‘

‘Officials at the two _agencies
that oversee the nation’s trans-

plant system insist that the Uni- ‘
“versity of Kansas Medical Center

scandal was an isolated case. But
their own records show that at the

.same time the Kansas story was

unfolding in the local press, 27

other heart transplant programs .

around the country were turning

down as many as one-fifth of their
heart offers for nonmedical rea- |

|

sons.
Until recently, none of that in-
formation was ever made public

~ by'the United Network for Organ

Sharing or the U.S. Department
of Health and Human Services,
and neither agency made as
much as a single phone call to the
programs to inquire about the

* high nonmedical turndown rates,

officials at both agencies say.
UNOS has been designated by
HHS to manage organ transplan-
tation.

In Kansas, as investigators

would Jater conclude, patients

were deceived, university offi-

cials failed to act and UNOS, lack- |

ing regulatory authority over its
member institution, never noti-
fied state or federal authorities

4 that there was a problem.

_ By the time Kansas' attorney
general announced last August
that the University of Kansas
Medical Center and two founda-
tions affiliated with the university
had agreed to pay $265,000 in res-

_titution and penalties for “egre-
gious behavior,” Hart and Curtis

had heard it all.

i

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. - L

. *“P'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-” .

.Intemal"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 patients have died.

LT




‘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 trainin
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 1n-

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. Goliub, 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 heartreal 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
gxonth, the ‘spi} s%ys, she later un-
erwent triple-bypass surge
and was taken offt%lélist. urg‘ry
Gollub 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-
pared 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 filed a defama-
tion lawsuit against the university
and several of its officials last
July, said he had been unfairly

. made a scapégoat.

“When 1 wanted to close the
program at KU .-.. I tried by ev-
ery avenue my attorneys said was
appropriate,” he said. *] called
UNOS, I went to the [medical
center] chief of staff, I said,
‘Please, let me close the pro-
gram,’ and I was refused permis-
sion to close the program.

“I could have resigned and 1
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 | was responsible for that
were saving the lives of children
in Kansas.”

'Did Budig know?

Problems at the medical center
went far beyond Moran and Gol-
lub. They extended to the office of
former university Chancellor
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-
tween A:Pnl and July 1994, Budig
received four letters describing

- serious problems in the program.

Patients, but no transplants

The cbrrespondence included a -
Jure 1994 letter from Moran’'s
lawyer, who claimed that the

medical center had “refused to

confirm that its heart transplant

- program is. on inactive status,

thereby misleading the patients”
and violating its agreement with

UNOS. : o
‘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 firmly
that any period of inactivity ...
would be harmful to our [other] .
transplant programs,” the med-
ical staff chief said in a June 199
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
started running radio ads touting
its program.

“Our transplant programs for
the heart, liver, kidney and bone
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.” )
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, S5, 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 if his 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

nonprefit 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
told auditors that after initially
raising concerns about Hannah's
lack of experience, UNOS offi-
cials said they “wouldn’t object to
Dr. Hannah and would, as Dr.
Pierce said UNOS implied, ‘look
the other way.'

UNO§ officials have denied
that clkim. UNOS legal counsel
Cindy H. Sommers declined to
answer auditors’ questions about
whether UNOS. allowed Hannah
to operate, saying she “didn't
want to get-into a ‘he said, she

3 d'l ” N

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 com-.

ment for this story, performed his

first transplant at the university

on March 25, 1995. The “?auent.

was Robert W. Trent of

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 medicgl
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-
ing in a Richmond, Va,, suburb,
v said he didn’t recall making such
comments to the Kansas surgeon.
~ “] 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
certainly was not just stonewall-

ing to stonewall.”

ichita,

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 UNOS had no legal authority
tointercede. o

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

UNOS to monitor, investigate and
report to the government any in--
cident that *“jeopardizes the
health of waiting-list patients or
transplant recipients.”

Graham said UNOS was notin 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-

lantation, the agency that regu-
ates UNOS. Director Judith B.
Braslow asked UNOS to do a com-
puter run of all imes 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.

) P



“What'] was interested in pri-
marily was putting in place a sys-
tem so that the same thmng
wouldn’t happen a second time,”
she said. “ t's done is done.
The Kansas situation had come to
light and I thought our role
should be to ensure that this
- didn’t happen again. And so we
asked that it be referred to the
'[UNOS] membership and profes-
sionaé standards commuttee,
which it was.”

