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'; : LETTERS OF SUPPORT FROM CONGRESS 
; " " ':,., . 

Representative Henry A. Waxman (D-CA-29) 

and Representative John D. Dingell (D-MI-16) 

Senator Edward M. Kennedy (D-llfA) 

and Representative Joseph M. Moakley (D-1\fA-9) 

Representative Mike Doyle (D-PA-IS) 
· .. . Representative Phil English (R-PA-21) 


Representative Martin Frost (D;TX-24) 


Representative James C, Greenwood (R-PA-S) 


Representative Frank Mascara (D-PA-20) 


Representative John P. Murtha (D-PA-12) 


Representative William J. Coyne (D-PA-14) 

, 
.' Representative Alan B. Mollohan (D-WV-I) 

" , ..', 	 Senator John D. Rockefeller IV (D-WV) 

Senator Rick Santorum (R-PA) 

Senator Arlen Specter (R-PA) 

':"::. 
· '" 	 NANCY GRAN!!;SE CIRl'C Pw­;' ':, 
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HOGAN & HARTSON L.L,P, 
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TbeH~ IlooDaE._ 
S<ueta<y ofl!t.1llh aud HUlllOX' Se::vi<:es 
))epatittlCal ofRealth miHmPan ~ 
200 ~A,,,,,,,,- S.w, 
Wosbingtoo. D.C. 20202 

We waD110 (;Ofl~' !"...m ~:n&i:he~k1bca:ppmach you hDetakx:n 
_ytQW:lfdjmpl~a""'iomlpolicyfura!Tooatir.,oflmman_thatis""",;_ 

wiI!t tile ~aM goals oftbe Nati_ Org;m T...,p"'" At:tofl984. ~ 
~~wille Depa:=nofEoallhaod_S<:rvi=Ia>t_provided"" 
C5V]Ifia1 OJllXAmnil)' farp:tttic:tpatioo bya l:road spectrtml ofi.lkitt$1ed pa:tties: ia the proass of 
:=ingd!i< ~ importaJn polioy.,, 

Both poh!iclnput Knda~~roh:utbeN>timJalOtg,m~ 
andT~_~""'~w1ho_ ~1br::__ 

clearly~me """"""1 ofBeall!> andHlml:m Scnia:s with1belmSborilylO "'" an"I'P''''''- pohlicproc:c;;:s. iIxbxtingn~ II> """"_"""_pa!irnts Knd 
fnnilies, ~aud~""""""_procoR2ll<!lt ...ga"imlian5, 1br::naionoI 
notwutk. aM olh= dl:rect!y affected wthis policy Knd 10_tmifJ:Irm ODd ~ 
~ wbicl> ~ the __ofthepub1,ie.aa= Ihc_. Yom:~_gs 
"'" a firs szeP in ~ that the pl!ljmal policy-..ill a<:a>nplishitsmostimpot_ ~­
~ of"'ll""" !O ~whose INes depeI>l em it. 
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'1anittd ~mtm ~mlltc 
COMMIn!e ON LASOA AND 

"<}MAN ~ESOURCE! 

WASHINGTON', DC ao51H300 

Pebrulll)' 26, 1997 

The Honofabl. Donna E. Sbaiaia 
Secret&IY ofHealth and Human Sorvicea 
Department of Health and Human SeMces 
100 lndeJlClldeae6 Avenue. S,W, 
Washington, DC W..oz 

,De., Secrellll')' SbaJala, 

We cammend you and !be ~ for :vour-1IJ'PIO'ICb I"ww .... uring.
national polior for allocation ofhUIIWI organs ihat is consislttll wilb tho toq~ IlIId goals of 
the Natlomd O<gaD T1'lIIISpllmI AllI of 1984, The pUblIc IlIf:C1iDgs cOll'Vlllled by lbe Department of 
Health and Human Services In Oei:ember gIn I ("oad ~m of intmsIed patties an effective 
opportunity to p:u!icipalll in !he pnx:w of seIIiIIg Ibis cnlically important poIiey., 

The Act CllruiollS 1!tOng public input iDd a leadl!l1lllp role for !he National~1lII 
Procurement and TmnsnJantation NetwotlcconltaCtor. However.lile statu.. also y giveslbe 
Secretary ofHealth iuld'Human Services !he autborlly 10 use an appIopriate pUblic process. 
including rulomllkinl!. to cnSlIII' \lIIiform and oquitahlo applieallon of!he policy and proteCt !be 
interests of !hepublic, 

Wblk: il is difticull to secure COtISOIlSU. among patients, famiIlcs. phy.",i_. Irllll.!plant 
cent..... organ procuremetlt ~iOllJ, !he OP'IN and od>m directly affccIed by tbiI policy. we 
must all walk togelher to develop !be best policy and ~ Ibe best inl«e$ts of tho public. Your 
public meetings are' a fitst step iu assuring lhatlbe niUlOnai pOlicy will accomplish its most 
JIl'IpulWIl obje.:livo . availability oforgaDJl to patienta who<ellves dc:pend on it. 

We urge you \() proeeed !OWlrd conclusiOJl of this prllCO$I .. expeditiously .. pOSSible, 
keeping in miod botlllbe importance of tho aanona! tIOtwatk in poI",y development and !he 
effective implementatinn of !he public's ru:ed and rigbI. \() be inVolved iDd protected. 

We appreciate your line wmk end look fnrward to wolking with you in tht: futllll' on till. 
lssue, 
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COMMI'TT1E.E ON ~ongreS'S' of tiJe mnitell $tates s., fin.. A¥lHWIV\ITEAANS' AFFAtR$ 
~orr."A1SJ:t:tji)OU$t ot l\tprtlltntatibes ,41l)~ 

I 
De<:ember 13. .1996 

The HQoorabJe Philip R. Lee, M.D: 
Assistant Secreacry for Health 
U.S. Department OfHcalm and Human Se(yices,
200 Independence Avenue, SW, 
Washington, D.C. 20201 

Dear Dr. Lee; . 
I 

I am writing [Ofexpress my concerns regarding recent changes in the medical criteria f.or liver 
allocation as passed by the United Network for Organ Sharing (UNOS) which are due to take 
effect January 20, 1997, 

While I am end,uraged by the ~ppurrunit)' for public comment tbis weel<, I am astonished that 
the U.S. Department of Health and Human Services has not exercised its requisite authority 
over liver allocation to date_ ft is vital for the U.S. Department of Health and Human Services 
to not ooly set ptoper guidelines for UNOS+ but to intemify lIS supervision and review of such 
a federal contraCtor,,, , 

Clearly. any federal contractor should not be in the position of soley determining federal 

policy, Jet alone policy of such magnitude. It is my belief that our nallOn'S Jiver anocation 

policy should properly be anived at by the U,S. Department of Health and HUIT'.an Services 

after receiving substantial pUblic comment. 


i 
It is my understanding that the: U's_ Department of Health and Human Services is expected to 
issue a long overdue allocation role in early February of 1997. It is my hope that this rule VJill 
concentrate on ~ving as tn.a!!y patient fives as possible and use patient needs as the standard 
for a nationalliyer allocation policy that should bring a new measure of fairness and equity to 
the: allocation process. 

Thank you in adVatlce fo: your arcention to this mos[ irrrporta.nt rr.arter. 

Sincerely. I 

I 

!:.:.P:;~ 
Member of Congress 

http:irrrporta.nt
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The Honorable Philip R. Lee, M.D. , ~m m-1QO!i. 

Assistant Secretary tor Health 
U.S. Department ofHealth and Human Smices 

200 Independence Avenue, S.W. 

Washington, DC 20201 


Dear Dr. Lee, 

I wanted to contact you 10 share my",ews on the issue ofmedical criteria :for liver 
allocation. 1 realize the deadline for comment was December 13, however, Jv.-as unable to 
address this issue until now. I hope you will accept my views however outda:ed. 

As you k."lOW, recent changes in the medical criteria for liver allocation passed by the 
United Network for Organ Sharing (UNOS), the government transplant contr<K:tor. have 
intensified the national debate over to whom a Scarte national resource should be given and who 
should detcru:tine the policy. I believe that patient needs and benefit should be the standards for a 
national alloCation policy. Patients who are critically ill in neN of a transplant pray the policy 
w1JI work for! them. 

.,~ 

I 

The ::-lational Organ Trnnsplant Act of 1984 (NOTA) stared ille inl<DIlon ofCongress to 
create a nauouallist and DaLonal system to t'ns\ll't equity and falmess for tl:.e patients of America 
needing orgin, transplants, The legislative'history a.t the time the law was passed, a ~neral 
Notiee from .the IX:partmeIll in the December 18, 1989, Federal Regisu!f, the Notice ofProposed 
Rulemakingiin the September 8.1994, Federal Regisler, and the various }louse and Setlllte 

, . 	 NOTA Reau!horizztion bills specifically or implicitly refer to the regulatory and oversight roles 
of ilie Department of Health and Human Services over trnnsplantation policy, 

I support t.i1e public~private pa."1nership between the federal government and the 
professtonai transpJant community set forth in NOTA as the appropria.te mechaoism for 
developing tra'1.Splant policy. 

The, Board of liNOS recently provided itseollective judgement on the rnedieal criteria for 
allocation, : I agree vvith the plan of the DepartmCllt ofHea1th and Human Services to conduct 
publlc hearings ar.d to issue an allocation rule incorporating these medit:al ctitcrla accoroing to 
the Department's view ofwhat would most benefit the patieniS ofAmerica. 

?{:::"... 
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I urge flie Department to select an allocation policy that win save as many patient lives as 
possible, equalizing their waiti.n& times, and transplant sicker patients b<:fore less ill patients. 
Thank you for your consideration of~se views. 

:Phil Englisb 
Memb<:r of Coogress 
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MARTIN FROSTl 
J4th Dbtrict, T_ , 

flUlES~! 

i 

~~ of tbt Wnittb ~tattf 
JlOIIIIt of iUprmmtatibm 

~1qtw.lDC: 20515 

March 13.1991 

The HOIlDt8b1e Donna SbaIaIa 
Sectecuy 
J)epartmmJt of HcaItb aDd Human Services 
200 ~ Ave.• S.W. 
Washlogton, D.C. 20201 , 
Dear Madame Sectecuy: 

I 

I am writing to urge you 10 exercise your authority 10 est!.bIish an equitable 
nal.ional system for the allocation and distribution of Inunan 0!j!lUIS for ttansplaoIation 
which will best serve this naI.ion's citizens, based on medlcal necessily. 

As I urulersIand it, !be cw:rent aIIocaIion poIky. CSlablish<d by the HHS 
contractor. Unill!d Network for Otgan Sharing (UNOS) gives primaq to Iocali.on 
regionally and Ibm finally naIionaIly. ' This policy does not guannree !bat the palieulll 
with !he gt1laleSt medical need receive organs. Instead. an individual who is in less 
need may x=ive an organ. while olben, in more din: medieaI need, wait, simply 
because <?f geography. , ' 

~ to a recent series of anic!es in !he ~ Plainllealm:. !he 
median waiting times for a liver transplam <:an vary from as 18 to as IIWl)' as 648 
days. depe!lding on which transplant _ waiting list a palinot is on. This appealS 
to run contnu:y to the mandate in !he National Otgan Transplam Act of 1984 which 
directed !hal a system be eslaibJlsbecl to assure !hal all citizens !lave equal _ to 
transplants. regardless of wbm:e they live or where they choose to be transplamed. 

Of equal concern are !be naI.ion's sc:rviccmen and veII:IaIlS. Active aervi<:emen 
are limi1ed to San Antonio. Texas and Washington D,C, for transplants. Ve_ 
are lboiled to PortiaDd. Oregon and Piusbu!gh. Permsylvania fur transplants. 
Because of !he current geographic based system. they are thus severely disadvantaged 
in their waiting times. 

FootYfortl\, TX 161&0 
o lO2O i.E. t.oop 120 

~1)~1 

1'" all lOt,. 

we II neff 0f'fII%l 
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I eocou.rage HIlS aoollid adopt a system 10 mapdm tile broadest po85ible 
sbaring of livers. with as equilable distribution of waiIlng times as possible. The 
organ allocation S}'SICm should serve tile """"" of paIicDIlI taIher than tile didaIcs of 
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!'O'JlUCO'<O"I'IV EDUCATION" f~.II\iING February II, 1997 

"'1\0 lIfHO~ LEARNiNG 


The Honorahle Philip R" Lee. M"D" 

Assistant Secretary for Health 

U,S, Department of Health and Human Services 

200 Independence Avenue, SW 

Washington, DC 20201 


i
Dear Dr. Lee: 

As a Membei of the Pennsylvania Congressional delegation. I join with many of my colleagues 
who have already expressed their views with you regarding recent changes in the medical criteria 
for liver allocation. I realize the deadline for comment was December 13, and hope that you will 
accept my vie:ws however .outdated. 

i 
I am concemed with the recent changes in the medica1 criteria for 1iver allocation passed by the 
United Network for Organ Sharing (UNOS)" While the UNOS Board has submitted its plan. it is 
the Department of Health and Human Services which should set organ allocation policy. That 
policy should serve the interests and needs of the patients first. I urge the Department ofHealth 
and Human Services to exercise its role as the proper federal authority to set iiver allocation 
policy over that of a private comractOL, 

I 
The policy should be one that saves the most lives. most effectively equalizes waiting times for 
organs. and transplants sicker patients before less iJI patients. Given that Pe!lJlsylvania is home 
to several notable transplant centers, I strongly urge the Depanment to select an allocation poUcy 
accordingly" t. 

Thank you for your consideration of these views, Please keep me apprised ofyour intentions. as. 
I have many constituents whose lives are riding on your decision to improve upon the "new" 
allocation process, 

Sincerely, 
, 

I 


Jim Greenwood 
Member of Congress 
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Philip R. Lee, MD.. 
, .' '.:; '.:Assistant Secretmy For Health 


He.'Ilth and Hunutn Smiees 

Hubert B. Humphrey Building 


. . 200 Ind<pendence AV<nUe S.W. 

Washington, D.C. 20201 


Dear Doctor Lee: 

As a Memb~T ofthe PennsyIYania Congressional delegation, I wish to share l11)' 'ficw. 
with you regarding an issue C1fthe greatest importance to the Univmhy of Pittsburp ~c;al 
Center. ' 

Recent chang.sin th~ medical criteria fur liver an';""tion p.osed by the Unit<!! ~rl: 
for Organ Sharing (t,'NOS), the go.-ernment hensplant <onmctor, have intensified the !l!!tioruU 
debate over to whom 11 sC;U<;C national resource should be given. and who should detemUn~ the 
policy. I ~li,eve that patients needs and benefit should be the standards fur a national' ~calion' 
policy. Pati<inlS who are critically ill and in need ofa trliIlSplant certainly pray the poUw will 
work for them. 

! 
Th,Nalional Organ Transplant Act ofl984 (NOTA) (Public Law 98-507) ~ the 

intention ofCongress to create II national list and natiornU system to' cmsure equity a~ ~ess 
for the patients of America needing organ transpiants. The legislative hinory.at the ~ the law 
was pas,e<l! a General Nono. frarn the Depaitmiru in th._December 18, 1989 FederqI R.gister, 
and Notice;ofRuJe P~oposcd Rulemaking in the September 18, 1994 Fede.ral &gi~, an4 the 
various House and Senate NOTA reauthorization bills specifically or implicitly refer t.Q the 
regu!atory and oversight roles ofthe Department ofHeafth and Human Services: OvtS 

transplantation policy, 

1 support the public-private partnership between the F&ieral government and ~ 
professional transplant (;OrrIDlunity ~ for.h in NOTA as the appropriate m«:hanism fQr 
developing transplant pou.;;y. 

----~--.----::==:=---'---~~-~-DiST'RICT omcrs ,_w. _.l 
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" 
The BoOrd ofUNOS re<:ently provided itJ wnedive judgment en lhe medico! ~ lOr 

allocation. I agree wilh the plan of\he Department ofH..Jth and HIlIlIllIl Services to ~<t 
public hearings and \0 issue an all_non rule incorporating these medical criteria """'l'f!ii!/IIO 

. the Department's view ofwhat would benefit the patients ofAmerica. . 

I urge the Department 10 ,ele<:! an allocation policywhich will save as many p~ ... 
possible, equalize their waiting times, and trnnsplant "<ker p1Itiems before I... ill p.ti~. 
Thank you for ,Your consideration of my views, ' ' , . 

Ill, 

c;..,:I!!~I':_","••~~c:~~ 
Frank Mucara - " >... 
Member ofCongr.., 

FM:brnl 
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December 13, 1996 


The Honorable Philip R. Lee, M.D. 

Assistant Secretary for Health 

U.S. Dep.r1rr\ent OfHealth and Human Services 

200 Independence Ave SW 

Washington, D.C. 20201 


Dear Dr. Lee: 

I am writing but of. concern over the recent changes made in the criteria for liver transplal"it 
allocation by the United Network for Organ Sharing (UNOS) and the anticipated issuance of an 
allocation rule by the Department of Health and Human Services early next year. 

Vihiie the UNOS Board has submitted its plan, it is the Departme~t ofHealth and Human Services 
who should se~ organ allocation policy, That policy should serve the interests and needs of the 
patients first I ~herefare urge the Department ofHealth and Human Services to exercise its role as 
the proper federal authority to set liver allocation policy over that of a private contractor. The poiicy 
sho'JId be One that saves the most lives, most effectively equalizes waiting times for transplants and 
allocates organs according to level of medical urgency of the patient's need for a transplant. . 

Thank you for y.our consideration in this matter. 

Sinc.erely. 

cS
;-e:.,-p {Y\~ 

JO PMURTHA , 

ONGRESSMAN 

lPM:dt 
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l/Congress of tijt mnittb i>tlltes 
~OUll't of l\eprell'entlltibtll' 
~ington, tnllt 20515-3814 

December 12, 1996 

The Honorable Philip R. Lee, M.D. 
Assistant Seoretary for Health 
U.S. Department of Health and Hwnan Services 
200 Independence Avenue, S.W, 
Wasrungton, D.C, 20201 

I 
I 

Dear Dr. Lee: ' 

. I wish to share my views with you regarding an issue of great importance. Recent 
changes in the medical criteria for liver allocation passed by the United Network for Organ 
Sharing (UNOS). the government transplant contractor, have intensified the national debate over 

- to whom a scarce national resource should be given and who should determine the allocation 
policy. I believe that patient needs and benefit should be of paramount concern in our COlllltry'S 

organ allocatiop polley, . 

The National Organ Transplant Act of 1984 (NOTA)(PL 98.507) set forth the intention 
of the Congres~ to create a national system to ensure equity and fairness for the patients of 
America needing organ transplants. The legislative history at the time the law was passed, 
including a Ge,neral Notice from the Department in the December 18. 1989 Federal Register. the 
Notice of Proposed Rulernaking in the September 8,1994 Federal Register, and the various 
House and Senate NOTA Reauthorization bills specifically or implicitly refer to the regulatory 
and oversight roles of the Department of Health and Human Services over transplantation policy. 

I support the public·private partnership between the federal government and the 

professional transplant community set forth in NOTA as the appropriate mechanism for 

developing transplant policy. Further, I agree with the Department ofHealth and Human 

Services' plan ~o conduct public hearini?s and then to issue an alJoca.tion regulation that 

incorporates UNOS' medlcal criteria for aUocation along with the Department' s view of what 

will most benefit the patients of America ' 
, 
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The Honorable Philip R. Lee, M.D. 

Decernber12,1996 

Pag.Two . . 


I strongly urge the Department to select an allocation policy thai will save as "'lilly' 
patient lives as possible, equalize their waiting times for organs, and transplant sicker potien .. 
before less m4

patients, Thank you for your consideration oftbese views. . 
. 

With all best wishes. I am, 

Sincerely. 

ot~9·ar-

William J. Coyne 
Member ofCongress 

W]C;ar 
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'l'hII I!Dllb....ble J:l..,..... •• 9baJ.al.. 
sltC'...eary , 

D8jJ&I:'tme.x:r.t:: of Health ud HUman Servta•• 

200 Iw1ep~ee AvecNlif, h 

KOCll! &15 ,. 
W.....ht...ton. IIC 2030.. 

I 
, 

Dear Sec~.tary Sbalala, 

I want to tek. th" opportWdty to D:aqn:ell. :oty r.::onr:arn .;i.t!':> 
tn. policy tee~tly adapte4 ~ tho un1••~ Baovork fat O~an 
SUr:!.,,!! (1IJIIl$) regar41n!J ...t1.....u live. a.lloe"U"". l>Jo .. member 
of tn. ~ou.e Vate~ana ACf.ira ApprOpr1.t1~GS B~~c~tt••t =~ 
p~rt!cul.rly cone_mad yith hoW this pol,C1 affects Vo~a~•., 

AIt' Y"" may luIov. VU....."., are partJ.=lulr ~cu<l by I:ho 
CUZ-reftt:. pol1c:y I' a. tl:aaB8 izl Deed. of a Uvar tl:'1lAaplamt. Us 
l~t.d to OAly two traas.plant lacilitl••• oaa loaate4 1: 
Pl.tt.bu=gb. P""""ylvania IIJIl! tM "tner ;'Q ""..I;land. onW"'" They
have no ot.luIr cptiQlO,l. With the proli.ter&tLoll cf Ml)P thatl 1.00 
8$1.1. regional t2:~l.l!Lnt Celst.,,!, t.h1a .lUI. that cht!ro llorl! 
:t!awer orgac. a.vailul.e far Vatcrllne io need ot t:r:auplal1ts. MlUi), 
Vate~4na are ~ the aick8l~ patient.. ~ ~u4ar the ourrent 
UNQS po.1oy. many Veterans will nee4lea.1Y cont1nue to 41. While 
Waiting tor a li~r. 

In 1914, CODlro4# paaQe4 the Kationa1 Organ T~An3pl.at Act 
(NOTAl in ,,<dar t~ e<aata .. ~.icaal list and cabloc.l ay••om 
thilt .ali fair and equ1ta.blll!li to Uo,. it:. uad aC erg-an 
t_pl""t.. _r IIO'rJl clio t/epar:tllllat of Heel. th II:Q4 HUIIIIm 
GeNie•• va_ t .. nav.. an 1~a1 rol.. izt l\eVel"l>1eg 0: ...d"""l 
t .."""pl";"t policy "" ....11 ... cornop_'ng .._1.."1,,,,,•. 

1'h. pr........ 1ll/OS policy,. ""fair alII'I ..i..s.1re.td And 
eClt&8vqwintly 811oU.14 be .reeuadfte4. Tna palter ,laoes ~i="l 
a.a4 local iZU:,QrflBtJl ever the ~ of the nat =1. 111'*. ,cr 

. ~. thaa. naaon., % urge the ttaparbnOtlt:. of liaalt::h a= Human SIIVieu 
to 'oeue f~ rule an liver all"cat1oa Loeorpo~atini tbe ~.4icol 
criteria utabl1eh.ul ~ tho a~.n Pn01l_t and 'l'h....plln.ation 
If••vcrl< (Onlfl. 

~ alloeatiQQ,po1icf ~. ~.i.aa .~eg pa.t1en.e' live. 
by Q4U&llaing patient wo.t1ns t1mat. &e4 .11ov1Ug Sickel patien~. 

http:utabl1eh.ul
http:811oU.14
http:T~An3pl.at
http:nee4lea.1Y
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to Z'eca1'V11 tzacsplUlt.a ;before 1 ••$' ill patier:ua. t. tu .uplliiJrior 
to II policy ""eel .ole],;y .n l_pA.l.C _~I;:I....... 

'I'IIaJIk )'W (Dr YOU" ..tt....ti..11 co tJIl,. _tClH:, u4 1'1..... cIc 
Qot haai••le ,. CCntaet DO 1f X ~ ptov~ add1cional 
infc:oatien in tbia, ragar4. 



TO 9637S':llB P.B2/B2 

!1nittd plDtt8 ~rnatt 
WASHINGTON'.DC2061[J..C,8Q2 

Man:b 12, 1997 

, . 
k "",king minority memlJer of tile Subcomml_ on Health ear.. of tile SeMre 


r""""", Cornmi_ and tile Senat_ Vet...... Affairs Committee, I am writing in support of 

your decision to conduct a review of our eum:nt policy govcnling tile allocation of human 

organs under: tile National Organ Transplant Act (NOTA) of 1984. 


The 1984 Transplant Act recognized uniform fedeal regula!ion _tile best way to 
. e1imioatc the poteDlial for bias and fil"'"rilism in tile allocation of""""'" life saving organs. 
To that end, tlaIional policy is suppose<! to """"'" equal at:=s to ttaIISplants to all citizens of 
similar bcalth sIaIIlS, ~ of _lIIcy live. The cum:nt gooJ!l'll!lhi<: based alloco,ion 
Sjlstem does not _ to meet that ttst. As 1._ i~ tile mediAn waiting lime for 
liver ttaIISplants can vary from OS few as 18 to OS many as 648 days, depending on which 
transplant wailing lllIt • pillion! is on. Some difference in wailing periods based on location is 
probebly unavoidable, but • disparity of tILis Ill8(lDitudc obviously ........ besic questions of 
fundamental fairness. 

Mo=ver, .inoc __ arc <Ulm1Ily timand to only two ttaIISplOllt centers, they arc 
particnlarly disadvantaged by tile curreoI geogl'llphi<: based system and do not beve the ability 
to "~shop.• 

• 
The statute gives you the authority to employ rulcmaking to ensure uniform and 


equitable application of the policy. 


I urge you to proceed as expeditiously as poWble and look forward to working with 

you on this matter. 


rty 
' 

J;J~~kereIl", IV 

. 
The Hooorable Donna E. Sbelala 
S""'"""Y 
Department of HcnIth and Human Setviceo 
200 lodependcncc Avenue, SW 
Washington. D.C. 20201 

** TOTR.. PfljE. rt:l2 ** 



RICK SANi"ORt)M 
• .' PtONt..«;Y\.IIANIA 

,w" 
JOIOI'T ICONOM/t:llnitnl ~mtr.s ~rnQI! 

""" WASHtNGTON. OC 4051l>-3SD4 

W-224.fi32:4 

January 3D, 1997 

, 
The Honorable Donna Shalala 
Secretary 
U.S~ Depa~menc of Health and ~an 'services 
200 Independence Aven~eJ SW 
washing~on, DC 20201 . 

, 
Pear Secietary Shalala! 