* The issue was not addressed by
the UNOS committee until last
June, when members voted to be-_
gin sending letters of inquiry:ta
any program that turned down 1Q
consecutive organ offers. As for
the sticky issue of what to tell pa-.
tients, the committee decided
that “inactive” programs should
inform their patients. - s

But the committee never dé~
cided how long a center could-g6
without performing transplants
before being considered inactivey
nor did it decide what to do about’
programs that were turning down
large numbers of organs for non:
medical reasons and not telling
their patients, : ‘e

UNOS President Dr. James)F;
Burdick said those issues were
“under careful study to de-
termine what might be done to
correctthem.” . = -

“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.... 0s
doesn’t take legal action against
transplant centers. In fact, UNOS
really doesn’t have the power to
cause any actual concrete nega-
tiveimpact. | . '

“UNOS’ punishment is really
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 wrong at
the University of Kansas Medical
Center. As a result, he doesn’t
~ foresee being a heart transplant
surf:onagam. : ot

... “Let me tell you: This is a dirty.
business,” said Moran, now a
cardiothoracic surgeon at Pint
County Memorial Hospital in
Greenville, N.C. “I don't cfo trans-
plants and ]I have no interest in
- ever being involved in transplan-
" tation -again. It- would have to
change.” ‘

+
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A CHRONOLOGY OF THE UNWERSITY OF KANSAS MEDICAL CENTER’S HEART TRANSPLANT PROGRAM L

THE
PROGRAM

SURGEON QUITS

Nov. 1. 1994 — Dr. Clay Beg-
gerly resigns, leaving Moran
as the hospital's only UNOS-
certified heart transplant

. surgeon, Moran Informs the

NOT ENOUGH EXPERIENCE

Jun. 24, 1995 ~ UNOS inforus the
hospital that Hannah does not
meel minimum experience e~

quirerments because he hias only o

done elght transplants.

H

- SURGEON

- SUSPENDED

" April 13. 1994 ~ Dr,
- Jon F. Moran. one of
" two heart transplant
. surgeons at the Uni-

» versity of Kansas

' Medical Center. Is

. suspended as chalr-

- man of the Depart-,
*ment of Cardiotho-

. racle Surgery afler he
- tefuses to do trans-

. plants due 10 Inade-'

. quate nursing staff.

PATIENTS

MISLED

June 24, 1994 ~ Mo-
ran's lawyer sends a
letter to university

Chancellor Gene A.

. Budigand others. In-

- forming them that the ~ BUDIG
hospital has been RESIGNS
“misleading” heart - Aug 1, 1994 ~ Budig
transplant pstlents by resigns as chancellor
refusing to tell themn to become president
the program Is inac- of baseballs Ameri- -
tve. can League.

1994
- A
- Apr.  May

il

J Jul, A Sept.
une .
—’&-

P e |

PIPORMANLE STEY MIPORY M

* Pt i W £
e o g Wodhoss Gt
S o

Mé
A CHARGE OF DECEPTION e
Sept 26, 1995 — A state audit of
the hospital's heart transplant pro- R
gram finds that doctors and nurses '~
decelved patlents by fatling to In- tht
form them mauhepmgmm was e
Inactive.

fi

gt

United Network for Organ . ] .
. Sharing the national organ NOT UP 10 MORE TURNDOWNS
g(emm databank, that neither STANDARDS PROGRAM May 31, 1995 - A UNOS report
- he nor Beggerly will be per- finds that ther heart
fi heﬂﬂ tr ¥ Feb. 21. 1995 - A SHUTS DOWN S nurmerous ather hea
¥ UNOS committee April 7, 1895 — The transplant centers have high non-
[ again Informs the hos-  hospital agrees (o medical tumdown rates. None of
- pltal that Hannah “voluntarlly” close lts  the centers are audited or ques-
NO SHUTDOWN does not meet certifl-  heart transplant pro- tioned aboul the findings.
Dec. 1, 1994 - Dr. George catlon criteria gram i ; !
E Plerce. the hospltal's REVEALING REPORT
UNOCS representalive, In- ! l ' May 7. 1995 ~ The Kansas Clty
- .forms UNOS ihat the univer- ' ‘ - Star reports that between May
.. Sity does nol want to close INTERVIEW REQUESTED 1994 and March 1995, the hospi-
the heart transpiant pro- March 3, 1995 — Hospital officials lat performed no heart transplants,
g@am and that It has hired request an Imterview with UNOS to turning down all 50 heart ol’fen to
Dr. Hamner Hannah to re- discuss Hannah's qualifications. its patlients. -
place Moran. . - l
1995
L I
Oct, Nov. Dec. Jan. Feb.

DIES June 30, 1994 — Emery D.

DIES Aug 6, 1994 — Adri-

DIES Feb. 4, 1995 — Gary
* K Bergmann. 61, of Pleasant

Day, a machinist and welder from anne Hart, 16, of St Joseph,
Topeka Kan, dies after recelvinga Mo, dies while being evalu-
heart transplant on May 1, 1994, ated for a heart transplant.
He is the last person (o be irans- "
g!gn:gg at the hospital untit March DIES Aug 17,1984

- Richard Miller. 81,

of Topeka, dies while

‘1 walting for a heart.

“THE
PATIENTS

A

DIES july 7, 1994 — Rob-

ert J. Weingart, 44, of Kan-
sas City. Kan._ dies while be-

' DIES Dec. 15, Hill, Mo, dies. His widow's af-
1994 - Wi- fidavit says his cardiologist
nifred E Hesse, told the Bergmanns In April
49, of Topeka, 1994 that Bergmann would
dies while wall-  be added to the waiting list
Ing for a donor Be nn dies never realiz-
heart ing he was not on the list.

1

DIES Feb. 15, 1995 — Rob-
ert M. Arsiaga, 47, of Kansas
City. Mo, dies while waiting
for a heart.

nt

Ing evaluated fora hean

b

B

DIES March 23, 1995 — Raymond
Price. 20, of King City, Mo, dies afier be-
ing sent home 1o walt for a new heart. He
was never on the waiting list.

i

DIES March 25, 1995 — Robert

W. Trent, 32, of Wichita, Kan. dies-
a few hours gfter Hannah, whose
UNOS certificatton is still unre-
solved, performs a heart tnmsplam
onhim

L]

SETTLEMENT FOR 1S PATIENTS -
Aug 29, 1996 — The hospitaland ~*
two medical foundatlons agres to
pay $265,000 In restitution. penal-, .
Les and fees. The settiement calls |
for payments of $11.000 10 15 pa-
tents or v.helr survivors.
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Doctor to patlent

Get out of here or
you’ll die waiting

prowde patients with information

Fourth of five articles

By JOAN MAZZOLINIL
TED WENDLING
and DAVE DAVIS

PLAIN DEALER REPORTERS

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 a cancerous 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 tosee if he 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 insurance 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-
tion rates and attempts by organ -
banks and transplant centers to .

keep locally donated organs, the
waiting time for an organ varies

dramatically depending on where

they are treated.

Hospital administrators are not
happy about Roberts telling pa-
tients to go elsewhere, he said.

_“The issue has to 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
liverin San Francisco in 1995 was
473 days — the longest in the
state and third longest in the
country. In contrast, the median

wait at one center in Los Angeles -

was just 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 1dea about the
long wait.

Most transplant doctors don’t

about waiting times. Roberts and

others say the -discrepancy in -

waiting times is .irrefutable evi-

i

!

dence that the nation’s organ allo-

cation system remains unfair and
that not everyone has an equal
chance of getting a donated or-
gan.

" And the disparity in waiting
times doesn’t pertain just to liv-
ers, but to all organs. For exam-
ple, 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 1'42 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
function of UNOS’ Organ Pro-

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
ayear,” said Dr. John J. Fung, di-
rector of the Jiver transplant pro-
gram at the University of Pitts-

- burgh.



“If anything is going to tell the
! public that, - hey, something "

doesn’t smell right, it's that kind
of disparity,” Fung said. “It
- jumpsoutatyou.” g

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 UNOS ‘last 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 public, 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 our
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 regmns of the

country.
“I'm afraid that if patients take

a look at the report 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 .

UNOS board.
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 UNQOS has
center-specific waiting time re-
ports, which The Plain Dealer ob-

‘tained under the Freeéom 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
there is no true national waiting
list for patients needing a lifesav-
ing 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 they
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
senously ill patlents need them

. elsewhere
" Few transplant ofﬁcmls advo- ]

cate a national system that would
establish a single national waiting
list that would ship organs cross-
country 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
dxsease :

times differ around nation

+



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-

grams, now a more

than $300 million-a-
~ year industry. The new allocanon
systemn provides organs to newly
. established programs that other-
wise wouldn't get them because
they generally have small wamng
lists and few seriously ill patients.

It also provides a source of lo-

-, pal 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 percentin-
crease.

. The allocation change had seri-
. .bus side effects for large centers.

“Those 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,'é 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,” Cnppm
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 S0
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
canserve.”

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, tointervene.

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-
Jocation 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, accordmg to

- UNOS data.”

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 Universiry :

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
Clxmc=s 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 of the country.”

In November, the UNOS board
voted to establish s;andardlzed



listing this year, modeled in part
* after Ohio's system.

But for the last 12 years in
Ohio, patients have been listed at
the same 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 panents

“Waiting time is net the gold

standard of equity,” said Dr. Ron-.

ald M. Ferguson, a liver trans-
plant surgeon at Ohio State Uni-
versity Hospital, “If you have too
few organs and too many pa-
tients, somebody is going to get
the . sncky end of the Popsicle
stick.”

Aside from the ethical argu--
ments for telling patients about.

the differénces 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 says, ‘Why didn’t you tell
me my mother could go and get
transplanted someplace else?”
We'll start being asked, and
rightly | s0, ‘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-
iting the Alabama center with his
wife, that he had been accepted
and placed on the list in Birming-
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
justwait.”

“I'm not ready to check out

T'ea anttan much talive fan @

"TRANSPLANT FACTS

- hospitals. .

For a kidney
For a heart
For a liver

Foralung

For a pancreas

For a heartflung :
For a iddney/pancreas

As of December 1996, 999
-patients were wai
organs at northeas

fo!
hio
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675
12
12

8 .
37

3
52

SQURCE: LifeBanc

- TRANSPLANT
FACTS .

1989 )
1990 .
1991

1992
1993
1994
1995
1996 [esLl

Annual number
of heart trans-
plants inthe US.