In a lett~= dated December ~31 ~996. I wrote to Ms~ Judith 
Braslow of the Health Resources and Services Administration 
expres$i~g ~y st~ong 'interest in being kept informed about ~~e 
liver alloca~,cn ~egulatory process underway in the Department cf 
Health ar-d Human services., 

, iI ~~~te as a follow up to reiterate cry support fer the oversisnt 
1:01-:5 of the Department in setting national transplant poliC'j I,
based O~ t~e public-private pa=tnership o! ~rlS and the OPTN. 
Cnce medical crit~ria for allocation have been established by the 
OP':'N--as E.'J.t:norizec in the }Jational Organ Transplant Act--and 
~ith input fro~ tr~~splant pati~t$# I believe the Department 
s~oulc take a much greater role in liver, allocation policy 
maki~g , 

I 
Fo'!:' some time, r have been concerned with the allocation policy 
UNOS est:ac:ished in l~gl--·I..-:cere livers are first distribucec 
cownwa=d t=ough ':.he S'Catl.:s :.structure locally. seco=d ;::';eSionally,,
and f::":!el:'y on a national basi.s. This·policy has. failed to 
ensure €l.::1 c.cequate supply of livers to patie:1ts with the g:::-eatest. 
medical neec} rega=dless of where they are locatec. I u~de=stanc 
·t:ha'C wait.:icg" times vary greatly, from 21. days in K<.i.!"lsas, to 200 
in PenSsylv~ia, to 600 days in ~~$sachusetts. Very few pol~cies 
directly control the life and death of Ar.terican citizens, as does 
che al'locacion policy, 7he. cur;rent policy, developed by a 
pr:"vate crsanization, lit.erally determines which lJz,tients will 
l~ve and. die. HU'lia:l organs .a:::e too p:::ecious and scarce iii. h1.:.man 

Imf.,.......n; ~~r®n:1tor!l1l"I,J"~.flau"lJOv 

WORU"l WIOE Wi.;;r. hc(:l1/W;IYW.$"eM:t.I,lOYf.......;,~of\!m 
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, '-" "­e, 

resource to be allocated by a private contractor without 
government oversight of the policy. 

I also am 'concerned with decisions' tru,;"iJNos 'Board made in 
November 1396. Specifically, ONOS announced plana to transfer 
patients Jith lang~standing, chronic liver problems from Status 
One to St~tus·TWo. effective January 2Q. The rationale behind 
this polic'y is reportedly to allocate available livers to those 
patients with the best chance for long-term survival~ based on 
the assumption that acute patients enjoy significantly better 
survival r1ates frcm transplantl versus chronic patients. I 
understand t h~weverf that acute patients have only a ~o percent 
higher survival rate than chronic patients. I believe that a 10 
p$xcent difference in survival rates may not justify a policy 
restricting access to livers for those most in'nee:dw Nor is the 
~O percent' threshold consistent w:'th other UNOS policies: to cite 
just one e~amplef female heart-l~~g transplant patients have a lS 
percent better Gurvwival ra~e than males, yet UNO$ coes not 
allocate organs accordingly_ 

The reports I have receivec regarding the patient and family 
testimony :at the recent HHS hearings reinforcee the conce:r:os 
~xpressed above, I hope that the Oepartment will strongly 
consider cl:ei,r. testimony when deciding on a liver allocation 
policy, Ttank you for you~ consideration. 

cc: M:. Jcdith B~aslow 
EES/Social Security Liaison Office 
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RICK SANTORUM 
PENNSVLVANIA ARM,(O $OI"I(;lS 

AGI\1COlTlJiI£ 

mJ'.E$ 

JOIIiF lCON(lMIC <)ftnitoi ~mt(5 ~rnate AGING 

wASHING10N. DC 2051(}'3804 

202-224-6324 

December 13, 1996 

Ms. JudithiBraslow . 

Director of Transplant Division
,
U.S. Depar~ment of Health and Human Services 

200 Independence Ave. SW
, 
Washington; DC 2020l 

IDear Ms. Braslow,
I 

I understaAd the Department of Health and Human Services is 
currently bonducting public hearings and accepting public 
co~~ents r~garding liver allocation policy as established by the 
United Network of Orean Sharing {ONOS)., ",, 
The 	Nation~l Organ Tra!;,splant Act of 1994 (NOTA) created a system 
to ensure '~quity in allocation for patients needing organ 
transpla~ts. I recognize that the regulatory and oversight roles 
of the Dep~rcment of Health and Human Services over 
transplantatio~ policy has been referenced in past legislative 
actions, such as ~OTA ::eauthorization bills. I support the 
public-priyate partnership between HHS and UNQS set forth in NOTA 
as the apP!opriate mechanism for developing transplant policy., , " 
Given that! Penr.sylvar.ia is home to several notable transplant 
centers, I~, would like to stay ~breast of the situation. Please 
keep me apprised of these proceedings and any policy adjust:t',ents 
that may resul:. Additio~allYI in light of my ongoing interest 
in this is.sue, I look forward to actively pa:=-ticipacing in future 
NOTA ::eauthorization and congressional oversight. 

,, 
Thank you for keeping me informed on the progress of the hearings, 
and 	any policy determinations regarding liver allocation. 

I 

Sin:erely, 

, 
Rick SantorumI 

cc: 	RES/Social Security United States Senate 
Liaison Office 

1"l1'l':"NET: sDnS1or@samorum.senata.gov 
WOAlO W~O~ WES: hupJIwww,,'S.enate.f,jov!-tantofUffi 

mailto:sDnS1or@samorum.senata.gov
http:Penr.sylvar.ia


02/07/fJ1 1~:37 I ~Z02 2t4 l360 SEN L~HRS APPRQP 

nl>nM!n. ......... ..._;<-.. 
, 
.."sou_ 

~ 

nu.O~ _~'''' ......~..UT_ 
~"'-'" tttOV<. I'U"'f"'~AI;I& _.. """"" ...~...... 
m{".oo",~a.""W"'~1CO [_Jf~. to<Jl.l.h<lL lO<1t't~ 
n<>"'lOO'l<t!~I'._,"'~'" '.Tl\RJ< 1. U .......H""""Nf 

1 .... ~. CO")'I;I'<. W...,~,~(\.V!< ~_fl~U""""U 

..."". ft ~........"".~'" "'... X ...fY
"'n:><_Iftl.L"""""'....ttI_.......~I,"""'U_ ..........."".,... 'Boited ~mtr.s ~mgtc

~Ot.. .1tQ,fI',~.... ,,-- .......... " .."'...."'- ...........""" 


_~..,.M~~"..J!JOO ..~I~_"....·_ COMMITTEE 0101 APPflOPRIATlQNS
MI,ftT '."_f'"f. 1It_ '·'..~""L-a"....

·~''''_T, __1.,. .... _.n~"L't>O.C...1>'\ ..a$H WASHINGTON, DC 20S11)..oo25 
l."MT ~....", "'...... 1 ..",.tI(I"""~ ""'";><~'~'.H~ 
t.M>O< , ....<:;tI!'W • ..,".... t.u.:....~ _"".'0..........._-

AAY.M.n ....."«...CN.;U...~ 

~ 11MI< '- <:QII1';tl'. n ....H ..t~.
_l... fN_... """"........ 'T__~t"" 


February 7, 1997 


, 
Philip R. Lee, M.D. 

Assistant Secretary for Health and Scien;;e 

U.S. Department, of Health and Hwnan S(:TVjces 
200 Independence Avenue. SW 

, Wasbington, DC 20101 

Dear Dr. Lee: 

l'he Univ,ersity of PiHsburgh Medical Center remains deeply ~oncerned aOOi,;.T current 
policies on liver 'tra.-lsplant allocation. UPMC believes that the new policy implemented 
January 20, 1997, by the United Network for Organ Sharing significantly reduces the 
opportunity for ~ wider distribution of O!'gans. I W1l1e:stand that you, prior to yoer departure 
from the department, are \veig.hing the medical evidence and oilier major factors to determL1e 
whether the current policy ough~ to be changed. 1 strongly urge you to carefuUy weigh the 
points lhvt UPMC have raised iT. the depilrtment's public hearing at NIH. Because of the 
utmost importance or saving as many lives as feasible, I believe UPMC's CO(lcems deserve n 
comprehensive consideration. 

1 wish you wel! as you return to private tife. 

My b¢SL'
I 

, 

(J;;k 
Arlen Specter 
Chairman, Subcorruninee On labor, Health and 

Huma.i Services, Education at:d Reiated Ager:cks 
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BA1'10a HEALTH CM! SYSTEM 

Feb"""" 20, 1991 

!loo~ Po"""]:.Jr" FA"e.H.G. 
?tnh:lenc 

Se<telatY DOMa Shalala 
Department of Health and Human Resource. 
200 Independence Ave,. g,W, 
Suite 615 Fl 
Washington, D,C, 2020\ 

•
1 

D,ar Seeret",-y Shalala: 
I 
•1 am fOTVIarding to you Scopy ofan opinion editorial on the need for change b the current 

organ aUoeation system ",nn,. by Go,... a, Klintrnalm. M, D,,, the director ofme Baylor 
institute of Transpltu'lt8.tion Sdences. The opinion editorial is to be published in the Austin 
American Statesman in the ne)tt few days. I wanted you to hav!: this because Dr. 
Klint.rr.airr. has clearly anic'Jiated an issue that desperately needs your attentioa and 
support for change. 

I know your staff has been working on developing new guidelines for allocating livers in 
the C'nited States and on what the role of the United Network fO'r Orga."l Sharing wiU be in 
sening futu~e policies. I wanted to take this opportunity to go on record with yOlJ as a 
strong proponent for change in the current system and to urge you and your staff to remain 
steadfast in' pursuing what is right fer pa::ients. 

, 
Organs are r a national re50uree and should be di$l:ibute~ as such. Patients in need of a 
liver, or any organ, should have an equal chance of receiving that organ no matter where 
they chose ,to go for care, The current allocation system is directly opposed to this 
principle Ilnd had been promulgated by A group ofindividuab whose self"interest should 
aUfomatically eltmir.ate them from participating in such a decision. 

1 don't want tl.) belabor t.,is lssue because 1know you have been inuf!~~ted by opirJons on 
the organ allocation system and I am in lolal agreement with the enclosed editorial. I hope 
you wilI have time to review it. It is lmpons.nt to me that you know where 1 stand 
persone,lly.e.r.d tr.a,t you. be aware that Baylor is ftnnly in support of your decision to 
intervene and correct what is fundamentally flawed, Yours is not an easy task in the face 
'ofthe presSure being placed On HHS to maintain the $tatus quo, but I am confident tha.t you 
and your staffwill see wough the rhetoric and posturing to the r~al Issue of how to 
distribute orgam to those in most netd, 

3lX G''''f<.lll Avrn,,,, Olll:a. T«(u 1$146 
l:lH}lSz'::.nH Pn:llHHHQ,.789\ 

http:l:lH}lSz'::.nH
http:lmpons.nt
http:Po"""]:.Jr
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, 
We ale all ~ppredatiye of your attention to this problem and admire your cotl.,vageousness 
in bringing resQlution to the controversy .. 

Sinc:erely, 

fr~~, 9 
Boone Powell, Jr, 
President and CEO 
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February 26, 1997 

Dear Transplant Recipient:, 
As • liver transplant patient you should know that the Departm""t ofHealth' and Human 
Services held public hearings in December to discuss the issue oforgan alloclrtion in the 
United States. I testified at those hearings advocating a more fair and equitable allocation 
system for tnnsplant patients on the waiting fist, 

, 
Today, th<: system of allocating organs in the United States ignores patients' needs. 
Every transp1ant patient on th~ waiting list deserves a fair chance at receiving an organ 
regardless ofwhere medical care is sought Unfortunately, because of the cwrent system. 
patients inevitably ha¥e to choose betwet:n a transplant center such as Baylor) a transplant 
center with extensive experience, expertise and exccUcnt results, and So transplant center 
where organs ate quickly available but medical tate less well delivered. 

Enclosed is an editorial 1submitted to the Austin Amel'ican..srateS17fan explaining my 
opin,ion on the C1.lITently allocation system and an explanation ofhow it can be fIXed. An 
opinion from the Department of Health and Human Setvices is expected in mid~March 
1997. If you would like to voice your opm:ons or concerns rcga."l'ling the orgao allocation 
system., please 'Write to Secretary Donna Shala1a, Department ofHcatth and Hu.'1tatl 
Ser'lieu, at 200 IndqJCOOence Ave., SW. Suite 615F~ Washington. DC. 2010L , . --I/ /' ' 

" .. ¥: /,
SmC5K!Y, ~// I 
/ /'~'---; 

~ t C:;"':k->/~P't..".., 
Go :in dnrmalri, M,D" Ph.D, 
Chairman. Baylor Institute ror Transpiantation Sciences, 

Enclosure, 
, 
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THE OltGA1'1 ALLOCATION SYSTEM ••• IN NEED OF CHANGE 
I by Goron KllnfmDlm, M.D.• Ph. D. 

Transplant patients are dying needlessly due to die current way organs are allocated in 

the United States, I have patients needing liver-transplants who have been on the waiting list for 

more than one year. They could bave sought treatment in Shreveport or Houston where their 

waiting times wOuld have been substantially shorter a"",rding to published Statisti<s; but in'tead 

they chose 11 tras:sphmt center with eittensive experienee~ expertise and consistent, successful 

results, And because of the complex, unfair organ allocation system they continue waiting. 
I 

Why does this inequity exist, and why should we be concerned about it? The current 

sys~em of alloctlting organs for transplantation ignores patients' needs; however this system is 

fixable, Currently, transplant organs are "o'.\ncd" by transplant tenters within se1f~scrving 
I . 

geographical boundaries without considering where the patients go to be treated, In oilier words,, 

the availability of these organs depends on where treatment is sought rather than. how badly or 

where the organ is needed. 

This controversial issue poses two difficult questions for the patient with a complex and 

deadly disease ltl need of a transplant: 1) Is my priority to choose a transplant center where 

organs are quickly available? or 2) do I choose a transplant center where th~ health care and 
,, 

transplant expertise is supericr?, , 
White receiving an organ quickly eases the 3.1udety cfwaiting, the issue of quaJity 

medicaJ care and experience is a matter oflife or death. Out of 113 liver transpiant tentm 



•• 

• 

nationwide, 25 of the largest eenters (less than one quarter) perform 60 percent: of an liver 

transplants, while half perform fewer than 12 transplants a year. The death rate at these smaUer 
• I 

centers is 2.4 ukes higher than at the 25 larger centers with experience., 
The fact is patients should not have to choose. between the availability oforgans and 

quality medical caret yet they are forced tQ do so evary day. For example, at Baylor, where I am 

the director of t}ansplantatiotl sciences, our waiting list fur Uver transplants mak~ up half ofaU 
• 

the people in Te,.. and Oklahoma who wait for .Iiv.... Yetundertheemrentsystem, these 

patients h.ve access to only one-third of the available.organs.. The remaining twu-thirds of all 

the liven donated for tr.IIlspla.~ts in T.... and Oklahoma fin' go to center.; with fewe, patients 

awaiting transplants. 
I 

The ideal soiution would be to have enough organs for every patient in need; however,
I 

because this is not the current siruation, changes must he made to revamp the organ allocation 

system to focus on patients. No matter how we structure the allocation system, patients will die 
, 
, 

due to lack of or'gans. In this situation we must demand equal waiting time foi every patient. 

Every patient should have the same ehance to :receive a life-saving organ regardless of where 

they wait for transplant ~- Dallasl Houston, Shr~epQrt or Oklahoma City. 

In December \996, the Department of Health and Human Services held public hearings 

that addressed th~ p"roblems ofpatlel1t need and organ a1locatioQ. During those hearings,
I 

patients and publi.c representatives asked for a change in the system. Several transplant 

surgeons, including myself, advocated a new regional system that would send a donated organ to 

the patient in the'grutest need, within a reasonable distance from the donor hospital., 



·. ," 
Such a 'system 'WOuld eUminate the patienes agonizing choice between availabtHty of 

• i , . 
organs and quality of medical care. What', morc, it would provide fol' a more equitable , 

distribution oforgans~ so that people whose lives d~nd on transplants don!t die waiting, while 

in neighboring cities less acutely mpatients are receiving transplantS within shorter periods of 

time. 

An opinion from the Department ofHealth and Human Services is expected in rnid-

March 1997. It is within their power to resln!erure the system 3ndlor make recommendation, to 
I 

Congress that 1,gislatorn would be certmn to heed, 
I 

Ifyou lvcmld like to WJice opinions or t:rmcems regt.trdh1g the organ allocotion ~stem, pitase 
"";,e 10 Secretary Dormo Shalom, Departmenl ofHealth and Human S<rvices, 01 200 . 
lmi2pendence Ave., SW; Suite 615F, Washington. DC,,2020J. 



. 
, • ,HOWARD UNlVERSfIT HOSPITAL HOWARD UNIVERSITY COLLEGE OF MEDICINE 

Clive 0" Callend¢:. "1.D_ :F.A.C.S. 
Lasalle O. Leffall, k. PtofCSlCr of Surgery 
Chairman, ~pa:tmmt of SuIgety 
I)iu::etor, TraMplant Center 
, January 21, 1997 

SlItgeolt-ln-Chief 
HQWIUU Univt:f$ity HQSpil~1 

Washing'lon, D,c. 20060 
(202) 865.1441 

FAX; (202) g~5396 

The Honorable Donna Shalaia 
Secretary 
U,S, Department ofHealth and Human Services 
615F Hubert H Humphrey Building 
200 Independence Avenue, S,W, 
Washington, D,C 20201 

I 
Dear Secretary"Shalala: 

J\;:thO'Jgh I have written to you recently on the issue ofliver allocation (public testimony and 
written comments, December 11, 1996), I feel oompeUed to write to you again in 'light of the 

, opposition to'Department rule-making by sOme of my transplant colleagues, 
I 

Over the years. through my participation in the OPTN and in my efforts to promote tr,tnspiant 
objectives in the minority community, I have long held the views that OPTN policies require input 
from several: sources: the expertise of transplant professionals; the perspeetives of candidates, 
recipients, and their futnilies: and the significant ilr...olvement ofthe Department of Health and Human 
Services. 

My transplant col;eagues ha~ already provided their professional judgment in the 
estabbsruuent ofmedical criteria as the law provides, Although contrary to the OPTN contractor's 
vieVJ'S, the members of the patient community e;(pressed their strong support at the DHHS hearings 
for a different ~d fairer system that would allocate organs to the patients in greatest need; regardJess 
oftheir location. A broader sharir.g oforgans as was suggested in Part E on page 2 ofmy testimony 
is likely to result in a faire:- allocation of organs and was echoed by many of the patient witnesses. 
Reasonably broader sharing can be achieved by allocating organs Erst to the local sta.tus 1 and 2 
p;n:ents and then to Status 1 and 2 patients nationally, before going to less sick patients. This type 
ofallocation vJould preserve and elevate the medical urgency of patients and not lose the local reward 
to local dono~s. As 1 said in my testimony at the hearing: "".the new policy which goes into effect 
January 20, disadvantages the largest segment of liver patients .._who have acute exacerbatioas of 
chronic liver disease which is remediab[e only by performing emergency or urgent liver transplant ... 
this new policy, also, affects the poverty stricken minority populations who see the doctor very late 
in their disease, and if they are refened for liver transpiantation will likely be in the category of 
patients with aCute exacerbation of chronic illnesses and an urgent need for transplantation," The fact 
that such a la:rge proportion or candidates win be disadvantaged by the liver allocation changes 
approved in November by tbe UNOS Board. to me, is a. dear indication that the process currently 
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used by the OPTN can be improved upon. A di1ferent perspective is often desirabIe especially the 
perspective presented by our patients and other users or potential users ofour services. Your office's 
ovet'Sight and panicipation in the final policy making in.this allocation matter are critical. , 	 . 

I also mentioned in my testimony that the Dep~ should "". assist UNOS in its policy 
making and ,.. help it make the fairest decision and when it needs help to provide it in a way that best 
meets our nationsl needs". The needs oftransplant candidates nationally wilt be best served by the 
department's modification of the liver allocation changes approved by the UNOS Board. 

I, now'therefore urge )'W and )'OIJT Departmental staff to provide theleadersrup on the over 
allocation policy that will protect the interests 9f aU transplant QJlwtiales and meet their needs for 
a fair, accessible system. 

I wcuid be happy to discuss these issues further with you and you• .staff should you desire it. 
I -	 . 

Sim.:erely, 

/. /J ___ /1/' b' 
~~ 2). ~-,e<---/1V 

Clive O. Calle~der, M.D., F.A.C.S. 


. 	LaSalle D. Leffali. Jr. Professor . 

Chrunnan, Dep'artment of Surgery
,. 
COCI1sp 

Enclosure: pg. 2-3 of Testimony 
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this is not evident. African Americans comprise 12% of the 
American, population and 35' of ESlU) transplant wai tine; 11:3ts 
because they have 2 - 4 times more ESRD than Caucasians. On liver 
transplant waiting lists African American rarely account for more 
than.lO' it should be ~ore than 20\. I believe this'lower number 
is because of a nQreen ~creen· which means that if one does not 
have the fiscal resources one will' never get on the transplant 
waiting list. The physician will not refer this patient for liver 
transplant because of a lack of resources and many hospitals cannot 
afford to transplar.t such patients. They therefore die without 
being given the option of transplantation. This accounts for why 
the celebrity appears to get "fayored ·treatmentlt and why the 

, minority cotn."llunities do not believe the system is Itfair u ~ tt is 
not the allocation scheme in this instance which is unfair but the 
global society, which cpposes the raising of taxes to make health 
care a r.J.allt for alL r request DtiHS to look: into this great 
inequity which we must strategize to overcome as vigorously as we 
attack. al11 other obstacles to successful t.ransplantation. 

C The: new poliCY -"hich" goes into effect January 20, 1997 
disadvantages the ':'arqest segment:· of li¥er patients - those like 
Morgan Wooten. Goverr.ot' casey# and tnany others who have acute 
exacerbations of chronlC liver disease which is remediable only by 
perforrr.ing emergency or urgent liver transplantation. " 

o - this ·new pelicy also affects the poverty strickent r.linority 
populations who see :he doctor very late in their disease and 1f 
they are referred for :iver transplantation will likely be in the 
category of patients with acute exacerbations, of chronic illnesses 
and in urgent need !or transplantation. This includes the 
substance abuse patients - who when rehabilita~ed want to live too! 

E - I favor a modification of the University of Pittsburgh Medical 
Center's algorith.'n which would offer an a.vailable liver to patients 
on the local list, ·....ho are the old status 1 and 2 and then to 
status 1 'and :2 nati:Jr:a.!.:'y and 'then 3 and 4 locally and then to' 
status :3 and 4 natior:.ally. This presumes the old status 1 - 7: 
classification is p~eserved and elevates the importance of medical 
urgency for all categDries of patients without losing the local 
reward to local donors which I believe is ir:rportant to not intihit 
the altruistic local donors. My co~unity presentations and the 
feedback, received suggests this is an iI:',portant~'sti::tuli to local 
o~qan donation. Liver allocation has become a mediagenic issue and 
what is decided here will have a trerr,endous influence on the number 
one (ll problem in transplantation today - the shortage of dQnQrs~ 
It is important therefore to e~phasize that. which is fairest to 
all groups is that which must be done. 

, I 

2 


!,-,':.'.~: ',.,'11:.; 
. .. :~·.,r;;"';'·":"'··. ~" ... ,,' ". 

http:Goverr.ot


Olf23/97 THU 17~.6 FlU- ZUL lni~ :t.,)~O 

• 
" 

, 

• 

! welcome Lhe ~ calling these public hearing to help us all 
do the right thing. The riqht thing in the case of live)" 
allocation is to assist IJNOS in its policy making and to help it ­
make the 'fairest decision and when it needs help to provide ic in 
a way that best meets our national need. This should not be to 
bully UNOS but to give good and appropriate Qxersig:l:!t! ':,,':'~~::~, 

'. 	 , .....~:~,. 
Finally, the closer we get to an equitable allocation syst'u 

the loud~r we can speak when we go into the community to educate 
and emp0,":,er in order :'0 maximize community participation in ail 
aspects of transplantaOon especially organ and tissue donation';' 

'".t$'\"'i: 

II -	 Donation of organs and tissues for ,transplantation. 

.....!I, i The major :~pedi~entS to organ donation are: , .\-;~); 
Inequ~:able organ allocationIl. 	 ·:tJ'(~ 

, ......'11'7•.~' 
2, Subopt!~al use of the community as a change agent

fer c!',;an :issue donation and transplantation. "'f':::;,;" 
. -J.T/:.:.;~;::' 

1.3_ 	 Lack :;: cpti~iz.ation of community input at 'all' 
levels ot problem resolution, research and resource 
allocat:on. "j;;;' '., ,,-!t~ 

'~2" 
4 • 	 Lack of :=ansplantation awareness. "",;:!-/" ' 

'5. 	 Relig::;~s ~yths and mispercep~ions. 

Distr~s: == the health care system and health care 
profess:.onal s . 

i. 	 Fears :hac signing donor cards will lead 'to 
premat~:e declaration of death. 

e ~ 	 :nadeq:,J.a~e emphasis on behavior modificet'ion 
towa:ds ;-,eal th promotion and disease prevention 
along :...'1 tr. b.creasing donor card signing ~ family 
discussiO:1S and giving or-gan/tissues in' life and 
after death. 

9. 	 Lack of adequate use of recipients, donors, 
transplant candidates as cQ~~unity messengers. 

3 
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University 
of NabraskB. 
Medical Cef\ter 

NsbtasJ<a's HeB/Ih ScIi!rlce Qo1IN 

Man:h 18, 1997 

The HonOtllllle DeM3 E. ShaIaIa 
5ecretary of HeaIIh and Human ServIces 
Department of Health and Human S8M<z$ 
200 Independence AYellue. S.W. 
Wahlnglcn, D.C. 20202 

Dear Secretary Snalala: 

ThiQ letter Is 10 fOlloW-Up on your meeting of Man:h 8, 19l11. will1 senator Robert Kerrey of 
Nebraska. At 1I1is meeHng. the Senator elCpreucd COncem$ "'Ijatdlng the current sYstem of 
hum.n donor lIVer dlstributiQn in the UnilBd Stale!!. 