1.705

. 2108

2,125
2,171
2297
2.340
2434
2507

SOURCE:Miiliman & Rob-
ertson Inc. Brookfield
Wis. consulting actuaries -

FOR YOUR INFORMATION
Internet newsgroup on transplants

Information about transplants

is available on the Internet.

times, transplant costs, the nega-

- tive side effects of anti-rejection

If you have access to electronic
mail, the transplant newsgroup
provides a forum for organ trans-
plant recipients and donors, their
families and members of the
transplant community.

Recent toplcs include waiting

drugs and media coverage of

transplantatlon

To participate, send an e- mall :
message that states “SUB
TRNSPLNT (Your full name) to

listserv@wuvmd.wustl.edu.


mailto:listserv@wuvmd.wustl.edu

State’s policy:

Ohio org

ans for :

Ohioans first

© ByJOAN MAZZOLINI
PLAIN DEALER REPORTER

" If you die in Ohio, Ohio wants
your organs.

Preferably, for another Ohiocan.

. In what may be the ultimate act
of provincialism, the architects of
the national organ-distribution
network have created a system in
which local ownership rules.

Say, for instance, that a donor
heart becomes available in To-
ledo, but isn’t a match for a 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.”

QOhio 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 in 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. investiga-

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
centers, 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 contro} 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 &' 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.” X :

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
within 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 patient first.” -



 Staying
close
to home

a liver transplant patient shuns
~.a shorter wait to be at home

By JOAN MAZZOLINI

PLAIN DEALER REPORTER

OAKLAND, Calif - Like
many patients awaiting an organ
transplant, Karl Lindinger didn’t
know about the big differences

in waiting times among trans-.

plant centers. .

But after 18 months on Stan-
ford University Hospital’s liver
transplant list, Lindinger now

* knows that where you are

treated can have as much to do

~ with when you get a transplant
-as how sick you are.

Lindinger, 42, already has

waited twice as long as patients

at the University of California at
Los Angeles. And his two sepa-
rate insurance policies would al-
low him to go to out-of-state cen-
ters with even shorter waits.

But Lindinger said he feels

comfortable being closer to

home and with a staff he hasgot-

ten to know at Stanford.

“My doctors here are ex-
tremely good, and I feel very
confident about them,” Lin-

dinger said when asked why he .

doesn’t look into going to a cen-

" hospital.

ter with a shorter waiting time. -
“I don’t want tochange it.

“My gastroenterologist is a

doll. He’s so concerned about pa-
tient care before the money is-
sue comes in, which is really
nice to have.” '

Lindinger is a native of Aus-
tria. He lives in a low-rent apart-
ment he moved into after he be-
came too sick to continue -his
hotel manager’sjob.

He has no family nearby, but
many friends. Melba Ohl, a 74-

<. year-old friend from Illinois who

had planned to help him after
the transplant, came to Oakland
early because Lindinger’s health
had deteriorated.

Lindinger’s liver was damaged
by cirrhosis. He said his doctors
recently told him that the cirrho-
sis was caused by a non-viral
type of hepafitis. . .

His liver is three times its nor-
mal size. He takes megadoses of
medication that leave him barely
conscious, and internal bleeding
.and brain swelling have put him
in comas and in and out of the

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 14 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 abouta

year before he got anew 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 coma and
that’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

‘need to be close to friends and

family at home, many patients
put their faith in their local hos-
pitals and doctors. They don't

. ask many questions, afraid of the

answers,
“l don’t want to change,” he
said. “It's a gamble.” ge o

Pnotos ,and‘ Captaions intted‘
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NAITING 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 waiting time” is the mid-point in days
those patients waited 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 time could not be calculated. be.
cause fewer than 10 people joined the waiting list andfor the center did
not perform enough transplants for the waiting time to be statistically

St Elizabeth, Youngstown

significant. |
Ten shortest -Ten shortest :
Patients Median . : -
Hospital. City, State added walting time Hospltal. City, State « ' P:é:ie:;s waihtli;?tli?ne
1 Henrietta Egleston. Atlanta, GA 23 . 27 1 Harris Methodist, Fort Worth, TX 58 . '854
2 Medical City Dallas. Dallas, TX 25 28 2 Preshyterian-University, Pittsburgh, PA 2 79
3 St Louis Children's. St Louis, MO 28" 38 "3 Southwest Florida, Fort Myers, FL ‘37 114
4 Mercy . Des Moines. JA 12 48 4 Henrleua Egleston, Atlanta, GA 10 44
5 Jackson Memorial Miami, FL 44 51 § Oregon Health Sciences, Portland. OR 137 147
6 Loma Linda University, Loma Linda, CA 52 52 6 University, Lubbock TX - 13 . 154
7 Methodist. Houston. TX .~ 20 53 7 ‘Methodist, Lubbock, TX | 4 1625
8 UCSD. San Diego. CA 17 57 8 Jackson Memorial, Miami, FL 140 166
9 Cedars-Sinai. Los Angeles. CA a3 58 9 StJohn Tuisa OK 1 170
10 St Christopher. Philadelphia PA 18 59 10 University of Cmcmnaﬂ. Cincinnati, OH 42 174
Ten longest , Ten longest
99 Donald K. Sharp Memorial. San Diego. CA 27 408 109 Virginia Mason. Seattle. WA ue 750
100 Bapust Oklahoma City. OK 38 426 10 Francis Scott Key. Baltimore, MD 44 761
101 Loyola University. Maywood IL 33 © 430 1l Parkland Memorial, Dallas, TX ) 74 783
102 Presbyienan-University. Pittsburgh, PA 62 436 12 University of North Carolina Chapel Hill NC 59 810
103 Lutheran. Fort Wayne. IN 22 544 113 Mount Sinai New York NY 101 - 812
104 St Mary's. Rochester, MN 41 594 114 University of Pennsylvania. Philadelphia. PA 163 822
105 Emory University. Atlanta. GA 2 665 - 115 Northwestern Memorial, Chicago. IL 186 828
106 Allegheny General, Pittsburgh. PA 20 740 118 Lehigh Valley. Allentown. PA 38 838
107 Willis Knighton. Shreveport. LA 82 768 117 William Beaumont. Royal Oak. Ml ‘106 . 850
108 University of Minnesota Minneapolis, MN 31 815 118 Milton Hershey, Hershey, PA m 858
Others in Ohio , Others in Ohio :
32 University of Cincinnati, Cincinnati 33 122 14 Miami Valley, Dayton 28 204
41 Cleveland Clinic. Cleveland 128 148 19 Medical Coliege, Toledo 46 216
Children’s. Cincinnati | NA 25 Chnist Cinctnnati as 260
Medical Coltege of Ohio. Toledo 22 NA 62 Ohio State University. Columbus 276 431
Ohio State University, Columbus 20 NA Akron City. Akron 28 NA
Children's, Columbus _ 0 NA Children's. Cincinnatt 9 NA
: i . Children's, Columbus 1 " NA
Children's. Akron 1 NA
Cleveland Clinic. Cleveland . 142 NA
University Hospitals, Cleveland 126 NA
44




LIVER

Ten shortest
_ .| Patlents |- Median
Hospital, City. State : . .| ‘added | walting time
1 Tulane NewOdeans. LA~ . N AP ] . 8
2 University of Kansas, Kansas City, KS 1 - @0 . 21
. 8 Jewish, Louisville, KY , Y , 38
4 University, Newark NJ - 50 40
5 ° Children's, Dallas, TX B | 42
6 University of Wisconsin, Madison. wi wm ] 54
‘7 Jackson Memorial, Miaml, FL - 1..288  |. 84
8 Vanderbilt University, Nashviile, TN L | 71
9 " Henrietta Egleston, Atlants, GA 12 77
-10 ' Froedtert Memorial Lutheran, Milwaukee, W1 31 80
Ten longest , .
75 Methodist, Indianapolis IN ‘ . 34 385
76 Cleveland Clinic, Cleveland. OH /4 . 394
77 University of Michigan. Ann Arbor, M1 1182 1 401
78 University, Denver, CO u 408
79 Rush-Presbyterian/St Luke's Chicago,IL' .| - 186 . - 423
80 University, Cleveland OH ) 1 | 445
81 California Pacific, San Francisco, CA 1 V4 473
82 University of Maryland Baltimore MD - = | . 27 518 .
83 Johns Hopkins, Baltimore, MD S - 563 -
84 New England Organ Bank Centers® 307 648
Others in Ohio . :

‘| 20 Ohio State University, Columbus : 46 “104
26 Children's, Cincinnati- 15 132
58 University of Cincinnati, Cincinnaﬂ 43 258

Children's. Columbus 0 NA

*Includes combined figures for Children's, Boston. New England Deaconess. Boston.
Massachusetts General. Boston: and New England Medical Center, Boston.

LUNG
Ten shortest .
. | Putients Median |
Hospital, City. State - . : added walting time
1 Ochsner, New Orleans LA . ) 12 ’ 43
2 Children's, Philadelphla, PA 18 62
3 University of Alabama, Birmingham, AL - © 82 77
4 Vanderblit University, Nashville, TN 17 - 80
. 5 Medical University, Charleston, SC 12 29
€ University, Lexington, KY 38 n4
7 Shands, Gainesville FL. =~ - - : . 30 124
8 Methodist, Houston, TX ' 22 ©128
9 University of CA Davis. Sacramento, cA 12 - 1208
10 Temple Unlversity Philadelphia, PA 18 148
Ten ’
28 St Louis Children's, St Louts, MO : 49 408
29 UCLA. Los Angeles. CA . 37 o | 47
30 Duke University, Durham NC . 60 7 449°
31 University of Pennsylvania Philadelphia. PA B 4658 .
. 32 University of Virginia, Charlottesville, VA 28 528 °
33 Methodist, Indianapolis. IN - , 25 . 588
34 Bames, St Louis, MO - 125 680 -
35 University of North Carolina, Chapel HilL NC 50 - 182
38 University of Michigan, Ann Atbor, MI 44 ‘ 793
37 Presbyterian, New York NY A ] 801
Others in Ohlo :
22 Cleveland Clinic, Cleveland S 40 332

SOURCE: United Network for Organ Shartng o PLAIN DEALER
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PLAIN DEALER REPORTERS

-Patients who receive organ

transplants at so-cailed *“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 [iow-volume] centers 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 lives.” -
Hosenpud co-authored a study
that concluded that the risks of

mortality at one month and atone

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 Qctober 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-volume heart
centers is probably not as great as

- the number that could be saved

by eliminating low-volume liver
centers. Liver transplants require
greater technical ability on the
part of the surgical team.