I WIluld like to bring to YOlJf .ttention.lh~ letter of February 18, 1997, which was !lenllo yOlJ by 
Dr. Alan N, Longn... Chief ofTran.p,.""'tion Surgery, and Maroho MOrien, Auociate Hospital 
Director of the Unl\ll!l'$lIy of Neb.....ka Medical Cen18r•. ThIs letter deafly ertleula!e$ our "",cem 
with regard to Ser:OOn 3.0 of the Sylaws of the untted Network for Organ Sharing (1.JNOS). This . 
policy requII¢II. patients 10 be listed allhe Organ PfOeIlremenl OrgenimUon (OPO) cantraded 
to the llansprant center Iha1l1l1S been ~Ieeted by the pallen!, refen'ing physlelan, or inSUIlWle 
company. Th.. pelicy farces an OPO to dellller its p~mary ""Nice 10 the local llanaplanlallcn 
center ralher lhen 10 the population of residenlll in their IOea! area whO .no candidates lor 
!lansplantation. ' . 
. ,
I urge you and your .talllo become !eedem for change that win bring about a system ilia! wla 
be better fur patienls. I 1m In agreementwiII1 a new SVIlttm that would I!!low a patient_ltiJlg 
organ trnnsplanlalion 10 be Usled with !heir local OPO regardless of the transplenllltion center 
a••lsned \Q the pallen! More in!onnalion abcu! hOW a new interpMalion of Qltieting UNOS 
Bylaws could make thaI happen 11 outlined in the atlaclJad letter. 

I believe that the Depariment of Heaill1 and Human Se!vi= ha.ltre authority fot oversight of 
the Organ Procurement TflInsplanlallan Notworlc and has the authO!!lY 10 interpret UNOS 
Bylaws, 

You, attention to tIll.lUue I~ am.Uy appreciated. 

Sincerely. 7 
J()..; tl. .;..,1--­


W9iam O. !!/~t:Ph.O. 

Chancellor 
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February 111, 1997 

, 
Tho Hanorable Donna I!. Shalola 

SBCI'IIt"'V at Heillth and Hwmen services 

Ilepartmom: ot HuIth and Human S.rvi••• 

200 Inde".._ AV9I1U8. S.W. 
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Deal S"''''''IIY Shalel., 

The pur,pD3C of ttJl$ fll'&t8f is to (.quest an imorp"nJtDtfon by the Department of Haafth 
.nd Hum"n Services at section 3.0 of the Bylaws 01 the Urtltad Not_ fo, 0'0.... 
Sharing. Sec:tfon 3.0 pqlie:ies apply ~ the allocaupn of orpos for transplantation.

I ' 
In this ••"'I.n of me bylaws, It stat•• that It 10 tho poliCY of UNOS to e"""""'go 
eooPltCIiI'dW wotk:ine nr!JI'dQrt5hlps wtthIn and amort" OPOls to M,nte me b~t Interest!! 
ot transplallt patients. We bEiaya that 'the cur'vnt irrrerprftation of this "oricy that 
requIres petients to b. N$teG at the OPO contracted W the trBnsplant center fOfC~ 
an OPO to dllilJe, It! primary Hf\I!.:e to me Joeal tn:1'ulplent#lion centers rather thon 
to thf;: popuffllon <tf residents In their ICHOII sra9 who are c:endidatea: fOr 
....tIIpi~ion • . 
We propo~ to your 4tdmtnlatratlgn, an lnterprata1!Dn of exIsting UNQS Bytawl IIInd 
poliev '!hat could .lIow far .ho dller:! lin..ge of waltln~ 'KlplanlS la OlU."" .""II.bItt 
(lIgardJOS 01 thalr chosen or assiQrlld transplantation clottlr location, Tha claflnltlon 
01 /oeo' would b. doflnod by 'h" origin Of home 01 tho walling recipient, A pationt 
awalUng organ van.plantotlan would b. "Sled with their local Millin procurement 
Drganlultlon ,egatdJe:n af the ttltT1spJantncn conte, ascignod to or ehomn bv th::n 
pa1!oM. The p.Ifw>t,..,..1<I be""fi, from 1ha ele"",,,., .f ••l\Ilc8 p,,,,,Id<!d by the local 
ope O-f'Id yal have t.ha: ability to r~eive tfans~.ntadon at any carner based upon 
wftlltlM!. rl!llSORja) _Impartllnt to the patient, hWIKIr primary caregl••,. payor. otO.'< 

The OPO _ be /t!!pon$IIl1<> lot tarvinu looal """pionlO legardJ""" of wha", those 
rf:GipitntJI mlum be Usted for ......, A focal .'gan ld"",llflld by !he pre••n, allocatlan 
sntem u designated for Q giva" 'acaUv·lll1ed raciplont wlIIulct be recovered and 
moved to the dal19nltod transplantatIOn center for that reclpl"n,,, This WDufd 
rDrttroret me ccrteept of ~Io"" by c:henglns It fram iil gQogtaphlc de$ignator to one 
¥#hleh id.nt1fiu II IiJroup of patIents fot whieh an OPO W'Ouro b. responsible. This' 
'VS(em of aJhscaMn would provide directly linked pBtlent .ervice regllrdJess of: the 

U ...... II'~d...I...u-t~ ~oJNtlw»MJMO:aIc..,., ~..~ftl~ 1.Ml!tw"...~aI:~ 

COoOI1,) 0111 Sf~ rot XVd rt:el nxl L~/OZICO 

£0 'd 2SBU1>9 'ON KlI:J 
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Ioca.1on "f "'" tnln,planmlon conter. Till••ervloe _"Id bo p....l/ided by !he 
< Piltlent~a local OPO. Thia." b true patlenM.i(iYen symm 01 orson alIDc~on. w. 

aInoatIy hllVtl the bylaws ••bllltY. and ,echnDlolIY to _kG ,hi. Iy;tam wDf1c today.. . 
A .0" In'lllrprem!lcn Of UNOS bylaws would allow me pa~entlI fnoIn othe. OPO'. 
to haVe ,hoi O~O" to Iisl and be ••",ed ~V the 01'0 In tmoi, hom. location. Wo 
boll.". lha' the I:IePllnl'ne," pf Hoalth and Hull)8n Se,vl_ h•• alllltorlty for "'" 
....."'Igllt of the Organ I'lII<:u.."",nt TtaftOplantstlan _ ..f, and .... the .",harlty 
to luuoi thl. Interp,....~n. We.ra not .we,. of any HefA ,,,,ulati,,,," that would 
pruvant this Intefpretatlon of the Byla_. 

I 
W. WOuldi walcoma tho opporwnity ttl discuss thIS request with you, W. fook 
101wa,d to ~~ VO\I ..._ning 1/1. into',"'IIlrtlon of UNOS policlo:! In .KIloo 
3.0 .f "'" Elyl.w•• 

AAIn • LanUfUlI. D.O. 

Chlorl 01 T ....... pIantlltf.n SU'P'Y 


ce: 	 Judith BnI:J:1owl OlylalOn of Ttunsplant:nlon 
Bntco VJad<ok, Health c..,.. l'lrloncfng Admlnl..""I"" 
!lyers W. Shew, Jr. M.t>. 
,..._ F. So,,,,II, M.D. 
S",,-, J. !lab"", lCe".,y 
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Uniloll Ncwo$lbf Orpa ~ (UNOS). lie Cluvamillt _pbm __for 1M'NallOIUII 
0,....P",_IIIUITnnoplmlllloa N~ (Ol'I'N). We r.t11-. ......... ill poIigy fill III 

!nUt In I\IOIIIJ ofaur IIIIIM'I _. PBftiIW6lt1IfIhe _I......i4InuI ..___ and 

. ,U;Ia:rt)llfiall ; 

U... tho _ poi,,!, whiob eIIaftaed ..... 1:ype orpeiette .... CCIIIIidwod.,l\.IIIIIIl Ibr lIIWPiut 
1M1IC"''' DftI,y ~wllillilil e:peaIIUIc:ia or _ Qyt wiIIIDuf trIIISpIInI""'" Iumo .... of ••ly 
four _le __r.iIIIre ......would reoc:i.. pti.oriIy Ibr ~wrlon. TlIII 1 .._1lI other 
liver ~~ "'II1II1... otlluoir mediclllllll"'lOf _ lito ..,;cIoIIC)', .... con...... 
...,aOf 3 PIII-- IDa, _ nooivc aIIfIIIl\lIIIIiIIna filler 1I'IIIIJI1IIIt. "",*!.hi. _10 1M 
VFW II '!&at ....-..... """.IIe..............GIId fbi' -ai1loM w!Iir.b Ibauil requin liver 

IlUIpl_wiII_be~~"1IIl oplilol, ..",. Il10.. _ """'1I6r 
!tam t:branIo ..,1,;_ aIGh u ~ lMrcI!TIIoGa WIo w:lf1lllClio:ld0ll wblt &1cuho!, primary 
bIIluy cInttouI. arllndlla!ylll ........ v_iftdMeoet;soriu-WlJaliucalto ,owkhoat 

U_innIpI_wi. .. a1'01IIII, mar die~. ., 
I'IIrIhcr ~ this l1li_Is!heCIIttal policy""'" -"Ii_POIl\'1lllhioll_lctIHIlhat 
IWtItor fWIIric:t_ from 1qIIal_'" aYlilelolo <io1Iaf IiwrI sImIIIr IIIIMrII'IIIIpkm
-.Iid_mllla;lMla _. n.. _ Iiorlllil b.., ....._.ptII'Ii..u...,. Ja............ 
IIIOdblIy iIdpM _ ..... IltllimIIoIIlII tmlvtwo.&-trll/llllllllt IlIciIiliDllIft lila IIIIira VAS)'IlIIOII­
l'ltb.......lI_lY_""" I'onIooMI. Onpa. ~ tlIIt pr_ tIOIUlIIaat JIOllc1i. _.who 
_....sliver _p1i111l1 .... IIIId=IIlJ Iho!mat _III lim III PItIJlnqII and PunJaad -..lIlt lID opcc:iJI 
conoi4ora1ion .... '" * fOc! that theM 1CrioII$ItiIl __ !tam _ c:iIl.. _10_

COpy! ....__•--_11lIt.mIIG....~--.u..--.1>A._ 
AlIIIA~IU ........w ..... ftD 




'0.. 

, 

n..r.....,,,......,.... 
.I.n? "lDDi 
~tI,J'''' ,
hid 

~ ... GCUIIIq. n;. _ tho IfIIdlIIIlIII illu-_ afIItt tI> "-me _opriOllllly ICIIIII 
-1IhIB /II 1IIAIIf-.... _ ~ lifo...liwr~·t', 'rIIItcIi:onI, it"czl\llllillallle 
tlLU IIIII\F -... ....""A...__iII1'lIIIIaqb II1II ParllaMlIIIjI_ ri•• IQbor!han 
_ z. Jiwlhoi..........I11,.-poIIoy dIat 11ICII.1IMIId.....CIIIIIIilIl!pd IInI, lI",oy 
IIIIlminsIo In wtohIIIlooinII n'lllM* ..10&10 tilt 111.....11"'• 

. 
Thla JoIky" ,-..ylllliiir to..,..,.., 1M III'I&I,,!O _. it's DhYI_ that ~ ia 
wraag ""'co. 0 policy pomdta ora- \II 1!a'trUlpl1llllOol irIIa -.,j_llllla] potiaIb iIIIOCII_, 
..... btiaI allieIec! II> .a1 II1II2 pIliCIIt ""'" II'a IUICIdiII' 1llll1Iidotr~ 1110 CO!tII1ry, 
TIl....... tile VIW _ ...GIl r=ri appooiIIJ IbIM IIYI:r ~ poIioIa and "'II" you u 
Secmary Ibr HakII.aIIII BIInwI Srnioa to lSIO yaur..1IhodQI1IIII'-WIUIoI CUI nvor aIlo.ation 
......N.tianaIlJ_ TrwplaIlI'PoII..,.wl.ac"tlullirlulftlillOllldieltllaNw priarltrtD.so-
U..... "'Smile.. oflilc!r ~ I-=w f1I """"' 1M o:pn ..... doDlIe.!. 

I 1IIIIo1l0ly IVIIiI ~nIIJCIMII tD thIa _ alllllII/IIIJ'Ck ..m ClIft. the..... b ..... of0111' 
Illtimi._1aYDIII' _Non. 

51acan1F. 

lJWBSJ.NlB 
Cuminuu!~ 

cc: 	 HOIIIIf~Jut.JIro1Im, Secowaty of'11_A6II'II 

&IIDrIIIle AI!IIa 5poCW. tbIinun, 1_'11_' AfIIIItJ CammItIooe 

H'oI!ar&bleJohn J). ~. IV.1DkiIIIMInorily Mombcr, IVAt: 

~ 1101 SIwItp, Cboimuat, IfoIJu V..... AIIiIIJ c___~ 

a-DIa r-1II¥au, ......MiDodty NiImloIll', RVAC 
lx;; 	 All M-'>on, ,... f:....V...,...AIf&in c..n..a-. 


J:IlM a.u.... 1iD..z¥ll~,DA'II 

John S-O."'I;"'~.n.o~ l.aa1= (lfanyXelly)

0vrd0II MIm!l!aId, BIaori ... Db_. pVA 
MichMI:&. N&JiarI. r.uC1i1M1 DIrecIat. AMV!n 
c..I);. SIDut, 4I:lIint BaalIM tIireGtw. V1_ '11_ ofAIItIri•• 
hIriIi&:Potw. CIudnnan. Haop\III eo..,niIIcc, • .....,,1vaIdr.x..a ......... B_,dlvwDb_ 

1kIb W.u.ce.1lIpu1;y ll....dlvwDh_ 

AII~... \lFWW..,.i1ll\*QD0III.. 

Alll'icIII ~CIlIlai-

http:priarltrtD.so
http:TrwplaIlI'PoII..,.wl


The, first sentence of the 
, 	article reads: «Aceording to 

the law firm of Doepken 
Keevican & Weiss, the 
United Network for Organ 
Sharing, the government 
contractor that oversees the 
national organ aUocation 
system, has adopted a liver 
transplant policy that 
allocates Hvers not to the 
neediest and sickest 
patients, but to local 
transplant centers nearest 
the organ donor.,t, 

-~~.."""""......, 
lIIIIlI1loc:11 ........__IIIc_...... 


'"''''''''' .... Il0l........ -"'Ifiom 

..NIt~..__.....,...... 
1IIIiI1II4WIll ....__ 1IaII. 10.-,,, __poIioycoulll_"""" afop 10200 
fICIII\c eII'b.,.. r..w""-......-w. ...fIt..". ..........., ........... _ ' 
....,lwpollq. v__ IoouIIIo ..... . 
cIIOIoo ",........Iot_",.IMr";",.IIoI.. 
OIII7_ftIeiIideo .........u-p... 

"01"110...00. nil....... [rid

1IOIioY_..vri6..proIiM....",...... 
lOOsradQltq_.._Dllwldrri.s 
IIdIoctd .... Int11''''DIJIIIS mIJIIIIt tilt 
_1IIMI"...!iatjlll-' 'or_ 
......tIIIcn 1llMlIIOw}\lOl CIII '-poIr.y 

, 
~~Jir.'7'7 ....... 


IJmMA'I'j .........cft'rnl••I1... 

lllt.m.~.Ito~Dioc_NIt"""J 'DIII1JU1 ""'" ...S~ 
.....c:od""","'iIo~ nos ....... 
~,.o/dI>fIII 501..·, ............ 
fcde:! ==-1Iom IofI¥o&, s-.!hI: 
Sim_~....50I"'..dIII 
....fOIIoaII ..."'....vri6 
~ ........,..~........ 

SI_IIiII........",""'__ 

_ iPtkIMoooIIIb......-...CDIiIf 

1oWoa., ~ -lIIII .........-1IIloI fiom 
--""""'---.... 
.......""''''''''''"' lO!*JIqJlJy..,.
...........-.SOW..)&fII1i11rd.iIII. 
SOIet _1ICEiwi ...... ftmda, n;, lliD".. 
1ooeI>......**"-Wli..,C-...... 
AtI1Iis po/aI. illI ........IIli!II1II WI 
_JIOrIb/adylooo••__III_III.
'PPm"""dlelllilcllly~wbicfllo 
....~ ....."'IacioIr.....poooJs, w_111<.,.,...eel _ .. 1IIIJ1IIlI. . 

http:01"110...00


univefsity of Pittsburgh 
MJdicaJ Center 

200 t.Qth'OO Streer 
P,lIiCiut{J'1. PA 1521;:>·2582 

COMMENTS SUBMITTED BY THE 
, 

I 


IJNIVERSlTY OF PITTSBURGH MEDICAL CENTER 

PURSUANT TO THE NOTICE OF HEARING ISSUED BY THE 
, 

DEPARTMENT OF HEALTH & HUMAN SERVICES 

: RELATING TO ORGAN ALLOCATION POLICIES 
I 

DECEMBER 12, 1996 

I, 



The Universily of Pittsburgh Medical Center ("UPMc") respecnully submits to the Panel its 
comments pursuant to the Notice of Hearing dated November 13, 1996, relating to aliocation and 
distribution of donated Jivers, alternative systems for allocating and. disuibuting 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 specially care to patierus. 
perfonns biomedical and biotechnica1 research, and educates and trains health care professionals. 
UPMC is the largest transplant center in the United States and. along with its faCUlty and staff. has 
been internationally recognized for excellence in organ transplantation. 

For almost six years. UPMC has argued to the Department of Hcalth and Human Services (the 
"Department") and the United Network for Organ Sbaring ("UNOS"), the contraCtor for apetation of 
the Organ Procurement and Transplanll!tion Network ("OPTN"), that the current system for aliocation 
and distribution of donated livers is seriously flawed and should be changed. The essence of the 
proposal adv~ed by UPMC for those six years has been that donated livers should be allocated aad 
distributed to !.he hi~best rankine patieot on the liver waiti.ne list, 'usi1l2 established medical criteria. 
withjn the iar&est p,ossib1e 2eo:raphic area. limited only by 'the ischemic time for the donated utWl. 
For those SIX years, UNOS has steadfastly refused to increase the size of the geographic area within 
which donated Ijvers 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, 11ris 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 Maklng dated September g, 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 conunents wlll, based upon 
computer modeling and other research which has occurred in the interim, update the facts presented 
two years ago lind further demonstrate the serious need fer significant change and improvement to the 
current organ allocation and dis~ibution system. 

I. THE CURRENT SYSTEM AND THE UPMC PROPOSAL. 

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

, 
~tattlS J - in leu with acute or chromc liver failure and a life expectancy of less than 7 
days; 

StllUS 2 • leu bound or coruinuously hospitalized; , 
I 
Starus 3 - continuous medical care at home~ 
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~talUS 4 • at horne and functioning normally; 
,, 

Staws 7 - temporarily removed, 

! 
Patients move from one status to another and back again as their condition worsens or improves. 
Recently, UNOS voted to eliminate Stams 4 and "grandfather~ ex.isting Status 4 patients into Status 3 
and to move StatuS I 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 tllere are 65 local OPO's and 11 UNOS regions. The current system distributes livers 
to the patients as follows: 

Local OPO list Status I, tIlen Status 2, then Status 3 and 4; if not 
aCcepted, tllen UNOS Region list Starns I. then 2. tllen 3 and 4; and 
fmally. if not accepted. National list Status 1. then 2. tllen 3 and 4. 

UPMC has proposed that donated organs be distributed using the same medical priority status 
defined by t:NOS, but in larger geographic areas, as foilows~ 

Local OPO list Status 1. tll.. National list Status 1; 

!local OPO list Status'2; then National Jist Starns 2; 
, 

Local OPO liS! Status 3 and 4; then National Ii" StalUS 3 and 4. 

, This system allows the physician to make the medical decision about a patient's proper medical status. 
Once tlla! decision is made tlle UPMC proposal insures tll.! 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 otllers 
which (l) offered organs to inpatients (Starus 1 and 2) on the local/regional/national lists. before 
offering the org~ to outpatien~ and (2) created modified regional distribution. 

, 
II. 	 I;UNDAMENTAL PRINCIPLES OF ORGAN ALLOCATION AND 


DISTRIBUTION, 


I 
UPMC believes that the fonowing basic principles should be the foundation for any system of 

allocating and distributing donared organs in order to be fair and equitable fO patients and to satisfy the 
provisions of NpTA: 

I, 
(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 system should be fair so that patients in similar medical conditions around the 
country have relatively equal waiting times and an equal opportunity to receive a compatible organ. In 
this way. the patients can have the greatest choice of where they receive medical care. 
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(3) 	 The syStem should be a national system so that decisions are made without regard to 
geographic limitations. except where required by the ischemic time of the organ. 

, 
(4) The system should utilize fuudamental medical principles to determine the most 

medically appropriate transplant candidate, 

(5) The system should, 10 the greatest extent possible, increase the quality of organ 
transplantation. ; . 

(6) 	 The system should promote and increase organ donation, 

I 
(7) 'fPe system should encourage and promote transplant centers which demonstrate above~ 

average profici~y. 

III. 	 NATIONWlDE SHARING OF ORGANS BENEFITS PATIENTS AND 

DONATION, 


With its emphasis on geographic iirnitations. the current liver allocation and distribution system 
has become an entidement progrnm 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 sbaring 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 observationiwas made about the system as it existed in 1993. but UNOS haS not made any real 
changes in the sy$tem 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 patiern, 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 he 
offeted to all compatible patients (including Status 3 and 4) listed in that local area, before it may be 
offered to a compatible Starus 1 patient listed nearby. but not in the local Opo, 

Take as an example the story of Rex Voss which appeared on the front page of The Wall Street 
Journal on April 1, 1993, In early 1992, the 41 year old Mr. Voss, a father of four teenage boys, 
from Jackson. Mississippi contracted hepatitis C from an unknown source. Mr, Voss was evaluated,
and accepted as a liver transplant candidate at Baylor University Medical Center in Dallas and was 
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placed on the waiting list as what is now known as Status 3 (outpatient). In l.te 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), beeause that transplant center was in !he 
local OPO where the organ was donated. Mr. Voss died on December 8. 1992, without receiVing a 
transplant, ~ 

, 

UNOS bas admitted thaI this simalian will repeat itself again and again under the current 
sYStem. In the draft background materials provided to this Panel, UNOS states that "due to !he 
local/regional/national distribution system, organs are not offered [0 all medically urgent patients 
before all less urgent patients: a local Starus 3 patient may be transplanted before a regional Status I." 
How is this justified when a Starus 1 has a life expectancy of 7 days or less, and a Status 3 bas a hetter 

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

As a result of the unnecessary geographic limitations. the current system results in more patient 
deaths on the waiting Jist and overall and fewer lives saved among all patients than the allocation and 
distribution system proposed by UPMC and others which provide for wider geographic sharing of 
organs, 

• Fewer Patient Deaths and MQre Patjent Life ¥ears Saved 
I 
, 

CONSAD Research Corporation of Pittsburgh, Pennsylvania. bas prepared a computer model, 
based upon dam received from UNOS and the Depart:ment which can evaluate alternative liver 
allocation and distribution proposals. Similarly. UNOS conunissioned the Pritsker Corporation to 

. prepare a computer model. which also evaluates various Hver allocation and diStribution systems, The 
current sYStem. the UPMC proposal. and a number of other proposals providing for wider geographic 
sharing of organs have heen evaluated on both the CONSAD model and the UNOS uradeL Both 
models are similar. but not identical. Expen reviewers at the Department found that both models are 
credible and that the results produced by t!ach model for the various alternativt! proposals are 
cortSiStenf. but no.[ identical. 

, " , 

The results of the CONSAD modej are attached to these comments as Exhibit "c" and are a 
part of a report provided to the Panel by CONSAD, Those results demonstrate that allocating and 
distributing Hvers 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. 

I 
The same itwo models also evaluated the patient life years saved if livers are allocated using 

wider geographic sharing. The CONSAD results. indicate that allocating and distributing livers 
pursuant to the UPMC proposal would result in 55,148 patient life years pre- and post- transpJant 
saved over a three year period as opposed to 53.200 patient life years saved for the current policy. The 
results of the UNOS model also indicated that more patient life years are saved pre-- and post­
transplant by allocating livers pursuant to the UPMC proposal than the curreru system. 
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More patients die while waiting for a transplant under the current system because the current 
geographic limilatioru; result in 30 % to 40% of all donated livers being transplanted into Staws 3 
palients. as reflected in the results of both the UNOS model and the CONSAD model. Because StalU5 
I and Status 2 patients are near death. allocating a compatible organ to a StalU5 3 patient ahand of a 
Status 1 or a Status 2 patient usually results in the death of that sicker patient 

Furthermore. a recent UNOS srudy reported in the November. 19%. edition of The UNOS 
Bulletin. found that "liver patients who were transplanted in Status 3 did not appear to have any 
survival advanta.ge over patients who contmue to wait in Stams 3 .... ~ The repo" went on to state 
"[tJbe cumulative survival rate for the waiting list group WIls higher than that of the transplant group 
(or Status 3 patie'nts 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 nue. Such reasoning is 
inappropriate. VNOS may attempt to justify the different treannent of acute vs. chronic Status I 
patients on the basis of survival rates, but neither UNOS nor the Departmem 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 
Starns 3 patients ahead of Status l and Starus 2 patients. The Status 3 patient has a better one year 
survival rate if ~ or she remains on the waiting Jist without a transplant. while virrually aU Starus I 
and 2 patients rl.~e within one year without a transplant. Liver transplantation is a life~threatening 
procedure and it ·should be uodertakro because of a Iife-tllrearenlng event. A system which allows a 
Stares 1 or Status 2 patient (0 die on the waiting list in order to transplant a Status 3 patient. thereby 
reducing that StatUs 3 patient's one year chance of survival. is not a system which focuses on the needs, 
of the patients. 

• Equal Opportunity and EQllal Walnpt Time for Patients. 

Patients msimilar 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 
substamial1y unequal waiting times for similarly situated patients in different pans of the country. This 
is true not only when you compare waiting times for all patients. but also when you compare waiting 
times for Status 1 and 2 patients, for which there are specifIC listing criteria so patients are not 
prematurely listed in these Statuses, 

The time that patients spend waiting for 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 lhere exist "substantial differences in 
waiting time", transplant" among transplant centers. OPOs and UNOS regions. The magnitude of 
those differences is shown in Tables S and 6 of those materials. 

The CONSAD model evaluated the average waiting time until transplant, for all patients in the 
various UNOS regions. under the current system and slIDWed a standard deviation among the regions 
of over 32 days. : If Hvers are aUocated pursuant to the UPMC proposal, however. the CONSAD 
results show that the s.tandard deviation for the average waiting time until transplant, among the varjous 
regions. drops "'16.8 days. Similarly. the results produced by the UNOS model indicated that 

• 
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allocatien of livers under ,the UPMC preposal and others having wider geographic sharing, when 
compared to the current sYStem. would reduce the inequity jo waiting times for Status 1 and 2 patients 
by more tl1an one-half, throughout !he country. 

Within a local OPO area, mere 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, hewever. when one reaches the artificial geographic 
boundaries of 1Il,_ local OPO, because iID)t compatible patient in the local OPO area, even ifthat patient 
has a lower medical priority, will be offered an organ from that area before that organ will be offered 
(0' a patient with1a higher medical priority outside the local OPO area. If allocation of organs according 
to medical urgency starus is fair and appropriate in the local OPO area, why is that system of allocation 
not fair and appropriate for me largest geographic area in which the organ can be safely transported? 

I 

UNOS and !he transplant conununity have acimowledged that donated livers can be maintained 
outside the body for 12 to 18 hours and remain viable for transplantation, [n 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 !he current method of liver preservation (UW Solution) allows , 
for long distance shipments. The committee believed that the donor livers available 
should be aIJocated to the most needy. irrespective of distance. (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 U'ansplant a StatuS 3 patient (if, there are no compatible Status 1 or 
StatuS 2 patients in thar local area). instead of allocating and distributing that donated liver to the "most 

, needy. irrespective of distance ... 

• Ne~atiye Impact on QualitY of Care. 
, 

Research has demonstrated that the current allocation system adversely affects the interrelated 
issues of patient rllOrta1iry and quality of care. One result of the current system has been to promote 
signiftcant 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 increased from 58 in 1988 to 
ll2 in 1995. OPTN data show that in 1995 more than one·half (57) of those 112 cemers perfonned 24 
or fewer transplants and 33 programs: perfonned 10 or fewer transplants, Of these 112 liver transplanr 
programs reporting to UNOS in 1995,71 centers (63%) perfonnetl fewer tl1an 35 transplants. 

I 
The 1994 Report of Center SpeciflC Graft and Patient Survival Rates shows that the mortality 

rates at small transplant centers are signiflcantly 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 cemers '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 srndies s.ould not be read to say that all small transplant programs are not 
qualifted. 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 
VQ!umelhigh risk center with a shorter waiting list and a high volume/low risk center with longer 
waiting list. 

• Effects on OriUln Donation. 

You may~l1ear arguments that sharing organs over larger geographic areas will adversely affect 
donation rates. The empirical evidence. however, says the contrary, The Department flfSt looked at 
this argument in 1990. The results of an OPrN survey were included in "The Distribution of Organs 
for Transplantation: ExpectatiotlS 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 sh<;,uld go to someone in the area wllere the donor lived.· .. (footnote omitted}. 

, 

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

60% of responderns across-the-board assigned the ~ priority to "lreeping organs 
locally" ; 

, 

more than half of the respondents gave the bj~best priority 10 "the most critically m" 
patients;, 

most impOIlanll)!. of the non-dollOrs surveyed. 66% would be more likely to donate to a 
national system of organ sharing. while only 19% would be more Hkely to donate if 

•orgatlS are kep,locaIly,, 
1bese survey results are very much what one would expect from persons who choose io 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 
lhoughr that a another person is saved from death and the recipient's family can avoid similar grief. 

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

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 rea! questions are "how do you increase donation rares." "how long will it 
take (0 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 rares" is to change the 
allocation and distribution system so that (1) more critically ill patients receive donated organs, and (2) 
more donated org~ are shared nationally. 

I 

If donation rates increase significantly in 3 or 4 or 5 years, any allocation and distribu~lon 
system will work reasonably well for patIents. But what happens before the donation rates rise to the 
necessary leve~s? DPMC believes that we shouid change the allocation and distribution system, so that 
more patients per year are saved while we work to improve donation rates. 

, 
, 

• Effect on Patients. 

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

, 

The transplant communiry recognizes that some areas are overserved with liver transplant 
programs. For example. Ohio has six transplant programs and a surgeon from Ohio wbo testifled at 
the hearing indicated that area may not truly need that many programs. In states like Kansas. Alabama, 
New Mexico. Sooth Carolina. New Jersey, the District of Colwnbia 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 Il). Pennsylvania (wilh 7) and Louisiana (wilh 5) may 
cease operation due,w lack of patient. demand, 

I , 
Wider geogi'aphic sharing should increase palient 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 assur~ 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 WlUsual diagnosis who cannot be treated at a local center can go to a center where the 
disease can be treated effectively without fear or a long waiting list. Likewise, a patient living near a 
center in an urban area with a long waiting list can go to the local center without fear of the length of 
the list. I 
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CQNCUISION 

The UPMC proposal before this Panel is one that nas been formulated based on the be" 
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 transponed from Oklahoma City [0 Dallas and 
transplanted in a Status 1 patient (Rex Voss), it should not be frrst offered to a Status 4 or Status 3 
patient in Oklahoma City. Such a system is unfair to patients and adversely affects donation, , 

TIle f.Und3memal question is: 

If the allocation of organs according to medical urgency starns is fair and 
appropriate in lIle local OPO area, why should that system no! be used 
for the largest geographic area in which the organ can be safely 
transported and transplanted? 

Not one person has testifled 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 goa) of more sharing wiU hun "my center." To those who say 
move slowly. UPMC says that UNOShas been looking at Ill. issue for six years. How much more 
sJowly 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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Bethesda. MD 20892·32560 

RE: Varying Medicaid Rules Regarding Liver Transplantation 

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 ability ofMedicaid patients to re<:eive a,
tranopia!'t. . 

M1.11MOU.N» U1'HIID.\,Im QOlOllQOSftINGI,c:D lII:J(ftl;,m Vd.&Vf,VA._- ". 



, At the conclusion of the hearings, my client, the University of 
Pittsburgh Medical Center C'UPMC"), together with an independent 
consulting firm, CONSAD'R.""arch Corporation, undertook to gather as 
much information as possible on these issues. As you know from ,
Dr, Mark!Joensen's testimony at the hearing, CONSAD is very 
knowledgeable in this policy arena. The purpoSe of this letter is to share that 
informati~n with you. 

Based on contacts with Medicaid offices in eacb state, UPMC 
and CONSAD found that !ill states will cover liver transplants for qualified 
Medicaid recipients at an in~state or out-of-state transplant center. Six 
states CDVer liver transplantation only for juvenile Medicaid patients. As you 
may kno~, fouI'teen 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, ...:o\rkansas, 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 tlie 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 L 

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 
~'ledicaJd patients. States look at such factors as Medieare 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 pro(''esses, most do not; instead they handle both inwstate and 
out-oi-state transplants under either a formal or informal agreement. In 
states such as Delaware, Illinois j 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 
additional1states are in the early states of developing a formal managed care 
program for Medicaid patients., 

~ In addition to contacting tbe 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 Noyember. 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 wh~re the in~state transplant centers are not able to list the patient ,
because the centers lack appropriate expertise. Many children rail into this 
category, i . 

One of the reasons that the.. centers treat significant Medicaid 
populations is obvious, that is, their geographic proximity to locations with 
large Medicaid populations. Others are not so obvious. Generally, these 
large centers have the expertise to transplant the most difficult cases and 
these programs have some of the best risk-adjusted survival rates in the 
country. Also, most of these centers have policies like the policy at UPMC. 
UPMC will accept and transplant a patient utilizing Medicaid coverage, so 
lang as the patient's state approves, even ifUPMC has no extant contract 
with the state or if the state's reimbursement rate is below that of 
Pennsylvania. 

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

As a background matter. it is important to note that when one 
looks at th~ UNOS map of the geographic distribution of transplant centers, 
the 39 tratjsplant centers which performed 35 or more transplants in 1995 
:are located in or neaf th:e largest population areas of the country. They are 
also Jocate~ 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. A. reflected in the data from these 
programs, these centers accept referrals from and serve a large number of 
Medicaid recipients. Many oithes. Medicaid patients are from thelneal 
areas served by those centers, but a portion of each center's Medicaid 
patients are referrals from outside areas. 

Under an allocation system calling for broader geographic 
sharing of livers, it is probable that some of the small transplant programs 
which have the poorest survival outcomes will close, since the artificial 
incentive to choose those centers because of shorter waiting times would be 
negated. Generally, but D:ot 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 ~rograms already utilize Medicare approval as a measure ofquality 
in seeking care for their Medicaid beneficiaries, it is unlikely that such small 
centers serve a large Medicaid population. 

, Some witnease. at the hearing (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 ifwider geographic sharing of 
organs is ;mplemented. That scenario is unreallstic. It is unlikely that 
programs in states like Kansas, Nebraska, Utah, Alabama, South Carolina, 
New Jersey, or Iowa (states with only one in·state program) will be adversely 
affected by ,wider geographic sharing of organs, Each of tbese 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 patients from several states, including Medicaid 
patients from WYoming, ' 

I • 

, 

, We would note tbat the current UNOS local·regional·national 

system does, not necessarily benefit Medicaid patients in states where there 
are approved in·stste transplant centers, A good example of this is 
~·isconsin. Medicaid patients in northern Wisconsin, unless medically 
necessarr to: do otherwise, list at transplant centers in Minnesota. U~der the 
current )ocal~regional*national system, a compatible liver donated in 
Wisconsin will be o!'fered 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 Minnesota, even if 
the Medicaid patient is more medically urgent. 

:Patients in some fourteen states with no in·state liver 
transplant program will not be adversely affected by wider sharing of livers 
because they will continue to go out of state. In fact, SOme patients may have 
improved access with wider geographic sharing. For example, Arkansas 
Medicaid patients often seek liver transplantation in Memphis. Tennessee, 
since Arkans~s has no in·state program. Arkansas is in UNOS Region 3 
wbile Tennes,see i. 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 will more effectively allocate organs to the more 
medically urgent patients. 
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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·stata transplant networks. 
Medicaid pays for transplants wherever they are performed, In the event of a 
closure of any transplant program it is reasonable to believe that HMO 
networks would establish new agreements in order to continue to provide 
access to liver transplantation for all the HMO patients. both Medicaid and 
non-Medicaid, 

Finally, concern was aIao expressed at the hearing about 
pediatric transplant patients, Such patients. whether their transplants are 
paid for by Medicaid or otherwise. have more equitable access to donated 
organs under a system with wider geographic sharing than under the current 
system. In several states, such as Hawaii, Virginia, South Dakota, Montana. 
Oklahoma and Wyoming, Medicaid will only pay for liver transplants for 
patients under ages 18 or 2L 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 
1996 that their computer model showed that more livers would be offered for 
pediatric transplants under alternative policies with broader geographic 
sharin;; than under the current system, Thus, for this segment of Medicaid 
patients. brqader geographic sharing increases their access to organ 
transplantation. 

As reflected in the computer model analyses, CONSAD and 
UNOS results show that all patients, including Medicaid patients, have a 
more equita~le chance to recejve a donated organ under a system that uses 
larger geographic sharing, The real access problem for Medicaid recipients, 
as for all liver transplant patients, is equal access to available organs, The 
average waiting times calculated by the CONSAD computer model 
demonstrate that there are significant disparities in the times that patients 
(including Medicaid patients) must wait for a liver transplant in different 
parts of the cOuntry, The shortest average waiting times are in UNOS 
Regions 3 (southeast U,S,), 6 (northwest U.S,), and 11 (mid·Atlantic), three 
ar~as 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 (Califoruia and southwest), and 2 (upper mid· 
Atlantic), four areas having several large popnlation centers and relatively 
large Medicaid popnlations. If organs are shared throughout larger 
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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 Medicaid recipients live in 
geographic areas "rith longer average waiting times than in areas with 
shorter waiting times. 

• 
! Under the curret:tt liver allocation'system, a significant number 

of Medicaid·eligible patients, i.e. thosaliving in large urban areas containing 
major transplant centers, are faced with the undesirable choice of listing with 
• hospital close to home where there is likely to be a long (perhaps too long) 
waitmg 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 in the vicinity of small centers comprises only four percent ,of the total' 
Medicaid population. Many more Medicaid recipients (40 percent) live in the 
vicinity oflarge 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 equalize this access and will benefit Medicaid recipients, not harm 
them. 

, I hope this information is useful as yo~ continue your 
deliberations, 

Sincerely, 

, 
Attachments 
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Attachment 1: Summary of Results From Survey of State Medicaid Offices' 

Medicaid Drograms that Number of Slates 

Permrt Me<\icaid recipients to go to an Dut-{)f·state 50 
liver lransplantlcenters 

; Cover travel expenses Oul-{)f·state 50 I, 

Contract onlv with small volume medical centers t I 
: Cover a sizeable portion of Medicaid patients 

I 
16 

i through managed care programs 

i Cover some portion of Medicaid patients through i 26 
: manaoed care proGrams , 

I 


Source: CONSAD Research Corporation 


. Survey responses were obtained from all fifty states. 



Attachment 2: 	 Proportion ofMedicaid Population ResLding in Communities With Liver 
Transplant Programs with Different Annual Volumes and Wailing, 
Times 

I 
, 

,, 

i 

, 

! 
,, 

Percent of All Medicaid 

~ 
,"~ 'Wdh~ , liver 

MSAswtth tiver transplant centers 
i (and no 

MSAs with onlv 
,, 

,with no 

UNOS Regions 'with average waiting times that are 
'thanthe~ , 

• UNOS Regions with average waiting times that are 
than the 

UNOS Regions with average watting times that are 
alleas! 20 percent ahorter than the national 

UNOS Regions with average watting times that are 
at least 20 percent longer than the national 

i : 	

40% 

10% 

4% 

46% 

45% 

55% 

17% 

37% 

i 

Source: Curren! Popu
i
latiof1 Study. ~_S. Bureau of the Census 

MSA - Metropolitan Statistical Area , 
Large-volume ceniers perform 35 or more transplants annually. 
Medium-volume centers perform 12 to 34 transplants annually. 
Smal~'1olume centers perform les than 12 transplants annually. 
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fl"QlJl: JamC:$ F. Burdh::k, LINOS Presich:nt 

$ubjeec OHHSltivn Allocation 

Date: November II, 1996 

ftle~ rw.t the nrtacbcd kt'.!:( from As,imnt Sccretary for Hcal\h, Phi! Lee, MIl an~ the 
a.G.(:Qfftpanying f$rl$111 Beglmtt noti.ce. This may well be the single mo"t signiflCart! 
cnmmJ,lnicati¢n lJNOS li:u cver rceeivcd from OHHS. 

\ 
We undentand that ttw: deci$ions aonounctd in Dr. f»e's letttrresuhed mos.! di~ly fimn 
disw~!lions at the bi&hest leveh qf DlGiS over tbt past feW weeks n'~ating 10 ccrtai!1 
corrcspondi:ncO al1e~ to ltaW) been sent to the President by a tin~ncial comribuwrwnt' 
is repurt?d1y no, involved in trlln5pilUltliition penon.II)'_ UNOS Wa:> not conJ1.lIte-d 
rcp.n.tOing: these ~ision.'i, nor 1M:fe~ privy to \hi: di$Cusslons. Despit1; ~~uest:l,. 
W\I have been ooabte tooblain a tOp)'ofthl; lener. andwe -.vere irtfonned Ihnt DHHS staff 
were not IT« to dj~s the mctriogs.. W. ha..;: been totd ~illly th.tt neither the I .. \ttr" 
flOt~;,e perwnat IlQtI; nom !btl Prcsidentto St:ertr1fy ShAtala accOfl'lpall)'ingthc kl.l\W &nd 
~u~iDg ~ rt::!ponsc ate Wl:tjecl to n:lease un4crthe fT¢l:dom of Jnfhrmatlon A<::( CVen 
thot/1gb the Ie«er has h&d an QbviO\t$ and profound impact <:1/1 DHMS's JKi,iticn. 

This iJ\. ciitiCal'ti~iftth;."'~~~l~~)!1C1 tiW:P.t~tIOOmm\lnky'~ftbillty!o 

d~~inlllthC polieita' and 'itiidUdf~t1'Ic'fleld .;,"1it-~'f"ni.Nui<inat orPti 


. Tnmspl;1tliACi_·C:IWiVlhatiih"thr·Yii:S«iOfOPm~·diG~bi¢h 

t< tW 1~ 'I,,;:';;' ;~<l''''''"'''''ibif~'"'rOt~r''~ ·"OP1,.~fm;;~~·'>tst~'irid'm';diQl :
.._..,.~. it)' <>pm, . 'P • _ •.. 

Ctlln'ill fOfQlP,r.uO¢ario..: Ne~rWeleu, 01:. ~'5 letter 6tates DHHS'l intention fQr 
Secrdarr Sh:al.1i to &tennlne "which Qtthe livc:r allocm.on po.1li(;i~ promiscs the bm 
rt;wlt forthe pntlef1ts ofAmerica" and 10 tnert "$Ilbmi( roOMS the text for a final rura thAt 
embodies tM S...-eretary 'j dcci1lion regarding liver :allocltiofL" 

I , " 

r Slrongly uige you to :tvail yourself ot" every I'01sible oppcrrtunity w make )'Qui" "'ok. 
. hum as effcc\i"(1), as pGnibk in this: malter. Many in the 1ll1nsplam tommunity hIve 
.Ir~ady contA(:i£:d their tl~td rcp~entativ~, and ynu may .....lnt t~ cotlsidet $\.Ie" an 
action. 

Ttlis issue is simpJtl: will the tra,,~pl<Ulto:lmmunity tlltimah'lly decide: policy? All arbitm)\ 
poorly considered, or ~Jitjal1y ~diont dtxi,iof'< by Government sOifT GOuld be .a 
tragedy tor transplant p;!tit:nts, It is imperative Ih.t the extend.". woril. And in,igitl 
achieved "''''<eTthe put sevCOl.! ye;an byth¢ transpb.ntrommvnityworkirt& through UNOS 
nut be l¢st. l ent:ovrnge)'QU to ukl:: appropriate$uPPOtrive~ccion to eflSurethat the \.!N"()S 
proc.ess 1.10 prcscrved. Ifyou need scientific data or Information tl:'gafding UNOS policy, 
ple;lse C3i1 the UNOS nafffO!"as~j$t1l/'lcc. 1De UNOS I'kmrO ofOin:l::tQn, will tliscw.s this 
matter al its meeting Novembet 1J~ 14 in BQ$.tor\, and we wit! t¢part sny new' 
deve!opme,..t<:. t(I you U s«In II.S ponibk. 
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First offive artides, 
Bv TED WEt.L>UNG, 
:JOA!; MAZZOUNI 

and DAVE DAVIS 

For 9Q days, Linda Robinson bad 
been waiting for someone to die. 

On the night of Aug. 26, as Unda went 
about the monotony of tidying up her 
room on the ninth floor of the Cleveland 
Clinic and preparing for bed, 8 repre­
sentative of LifeBanc was phoning Te­
resa Duke. the Clinic's thoraeie organ 
coordinator. A 44-year-old woman in 
Columbus had died of a stroke and her 
family bad agreed to donate ber ol"JB.IlS. 

In an act of pure altruism by grieving 
strangers, a heart. matching Linda's in 
blood type lUld size. was being offered 
to the Clinic for transplantation. The 
heart was the first match the Clinic bad 
been offered for Wnda since her hospi­
talization May 10. 

Althougb Linda's wait had been 
shorter than many Clinic. beart tran8~ 
plant patients', the uncertainty had be­
come nerve-wracking. 

Just three days earlier. doctors had to 
shock ber beart to stabili%e her erratic: 
heartbeat. Tbe joll lett scars on her 
chest and back. It alao lett an indelible 
psychologieal scar, driving home the re-­
aHzation that. after two open-heart sur~ 
genes, her 37-year-old heart was not 
going to last much \om!er. 

She· urgently needed III transplant. 
And although she was not in the habit of 
wi5hing ill on others, that meant some· 
one had JOdie, Soon. . . 

Blind trust 
ThiI'tY years after S__th African Bur· 


geon Chrtstiaao Barnard prolonged the 

life of a 55-year-old man fOr 18 days by 

perfonning the first heart transplant. 

the American public is 85 ambivalent as 

ever about the social, moral and psy­

chologictd implications of tt:ansplanting 

the livina: organs of one person into an­

other. 

. . While the wizardry of modem med­

icine allows doctors to seemingly confer 

immortality on those whose vita.! organs 

have begun to fail. many people - often 

b«ause of the distrust. ignorance or 


. sheer grief of their survivors - con­
tinue to take those organs to their 
graves. 


But while donations. have ~mained 
 .•relatively stagnant. the number of hos""' 

pitals perfonning transplants has more 

than doubJed since 1988. Because- tran.s­

plants have: become so commonplace, 

the number of people who bave died 

waiting for organs has doubled, too-. 


Hospitals. striving to remain c~ti. 

tive. raise their profiles in their commu­

nities and, claim a piece of the 

multibillion·dollar transplant market. 

haw spent millions of dollars to stan 

transplant progrmns.. 




.=....------: ­
.JJNDA l'IIOM t·, 
. Eiaht years AIQ. 118 bOspitAlt 
.were doi.n, heart tranSplants. To­
dar, there are 166. For liver 
,transplantation, the number of 
-programs has grown from 70 in 
1985to1l8today. ' 
, Likewise. the number of people 
waiting for an organ transplant 
has tripled, topping 5(),OOO last 

"month. 
. Like Linda, most of those p.a~ 
.tients know virtually nothing
about the hospitals, surgeonS and 
nahonai organ·a11ocation system
'charged with saving their lives, 
relying simply on blmd trust, 

''It's amazing to me," said Ju· 
'dilh R Braslow, director of the 
US Department of Health &l'ld: 
,Human Services' Division of Or­
gan Transplantation. "You bear 
people say, 'J heaid he was 8 big 
doctor: What's a 'big doctor?' It 
doesn't mean' anytlnng, but the 
average person doesn't want to 
knowrnuch. 

"The average patient wants to 
'go. gel Iheir mansplant, get bener 
and f!c; off the !ist The;: have one 
gOAl" ' 

Tha:'s cenal'nly true crllinds. 
When stle entered the Clinic. she 
clon't k:1{lw how many' hean 
,transplam5 :he Clinic had done, 
whal 11$ sunwal rate was or how 
Its waltinc ilme compared to 
other tra:lsp!ant cemers. 

She aho knew nothmg about a 
-troublin/o'! lssue thilt centers don't 
chscuss. WJth palulnls: The num­
her of hearts lUmed colA'n, for 
medleal or nonmedical reasons, 
1hat were later transplanted into 
patients at other centers, I 

"I jUst know it's something I've 
gOt to do 10 get out of here," Linda 
said. "I just want to make sure it's 
'agoodmatch." 

Luckily for Linda, her insur­
,Unce company, Travelers, bas II 
contract with the Clinic's heart 
transplant program as one of its 
'\~enters of excellence." Tbe 
Clinic has one of the top carmac 
prOgrams in the Country, and its 
doctors perfonned 66 beart trans­
plants in 1995, more than:an but 

,lhree other centers. The Mtional 
average w8s14. 1 

Compared to the other pro­
grams, tbe Clinic: also has a better 
one-year sUl"Vivai rate f8!> per­
cent VS. 82 percent), and a ree~ 
sonabie: median waiting time (149 
days), and turns down a.I.mo$t no 

.organs for nontnedical reasons. 

·'It's time' 

, It was '1:20 a.m. on Aug, 27 
.~wben a ourse Oippe~ tbeU,ht 
, .witch in 1..inda's room, rou.smg
'be< from a deep sleep. A CIilllc 

..bean procurement tum would 
: be Hying to Columbus to take a 
·:look it tbe*,year-ol~ stroke vic·:·tim', heart. ..1Iicb bad _ 

IIIlIO:hed lor Linda Ihrougll !he 
.:VDltl!d Network for Orr.. Sbar·
;lng. UNOS. an ...... databank in 
lUclunond., Va., bas the federal 

"<Xmtl'aCt to distribute orgam M' 
"tionwide. , 
'.: ""I e.an't believe it! I'm not 
-:readyt" Linda stammered 81 she 
,:tricd to remember the pbone 
...numbers of the people me bad 
"'promised to c:&ll. "I'm 80 sea:re~, 1 
'can't believe it," 

There was. of course, her bWl~ 
"band, George, who was baclc ill 
;T'yrone, the small central Penn~ 
.sylvania town in which she bad 
~u•. · 
'. Also bermom. Rita MiUer, who 

"Wtl.$ stam at the Ronald 

"McDonald House on Euclid Ave. 

. "George. it's time." IJnda said, 


. 'hervQieequivenn2 • 
" "Are you sure?,': he answered. 

'Shaking himself awake. He began 
to cry. 
:: "Please drive careful," Unda 
·said. "I love you, 11lsee you when 
1Wakeup," 

, George, 36, a self-avowed "old 
'billbiUy," used to be a loog·
'dista.nee trucker. He quit after 
Linda was hospitalized. takine a 
'local constr"UCtion job so that he 

\ ':\vouldn't be on the: road if some· 
. ··thing happened. 
" Being a trucker, George had 

spent plenty of nigbts driving In 
the fast Jane, But even making 
good time. the trip to Cleveland 
would be 4~ bours. He couldn't 

. be expected to arrive before 6;30 
A.m. 

. In Rita's room, tM beeper the 


, Clinic bad given ber finaliy went 
off. By the tlme a Clinie poU~ or~ 
·ficer delivered berto!:he hospital, 
she Was frantic:. 

" "I know we were waiting all 

this time. but I'm $0 scared," she­
said. "I'm just boping this heart 
likes ht!I' as much as she likes it." 

Even though the htlUf was late, 
tbe ninth floor was abuu with ac­
tivity as the nursing staff pre· 
~d to move Linda to the card~ . 
laC intensive-.care unit on the fU'tb 
floor. . 

'1'm ho~ing it all goes well be-­
cause she s really a speejal per­
$On," said nurse Jennifer Ullman. 
"I don't know how I would to1er~ 
ate being here day after day, Stw! 
deserves to have a life. She's 
young," 

Marion Grimaldi, another 
nune. was beaming.

"For me, it's a really excitiDl 
time when somebody gets a 
heart," she- said. ''It's Uke you tee! 
Uke they're going to have a baby 
orsomething, The hair goes up on 
myanns." 

As Linda was being wheeled 
down the hall. her mind was rac­
in" One foreboding thought 1m­
gered:: 'What if this turns out to be 
a dry run? 

A dry run is the ordeal of got­
ting prepped for surgery, ordy to 
find out that the organ IS unsuit­
able for transplant. Roughly one~ 
fl1lh of the trips Clinic heart pro­
Curement teams make to inspect 
donor heans turn out to be dry 
runs - the judgment eall being 
madft that, upon close inspection, 
the organ is too marsinal to ac­
cept , 

Tbat's what had happened to 
Linda's friend. Nancy ViJneau. 
On Aug. 15, as Nancy, 46. was be-­
log prepped for a heart tranG­
plant. the ,Clinic's procurement 
team leader called from Colum~ 
bus to infonn Nancy's suqeon 
that the donor heart was dam­
aged. 