A study sponsored by the Uni-

- 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
year would be saved. Ll

- “There 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
fransplant 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. 1, 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 centers ac-
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 first
year was higher on average for
low-volume centers than for high-
volume centers. For example:

v At low-volume heart trans-
lant centers, those averaging
ewer than nine transplants a

year, 24 percent of the patients
died within s 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.

percent of the patients died
within a year — an increase of S0
percent over the death rate of 10
percent at high-volume centers.

" The mortality rates for thelow- . .

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 volume 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 organ.

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
orlonger.

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-ris Elaxsients
— the odds of dying within one

. year ' remained  significantly -

greater at low-volume hospitals,
the Plain Dealer’s analysis
showed. * 4

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-
jungs, livers, kidneys, lungs and
pancreases. '



“Everyone ought to be aware

that volume. is an important is-
sue,” said Dr. Lawrence G. Hun-
sncker, co-author with Hosenpud
of the 1994 JAMA study and a
heart transplant cardiologist at
the University of lowa Hospital in
Towa City. Hunsicker is vice pres-
ident of the United Network for

Organ Sharing, the private, non- -

profit organization 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, all 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 transpiant pro-

grams has increased from 129 to -

166. -
“In principal, we would do bet-
ter with fewer centers,” Hun-
sicker added. *Buit you can’t use
volume as the only considera-
tion.”
.Among the other considera-
" tions are ensuring that patientsin
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
volume guidelines for hospitals to
receive Medicare reimbursement
for transplants. Heart and liver

~ centers must perform ar least 12
transplants a year, kidney centers
must perform at least 15, while
lung and heart-lung centers must

“doat least 10.

But many low-voiume 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-
rectly because our job is to make

things fair and work on centers

" that don'tdowell.” .

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 (,enter :
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-performing 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 natxonal average is 82
percent. -

“] 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

Jnumber of centers performing
transplants should be based first
- ondeath 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-

" ingis 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.

“Fof the 5 percent who know all
the statistics and know where |

- 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 Chmcs 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-
mal Il 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 ayear.

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 evalyation 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 tests, but that
~ doesn’tbotherher. -

. Lupo 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. Sowhen I

.heard the number 20, that just re-

inforced what 1 already knew —

- that there had to be some min-
-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

. average. number of procedures

performed by doctors, nurses and
technicians has long been consid-
ered a significant mdxcator of

; quahty



“As a physician, I strongly be-

lieve that the outcome does de--
pend upon how many times you
have performed a given proce-
dure,” said Dr. Peter Somanl,
Ohio’s- top health official.
“Therefore, volume is 1umpor-
tant.” ’ ) S
In addition to being the state di-
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 minimum,
we’ll automatically look at your

results in more detail,” Somani -

said. -
_The Ohio consortium has had
volume requirements for several
years, but it has no authority 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 public 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 Chio State
University were placed on proba-
tion in 1996 for failing to perform

enoﬁgh transﬁlants., ey

" The consortium requires heart

transplant programs to performa -
. minimum of 12 transplants a year -

" — the same number required by
the federal government to obtain

Medicare reimbursement.

-« ".According to consortium board

minutes, Dr. Thomas E. Walsh, a
goard membtlar and director of ge
eart transplant program at the

~ Medical College of Ohio, argued
against a volume requirement,

 saying, “There 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, ospital charges. and

readmissions.”

- Last-April, the,cbns;ortium ex-
tended the Medical 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

: e%pected the program to be taken
o

probation in 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,” Whlsh' said. “It
~ seems to me that because we have
. .a very 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-.

" - gram has struggled even . more to -
. meet the volume standard. The -

center performed 11 transplants
in 1995 and just seven in 1996.
Dr. P. David Myerowitz, direc-

. tor of OSU’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, .- o
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
prog’x;am’s probably conserva-

" tive,”
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Statlstlcal analys

By DAVE DAVIS

PLAIN DEALER REPORTER
Records of 55,990 organ trans-
plants performed over four years

- were analyzed for this story to de-
termine 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-

cords were available. Transplant

- patients were followed ‘through
. 1993.

Based on the average number
of transplants performed in a
year, centers were labeled elther
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-
formed just 16 percent of the total
organ transplants included in the
analysis.

The analysis showed that on
average, patients who underwent
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
transplants.

The records also were analyzed
to examine whether the increased

" rate of death was explained by

differences in patients and do-
nors, or whether a significant

is used most recent transplant data avaﬂable

portion of the increased rate
could be attributed to transplant
center volume. -

Even when a soplnstlcated sta~

‘tistical method was used to adjust

for differences in patient risk fac-
tors 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
.tnortality at one year.