The puycbo'o&ic:al effect on 
Nancy had been devastating.
Four days later, the BrookJyn 
woman suffered a be4.rt attack. 
Sbe subsequently underwent 
open-heart surgery in which sbe 
~lved a HeartMate. a mechan­
ical device that tempol"llr'ity aidtl 
the weakened beart in the ab­
senceoHl donor. 

"I wisb she'd have lot ber 
heart, God love ber," Linda said. 
") just hope that doeSJJ't happen
tome," . 

The death watch 
While the teU nurses and an 

anestht!lrioloiiSl p",pped Linda, 
Rita SIlt alone in the wait:ing 
room, clutching a box o(Kleenex. 



The clock read 3:10 a.m, A 
"Taxi" rerun played on the 0ver­
head TV set 85 Rita dabbed It bel' 
eyes, • 

W.tching her daupter str'U8:~ 
gie to live for SO man)' years bad 
taken its ton on Rita, Linda. the 
eJdest af Rita's frYe children. had 
been stricken with undiagnosed 
rheumatic fever 8$ a child aod 
underwent open-heart surgery to 
replru::e a valve in 1972, when she 
was just 13, She subsequentlysW' 
Cered a stroke, ' 

She recovered. but when she 
had another stroke in 1988, fol· 
lowed again by open-heart sur~ 
ger; and replacement of the same 
valve, it became apparent to Rita 
thaI if Linda was going to ootJjve 
her, she would need a Mwbeart 

Lmda has VIral CArdiomyop­
athy. aT. enI:l:rgjng of the heart. It 
is the most common diagnosis 
among heat1 transplant pane-nlS. 
amic!1ng a little more than haifa! 
those who receive transplants, 

Worrying about Linda had b~ 
enough of a burden. btu Rna, who 
is 5S years old and divorced. also 
hac: ber own health problems 
having recenT!Y been thagnGSed 
wlth cancer of the breast and 
lymph nodes, That reQUlred her 
to drIVe tbe 250 mIles back to Al~ 
torma. Pa" for her chemolherapy 
treatments, after Which she 
\l'ould relurr. 10 Cleveland to be 
by lmda's side', 

"This ,ime, 1 really felt bad," 
she saId of her latest cherno ses. 
5:on, "I had 10 lie down when I got 
bere. T1,\O nurSes up there (on 
l.inda 's floorl gGl me abed," 

Since Linda's hospitalizatum, 
Rila has been. haull1f:d by helicop· 
tCr5. wondermg every time she 
hears the distinctive whap whap 
whap of the Metro 1..ire.F1i~ht 
chopper whether u carries "Lin­
da's heart." 

For some who wait, the death 
watth beromes a topic of gallows 
hl.!mor, said Teresa Duke the 
Clinic's thoracic orgtm cooT~iina. 
tor. A few patients cope with their 
fear and guilt. she said by "jok­
ing around. about sitting at their 
wmdows with binoculats, looking 
formotorcyc[lsts"tocrash, 

The call 
At 5:(}3 a,m., the pbone rang in 

the leU. Dr, James McCarthy, 
the surgeon who had nown to Co-· 
lumbus for the pnx:urement had 
bad news. The stroke vicbm'$ 
hearrwasnogood. ' 

in an instant, all the hope. eJ:~ 

citement and ezped:UC'f of • 
niSbt ofmagic were ~ by. 
sorrow so profound it seemed as 
though ew:tyot1e in the room had 
died at ODC¢. 

"You're tid41Di:. Rita said, U 
she be,... to oob. "Ob baby lid. 
baby girl. . ,," . 

Linda, the color droi.nod _. 
, ber face. stared ~t ahead.. 

"I'Ve bad bad lucl< for "100& I 
don'tneedany more," ahesaid.. 

Ao she tried to comfort bet 
mother,LiodathougbtorGeorae. . 
rec:in8 down Interstate 80 in the 
e.arJ)'~moJ'TliDg dMkDeu. WOl'rT~ 
i.ng about wbethor he W4lIigoi.q:to 
be Jab!:. 

"He drove 10 far for nothing." 
Linde said. 1'1 don't look forward 
to telling bUn. He".1oin& to be 50 
upset" 

Room with 2. view 
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'. 
Ea$~ SIde and watch thetraffic 00 
busy Euclid Ave, 

11Je perspective can be frus~ 
trating. but for patients who are 
tethered to (VS and rolling heart 
monitors. it offen a reprieve from 
television and the obseSSIve at~ 
.tentioo they must pay to their 

.huge daily dosesof medication. 


But that's Dot true for l..i.n4a. 
who with belp from ber morn. 
mmsf~nned the I~ bospital 

,room mto a makeshift home, 

Hundreds of sot.well cards 

drawingJ '. and photograpbs

wanne4 the walls ofG90-26, 


"I eat that 3-0 puzzle.': Lin4a 
had said on Day 90, pointing to 
bu Cindere1la>s castle p~ 
one of DUUlY sbe bad ftnisbed...i 
told myself when 1 finish that' 
'-', that nlaht I'll get my
heart, Well. that'. ben finished 

for a wuk, and") atill don't hdve 

myh-." 

lm~ts in transplanta~ 

tiOD - new medicatiO'ns and ven· 
tricular aWst devices. wb.icb 
keep failing ....... beating _ 

have increased the short·term; 

survival rate. Cr,imIidered little 

more than experiments 15 yean 

ago, heart 'tr'aniplantl a.rc routine 

et1()U3h today that their average 

S2S0.ootl cost is covered by Mem. 


. e&R:. Medicaid and private: insur­...... 
But with donor organs being so 

scarce, the t1:Ipid medU:al ad~ 
vanc:es have brought with them 

d1U?Iwbllewaitingforanoreair.; , 
Eight years, QQ. four ~ 

died every daY waiting for an!tS 
gIIll. By 1992,\'that number ~ 
leven. today•i 18.bove rune, -;S 
Curm>~r:nOre than 3.700 ~ 

pie are w .tor • heart t.ran6: 

plant. OIllY I roceived _10 


+;:,5, and 77(J r~~le,~ed "~~ 

.cl'm on' "way' :?: 
AuI, 30 WU a eheriDg dayU 


'I'ynme, and ~ ROOiruG,

oOuld.o't move from the U~ 

room couch. He bad been th~
illa about __ the lawn, Ii.. 

be eouIdn"t IDIIP nut or his d~ 

pression. An bt felt like doin. 

was lying arounL . , 


'Since LiD4a'. h05PjtalizatiDlt.

bet doctors lut4 been foreed to' 

shock ber heart seven times, to 

keep it ,omg, ''''!be nurses down 

there Bald they had never brought 

.somebody back to life that many 

t.i.tnes," abe bad told George

matter--of.fuct1y, , 


George WlU stil) confident that 

Linda WiJ.$ in goodhands. but she 

had helm Waiting in the hospital 

for a new .beart for more thsl1 

three months noV. What if she 

died. waiting? He vould be alone. 


George and Lilda d'idn't have 

~dren, Linda had learned the 

jlard way that she would never be 

It·mother. baving been told only 

~r a miJearriage at age 21 that 

,4Up blood-thinning medication 

~ bad taken made: it impossible. 

~~orge was getting another ice 
~ when the phone rang, It was 
2:30p.m. 

".Honey. it's time," Linda said, 
trYlng to conceal her fear, "Now 
don't get too excited, Remember 
what happened last time. They've 
80t another heart but they bave 
to check Itout... • 

The clock W4$ running. Four~ 
and.....htIJ1 bours stood between 
them. 80 George didn't waste 
words:. 

"I'm on my way" he said "1
love you." • , 

,First, George had...to pick up 
Rita. To save time:, h\ decided to 
take the mum tbnt went by Ty~ 

~ir~r waiting lists, loaser wait~ 
mg t.imes and ill BfUter cbance of 



rone Area Hiab School But itwas 
Friday, and the school was pLuy~ 
ing its arch-rival. Benwood, in 
football. It WI$ a big evenl in the 
small town, and hundreds of peo­
pit! already bad clogved the 
streets by 3 p.m. 

"1 told bet that wben f lot the 
call, I'd be there before they took 
her in." ~e said, recalling his 
late arrival the monung of Lin­
da's dry run. "No matter what, I'd 
be there:' 

Code Blue Ii 

Farley Lee was flllini out'pa­
perwork at the Clinlc's ninth­
floor nurSing station when Lin­
da's heart monitor- sounded. 
Linda had been working on :an~ 
other Jigsaw puzzle- - the Hme 
one she had been noodling over 
[or two weeks - when 'she 
learned that a heart had been of­
(ered for her. Initially, she bad 
taken the news calmly, but within 
rmoU!es her hean was racine out 
of COntrol. 

Lee reached the room first. 
fmding Linda on the phone. 

"1 don't feel good," Lmda said. 
"Get back in bed," the nurse or­

dered. 
Linda's: normal bean rate was 

abo!;1 90 bealS a minute, but as 
the Clime stnrr rusbed IntO heT 
room, the:(cou;d ~ee II was,at 120 
and rismg. The~ P-UT her on oxy­
gen, slarted an EKG and called a 
"Code Blue" II was 3:05 p,m. , 

The nur$es knew Linda was in • 
tro\,l.bJe. They alsQ knew there 
would be no transplant that night 
if they couldn't slaw her heart­
bellI. 	 t 

When Linda's heartbeat 
reached 150, the p8dd!es were 
erought oUI to shock her. ~, 

"Irs the same rhythm you did 
last week on us," said Dr. Mat· 
thew C_ Ikedy. "You fKling 
OK?" 

"Yep," Linda said weakly, the 
Oxygen mask mu(fling her voice. 

Linda was anxious. but she also 
was, alert an.d responsive. Deedy 
dectded to glve ber heart time to 
slow itself. rather than shock bel' 
or administer drugs. Either one of 
thMe measures'could jeopardi%e 
her chances or unde:rgoiJ:ie' a 
transplant. , 

By 4 p,m., Linda's heart ~te 
hed dropped to-l19.ltw8Se go. t 

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

gaD procurement tum boarded 
Lifo-Fligbt, bound for yo...... 
fO\Vn. The team wus led by 
Mccarthy. the SUJ"leon who had 
decided that the beart offered for 
Linda three days earlier was ut.i'­

"""""W>k. 
In tile leU. doeton and QW.'JCS 

once again began l.nsertini an IV 
tube: into Linda's jugular vein. 
Unda was awa.lr:e during the pro-­
ccd..... 

"lion, if !he boart'. I!O good.
will they 	 electrie~sbock me 

again?" she asked 
Ben Meola. one of 
ber pUl'Se$. "I don't 
want to be 
Shocked." 

''Tbo}''ll ..... 
that decision then," 
be answered genUY·
''ThinkpositivelY." 

Or. Robert W. 
Stewart. helad of the 
Clinic's heart trans­
plant program and 
the doctor ached· 
u1ed to perform IJn.. 
cia's surgery, came 
in to introduce him· 
self and teU Unda a 
little bit about wbat 
to expect. 

Transplants are 
exerei§es in medical 
pre:cision - Crom 
the seemingly inter­
minable poking and. 
prodding patients 
endure to the almost 
military-style police 
escorts procure:­
ment team mem­
bers receive until 
themomenttheyel'l~ 
ter the surgery 
room. 

"You try to coor­
dinate everythine 

else $0 that the minute they're: 
walking in wltn the [new] bean, 
we're taltinl the old one out so 
that there's an exchange at lha~ 
time," Stewart said. 

"The critical decision is tully 
made by the person who goes to 
get the bean," he added. "I'm 
very fortunate to have highly ex­
perienced guys like Jim McCar~ 
thy. 1 bave no idea how many 
traNplant Mlns he's been on. He 
can spot a bad heart at 20 feet. He 
also knows (\ good heart. And he 
knows the heart that isn't perfect. 
but is going to be Jood enough for 
us," 

Linda was beginning to get 
groggy from the .medication. Her 
eyes were silts, but she could stm 
tlIIk. 

"'I bope they wake me tonight." 
she said.. her voice barel)' audible 
rhrouib the oxygen mask.. "I want 
10 wake up later and have this 
wholctbing be over," 

Denise £. Brainard, a trans­
plant Durse wbo (ollows patients 
after surgery. tried to comfort 
ber. 

"I talked to Dr, Stewart and he 
said it loon Iilce • ",01 eood 
beart," the Out'$l!: said. 

"I do~' want a bad beart," 
LindatoldSroillard. 

"Oh, we won't give you a bad 
heart, That's why there are dry 
runs, When we give you 8: hean. 
itllbeagood one," 

'''The)' said that other one was 
from • 44--year·old woman," 
Linda added, "I don't want II 
heart from a «-year-old woman. 
After goine through all this, 1 
want a young bean. 1don't want II 
44-year..a1d he.ft," " 

"Well. cv-cn if we give you a 44~ 
ye8J'>Old heart. you can be sure 
that it wil) be a good one. You 
should have a good weekend. 
What .a nice [Labor Day) haUda}' 
present." 

It was shortly before 8 P,m. 

when the starr assembled in the 

leU to take Linda tn t~ operat· 

ing room. As they were preparing 

to movt her. George and Rita ar. 

rived at the fifth·fioor waiting 

room. . 

"Ther,'re wheejjng her-to the el· 
evator, • a nurse toJd him. "You 
can catch her there. " 

The reunion was briefand freo~ 
r.ied. . 

Tbis was it. George tbought. 
Th.esc! we~ (be people who were 
going to perform a miracle by giv. 
mg Lindaa new bean. : 

Hisown heart was in his tbroaL 
"I lOt to see her for two min. 

Utes." he said. *'That's all·l 
Wanted - just to let her know 
that we were there, that we love 
her," 



N'Jght owls 
• The heady ~ the ClinIc's 
heart transplant progmm bas en­
joyed since its inception in 1984 
has confemd godlike status on 
its three surgeons - Stewut. 
Niehow Smedira and Piltriclt M 
McCarthy. But it is the tirelus • 
and ncrve-j&DIlinl efforts of 
Katherine J. Hoerc&er. the cattJ~ 
jac transplant coorc:tiParcr;: Duke. • 
the (bonete tnlan coordinator; 
and the Clinic'. orpn procure- ,. 
ment teams that a~ perhaps even 
mare impressive. . .. 

One of the grim realities of of.. 
gan donation is that many orpn 
donors die at night, often froQl 
homicides or traffic fatalities. 
That requirt:s DuJte, Hoertber 
and rbe procurement teams to t)e 
available around the eloek. 

As a result. they learn to tab ... 
power naps, sometimes aboard 
Life·flight. " 

"Transplants aren'1 really ariy 

fun because tht!y'f'e often in the 

middle of the night." said 

Hoercher. "But we're very ag­

gressive, We take a lor of hearts 

that other pr'Dgrams rurn down.. 'i 


Siewan said thco Clinic is aeo­

fely aware of the balance oi rl$lt 

factors. ' 


"I wi!: transplant a high-risk 
r~c:plent," he s.ald, "I wlIl al~o 
lI!>e .(I donor that IS bordf:1'11M. But ' 
1won't use a borderline heart in.. 
hlp:h-nsk recipient. Risk is cumu­
lative, AmI we can neutralize one 
nsk faclor 'DY having everyt~ 
else hned up very nicely." . 

Panents don't n:alize it. but 

even the nahon's lOp transplant 

cemers tum dO,,",'n more than gO 

percent 0: the heaMs the}' are of. 

fered. usually because the recipi­

ent IS 100 ill or (or an), o( more 

than a dmen other reasons in­

vo!vinJ! tne he<\!lh and social his­

tory o. the donor, " 


The determ:mng facrors in who 
gets transplanted are blood and 
tls~ue type, length of tilnt: on the 
w,mmg list. medu::aJ urgency lind 
the distance the procurement 
learn has to travel 10 obtam the 
Organ. 

Hoercher uld the Clinic had 
traveled as far as nonhero flor­
ida 10 pick up a heart, Because of 
fhe Clinic's wilhngnes$ to accept 
heans that other transplant cen­
ters turn down, 60 pe~ent of its 
hear.s come from outside the re­
gion. 
. The Clinic also transplants p,"

tlents who are on its waiting liSt 
but are hospitaJiud out of statt! 
bringing them in by helicopter f~ 
the 5urgery so that they c:an be 
near their families while th~y
wait-

That wasn't possible for Linda. 
Who had to quit her job atJoste:n,'s 
Yearbook Co. in State College, 
Fa,. after she beeame too ill to 
work. So instead of being hasp!. 
tali%ed in nearbY Altoona, she 
spent ber summer in Clevelanp. 
stAring out her bcspital window 
and Wal:tipg for the death a-f a 
stranaer. " 

Thetuming point: 
The temperature in the operat~ 

ing room was a cool 60 degrees
when Stewart walked in wUriDr 
White pants and a wbite short~ 
sleeved shirt, The ca.l.I bad .r­
rive4: The: beart w~Bt»d:.., . ~ 

While teams of procurelMnt 
~ciallsti, who had arrived to 
clal:m ot.her orp.ns, hovered over 
the donor in YoungstOWn, the 
Clinic's Sllr'iieaJ team l'Udied an 
unconscious Linda for her five· 
hoursurgery, 

The beart is always the first or­
gan to be proc:ured. and doctors 
have a maximum of six hours 
aher"Cl'OSS-clamp" _ the euning 
off of the: blood supply to the d~ 
nor heart - to transplant the 
heart tntotne recipient 

By 10:22 p.m., it was clear tbat 
the procurement team was run­
ning later than expected. Linela's 
chest was open and Stewart was 
ready to remove her heart. She: 
bad been on the heart~lung by· 
pass machille for 12 minutes. 

"They didn't forget where we 
wert, did they!" Stew," joked
dryly. 

Three minutes later. McCarthy 
and the procurement team swept 
into the room, carrying; Linda's 
new beart in an Igloo Playmate 
cooler, 

It took Stewart about three: 

minutes to remove Linaa's heart 

Simultaneously. twO nurses care· 

CullY· reQl(Wt:d tbe donor's heart 

- which was suspended in a sa­

line solution - 'K-eighed it and 

prepntl!d it forttansplant. 

. Then tbe delieate worlc or 

stitciung the new bean: into Un­

da's ehest began. 


Stewart said little. Because the 
Clinie averages more than one 
heart transplant .a week, team 
memberS have spent a lot of time 
working together. 

The turning pmnt in the sur­
gery came when Stewart was 
ready to allow partial blood now 
into Linda's new heart. It would 
either begin beating on its own or 
he would have to shock it back to 
life, 

Or Linda would die, 
The doctor removed the Clamp. 

lmm.edlateJy, tb.e heart began
be:a!Ul8, confirmmg Stewart's in" 
"uuon: A perfect match. 

"That t'e$tOres my equilib­
rium." be said, 

He asked a nurse to caU George 
and Rita in the waiting room and 
teU them the surtl'err was going 
weU. Rita began to cry. George. 
for the first tune, saw an end to 
·Linda'slong onU:al. 
, "1 can't help but thinlt a bout 
where the heart came from, and 
why things h .... e worked out this 
wal' ," he said, bis eyes focused on 
the floor. "1 euess only O~ Man 
knows tor sure, Still, I think aboll~ 
it, about the family on the other 
end of this. 
. "noyou think they wouJd get us 

in touch with them? If they had 
hard feelings, 1 wouldn't want to 
intrude on them," be $lid as hiS 
~e$ welled with tears. 
. For a moment be could not 
!J!W.. 
. "I'd like to let them know what 
we're like. to thank them very 
lllucll ror the s«ond cltance they 
lave my wife." 
, The Robins<>ns know only that 
Linda's new heart came from a 
11-year-oid woman who died 
from a gunshot wound. They now 
know that at least two other fami­
lies benefited from the donor 
familY'S eeneroSllY, with the liver 
and lddneys also being procund 
forwaiting patients. 
, Although organ recipients are 
given no other infonnation about 
the donor, tbey are allowed to 
send a lener, usually relayed 
through the hospItal or organ 

. bank, to the donor's family. The 
tamily tben chooses wbether to 
respond. 

Many don't, preferring their 

gift to' remain a silent., settleS! 

act. 


'Bye bye. y'all' 
. At 1:04 a.m., the sut"ge:ry ended. 
Stowart walked into the Waiting 
room and extended his band to 
George. 

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

Stew8rt said he was optimistic 
about Unda's lons·term outlook, 
Her chance or surviVing the tint 
year, he said, was about 9S per­
cent, . 

"The real Question now is 
what's goin, to happen to the do­
nor beaft, specifteally coronary 
artery disease," he said, "And 
there's about one chance in t.b.re 

"that. five years from now that 
will have ,c§used her mejor prop.. 
terns, either deatb or reA 
transplantaUml, .. 



While thOse odds may not 
sound ,reat. most' heart rran,s... 
plant patients will take them any 
day over the immediate alterna­
tive - death. Many heart recipi­
ents are now Uvtng more than 10 
years. And the longest~llvine re­
cipjent. a 4o.yeaNJ1d patient
transplanteO at Stanford UDiver· 
sitY in 1974. bas logged more tban 
20 years. 	 ' 

"Every year, things get ldinle 
bit \:tener." Stewart added. "So 
ihe outlook's not bad for Linda at 
alL" 	 I 

Linda's recovery was switt. on 
Sept 7, eight daysafter hertrarui­
plan~. she left G90-26. I 

Sbe fried fl!)t to cry. but even 
the heavens wept. The rain came 
in iOITent:; as Linda, Rita and 
George loaded boxes into 
George's truelc Linda's. nurses. 
many of whom made it pan of 
their daily rituals to take their 
breaks In her room, gathered to 
say goodbye and wish herweU. I 

"J:: was hard to leave those peo­
ple." Rita sa,d. "You get really 
close after bemg with them all 
that time." 

"I didn't even see mv cousins as 
much as J saw these people.;' 
Linea added. "I saw them eve1j' 
dav, " 

And tnim she left carr)'ing the 
hean of a woman She bad never 
known. along WIth the hopes and 
{ears ora life she almost lost. ; 

..IJJ that was, left of her UQ-day 
stay at the C!uw.: was the nolf! she 
ha: sera wi cd on the message 
boora in her room,' 

"Thanks for aU the special eare, 
EVERYOi\E, Bye bye.y'atL" 

Back to Tyrone 
Nestled In the hollows of cen­

tra! Pennsylvania, hard by the 
Lm]!! Juniata RIVer, Tyrone is a 
worl:!. <lW<l1' from Cleve~and. , 

This mIll town of UIOO resi~ 
dents is where Lmda grew up, 
and where her children would 
have grown up had her fortunes 
been different. Lacking !bough ;t 
mOlY be of the ame-mues She and 
Rha had grown used to in Cle~: 
land. Tyrone is Wbere her (amitY
and her heart is, , 

Po!" the most part, Linda has 
been dom~ well since her trans~ 
plant. She IS also relieved to bear 
that Nancy Vigneau, her friend at 
the Cleveland Clinic who was 
kept alive bY the HeartM41te. ,ot 
"her" new heart a week before 
ThankSgiving, and that Nancy is 
recoyenng, too, 

Because sbe bas been so fixated 
on liVing, Unda has given Uttle 
thought to what Renee Fox. a pro­

.	ftwor of sociology D[ the Univer~ 
atry of _Ivania. <aDs "the 
\YI'lII!lIY of the ~.. - the inabil· 
ity of organ re:etpients to ever,.e.­
pay such an attaordinary act of 
givirtg, She was allowed only to 
~d a brief thank-you ~ to Ute 
dooor'sfamUy -wbochoae Dot to 
respond - and that Wlll the ead 
ofit 

t.ike rnauy transplant recipi~ 
ent&. Lindt! expected her life to 
pretty n:meb return to normal 
after she ca.me homet. It ham't. 

Every day. sbe checks her 
blo<xl pre"""" .........ture and 
we:iiht. walks 30 laps (five miles) 
around the interior of the bigh 
acbool and swallows 23 pills, 
t'IDRinR from anti~rejection drugs 
to C-ei1tol. She returns to the 
Clinic eV'ef1 three weeks for a 
biopsy. . 

"My boi:1Y"s fighting my heart 
because it knows it's not nart of 
my body; it's someone: eise'S:' She 
sai<!. "But I didn~ think I would 
bave to ta.ke aU the medicine ] 
take, I take a lot more medicine 
!hill 1 took before, and that burns 
me out .lot," 

But in other ways LiDf1a'J life 

has retunled to normal, SWfl:Ilters 

still ~ded to be cross-stitched 

for Christm.as: presents and the 

many chores associated with 

maintainlng the Robinsons' small 

trailer borne bad to be dm:ie. 


Geo:rp hasn't been around to 
help much. After Linda eanle' 
home. be took ajob with a Cnnrail 
subcontractot. belping to clean 
up train--derailment sites. The: 
money', good, Lindo said - $10 
an bour - but it keeps George 
away from bome a lot. 

But there's • more important 
teUOn Linda has not hael tl.me to 
conva1e:su. It is now Mf turn to 
take care of Rita, wbo has i:>een 
suffering terribly from her can­
cer. 

Since foiOmPieting her cherno­
~ regimen. kita bas been 
re<:eivm, radiation therapy at Al­
toona HOlIpital. Every day, a hos­
pital van makes its rounds 
through the bollows near Tyrone 
~d ~ts sumnmdine communities, 
Picking up cancer patients and 
delivering tbem to the hospital>. 
caDeel"Ceoter. 

ThIt patients with early ap-

poi.r:rt:m:eDts simply- sit and wail 
until everyone is done, Then the)" 
are delivered back to their 
homes, where they wait until the 
van arrives again the next morn­

~a ~d that her' mom 
would aot be on that van. So, evw 
err day. she drives Rita to the 
bospital. doing ber eroSfl,·
IIt:IIcbiIl¥ lD the lobby while Rita 
getJ her radiation. 'I'ben they go
b.......-hWlt!ni, 

"Sbe stayed with me the three 
months in Cleveland." said Linda. 
"1 think I can ~ outand take ber 
to the baspiUII. ' " 

·These are precious months for 
lJnda and Rita. filled with laugh­
.... and Rita', _ ... 0pti­
mism, For the tint time in years.
it appears that daughter will out.. 
live mother - as every parent 
imow& it sbould!>e. 

And still, Linda isn't sure $M 
would be willing to endure it flU....... 	 , 


'"They say you might have to 
have another tnUlSplant 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 dyins at the hospital, 1 didn't 
WUtto. 

"I guess I can say I wouldn't do 
it again, now thal I'm doing 50 . 
good." 

http:Christm.as
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Ifyou are facing
a transplant , 

When decldlng wbere to eo 
for a transplant, patients 
should consider the annual 
number of transplants a center 
performs, its mortality rate 
and rhe surgeons' experience, 
medica! eXperts say. 

Centers that perform I~ 
numbers of transplants t.end to 
have bener sUl'vrva! rates and 
are less likely to tum away do­
nated organs matche4 for pa~ 
tiel1l$ on their waiting lisu, 
according to Dr, Robert IW, 
Stewart. head of the Cleveland 
Clinic's heart trantplant P,ro­
gram_ 

"Volume almost answers ev­
erythmg else:' he said, "tryon 
wan red It) pick a transplant 
center Just on the available in· 
formation, pick: the top '20 
according to [volume] num~ 
bel'S, and then go down the top 
20 and pick them according IU 
sUr'\>}val rates." 

Volume and monality data 
for transplant centers are pub­
lished by the United Network 
for Organ Shanng in its "1994­
Report .of Center Specific 
Grar. and Patient· Survival 
Rates." The fuil reix)t't costs 
$115 and can be obtamed by 
caning 1·800·243·6667. : 

UNOS also provides mortal~ 
ity rates on up t~ 10 centers 
free of charge to transplant 
candidates who send a written 
request to: UNOS communiC8* 
!ions, P.O. Box 13770, Rich­
mond, Va.• 23225. . 

Informahon about II .ur· 
geon's experience must be re­
quested from the transp\&nt 
center. 

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

And computer users with Be­
eess to the World Wide Web 
will find useful transplant in­
formatiDn on bOmep8gcs pub* 
lished by UNOS: ' 

hnp:llwww.ew3.artlleUunQS 
and the U.s. Department of 
Health and Human Services' 
J.?ivision ofOl'8an Tra.o.splanta. 
tlDn: I 

hf1p:llwwwJH'SG.dhhs.govl 
bhrdldatldotmain.hrm: • 

_eel Ilrst.,.... ebarJ(es 
per _1r1IIISpIaIII. 19911 

Heart 8253.200 
LIvw $314.500 
Kldney SU6.100 
~"""" S14l3OO 
Panaas S125.8OO 
Heart-lwli $271.400 
Lunt S265.900 

Tll.ANSPLANT FACTS 
The length of time ....... 

remaIII Usable lifter 

procurement . 


Heart 4~6 hours 
l.unSs 4-6 hours 
Pancreas 12~24 hou~ 
Uver 16-32 hours 
Kldney 48·72 no"" 
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, 
ROYAL OAK. Mieh, - The 

sun; of Patli Sz.uber's donated 
1'I<.tr!s was twoet'es. two kidneys, a 
linu. 30 hone and tissue samples, 
and une :'}eating heart,.

:11 a wrenc:hmg, binersweet 
SlOD of love ane death. the heart 
ollhc 2>n~tI!"old nursmg student 
\ret'll to her father. and it made 
111ChliHln Ire,,- farmer Chester 
Szuher the mOSl famous beart 
trllnsplanl reCipient In America. 

Paui SZllber's tragic death in a 
car tlccioem in Tenness~ in Au~ 
{!usl IY\.!4 and thr lraosplantatitlo 
of her heal1 mto the chest of her 
ailing 58-year-old father also 
thrust Ihe suburban Detroit hos­
pital at whIch the surgery was 
performed imo tbe national spot~ 
light. 

Chester Szuber had been wait­
ing four years for 1I transplant. 
and William BeaulnOn1 Hospital 
in Royal Oak was inundated with 
calls from reponers and TV pro­
ducers who wanted to tell the 
family's heartbrealung story, 

But what Beaumont officials 
never told Szutler or any of the 
other 23 patients on their waiting 
list in 1994 was that the national 
Shortage of donor organs wASll't 
the only reason they bad been 
waiting $0 long fqrnew hearts,, 

That year, Beaumont staff 
turned down (or nonmedical re8~ 
sons 101 oUen 0( helU'tS suitable 
for transp1an\, The m8$OD$ for 
the turndowns, as reported to the 
Unued Network for Qrpn Shar­
ing: by the organ banks that 0(. 
fered the helU'tS to Beaumont. 
were either "surgeon
unavailable/program too busy" or 
"administrative." 

Another 76 heart offers were 
turned down by Beaumont ad­
ministr8ton in 1994 (or ptedical 
reaSOns, They 8ccepted Just one 
- Patti Szuber's. 
. Beaumont wasn't the only pro­
gram that was tuming down Mart· 
offers for noruned1ea1 reasons 
thut 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 
UNQ5 records:, About 97 percent , of those heam were later trans· ' 
planted into pAtients at other hos· 
pitals, a UNOS officia.l SAld, 

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

"You eRa count me among 
those who were surprised to hear 
that it happens at ell. i assumed it 
was extremely rare, and it ought 
tobemremely rare," 

Transplant profe:lsionals say a 
hospital's rate ofturning down or­
pas for nonmedical reasons ts 
JUst one factor that patients 
should consider when choosing a 
hospital, Other important factors 
are a bospital's: mortality rate and 
the median length of time jts pa­
tients must wait before being
transplanted, 

A center's higb nonmedical 
turndown rate also doesn't neces­
sarily tl"IUlSiate into lonrer me~ 
dian w~ting times for panents, In 
some cases. a high rut!': of tu.ming
down organs for nonmedical n:a· 
lOllS simp)y reflects the size of a 
pro¥f81l'J and tbe resource, the 
bospital bas devoted [0 tr1lnsplan~ 
tation. 

For example, of the 806 offen 
ot hea.rt3 turned a way for, non~ 
medical reasons during the last 
BeVen months of 1994. many were 
refused by smaller pro&l'aDU, 
such as Beaumont's, which has 
just one tranSplant team, That 
means vacations, medical confer­
ences and other cardiac surgeries 
that mightcaU any member of the 
team away forced tho$e centers to 
turn down hearts they otherwise 
might have accepted for waitina 
patients,

More: recent turndown data 
(:ouid not: be obtained because 
UNOS. the government COIltJ"ae~ 
tor responsible for allocatbia d0>­
nated organs, h&s refwted to Bive 
199$ and 1996 organ turndown 
figures (or 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;, 'Ib.ey 
also feat tlll\t making the 4atI 
public would cliscourage centers 
trom voluntarily ProvidiJl8 infor­
mation. provoke lawsuit:s and 
change. the way the data is re­
ported in the future, renderina it 
acientiflCilly useless. 

Beaumont ~whicb has done an 
average of just 2.6 heart trant­
plants a year since its program 
opened in 1989 - had the: third 
highest percentap of nonrnediea1 
~downs in the country durina 



the last seven months of 1994. 
During that time, Beaumont 
turned down S2 offers ot heartJ 
for oru:unediccd nl8S0ns. an aver­
age of more than two per patient. 
~OS~sshow" ' 

In an interview in October, 
Beaumont admin.istrators 4iJ.. 
PUted the accuracy of the turn~ 
down figures, But last JOOntb. 
after referring the matter to the 
hospital's peer review comminee, 
the}' confirmed that the fiiuns 
Were correct. 

HospilaJ officiaLs would not re­
veal the results of the commit~ 
tee's report, which was com­
pleled in December. but saidthe)' 
had addressed the problems and 
had nOf TUrned down any heartS 
m 1906 ror nonmedical reasons. 

"Sonmedical turndowns of 
hearts IS something that we don't 
£ir.d acceptable around here, at 
lcas! anymore," said hospital 
spoi<esman Mike Killian. "The is· 
SUt> t5 thaI il shoUldn't have been 
done to the f:rst place:' 

Beaumon, administrators am;· 
buted part of :he problem 10 the 
tmsy schedule of Dr. Jeffrey At 
Altshuler, the hospital's bnly 
he:J.J1 tr:,mspJam surgeon, 'AJt­
shuler performs a~oU[ 230 heart 
s'Jrgenes a Year, or abouf four a 
week, When a heart is offered, he 
oflen m'JS: be available '10 remove 
as We II as transplant it. 

"The big problem in having one 
:ransplant surgeon is when I go 
on \'llcall0n , .....:.al happens to 
!ht reclj)i~rHS"" Allshuler said. 
"We\'e mad~ arrangements with 
other transplan ( programs rlOw 
:hat if I"rr. gone for a week, we 
cal! them. '. and they will Cover 
for US," 

Beaumont officials "'ould n(}t 

say whether .lny of the patients 

for whom heans had ~een re­

fused died without receiving a 

~ransplant. Because p3ilent infor­

matlon IS confidentiaL The Piain 

Deaier was unable to identify 

BeaumOnt pntJents or their survi­

vors 10 interview for this story. 


Patients not told 
In n practIce officials a1 Beau­

mont and some: other hOSpitals 
said was \mivt'rsal. Beaumont did 
nOT tell nny of the patients 011 its 
waIting Ii.n about the nonmedical 
turndowns, That deprived them 
of the choice of transferring to 
another heart transplant pro­
grnm. 

PatientJ at Beaumont and else­
where generally also areo't aware 
that transplant centers tum down 
most of the hearts they arc otw 
tered for important medical rea· 
.5OIU., such as the reeipient W8$ 
too ill or the donor's sUe Of 
wc~bt Were incompatible with 
the recipiem:. 

"There iln!' always HCCptiOM. 
but as a general practice, patients 
are nat told about [organl t\.tr'n­
downs," said Dr. Leslie Rocher,
BeaWllOllr.directorol......_ 
tation JetVices. "It doesn't add to 
tbeirweU·~... 

Some medical edUeist5 dia~ 
_.J_yM Pro...... UNOS 
ethics committee member. even 
goes a JU!p further - advoc.ating
that patients be- e;ven tumdown 
data wben they are deelding 
where to have a transplant, 
cam.r than after they arc already
h..~i..lu.,d, 

"Wbenever I bave my say on 
this issue, : say that UNOS.ou,br • 
to be publishing aU of Ibis .. said 
.Prottas. wbo teaches haltb.. p01i~ 
ties at Rnmdel$ University' in 
Waltham, Mm. "It's really Un­
fair, Everybody 5bould tUtow 
tbcse sorts of things," ,~.-

But they doo"l -.. PArtieUliiiy
when organs are turned down for 
n~mediea11QsD1lS. OfficiaJS at 
OblO St~te University Hospital. 
Vanderbilt UniversitY Medical 
Center and other transplant cen. 
ten around the couotr)' all Said 
they,don't tell patients about DOn­
medu:al turndowns. "':. , 

As a consequence, patients' at 
Vanderbilt didn't know in'1994 

that 41 pen:e:nt cfthe: heart aftl:rs 

We:~ betns turned down for'non. 

medical reasons while the heitd" of 

the Nashville, Te:nn., bospital's

heart transplant progTam . Bill 

Frist. was campaignmg fc'r''ttIe 

U.s,Senate. .... ie 

Vanderbilt refused 93 offers'of 

hearts in the last seven months of 

1994, 46 of them for nonl1'JedicGl 

realJl?lls, according to UNQS data, 

Frist, who was elected tt), the 

Senate that year, declined to nom. 

~t for this story. Since bCcom~ 

me a 4enator, he has remilined in-­

volved in tranSPlant issues ind 
al~ng with Ohio Sen. MichaeU}e:
Wme. founded the CongressicoaJ 
Task ~orce on Organ and. Ti$sue 
Donanon. 	 ­ w 

It it ~elear how many of the 
nonmedical turndowns are attiib. 
u~ab1e to Frist's absence, burhb6~ 
Pltal officials said that when' he 
took. a leave frotn Vandert)tlt..in 
late 1993, they were lett 'tlfj1~
staffed. 	 . :; , .. ' 

1 fWben Prist lett. It left:· two 
• guys doing evervt:bh:.ul - 1ll1tbe 

adult heart surgery, all the adUlt 
thoracic: surgery. and an,.'!ttle 
~nts," said Dr. Ricbartl:N, 
Pierson 111, the current dim::tor 
ot VcmderbiJt's hean tran$plant 
program. "When J got here, 1'lJot 
that [turndownJ list from OUr'CAr· 
dialogist, who was unhappy tut 
we bad had to turn down oqans 
because we dtdn't have e:sJQtIfb 
.PC'EP1e." " ".~ 

Pierson conceded that Vander­
bi�t turned down organs for.non­
medical reasons before bf: ilf­
rived in Jutr 1994, but:'l';e 
disputed UNOS data stating ·tIla! 
39 of the 46 beart offers Vander­
bilt turned dowu from July to the 
end of 1994 were because 4. sur­
geoo was un8vaUable: Of t¥ p~ 
gram was too busy. He sal4 j,'IlSt 
one beart was turned down"in 
1994 because a surgeon was un­
available - in August of· that 
year, wbile he Was on vacation:" 

"Every program tums dOwn 
o!VaDs." said Dr. John R. Wilsoo, 
~I:torofVanderbilt's heart fail­
u",: program. '''Whenever you 
ha~ limited numbers of surJeOni 

· I!l1d you bav!e patieots on the: 
, 'waiting lists. you would not like to 
.sC? any organ turned down. But 
,,~s just not a realistic expecta .. 
,.'timi of Bny program, There is: no 
· Program in this COuntry that tan 

guarantee: that every organ that's 
~~ptabie is taken." 

::Am of problems 
:" .- l\1!bougb betlrt transplant pa­
·ti~ are nor aware that many 

'.~tBls roUtinely tum down 
,hear:t offers for nonmedical relJ­
~:.officials in UNOS and the 

, !?lDston of Organ Transplanta­
~ ,~ have knowo about the pnc. 
,,~oralmost two yean.
.' , J!l, ~arch 1995, prompted by 
~"~ons about heart turndowns 
;.'~ University afKansas Med. 
;'1;'0. Center. government ot1icials 
,,uke,d UNOS to compile refusal 

data on each of the nation's 161 
::'~transplant~. 
:~ . The .report. covering the last 
•''l'lCV~ months of 1994, .bowed 
,tb.at.the programs turned away 

l 	 far nonmedical reasons nearly 12 
'vereent of lit beart offen, 

http:evervt:bh:.ul


· ,
' .. ·,nBesides Kansas, thef'e were a 
'ntifntler of other beart transplant 
programs with higb refusal 

· 'rft{t$," 8 Division of Organ Trans· 
!'pliiritation official wrote in an tn­
• temal report. The report also said 

ttle.. turndown behavior at one 
'ho$pital- Beaumont -appeared 

· to fit the same: "profile" as the 
, 1:riiVersiry of"aD.;"8s. I 
· The identIfication of that,~ 

.' file. sfemmed from a front·pqe 
story in the Kansas City Star in 
May 1995. The Story reported that 
from April 1994 to Marcb 1995. 

,the center turned down all SO 
· hearts It was offered, most for 
:nonmedical reasotls, 

· . Subsequent stories speculated 
thaI {he turndowns may have con­

· .tributed to the deaths of three pa­
JlenU., prompting an investigation 

, by the state anomey general, nu­
,"~erous lawsuits and. ultimatelY, 
do:mre of the transplant pro­
gram. ; 

'. But information about Beau­
'mont and the other hospitals with 
'hi~h he,m·re(usal rates was 
net'er made public, aod federal 
regulntors never pursued the 
'IT •• uter, concluding that it waS an 
unfor1u~ate anomaly. 
· :';here are aboul 850 tnms· 
plttn! "rograms in the country:, .. 
>lnd one. maj'he two, hlwe been 
brought to our artentloo as prob­
lems:' saId Judith Il Braslow. 
wn... he..u.!> HHS' Dlvilaan of Or· 
gall Transpianlation. "W(! do 
19.000 to 20,00(1 traosplanu .a 
year. We're talking about very 
small numbers. That's not to say 
patients should have been treated 
thIS wa}\" 

But accor-ding to Braslaw and 
her depury. Remy Aroaoff, ino 
one. l11duding anyone from 
UNOS. ever tVeo quesrloo:ed 
Beaumont or any orrbe other pr0­
grams "'ith high ~ru$al rateS, i 

One reason Beaumonl wasn't 
scruUniled, according to Aronoff, 
Was because the hospital's 1995 
heart turndown fiflUres improved 
over 1994. Beaumont's ncmmed:i. 
cal turndown raut dropped from 
50 percent In 1994 to JJ pereent1" 1995, ' 

"That put them in a ClllegJ-y 
with a lot of othel:' prosr'ams, $0 
we didn't pursue It further," Am­
noffsaid. 

Although preVious contracts 
did not require ONOS to report 
potential problems to the rovem­
tnent. a new contn!;ct UNOS and 
HHS sisned Dec, JO ",qulrn 
UNOS to monitor. investipte and 
report any incident "that jeopar- . 
diu. the bealth .(waiting IJst pa­
tientsor trarlsplant recipients." 

Because fow people are aware 
that hospiw. tum down do_ 
O1"fPUl$, few bave been odvocatiag 
that patients be told. The excep.­
tions are the patients and fam.i1ies 
who waited in vain for hearts at 
the University of Kansas Med.ieal 
Center. ­

"I absolutely belie~ that pa~ 
tients or their famllies have a 
ngbt to knDW whafs ,oine on so 
they can discuss it and make bet· 
ter decisions." said Loena De­
Walt. who$e nusband died before 
he could receive a heart traM­
piant at the medical center, "We 
were not told anything." 

Teddy DeWalt, 60, a relind 
Kansas City firefighter, endured 
months of poking and prodding
with the hope of getting a new 
heart. But in February 1994. 
while be was: being evaluated for 
II: transplant, his enlarged heart 
ftilled. 

"He was told that it was time to 
go 00 life support." his wife re~ 
called, "At the last minute. he 

chanied his mind, which was 
probably just as wen since be 
would have been going to a placi'! 
where they weren't even doing 
transplants. 

"He died 10 minutes later." 

Keeping secrets 
With the exception of data ill<­

volving Beaumont. UNOS om· 
cials have refused to release 10 
tha federal government or the 
public 1995 and 1996 figl.lt'eS 
sbowing how many beam indio 
vidual hospitals rumed down for 
nonmedical reasons, They also 
have refused to rele&Je turndown 
data for other types of dODor 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 

"Ifyou want {to use the datal to 
say sucl}..and-such center wasn't 
doing things right. I'm telling 

.YOU. you're on thin ice there." 
llurdicl<said. 

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

"I think ttlat in the big picture. 
the issue of releasing the data to 
patients is an idea that would be 
designed to fix $omething that 
isn't a big problem , .. If you're 
trying to talk about ways to help 
patients Wlderstand the national 
system. we've: got many ways that 
we can help patients nwre than 
by II'fVing them this data." 

One way UNOS helps patients:, 
Burdlck and otherssay. is by pub­
lishing survival rates for aU 
transplant centers in the United 
States. But that infonnation is 
based on transplants performed 
five or more years ago, An up­
dated survival report is due Olit 
this SU.D't.tnel', 

The limited data UNOS and the 
government have been willin, to 
release sbows that the problem of 
nonmedical turndowns of hearts 
has worsened slnee 1994. 

Ort avernge, in the last seven 
months of 1994, centers refused 
for nonmedical reasons nearly 12 
percent ofall heart offers. 

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

Not aU transplant centers turn 
down large numbers of hearts tor 
nonmedical reasons, bowever. 
Seventy~one hospitals managed 10 

•-

should DOt be used to judge trans. 
plant center performance. 
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k~p refusals for ncrunedieal'rea­ ,sons below 5 percent. according •Maqy donatedto the 1994 data, They included 
tne Cleveland Clinic, where just 
0,33 percent of the heart offers 
were refused for nonmedical t"e8­
sons. 

Dr. Robert W. Stewart, bead of 
the Clinic's heart transplant pro­
gram, attributed that number to 
the resources available at the 
Clinic, which performed 74 heart 
transplants in }996, more than all 
but three othereenters. 

"We almost never would have 
to tum 00\\'0 a bean because we 
don't have the manpower," Stew· 
I)": said. "Vou cannot, in a smaller 
in5taulion. have the privilege of 
hiwing three separate teams. If 
you're Just completing a trans· 
planl and .hey call you WIth lin­
other donor, you're probably not 
going 10 be able to use the people 
who are: l.llrea4y doing that partic­
ular procedure. You'~ going to 
have to have an enUreiy new 
learn sHmding lnlhe wmgs.'> 

Defining 'inactive' 
Las, !;ummer. tiNOS adopTed a 

poky that calls for letters of in­
qUl:-y to ne $enl 10 an:; program 
thai furm down 10 consecutive 
or,,~ns. Ahe, some debate. It als"o 
dec!dt'd Uta! ?rol!ra~s found to 
tw "lnacl!vt'"' should mform thetT 
pallem" I 

Ltd! un;Jddn:ssed were the is· 
sues or hnw kmg a cenler could go 
wahout pt'rlOrmmg transplants 
before t'ot:wJ:! conslcered inactive. 
and WhtH 10 do ~hOUl programs 
U-:~! weren't tr:chnu:allr mactive 
but were turning down large 
numbers or ot'jlans and not telling
the] r palients, 

L'!\,OS Exe:::utlve Director Wal­
ter K Graham would not say 
whether UNOS had sent letters of 
inquiry to any of its members. 

Breslow. director of the Oivi· 
slOn £of Organ Transplantation. 
supported the polley, but said she 
was.nol ¢nlirelysaHsfied. I 

"To me. it IS unconscionab1e 
that a progrBm should be inactiVe 
and the patients not be notified" 
she said, "There isn't one of UlJ 
who would sit still for that if it' 
were our spouse orour kid." 

organs are never 
transplanted 

In phODt conversations often 
held at niabt. organ ban); dona· 
rum apecial.lsu and hospital organ 
procUl"t:ment coordinaton ~ 
fully (0 over a atandardized 
checklist 

Did the next-of·kln give written' 
consent for donation? How did the 
donor die? Does the donor' have 8: 

, hi.$tory of Cigarette. alcohol or IV 
drug use? What medications were 
administered before the donor 
died? 

Those and many other ques­
tions are asked ofdoctors. nurses 
and donors' f.aruUie:s before an or­'M bank decides whether to offer 
1m organ tor transplantation, The 
information is then entered into 
the computer system of the 
United Network for Organ Shar· 
ing, which matebes it against 
thOusands of potential recipients 
on the: natlonal transplant waiting
list The matching prooe5S nu~ 
mericaOy ranks potential recipi· 
ents based Qn their distance from 
the donor orgml. the number of 
days they have waited. their med­
iCal status and othe:r factors. 

For a variety of reasons, many 
donated organs are never trans­
planted. FOT those that are. once 
the hospital verifteS that a tnms­
plant was perfonned. the: UNOS 
computer generates a fann listing 
~ potennal: 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 reJ)Ort 
the reason each hospita1 turned it 
down. 

Collecting such data ensures 
that patients t'ilnkedhleber em the 
waiting list were not 6kipped over 
because someone lower received 
unwarranted consideration. 

Orp.ns are rarely accepted on 
behait of the: fIrst patient on the 
list. lu 1995. for example, donor 
heartB 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 
-~ from issues related to 
the quality of the organ or the do­
nors social history to the recipil. 
eat's immediate need for a multi. 
pleol'8'tm transplant. 

The nation's 66 organ banks re· 
PQrted that another 3.448 heart .; 
offen: - representing one· 
quarter of the 13,801 that were 
re:fUsed in 1995 - were turned 
down fnr nonmedical reasons. ei­
ther because 8 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 heaM and the hos· 
pital turns the heart down. UNOS 
counts it as three turndtu,\'OS. 

That's wrong, said Dr. WtlyM 
E, Rlchenbacher, direetor of the 
heart transplant program at the 
Universityoflowa Hospital. " 

"If you're offered a heart and 
turn it down. that's the end or it," . 
he said. ''1'bat's one offer and one 
refusal." 

Dean F. Kappel. president Of 
Mid·America Transplant Se"~ 
ices in St. Louis:••aid he would 
like to see medical and nonmedi. 
eal turndown figures made public 
after being reviewed by the trans. 
plant centers. Kappel serves on 
the UNOS board ofdirectors. . 

"I think itT', really unl'1CCeptabte 
ifprograms are consistently turn­
ing organs down," he sajd.. ' . 
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Contractor keeps 

government in dark 

on transplant data 


, 
RICHMOND, Va, - For nearly 

two hours, Judith 8. Braslow 
waited impatiently outside the 
dosed meeting room as board 
membi:!rs of the United Network 
for Organ Sharing met in execu· 
dve session recently in Boston, 

''I'm furious," she told anyone 
who would listen, "1 can't believe 
.hey're doing this" 

As director of the U.S, Depart· 
ment of He:;;lth and Human Serv~ 
iCeS' DiVIsion of Organ Trans· 
planr3flon. Braslow heads an 
agency Inal regulates UNOS and 
supplied the nonprofit org'liona­
non With about 18 petcent'o( its 
513.1 millwn to revenue in"l99S, 
according to UNOS' most re<::ent 
tn:::or:'!~ 1ax returtL 

In 1he curious world of ftans­
pJar.:.:n:on. thll! hasn't given her 
the access she believes she is clue. 

"There's a 101 of tension right 
no'" bet"'t'~n the governmenl altd 
l'!\'OS," EnlSlow said. "And thaT 
(e!1slOn c~nlers on 'l4'he~ does 
our ;:nnhonry S'iUP, and what do 
we have lhe rilfh~ 10 get and what 
don'! we hiwe the right to get." 

tn recent months, the Rich­
mond contractor has repeatedly 
lold the government what it 
d()esn't have !he right to g~t; data 
on transplant centers' turndowns 
of organ offers. access to reC!)f'ds 
and meetings of UNOS' Council 
on Organ Avai!abihty and, on oc­
casion, even minutes of UNOS' 
public board and eorn.mlUee 
meetings.

Dr. James F, Burdick.. a trans­
plant surgeon and UNOS' presj· 
d~nt, acknowlt'd~ed that tension 
exists between UNOS and am~ 
loW'S office. "1 think there an 
people in the government who 

'would like tJNOS to be a let less 
private,"hesaid, . 
, UNOS. which was fonned in 
1986 as part of iii public/private 
. partnership intended to manage 
'the acquisition and distribution of 
. the nation', scarce supply of do­
.nated organs. bas made itsel! in· 
:dispensable to the government. 
'But after years of allowme UNOS 

to openUe a!Ystem in wbicbcom­

plianee is voluntary and failing to 

enton::c a key provision in 'one 01 

its _'" With tlNOS.IB.... 

low', om~ increasingly fuu:ls it.. 

self helpless when UNOS says no. 