The newspaper included the
overall experience of a center, as
expressed 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
‘match donor organs with waiting
patients. The information did not
reveal the names of donors or re-
cipients and is publicly available
by calling UNOS at 1-800-243-
6667.

The analysis was completed in
SPSS for Windows version 6.1.
The methodology for the analysis
was developed with guidance
from John Bare and Phlllp
Meyer.

Bare holds a doctorate in mass

communication research from

the University of North Carolina

‘and is a research consultant in
‘Chapel Hill, N.C. He helped de-

veloped the statistical methods
used in numerous stories pub-
lished by U.S. News & World Re-
port and other news organiza-
tions. ‘
Meyer is the nght Professor
of Journalism at the University of
North Carolina and the auther of

. five books, including “The New

Precision Journalism.” He is a pi-
oneer in the use of computers and
social science research methods
in journalism. '

Photos and Captions Omitted



'.‘  DEATH RATES BY TYPE OF ORGAN

For. each type of organ txansplant. the death rate durlng
" the first year was always higher for Iow-volume centers.
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EE * ORGAN TRANSPLANT cmmzns IN THE UNITED STATES

WAITING TIMES & MORTALITY RATES

This chart lisfs med!an walting times, one-year mortallty rates and vol-
ume for the nation’s transplant centers, based on information compiled by
the United Network for Orzan Sharing The median waiting time figure Is In
days and is based on data from either 1994 or 1995. The mortality rate is
for all transplants performed at a center over a four-year period beginning
in October 1987 Volume shows the average annual number of transplants -
at that center during those same four years, Although the figures listed
below are the most recent available, patients may be able to obtain cun‘vent

informatlon from mdividual centers. ) .
P SO '- e -—f-"—"'—"‘ .
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FL - Tampa General Tampa 314 T1 128 NJ 45063 21
FL  Shands Teaching ‘Gainesville 451 62 133 N ~NA 84 49
GA  Henrletta Egleston Atanta 44 40 13 © NM : 461 45 39
GA EmoryU. Atlanta 42 35 W7 NM 468 121723
GA Medical College Of Georgla .\umss!a NA 41 67 N , 47584 8
GA  Pledmont . 34058 - .66 - NV 417 37 .7
Hl St Francis Honoiulu NA 65 27 N 53642 .60
IA  lowa Methodist DesMoines 436 21" 12~ NY . NA 58 §
A U.Of lowa lowaClty . 33350 75 NY . NA 80 25
1A Mercy Hospltal DesMotnes NA 162 10 NY, NA 57 53
IL  Childrens Memrl Chlmgo NA 20 13 - NY . NA S2 77
. IL LoyolaU. - : “NA 42 ' 49 NY-. | 654 1227712
IL Memr Spnngﬂeld 33282 12 NY 249668 45
L Northwestern Memnri Chicago . 828 82 .37 NY "NA 34 75
IL . Rush-Presby-St Luke's Chicago 37087 716 NY 812 47 39
IL St Francis Peoria S ast 81 22 NY NA 85. 853
IL  U.Of Chicago Chicago NA 62 92 NY 58341 3]
IL U.Of llinots Chicago “NA 57 54 NY .'NA 58 17
IL  Hines VA ‘ Hines NA 00 - 1 NY NA 100 5
IN  Methodist : Indianapolis. 419 24 52 NY. - 414 103 . 32
. IN Indiana U. . Indianapolis 476 37 102 NY 727 48, .35
KS' St Francis ‘Wichita - 273 57 38 OH NA 48 27
KS U.Of Kansas KansasClty 457 66, 30 OH NA 00 . 3
KY. Loutsvile . NA 77 = 62 OH. 'NA 57" 80"
- KY NA 63 4 OH NA 81 10
KY ...215 80 ST OH < 218 85742
LA _TI0 124 2 OH -3
LA 138839 - 40 ‘OH
LA SBaptist . . NA 53 5 OH
L'-: Wm@u S 5301 32 18 - -8g
Loutsiana State U~ Shreveport . NA 64 24 )
LA Tume C 7 NewOrleans<208 49 36 OH -
. 21

Willis Knighton  Shreveport . 584 75



Lehigh Valley -
Presby-U.
PA St Christopher For Chﬂdm
PA  Thomas Jefferson U.
PA TempleU.
PA U.Of Penna
PR Auxilio Mutuo
SC  Medical U.
) Ertanger .