Some people think the B'~. 

ment bas. abdicated iu responsi~ 

bilit;'. I 

"You can't delegate public pol~ 

icy to a private contractor,i' said 

Dr. John P. Roberts. a livertrans* 

plaut surgeon at the Univerii.ty of 

California at San Francisc:o,l"You 

can't have the people who are in 

control- essentially competitors 

-mbkopolicy." I 

UNOS ExecutiVe Director, Wal~ 
. ter K.. Graham d.isag:rees. I 

"1 personally believe that the 
essence of democracy is 'self· 
regulation," be said, "That'swhat 
we ao in this countrY ".1 and 
that's what UNOS does. so I think 
it's a very good reflection of the 
whole principle or democraCy in 
this country." I 

UNOS owe. jts clout to a pair or 

tbree*year contracts it renJwed 

last month for a total ofS6.0? 'mij~ 

lion. Administered by HMS.lone 

contract allows liNGS to operate 

the Otgan .Procurement land 

Transplantation Network. a U. 

bour organ~plaeemeDt system 

that matches donor orga.ns With 

waiting pa~nt.s. The other gives 

UNOS authority to run the Scien. 

tific Registry ot Transplant Re­

cipients. a database of rnedieat in· 

(ormation on people who receive 

transpiants. I 


Those contracts have allowed 
UNOS to become the trlmptant
community". most poweriul 
player: a tax-exempt organization •• 
whose members include 281 h08~ 
pital trml$plam ."""""'" 55 lab­
or8tl?ries., <!6 ~~ and :29 
medlc:alJSCWltific orgaruzations..

UNOS, which enjoys the over­

whelming IUppon or those in­

VOlved in organ t:raMpI..anU:tlon in 

the United. States, IS governed by 

a physlcian-dominated. 39­
member board of directors that 

includes 11 membel'$ of the pub-


I 
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lie, Board memhers also laclude 
Mpreentatives from eech of 
UNOS" 11 ,eograpbi<: regions, 

Most decisimu are reached by
conse[J,$U5 through meetings oC 
the 21 committees UNOS opel* 
ates, Board members, who are not 
compensated but are reimbursed 
for expenses, also hire the aeeu­
rive staff. Who run the day·to-day 
operation$ of the 164-empIQYH 
organization. ; 

Ninety peree:nt of UNOS' bud-­
get comes from the two BOvero­
ment contracts and the S34c)'per­
person computer registration reft 
fhat patients or their insurers pay 
to be placed on the national waIt­
ing list. The remaining 10 percent 
comes from member (eeil and 
other activities. 

The national waiting Ust eon~ 
tains more than 50.000 registra­
lluns and receives about 7,000 
new registrations a year. 

Graham and other UNOS offi· 
cials criticize the government for 
failing to pass regulations tbat 
would give liNOS legal authoritY 
10 prohibit poor~perfonrung 
transplant programs from receiv­
ing organs and ta1te enforcement 
action against members who vio­
late UKOS' guidelines. 

Bul although Graham says the 
!ac)( of regulation$- haslett UNOS 
ex~u:ives "\S<'ith "our hands tied 
behind our backs'" DecauS(! virtu. 
ally ali policies governing tran~ 
plantatlon are voluntary, be and 
other UNOS officials adamantly 

opposed • recent move by HHS 
SecretarY Dot:m.a Sbalala to im­
pose fedemll"C&'U1ltions on UN~ 
members. ~ 

G_saidUNOS_notoo, 
jecting to govemmetU recu1atioll 
per .., but sald !IHS' proposed
rules ''will buically do away With 
our $W1dardB ••• 10 there is. a 
huge pbllosophloaJ dilr....,.,.,. .. 

While some HHS officials have 
__ted at their ioabil· 
ity to force UNOS to provide data. 
lOme or those c.onfliC:U are due to 
the government'. own inaction. A 
ease in point iB the OPTN eon­
tract, which, until it WI4 l"Cwrit~ 
teo. last month. required UNOS 
"to establishan OJl-lirte data capa.
bUity ..• 50 that (HHS} .ball bave 
immediate acce:u tooPTN data.·· 

But government officials have 
Dever bad that access. The rea­
sot1?' Brulow. citing a $rnali staff 
and lack of technological expet· 
use within her depart:n:l.el)t. says
sbe bu never "exercised" that 
clause in the Contract. 

"It doesp't do me any good to 
have that on-line capability if I'm 
not gomg to use it," she gill "We 
can get whatever inf(lMnatiwt we 
need, HI want to know how many 
people were transplanted in 199$ 
that have biue: shirts, 21 mustache 
and Ii beard in the westem haltof 
this country, t cau get that infor­
mation (from UNOSI, and 1 can 
probably eet it within 24 hours," 

Braslow made those. comments 
last $Ununer. Since then, UNOS 

has repeatedly denied reqllflts 
by ber office for data list:irijf. fu 
reASOnI tr1!.Dsplant progC"aJDuUrn 
down organ offers. The Piain 
Dealer requested the info~n 
under the Freedom of Worms­
tion Act for centers that trans­
planlbeaIts,/ungs,kidneys,p'""'
Q"e8.SeSandlivers. :~t 

Last July, BrasJow, !lepu\l\Di· 

rector Remy Aronoff and anor~ 

aey David Benor agreed to"re~ 

quest the data from UNOS,:arut 

provide it to The Plain Dealw" 


They backed dawn when UNOS . 
objected to the newspaper's" reo 
-quest, After the paper appealed
the denial. Brastow made a writ­
ten demand to UNOS for the4ata. 
OnJan.1S. Grahamsaidno.....~~ 

UNOS officials bave repeatedly 
contended that the data are ~·.nUiI· 
leading" and ~tneaningleu" indi~ 
caton oftran$plant centers' qaal.
it}'. ~-:.' 

Alter wveral discussions ·1I'itb, 
ONOS officials. however, Arormff 
stated in different tenru; wbat be 
be.lieved was UNOS' objection to 
release ofthe: data. ,,~~ 

"I had asked for the dat~·ou 
~uested ,., (but] they n't 
want to give us the data for ,. 
purpose that we're asklng tor it," 
Aronoff $&id. "They think if it's 
given out and PUblicized, .it;1iiU .. 
jeopardize their abiliry to get t1\at 
I!ia.Jne data from their sources.." .. 

"Because It'S. potentiaUy.~·
barrassing?" Aronoff was asked: 

"WeU, yeah. right," , ­

ro', • 
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!fFERS OF BEAJn'S BEFUSED FOil NONMEDICAL REASONS 
·" ;:.Between JUne 1 1994.and Dec. 3t 1994. the nation's tranSplant nonmedl.cal reasons ~ because the surgeon was unavailable. the hospital 
;tenters turned away about 83 percent of the offers ofhearts matched was too busy orfor'some other admIniStnitlve reason. This chart includes 
~ their patients. ~y nine out of 10 times they did sO' based on a only hospitals thatiece.tYed 12 or more heart offers dunna: the last seven 
'fl'Iedjcal Judgment. such as the recipiem was too ill or the donor was months of 1994. ~ latest period for wblch such iruormation is available. 

:the wrong siJ:e or weight. Mos.t programs also refused heart offers fOr
,. _IS

Heart Percent rofused_calt HosplUt City. State , offen ~ed wWlg 

.. , 

..-­.:;""University of Kansas. Kansas CiI;y. ItS ,:,',4!1' ­ 17 
:'i Unlvemtv or Maryland. BaltImDR. MD 

4!1' 0 32 68.09 
213 n 53.85 18 

:3 William Beaumont. Royal Oak MI. 
7 

106 I " 
, . 105 49.08 2352I Vanderbilt University, Nashville. TN nz 19 93 46 41.07 30.. 
 -', :11 uiverslty. t..eXington KY I '21

I 
29 S 10 3US 10 

liruversny of iowa. iowa City. lA 72 66 24 33.33 18
37 'I: Henry Ford Detroit. MI - "Z1 12 32.4310 

6 

6 
.", 11 , 
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Hospital halts 

transplants, ..' 
doesn't tell 

patients 
Third offi.>e articles 

KANSAS CITY, Kan. - Two 
monlhs after Adrianne- Hart en· 
lerea me hospital to be evaluated 
for II heart transplant. her mother 
leaned o\'er her hospiTal bed and 
f!;)\'t; the !6-year-old honor stu~ 
den! permiuian to die. , 

"J sa:d, 'Honer. if you see a 
nrmhl h~hl :>nd II feels' good to 
y::u, \'0\,1 carl go, 1won', be mad at 
vou:" Janice Hart recalled. "She 
cO\l!Jr;'1 tall.;, ::;ur I knew y;'hat she 
Wtl~ IhUlklng: 'You mean I'm dy­. . 
In!!: ' 

"I JuSI couldn't come out and 
leI! her~hill she w~s," I 

H;;r:'" gnei over Adnanne's 
Au!". 0. 11,'94, death didn't end 
wtt;; tr.e (ur.eral. A month later. 
her nephc\r, R:lymond ?nee, ZO, 
strICken by rhe same heart ail· 
ment thaI afflicted bis cousin, 
was hospitalized for evaluation 
for a heart lranspiam in the samt 
Universll), of Kansas Medical 
Center intensive-care room in 
whIch Adri.anne had died, 

Told he h.a\1 b~o added 10 the 
center', transplant waitmg list. 
Ral'mond chose the option in No­
\'ember }994 of waiting for a 
heart JH home in King CIty. Mo., 
mSlead of the hospiu:l, said his 
mother, Sherri Curtis. The follow­
ing March, he was found dead on 
a waterbed in the home of a 
friend in nearbr Sf. JQSeph. Mo. 
. Hart and Curtis didn't know it, 
but the universiry's heart trans­
plant program Was dead,' too. 
Even before Adtianne's death, it 
had fallen victim to an intemal 
political struggle that sew pro­
gram adrrunistrators tum down 
every one of the heart offers 
matched to patients on the cen­
ter's waiting list, most ofthem for 
nonmedical reasons, \ 

Officia~, at tbe two agencies 
. that oversee the nation's trIln$­

plant system insist that the Uni· 

versity of Kansas Medical Center 

scandal was an isolated case, But 

their own records show that at tbe 

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 ooe-fdth oftheir 

heart offers for nonmedical rea­
son,. 

Until recently, none of that in- , 
formation was ever made public l 
by the United Network f{)f Organ i 
Sharing or the U.S, Department I 
of Health and Human Services, 
nnd neither agency made as j 
much 8.$ 8. $'~le phone call to the 

. programs to inquire about the 
'. high nonmedical turndown rates, 
officials at both agencies say. 
'/JNOS bas been designated by 
H~S to manage organ transplan­
tahon. 

In Kansas, as investigators 
would later conclude, patients 
were deceived, university am· , 
~ failed to act and UNOS.lack. ' 
mg regulatory authority over its 
member institution. never noti­
fied state or federal authOrities 

thattberewasa problem, 


By the time Kansas' attorney 

general announced last AUlUst 

that the Uni'ftrsity of Kansas 

~edlcal Center and two founda­

twnsaffilialed with the universiry 

~ad~d to pay $US.OOO in res-­

n.ruuon and penalties for "eare­

KIOUS behavior," Han and Curtis 

ha.~ beard it aU. 


Cleveland Plain Dealer 
Tuesday, February 4, 19,0 

The sisters had hurd tbe as­
surances of medical center per­
sonnel that Adrianne would be 
added to the wallin, list 8S soon 
as her health stabilized. CUrtl$ 
also rememb-ered the contradic­
tory statements of nurses, some 
of whom had falsely to,ld her that 
Rarmond had been added to the 
wal'ting list. 

"J'm ang..;;," said Curtis. who 
will use part oCtne settlement ber 
lawyer recently negotiated to buy 
is tombstone far Raymond's 
grave. "I'm mad because if be 
had gone to, St. Luke's rin Kansas 
CitY, Mo.l. maybf! he would have 
lived, To let our children die just 
because of a businesslike. money 
mentality - that's whst gers to 
us." 

Internal conflict 
In in'ftstigations spurred by 

Slones in the KanStls City Star, 
state aulilonties found that be~ 
tween Jan. 1. 1994. and Marcb 31, 
1995. the medical center placed 
on its waiting list, or evaluated 
for placement, 38 P4tients who 
had little chance o,f actuaUy re~ 
ceiving a heatt transphu'lt, Thir­
teen of those patientsha~~ ,died, 
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Patients, but no· ttansplants

.- ._.- \-._... .... - ... . .. 

Investigators found that prob­
lems at the medical center began 
in the spring of 1994. when 5eV~ 
em nunes, unhappy about 1\ de.­
partmental merger, quit and olb­
ers started refusing to wort 
overtime. As a consequence, the 
tWQ heart transplant surgeons,
Drs. Jon F. Moran and Clay Seg­
gerly, began to tum dawn heart 
offers for their patients. con­
vinced that the number of reo 
maining staff was inadequate and 
that they lacked proper traininS 
m p()$t~operative care. 

Although MorlUl detailed his 
concerns in memos he sent lQ his 
saperiors, the staffing issue was 
never adequately addressed, and 
Moran continued to refuse hearts. 
the auditors said. 

"As we talked with medical 
center officials t\'l.roughout this 
allci.( ... clearly, no one thvught 
1t was their responsibilitY to in­

":~{lrm patients about the problems 
thai connnued to plague the pro­
~Tam," a repOlt by the Kansas 
Leg:slntive Post Audit Committee 
s'Hd, 

Investigators found that Dr, 
SteVen R Gollub, the medical 
cent!":r's directo:- of cardiovascu­
lar medicine. deceived patients 
by leading them to believe the 
center was doing transplants and 
by falsel;' teUing some patients 
tha! tbey were on tbe waitine hst 

That's what happened to Cara 
Lee Gardner or Emporia. Kan" in 
July 1994_ After three mtmths of 
waiting, Gardner'S husband. Bill. 
asked GoHub II} refer hU wife to 
another hospital, According to an 
affidavit Cars Me Gardner pr& 
vided to the attorney general's of· 
fice, Gollub turned to the heart 
traosplant coordinator and: said, 
"lAt's get her a heart rerusoon." 

Gardner didn't know It then, 
but, according to Of lawsuit she 
filed last July. her name wasn't 
even on the center'. wailin.- list 
at the time Go-llub Is alleged to 
have made the conunent. AJ­
though she was added the next 
month, the SUIt says. she later un­
derwent triple-bypass 'Ul"8ery 
and was taken off the list 

Gotlub and other university and 
medical center officials declined , 

to .IlQ.J'ftr questions about the 
heart-traMPlant progra,J'iI. which 
bubeen closed. 

"With the ftlinJ of~tion, we 
found ourselves m a delicate Iitu~ 
anon." 't.miversity spokesmatl
Randy AttWoOd said m • ~pare" statement. "Because of the 
lela! element, we have declined 
fwtberintervitWl," 

Both Bergerly and Moran have 
lett the Umvenity of Kamas. 

:::f~~~~~~' 
tionlawlUitagainsttheunivellilit,y 
and several ot its otficials last 
July, said he had been un.fair!y 
madeascapegoat. ' 

"When I wanted to close the 
program at ltU . ' .. 1 tried by ev­
eryavmuemyattorneyssaidwas 
appropriate," he said, "I caned 
UNOSl, I went to the [medical 
centerJ chief of staff, I said, 
'Please, let me close the pro..gram: and 1 was refused permis--
Qontoclosetheprognun, 

"1 could have resigned and 1 
gueas lots ofethic:ists would stand 
up and oy .,. I was like the 
guard at Buc:henwald, But I was 
tl'Ylng t(J keep a pt'Ognun that had 
been very good either good or 
gQlng. and there were other pro­
grams I was responsible for that 
were saVinS tne lives of chilcb-en 
i.n Kansas." 

'Old Bud •• kilo"" 
~ '" t 

Problems at the medica] center 
went far beyond Moran and Gol· 
tUb, They extended to the office of 
fonner university Chancellor 
Gene A. Budig, whose name audi· 
tors plac.e:d at the top of a report 
li$ting 12 people "who were 
aware of problems in the heart 
~plant program but did noth; 
mgtoaddress them," 

Budig is now president ofbase­
ball's American lABgue.

In an Al1gU$t 1995 lnterview 
with Kansas auditors, Rudig said 
be was '''not aware- of any specific 
problems" with the heart trang.. 
plant program and claimed be 
·'w.8S0't aware that be-am were 
bemg turned down f'o/ other than 
medical rellSOllS"untilMay 1995. 

BtU state records show that be­
~ April and July 1994, Budie 
receIVed four letters describing 
serious problems in the program. 

, 

The eonoespondence' included a 
Jw:ie 1994 letter from Moran's 
lawyer, who claimed that the 
I:Iledical center had "refused to 
eonfinn that its beart transplant' 
program is on inactive status. 
thereby m.iNeBdiag the patients" 
and violating it)!: agreement with 
UNOS. 

Phyllis Mernige, Dudig's 

'spokeswoman, said be would not 

.'collll:nettt. 


!Ads tout program
I University and medical center 
Offtcials refused to close the heart 
transplant pt"l)lram because col­
lequl'!S in the liver and kidney 
transplant pt"OJr&m$ "felt firmly 
that any period of inactivity , , , 
Would be harmful to our [other] 
transplant programs," the med~ 
icalstafi'chiefsaidinaJunel994 
memo to MOfan,
I So concerned were medical 

center officials with the heart 
transplant program's image that
in November 1994. six months: 
lifter the center began refusing 
fiery beart offer. the university
started running raw(J ads t(Juting
itsprogram.
I "Our transplant programs for 

the heart. liver, ltidney and Done 
marrow continue to transform 
lives," the- ad's narrator said as a 
heart beat in the background. 
"Place y~ trust. in the .......

laraest medical W:IIVer5lty .•• KU 

'Medical Center, Our ckIcton 
tt9u::htheotherdoclOrs," 

!By tbat time:. Adrianne Han 
was dead. So were patients Rich· 
Ud Miner, 61, or Topeka, Ko., 
arid Robert J. ·Weingart. 44, of 
Kansas Ciry.

And t.loyd Croft, ~S5, a carpen­
tet who hed been waiting for 8 
new heart since 1991. was stiU 
inching his way up the waiting
list. Or sO be thoupt.

Mer bellll listed ,tor three 
y~. Croft IUlid he- was told by a 
doCtor in 1994 tliat he wouldn't 
Deed a .heart transplant immedi· 
ately and would be pleced on 
"standby," meaning he could be 
~~vntedOn the Ust if hi~ condi· 
non worsened. He remaml!ld in 
thit statu.I until the scandal 
broke, He is now a patienr at an­
otlIerhospital. 
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"You're under theSe" prof6­
Jional people l

• hand.s. and you're 
trustingthae people:' Croft said, 
"They've got your life literally in 
their hands, and they back~stab 
you for II! cauDle of dollars.'" 

Auditors fOund that Croft and 
13 other people who were on the 
waitine Ust be{Weei\ May 1994 
and ~ril 1995 weI"! billed by the 
medicill center for more than 
S418,OOO in feea not covered by
insurance, ' I 

UNOS didn't blow wblstIe 
Records sbow that UNQS. the 

nonprofit contractor that devel· 
ops. vol~nHlI'Y policies tor the 
Umversrry or Kansas Medical 
Center and other member trImJ.. 
plant institutions, was aWare 
early on that the medical center 
was not doing beart transpill-nts, 

Moran, tbe transplant surgeon
who was turning down hearts, 
lold auditors that he called UNOS 
in M.ay 1994 - when the center 
stopped dOIng transplants - to 
try !o get the program maeti· 
vale.:1, hur W(1(> toid only hospital 
administrators had that author­
ity, UN'OS officials disputed that, 
~e!lIng auditot'$ they weren't 
aware of any problems at the cen. 
teruntil November 1994, 

U:XOS was dissuaded from 
pres5ur!;'Jji! the unJversiry to close 
the proi!f8m after several CODlfer. 
salionf t\ tth Dr. Gi"!orge E Plerce, 
a Unlver:my of Kansas kidney 
transplan: su~eon whQ served as 
the mecu:al center's UNOS repre­
sentatIVe. 

Pierce Hild audItors he came 
away from the discussions with 
the understanding that the med­
tca! center would be given an 
" ',unofficial grace period' to get 
thmgs straIghtened out." 

He also mamtained that "ad­
herir:g to UNOS guideUnes was 
less Important than keepin~ the 
heart transplant program aCUw." 

UNOS officlals also Were aware 
thaI the medl'cal center had hired 
Dr, Hamner Hannah, Who bad not 
assisted in enough Mart trans. 
plants to be certified by UNOS, AS 
Moran's replacement. But Pierce 
tOl,d, Buditol'$ that after initially 
rauilng concerns about Hannah's 
lack of experience. UNOS offi. 
cials said they "wouldn't object ((l 
D!, Hannah aDd would, as Or. 
PJerce said UNQS implied 'look 
the other way.' .. ' 

UNOS officials have denied 
that ellim. UNOS legal co.,...1 
Cindy 'H. Sommers declined to 
answer auditors' questiQI1$ abOUt 
whether tlNOS .:tlowed Hannah 
to operate, Ii8)ing she "didn't 
want to get into • 'be Aid. shesaid.... . 

UNOS .._OD __ 

wblcb are volUlltal')' but widely 
accepted withln tranSPlantation. 
call for bean _1811'surt_ 
to bave performed or a.asisted in 
at le.., 20 _lantl. witlW> 
throe yean. I!IIIlIlIlh had d.... 
just flight:. ICCOrtW:ta to,the audi­
totS' report.

HaJU'Ulh. • would not com- ~ 
ment for thiJ storY. performed his 
finrt transplant at the uriiverSity 
on _ 25, 1995. The patient 
was Robert VI, Trent of Wichita, 
Kan, Trent.32. died the same day, 

So solicitous was UNOS toward 
itJ member institution that after 
the Star broke the story. Conner 
UNOS Executive Director Gene 
A. Pierce c:alIed the medical ce~ 
teta George Pierce (no maticn) 
to assure, b.im that "UNOS didn't 
blow the whistle" on the medical 
center, George Piercc told audi­
t.... 

The Kansas surgeon went on to 
quote Gene Pierce of {]NOS as 
telling. bim that "UNOS bad to 
give in to the reporter's requests 
under the Freedom of lnfnrma­

,lien Act, and that UNOS stalied: 
(10 releasin8 the: lnfonnilti(ln for 
as km:g as it could," acc(lroin, to 
the auditors' report.

George Pierce at the medical 
'center declined to- comment. 
Gene Pieree. now retired. and liv­in, in a Richmond, Va., suburb, 

, S8.1d he didn't recall ma.ki.ng such 
comments to the Kansas SUI"Bf:on. 

"1 don't recall it exactly like 
GcorIe said, but I trust George so 
it could havt been a misinterpn:~ 
tation or $omethlng like: th!!f I'm 
really not sure," Gene nerce 
said. "But we have never tried to 
$fobewall anybody, not while I 
was there, and if it appell-red that 
way it was f(lr,another reason. It 
eet1ainJy was not just stonewall· 
ing to stonewall." 

Walter K. Graham, who was 
Gene Pierce's top assistant and 
.u~ded him in 1995 as UNOS' 
executive director, said UNOS 
was not aWen: Of the full scope of 
the problems at the university un· 
til after tM story bro~e, aut even 
bad tmoo Jmown that patients 
were being deceived, Graham 
!aid UNOS had no legal autbority 
to iutercelle. . 

That bas dULDled under I con· 
tract UNOS and the eo~ent 
sigaed Dee. 30. The contn;ct.in· 
elUdes 8 new clause that reql!.~

UNOSto monitor. investipte and 
~rt to the government any in-­
cident that "jeopardizes the 
health of waiting-liSt patients or 
trarulplant recipients:' 

Graha:m .aid UNOS was not:to a 
position to do anythin8 about the 
Kansas City scandal under the 
pre\1ious contract. He aaid that 
reSponsibility belongt!d to the 
hoapita!. 

..those are issues ot fraud. 
they're issues of malpractice. 
they're i,sues that UNOS can DOt 
ever get involved in," he added. 
"We're not ever ~ng to get in* 
wIved in scmetlting liM that. 
That's very much a iOc.AlleBal is­
sue. " 

'Fear of public opinion' 
The UniversitY of Kansas scan­

dal also caught the attention of 
HHS' Division oC Organ ir~ 
plantation. the agency th.t regu. 
lates UNOS. Director Judith B. 
Sraslow asked UNOS to do II eotn+ 
puter run oC all times hearts were 
turned down at the n.tlpn's 167 
heart transplanf centers for the 
last: seven months of 1994. The f'e-> 
port showed that 28 centers bad 
turnt!d down for nonmedical rea­
sons 20 percent or more of the 
heart offers made to them, 

And that is where the govern·
ment''& inquiry stopped, Not one 
of the centers wttb the bigh tum­
down rates was: audited. not one: 
was even conlacted, Braslow ac .. 
knowled$l'ed, 
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'"What"I was wtet'e$ted in pri. 
mari1y was PIlttiDi in place a sys­
tem .. !bat !he ..... thing_dn' happen ......d _,"
abe said, ''What'. done is done, 
The Kansas situation .bad come to 
light and 1 thought our role 
sbould be to er:tSUte that tbil 
didn't bappeD aaai.n. Atld 50 we 
asked . that it be rrferred to the 
[UNOS] mombel'!lbip ... prot... 
sioDa! standards comDl1ttee. 
wblchitwu." 

The issue wu not addressed by 

ib. UNOS comml.... undf1ii! 
Junc, when members voted to be­
Bin sending letters of iDQlti.ry;ta 
any prognun that turned doft'JQ. 
__ ..,... oIf.... IU to. 
the sticky bsue of whet to tell i· . 
tients. the committee cleci 
that "inactive" prograrns .bou(
inform theirpatientL J •• 

But the committee: never ae:;:.
cided bow long a center could.1if 
without ..-... transpbul.. 
before being conaioered Inactive.; 
nor did it decide: what to do about' 
programs that were turning r.krcu 
large nw:nbers at 0lI8Wl lor ~ 
medical rea5Oll$ and not teUiq
their patielltL ' . ,.. 