TN Johnson City
TN Lebonheur Chﬂdrens
™ VA
TN Centennial IPariMew
TN St Thomas
TN U.Of Tennessee
© TN U.Of Tennessee,
TN Vanderbilt
TX Brackenridge
TX "UTHSC at San Antonio
TX Childrens
TX Harris Methodist
TX Hermann :
TX St Luke’s Episcopal
TX San Antonio Regional
TX U Of Texas
TX University
TX Methodist
TX Methodist
TX'  Methodist
TX Parkland Memrl
TX Sierra .
TX Texas Children's
TX Baylor U.
TX East Texas
TX Wilford Halt
UT Latter-Day Saints
UT U.Of Uwah
VA Henrico Doctors

VA Medical College Of Va.
‘VA  Sentara Norfolk General
VA UofWa

VT Mefiical Center Of Vermont Burlington NA 139‘

WA  Children's
WA  Sacred Heart
WA Swedish
WA University
WA Va Mason
WI  Children's Of Wisconsin
W1 Froedtert Memrl Luthm
Wl U Of Wisconsin
WV Charleston Area
WV West Va U

- Austin .
San Antonfo 427 100

230 105

Memphis
Nashville

Dallas 210 85
FortWorth 54 20
Houston - NA 75
Houston ~ 33379
San Antonio 611 58 -
Galveston 344 65
Lubbock 154 5.1

Lubbock 163 00
Dalias 315 4.1
Houston 466 3.6
Dallas = 763 52

* El Paso 368 0.0
Houston =~ 188 45
Dalias . 378 71
Tyler = 227 28

Lackiand AFB 345 7.2
Salt Lake City 360 118
Sat Lake City 328 4.7
Richmond NA 42

" Richmond NA 42
Norfolk 657 868 -

* Charlottesville 388 4.3
Seattie 'NA 40
Spolkane = 183 79
Seattle NA 75
Seattle NA 46 .
Seattle 758 73

Miwaukee = NA 48
Milwaukee 725 73

Madison 754 29°

Charleston NA 88

Morgantown 666 4.7
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St Louis Children's
) St Louis U
iU.OfMMppl

UOfNonthmlkm

. Newark Beth Israel
_Cleveland Clinic -

'Children’s
Childrens
Temple U.

Medical U. -

- Baptist Memri-
.Vanderbilt

UTHSC at San Antonto

San Antonio Regional -

Methodist
St. Paul

Baylor

,‘ uedseawonegoofva e
. McGureVA .

Uofva -
Sacred Heart -
U

- John L. Doyne .

U. of Wisconsti -

* NA 375
. 273 433

363 348
‘417 333

#1239 NAY
NA" 571

- 598 00~

"NA 273 .
CC NA 222 .

. NA 333
- 82 NA

" NA 500
© 80 00 7M.

371 58
269 00
NA 333
130 NA

-~

NA 778

z»~mz-oah¢¢

szézh.

124 NA

274 400 .
282 NA

P
)

NA 250
NA 800
233 00
14 1000
43 500
NA 500
NA 286

RO B

i

n's}Nu—nN—uN.“_\x

=P

793 300

NA 333
366 184 -
690 236
408 538°
NA 286
NA 687
449 NA |
762 167
347 NA |
801 36.1
332 435

o
- e

NQQQQM

BE®

b4
=
[ LAt

NeRR

e
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NA 187

148 NA
99 ‘NA

- X
.av.;»;z-

N

817 358 13

*'NA 100011

126 432 6 . -

"NA 1000 1:!

180 750 2 ;-

L NA.0D -1}

NA 00 3
NA 100017
528 300 S5 -

“NA 250 8.

246 NA NA®

155 00 - 2 -

182 500 1 .-
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- U.OfCalifornia .~ -
 U. of Callf. Davis
Stanford U.

-+ U.Of Dlinots

PANCREAS -

U.of Alabama

California Pacific -

UCLA .
Presby/St. Lukes
Georgetown U.

Washington
Jackson Memil
U.Of lowa

U. Of Chicago

Indiana U.

St. Francis
Jewish

Ochsner -

U. Of Maryland
Beth Israel

New England Deaconess
Massachusetts General
Henry Ford .

U. of Michigan
Rochester Methodist

U. Of Minnesota

St Louis U.

Duke U. -
Bishop Clarkson Memrl
Montefiore

Cleveland Clinic

Ohio State

U. Of Cincinnat

“University

Oregon Health Sciences
Albert Einstein
Allegheny General

Penn St/Hershey

U. Of Penna.

Medical U.

Centennial [Parkview

U. Of Tennessee
Vanderbtit

U. Of Texas

Methodist

Methodist

Parldand Memsi
Wilford Hall

Later-Day Saints

U.of Vo

University .
Froedtert Memrl. Luthrn.
U. Of Wisconsin

Nashville

Nashville
Galveston

Lackiand AFB
Salt Lake City
Charlottesville

Milwaukee

‘Madison

181 112 49"
"NA 59
" NA 58712

‘NA 42 2¢

. NA .500 1 ..

NA 83 4,
29076 33
NA 105 §
NA 50 10

NA 67 5

NA 1.1 1+

NA 400 3. -
NA 00 3 .

NA 25 10

80 11 9.

NA 00 3
NA 130 15,
NA 176 6
NA, 81 B!
NA OO 7
NA 154 7"
NA 81 6.
NA 273 4
NA 174 12
NA 53 5
NA 36 W’
NA 78 10
NA 43 41

HEART-LUNG

Wl U.Of Wisconsin

IX- Bajler . : Dallas NA 10002

VA . Medical College Of Va. . . Richmond NA 250 1

VA McGuire VA . Richmond NA 10001

VA YofVa - Charlottesvile NA 1000 2
Madisorn

Al

R