UNOS President Dr. James,F... 
Burdick said those isJuc:; Wert 
"under careful ~ to de­
rennine: what might be done to 

\ Con'e:C:t them," 
f "To say that UNOS was at faUlt 

there is tncOl'l'«t." said Burdick. 
, a transpl«.nt S'UrJJeon at Jolms 
I Hopkins Medical Center m BaJa- • 
, more. "UNOS bas done quile a bit 

in a general way.... UNOS 
doeSD't take Jegal action against 
transplant centeno In fact, UNOS 

, reaHy doesn't bave the power to 
cause any actua.l concrete nega­
tive impact. " 

, "UN'OS' punishmel1t is really 
fear of public opinion of what 

\ might bappen if they're n(lt com~ 
I Pliant." . 
I From Moran', perspeeti\'e~ 
i there bas been DO real puniSh~ 
. IJ'Ient of the people wbo wen: re­
sponsible for what Wet'll wron, at 
the University of K.ans.u Medic:al 

·Center. As a: J"e$Uk, he doesn't 
foresee being. heart transplant
surgeon again. • " 


"Let me t!U you; This is a dirty. 

businen," said Moran. now It 
'cardiothorac1c slU"geon at Pitt 
County Memorial Hospital in 
Greenville, N.C. "I don't 6otra.ns. 
planl:$ arid 1 have 00 interest in 
ever being involved in tran$plan~ 
taUon Qain. It would bave' to
change," 
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By DAVE DAVIS, 
JOAN MAZZOUNI 

and TED WENDLING 
.....IS Dt.ttUI:POm/l$ 

ROYAL OAK. Mich, - The 
sum of Pani S2uber's donated 
pUrlS was two eyes,two kidneys, a 
liver,.10 oone and tissue samples, 
am! one betltlng heart. 

In a Wrenching. bittersweet 
star\, of love and death, the heart 

.ollhe 2:!-yeLu',old nursing student 
wen! to her (ather, and it made 
!;lichigan :ree farmer CheSTer 
Szuber the most famous heart 
tranSplan1 recipient in Amenca. 

Putti Szuber'S tragic death in a 
car accldenT in Tennessee in Au~ 
gust ly9.; and tr,t: tr~nsplantation 
of her hean )fiIO tbe chest of her 
ailing 58· year-old father also 
thrust the suburban Detroit hos­
pital at whl!zh the surgery was 
performed into the national spot­
light. 

CheSler $zuber had been wait. 
ing four yean ior " transplant.
and William Beaumont Hnspital 
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 un their waiting 
list in 1994 was that tbe national 
shortage of donor organs wasn't 
the oniy reason they had be.m 
waiting so long fQrrltw nearts, , 

That year. Beaumont staff 
turned down for nonmedical rea~ 
sons 101 afters of h(mt'tS suitable 
for transplant. The reasons for 
the turndowns, as reported to the 
United Network for Organ Shar­
wg by the organ hanks that of· 
fered the hearts to Beaumont, 
were either "surgeon 
untt....Bilabletprogram too busy" or 
"adminictrntive:' 

, 'Another 76 heart offen; werel 
tumed 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 WBS turning down heart 
offers for nonmedical reasonSj
that year. While transplant pro­
fessionals were publicly lament­
ing the shortage of donor organs, 
28 aCthe nation's1c7 heart trans-; 
pInnt centers refused for noo-I 
medie31 reasons 20 percent 0'1 
more of the total heart offers they, 
received during the last seven: 
months of 1994, according to; 
UNOS records. About 91 percent
of tho~ heans were later trans)'" 
planted into patients at other ho$. II 
pitsls, a UNOS Gfficial said. 

"J'm surprised that tbe num· 
bers are lhat high," said Thomas! 
H. MUrTay. director oftbe Center, 
of Biomedical Ethics at Case' 
Western Reserve University and! 
one of several ethicists and doc-j
tors who said they were unaWare, 
of the practice. "You'd like to' 
know what the circumstances 
were ... but if they can't gh'e! 
good reasons, it's troubling. , 

"You can count me among
those wh() Were surprised to bearl
that it happens at all. 1 assumed it 
was extremely rare, and it ought' 
CO be extremely rare." ! 

Transplant professlOnals say a 
hospital's rate of turning down or: 
gans for nonmedical reasons 1S 
just one factor that patientS 
should consider when choosing Ii 
hospital. Other mtportant factors 
are a hospital's mortality rate and. 
the median length ()f time its ~.' 
tients must wait before bema 
transplanted. 1 , 

i! 

A center's high nonmedical 
turndown rate also doesn't neces­
sa.ril)' translate into ~er me­
dian waiting tunes for pactnm. In 
some cases, a hiBh rate oftuminc 
down organs for nonmedical rea~ 
sons .imply reflects tbe size of a 
pJ'OfP1lm and the resources the 
hospital has devoted to transplan­
tation, 

For example, of the 806 offers 
of bearts turned away fOf non~ 
medical reasons durinc the last 
seven months of 1994. many were 
refused by smaller progrtl"ms. 
such as Be-aumont's. whleb bas 
just one tranSplant team. That 
means vacations, medical confer­
ences and other cardiac surgeries 
that might calJ any member of the: 
team away forced those centers fI) 
tum down heam they otherwise 
might have accepted for walting 
patients. 

More recent turndown data 
could not be obtained because 
UNOS, the government contrac­
tor responsible for allocating; 00.­
nated organs, has refused to gjve 
1995 and 1996 organ turndown 
flgUl"eS fOT individual bospitals to 
the U.S. Department of Health 
and Human Services. 

UNOS offtciaJs claim that 
transplant ccntern have not ~ 
viewed the figures and that the 
data may have been inaccurately 
or noounifonnly reported by the 
nation's: 66 organ banks. They
also fear that making the data 
public- would discourage centertl 
from voluntarilY providing infor­
mation, provoke lawrruits and 
change the way tbe data Is re~ 
ported in the future. rendering It 
scientiflcit1y useleSs.. 

Beaumont - which bas dene an 
average of just 2.6 heart trans.. 
pl.tmts a yeat since its program 
opened in 1989 - bad the third 
highest percentage of nonmedical 
~downs in the countTy during 
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the last seven months of 1994. 
During that time, Beaumont 
turned down 52 ~rs of bearts 
for nonmedical reasons, an aver­
age of more than two per patient, 
UNOSrecorduhow. ' 

In an interview in ~tober. 
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 tile figures 
were correct. 

Hospital officials wonld noi re· 
veal the results of the rominit· 
tee's report, which was rom­
pleted in December. but said tbey 
had addressed the problems and 
had not turned down an}' heN'tS 
in 1996 for nonmedical reasonS, 

"Nonmedical tumdowns of 
hearts is something that we don't 
find acceptable around here. at 
least anymore," said hospital
spoke-sman Mike Killian, -'The is· 
sue is that 11 shouldn't have been 
done in the first place," ! 

Beaumonl administrators attri· 
buted part of the problem to,the 
nus}' schedule of Dr. Jeffrey, M. 
Altshuler, the hospital's only 
bean transplant surgeon. All" 
shuler performs about 230 hean 
surgeries a year, Or about fou'r a 
week. When a heart is offered, he 
oilen must be u\'ailab!e to remove 
as well as Ir.ansp-Iam if. 1 

"The bIg problem in haVing one 
transplant surgeon is when llgo 
on vacanOll , " whal happens to 
the reClp:ems' " Altshuler said, 
"We'Ve made arrangements with 
other wansplant .,.rograms nQW 
thaI If 1'm gone for a week, we 
call them .. , and they will cover 
lor us." 

Beaumont officials would not 

say WheTher anr of the patients 

for whom heans had been reT 

fused died without receiving a 

transplant Because patient infor­

matton 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 ofttcials at Beau. 

m~n; and ~Dme other hospitals
stud was universal. Beaumont did 
not tell any of the patients on us 
waiting list about the nonmedical 
turndowns. That deprived them 
of tbe choice of transfemng to 
another bean tnl.nsplant pro-­
gram. 

Patients at Beaumont and else-I 
where geoerally also aren'l aware 
that transplant centers tum down 
most of the hearts they are of· ' 
fered for important medical rea- I 
sons, such as the recipient was \' 
too ill or the donor's sI2e or 
weight were incompatible with 
the recipient. ' 

"There are always n:ceptimtS-, 
btlt as a general practice, patients 
are not told about [OfJan] tum. 
doWllS." said Dr, Leslie Rocher, 
~umont'~ ditector oftransplan.
tatlon 8el'Vlces. "It doesn't add to 
thf:irweU·being." 

Some medica! ethicisU dis. 
agree. Je~M. Prottas.a {INns f 
ethics comnuttee member. even 
goes: 6 step further - advocating
that patients be given turndown 
data when they are deciding 
wb8nl to have a transplant, 
rather than after they are already 
hospitaliZed. 

"Whenever I have my say on 
thl.$ issue. I say that UNOS.ouiht • 
to be publishing aU of tbis," said 1 
~as. wbo fe8;cbes health. pOli~
tics at Brandeis University' In 
Waltham, Mass. "It's really' Un. 
lait-. Everybody should kQow
these sortsofthings," '~" 

BUl they don't - PArticu!itrly
when og:ans are turned down for 
n~medlcai reasons. OfficiMs:' at 
OhIO St~te University Hospital, 
Vanderbilt Umversil:y Medical 
Center and other transplant cen­
ters ArOund the COuntry all 'said 

tbe:y.doo'ttell patients about non­
medical turndowns, ":' . 


As a consequence, patients at 

Vanderbilt djdn'l know in ·1994 

that 41 ~reent of the heart o!hn: 

were belng tumed down for'nan_ 

medical reasons wbile the head of 

the Nashvill~, Tenn" hospital's

be~ transplant program ~BiIl 

Fmt. was campaigning for'1he 

U.S, Senate. . ... i.. 

Vanderbilf refused 93 offers: of 

hearts in the last seven montbs of 

1994. 46 nf them for'notltttedical 

rea!l(?ns. according to UNOS data, 


mst. who was elect~d to'.1be 
Senate that Year, declined to com­
~nt for this story, Since bbcom~ 
mg a se::mtar, he has remained_in_ 
VolYed m transplant issues-And 
all?ng with Ohio Sen. Michaol . .De: 
Wmc, founded tbe Congressional 
Task foree on Organ and Tiisue: 
Donation. ., ~ 

It is IJtW;lear MW manyof' tlie 
nonmedical turndowns are attnb. 
utable to Frist's absence burba-­
pita! officials said that 'When" he 
took a leave from Vandertiilt.in 
late'l993. they wert!: !eft 'aHart- Ii 
matred. •"';:''''. 

II 
I I 
i: 

j ''When Frist lett, it left'two 
. guys doing everything - alf!the 

adult heart surgery. all the t:td\Ilt 
thoracic surgery, and aiJ·:!me 
transplants," said Or. RlcbartFN. 
Pierson III. the current director 
of Vanderbilt's heart Il'8.n9PlInt 
program. "Wben I got here. J'got 
that {turndown] USt from ourcar~ 
diologist, who was unhappy tot 
we bad had to rum down OQJAl'ls 
because we didn't bave ellQltgh 
pear-'01••- . '" 

Pierson conceded that vander. 
bilt turned down organs for .orm· 
medical reasons before hf:,{U'­
rived in July 1994. buC'he 
disputed UNOS data stating ,lbat 
39 of me 46 heart offers Vander. 
bUt turned down from July to the 
end of 1994 were because "a, sur­
Beon was unavailable or the pro. 
pm was too busy. He !l814 j~t 
one heart was turned down'in 
1994 because a surgeon W1l~ u.n. 
available - in August of· that 
year, while he was 00 vac1ltion:" 

"Every program turns dOwn 
o~ans," said 01", John R. Wilson, 
~ctorofVandetbilt's heart tail. 
~ program. "Whenever you
haW: limited numbers ofsUl"leons 

· ~d "YOU have patients on the 
: 'waiting lists, you would not like to 
se~ an,Y organ tumed down. But 

'> ~ars JUst not a realistic expecta_.)ion of any program, There is no 
· prDRram in this COUntry that can 

guarantee that every organ that'. 
~c~ptable is taken." ' 

·. . . ;.,
_-Aware ofproblems 
:.. ~ 1\llhough heart transplant pa. 
·ti~ are not aW1Ire that many 
,~p.1tals routinely turn down 
:hear;t offers for oonmedical rea. 
~n~;,officials at UNOS and the 

, I?1.~$IOn of Organ Transplanta.
;.t!~ have known about tbe peac. 
" ~oralmost twoycars. 
" ..!-p)darch 1995. prompted by 
~,~eations about heart turndowns 
;..~ University of Kansas Med. 
; ,lc;:al, Center. government offiCials 
• ,a&ke~ UNOS to compile refusal 

data on each of the nation's 167 
~: hea.rttransplantprograms, 
:- . The report. covering the last 
·'SClten months of 1994, showed 
,nw:.tbe programs turned away 
. for tlonmedical reasons nearly 12 
'percent ofiU heart offen. 
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.. : ":'::'Besiiies Kansas:, there were 4 
'number of ottler heart transplant 
.p~tams with high refusal 

· "rates:' a Division of Organ Trans­
:'pUiritation officiai wrote in an~-
· ternsl report. The report also wd 

the turndown bebavior at one 
·-.h·oi~ital - Beaumont - appeared 
· to fit the same "profile" as the 
11rltversity orKansas. 

'. The identification of that pro­
.' file, stemmed from Ii fronN)/.I;,ge 
'story in the Kansas City Star'in 
l\1ay 1995. The story reported that 

" from April 1994 to March 1995, 
:the center turned down aU So 

: nearts it was offered. mOSt for 
:noIJmedical reasonS. 

:.. Stlbseq\,lent stories speculated 
that the turndowns may have can­

.,tnbuted to the.deat~orth~ ~a~ 
.tlents. promptmg an mvestlgauon 

· -tv the stale attorney genera]. nu­
_mereus lawsuiu and, ultimately, 

· dosure of tne transplant pro­
gram. 

'. 13ul information about Beau­
'mol'll and the other hospitals with 
'high hear1·refusal rates was 
never made public, and federal 

"regulators never pursued the 
motter, concluding that it was an 
unfortunate anomaly. ~ 

.' :'Thcre are about 850 trans· 
plopt programs in the country! .. 
'and one. mayhe :WQ, have bien 

, hmughl fo our attention ,as prob­
lems," suid Judith 9'. Braslow. 
wh" heihj~ HHS' Oivision of Or· 
gan TranspJaf1lation. "We do 
19J)OQ \0 20,000 transplants a 
year. We're lalking about wiry 
small numbers. Tbat's not to say
palients should have been trealed 
thiswa)'_" I 

Bur according to Braslow and 
her depUl)'. Remy Aronoff. no 
one, in(;luding anyone from 
UNOS. ever even questionoo 
Beaumont or any ofthe other pro. 
grams with high refusal rates, 

One reason Beaumont wasn't 
scrutiniud. according to Aronoff, 
was because the bospttal's 1995 
hean turndown rlgun~s improved 
over 1m. Beaumont's mmmedi· 
cal turndown rate dropped from 
SO percent in 199-4 to: JJ percent 
in 1995, • ; 

"That put them In a categnry 
wjth a lot of other programs, so 
we didn't pursue it further," Am. 
noffsaid. 

Althougb prevlQUS contracts 
did not require UNOS to report 
potential prablems to the: govern­
tnettt, a new eonrract UNOS and 
HHS signed Dec, 30 requires
UNOS to monitor, investiaate and 
rt:lport Py incident ''tha,t jeQpar- ' 
tfues the health of waiting li$:t pa­
tients ortransplant recipients." 

Because few people are awate" 
that bospitals turn down donor 
organs, few have been advocatins: 
that patienl1l be told, The excep.­
tions are the patients and families 
who waited in vain for hearts at 
the University of Kansas Medical 
Center. 

"I abSOlutely believe that pa~ 
tients or their families haw: tI. 
right to know what's ,Cline on so 
they can discuss it and make bet­
ter decisions," said Loena [)e.. 
Walt, whose husband died before 
he could receive a beart trans­
plant at the medical cenler. "We 
were not told anything." 

Teddy DeWalt, 60, a retired 
Kansas City firefighter, endured 
months of poking and prodding 
with the hope of getting B 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 mmute, he 
changed his mind, whicb was 
probably just u well since be 
would have been ,going (0 a place 
Where they weren't even doing 
transplants. 

"He died lOminuteslater," 

Keeping secrets 
With the: exception of date in­

volving Beaumont. UNOS offi· 
cials have refused to release to 
the federal government or the 
public 1995 and 1996 figures 
showing bow many hearts indio 
vidual hospitals turned down for 
nonmedical reasons. They aI$!> 
have refused to release turndown 
data for other types of donor or­
gan& 

UNOS President Dr. James F. 
:Burdick. a transplant surgeon at 
Johns Hopkins Hospital in Balti· 
more. said turndown figun!s were 
"not a very useful statistic" and 
should not be used to judge trans~ 
plant center performance, 

; , 
" " " , 
, ,", 

"Ifyou want [to use the data) to 
say sucb~andwsucll center wasn't 
doing things right. I'm telling 
you, you're on thin ice there," 
Burdick said. 

He added that gl\l'ing patients 
information on organ refusals and 
median waiting times at transw 

plant centen: "don't help patients 
very much because. 10 and be­
hold, everybody's doing an exce1* 
lentjoh, 

'!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 natinnal 
system. we've got many ways that 
we can help patients more than 
by gjvingmem trusdala," 

One way UNOS belps J)atienrs, 
Burdick and otbers say, IS by pub­
lishing sut'Vlval rates for uU 
transplant centers in the United 
States. But that information is 
based on transplants perlormed 
five or more years ago. An up­
dated survival report is due out 
this summer, 

The limited data UNOS and the 
government have been wilting to 
release shows that the problem of 
nonmedical turndowns of hearts 
bas worsened since 1994, 

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

Sy the next year, that rate had 
incrt:lase4 to 2S pereent. And in 
the first quarter of 1996, it had 
dipped slightly, but was stiU at 19 
percent. 

Not all transplant centers turn 
down large numbers of hearts for 
nonmedical reasons, however, 
Seventy-one hospitals managed lO 
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keep refusals (or nonmedical rea:. 
sons below S percent, accordirig 
to the 1994 dtlta. They in~luded 
the Cleveland Clinie, where jU$t 
0.33 percent of the heart offers 
were refused for nonmedical reb­
sons, 

Dr. Robert W. Stewart, head of 
the Clinic', heart transplant pro­
gram. attributed that number to 
the resources available at the 
Clinic, which perlormed 74 heat't 
transplants in 19%, more than aU 
but three other centers. 

"We almost neVer would have 
to tum down a heart because we 
con'! have the manpower," Stew· 
art said. "You cann01, in a smaller 
ins!ituticrl, have the privilege of 
ha\'ing [hree separate teams. If 
you're just completmg a trans­
plan! and they call you with an­
other :.lonor, you're probably not 
going 10 be able to use the people 
who are already doing that partic­
ular procedure. You're going to 
ha\'e to have an enilrely new 
team stand:ng in the wmgs." 

Defining 'inactive' 
Last summer, UNOS adopted a 

policy 11'.::>1 calls for leners of in« 
QUI!'Y to he sent to tm}' program 
lh~! !Um~ down 10 -consecutive 
organs. After some debate, it also 
aedded that programs found to 
he "in<lCllve" should inform theIr 
paHents 

(..efl uMddressed were the is· 
.sUl'S ot how tong a center could go 
wjthout pl'l"lormmg transplants 
before p~mj:! considered inacnve. 
and Whill \(I do aboul pl"Ograms 
thaI weren't teChnically mactive 
but Were lurning down large
numbers of organs and nol teUing 
theirpatients. 

tlN:OS Executive Director Wal­
ter K. Graham would not say 
whether UN OS had senlletters of 
inquny 10 any of Its members, 

Braslow. director of the Divi. 
sion of Organ Transplantation. 
supponed the policy, but said she 
was not entirely satisned. i 

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

M~nv donated 
........~ II 


organs are never 
, 

transplanted
I 

La pbone conversations ofteJ 
held at night, organ bank dorili~ 
tion specialists and hospital organ
procurement coordinators care+ 
fully go over a standardized 
checklist. II 

Dld the next~of·kin give written 
consent (or donation? How did the 

donor die? Does the donor have a 


, b!story of ciga.rene, alcohol or IV 

drug use? What medications were 

administered before the donor 

died? [I 


Those and many other ques~ 
tions are asked of doctors.. nunes 
and donors' families before an orw! 
,an bank decides whether to o(fe~ 
an organ for transplantation. The 
lnformation is then entered into 
the computer system of me' 
United Network for Organ Shar} 
ing, which matches it against' 
thousands of potential recipients' 
on the national t:ransplant Waitin'l' 
list. The matcbing process nu· 
merically ranks potential recipi­
ents based on their distance from! 
the donor organ, the number ofl 
~YS they have waited, their med~: 
lcalstatusand other factors. I; 

For a variety of reasons, many i 
don.ted o~an•• ...... - n.-- --n""<r.... v.a ..... 

planted, For those that are, onee'
the hospital verifies that a tnms!! 
plant was performed. the UNOS 
computer generates a form listing 
ail potential recipients and sends 
it to the organ bank that procured 
the organ. The organ bank is rei 
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. 1 

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

Organs 8re rarely accepted on 
behalf of the fll'S! patient on the 
list. In 1995, for example. donor 
hearts were turned down by hos­
pitals an 8Yefllge ofsix times be­
fore being transplanted. Three 
out: of four times, they were 
turned down fot' medical reasons 
- rangine from issues related to 
the quality of the organ or the do~ 
nor's socia1 history to the recipl~ 
ent's imtnediate need for a multi· 
pIe organ transplant. 

The nation's 66 organ banks re­
ported that another 3.448 beart " 
offers - representing one· 
quarter of tbe 13.801 that were 
refused in 1995 - were turned 
down for nonmedical reasonS, el­
ther because a surgeon was un­
available, the program was too 
busy or far other administrat,ve 
reasons. 

Some transplant physicians diS­
agree with the way UNOS tallies 
turndown data. Jr, for instance. a 
hospital has three ranked pa:• 
tients on its waiting list that are 
matches for a heart and the bas. 
pita! rums the heart down. UNOS 
counts it as three turndowns. 

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

-heart transplant program at the 
Univers!....'oflow. Hos"I"'!. " 

.§ ... ' 

"1£ you're offered a heart and 
tum it down, thbt's the end of it,". 
he said. "That'$ one offer and one 
rerosat.. 

Dean F, Kappel, president of 
Mid·America Transplant Sen'« 
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 boardofdirectors. 

"I think it·& really unacceptable 
if programs aTe consistently tum. 
i11l organs down," he said. , ~. 
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Contractor ke,ps 
goverrunent in Idark 
on transplant qata 

By DAVE DAVIS 

and 'rED WENDlJNG 


RICHMOND, Va. - For nearly 
two bours, JudIth B. 8raslow 
waited impatlently outside the 
closed meeting room as board 
members of the United Network 
for Organ Sharing met in execu­
tive session recently jn Boston. 

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

As director of the U.S. Depart­
ment of Health and Human Serv­
ices' Division of Organ Trans­
planUl:ion, Braslow heads an 
agenc}' that regulates UNOS and 
supplied the nonprofit organiza­
tion "·ith abou\ 18 percent of its 
$13.1 million in revenue in 1995, 
according to UNOS' most recent 
income lax return. 'r 

In the curious world of trans­
plan:ation" that hasn't given her 
lhe access she believes sbe is due. 

"There's a lot of tensIOn ,right 
no'...· between the government and 
U1'\05," Broslow said. "And that 
lemilon centers on wbere does 
our authority stop, and what do 
we have the right 10 get and wbat 
don'l we have the right to get:" 

In recent months, the Rich­
mond contractor has repeatedly 
told Ihe government what iI 
doesn't have the right to get: data 
on transplanl centers' turndowns 
of organ offers, access to records 
and meetings of UNOS' Council 
on Organ AvailabilitY and, on oc:~ 
casian, even minutes of UNOS' 
pubhc beard and committee 
meetings. 

Dr. James F. BUrdick, a trans­
plant surgeon and OOOS' presiw 

dent, acknowledged that tension 
exists between tlNOS and Bras~ 
low's office. "t think there are 

· people in the government who 
·would like UNOS to be a lot less 
·private," he: said. 
: UNOS. which was formed in 
l}986 as part of II puhUc/Private 
· partnership intended to manage 
:the acquisition and distribution of 
· the nation's scarce supply ot do-­
,nllted organs, has made itself in· 
;dll.;,pensable to the government. 
''But Ilfter years of allowing UNOS 

\ 
to operate a system in which com­
pliance is voluntary and falling to 
enforce a key provision in' one 01' 
its contracts with UNoSll Bras­
loW'S office increasingly fiDds it­
selfhelpless when UNOS sa1$ no.. 

Some: people think the govern~ 
ment has abdicated its responsi­
bility. II 

"You can't delegate public pol­
icy to a private contra<:tor,~' said 
Dr. John P. Roberts,. liveritrans~ 
plant surgeon at the Univer1:1ty of 
California at San Francisco.~"You 
can't have the peop~ who 'are in 
control - essentially competitorS 
-rook. policy." II 

UNOS Executive [)in!ctor. Wal­
ler K, GraMm disagrees. 1\ 

"1 personally beUeve that the 
essence of democracy iii selt· 
regulation," he: said. "Tbat's,what 
we do in this country. ,I.: and 
that's what UNOS does. so Hhink 
it's a very good reflection of the 
whole principle of democraCy in 
this country. .. : ! 

UNOS owes its clout to a pair or 
three-year contracts it re~wed 
last month fur B total ofS6.07'mil­'. lion, Administered by HHS.I one 
contract allows UNOS to ~rate 
the Organ Procurement 11 and 
Transplantation Network, a' 24­
hour organ~pJacement syStem 
that matcbes donor- organslwilh 
waiting patients, The other gives 
UNOS authoritY to run the Scien­
tific Registry of Transplant IRe. 
cipients, D database of medicill in­
formation on people wbo recej~ 
transplants. j i 

Those contracts have aUowed 
UNOS to become the transplant 
community's most powUfW ;;;p14yer. a tax-exempt organiz,ii,tion 
whose members include 281 hos­
pital transPlant P_. 55 Iat>. 
oratories, 66 organ btlllks atid 29 
mediealJsctentific orgeni%atiOns. 

UNOS, whicb enjoys the Ove.... 
whelming support of those' lin. 
valved in organ transplantatiOn in 
the United States. is aoverned'by 
a phYSician-dominated, 139­
member board of directon that 
includes 11 members of the pUb-

Ii 
; 



, 
lie. Board members also include 
represenratives from each of 
UNOS'l1 geograpbic regions. 

Most decisions are reached by 
ConsellSUS through meetingJ of 
the 21 comm.ttteell UNOS oper­
ates, Board members, who are not 
compens.ted but are reimbursed 
for expenses, also ~ the ex~u· 
five staff. who run the day-to-.dllY 
operations of the 164:-employee 
orgs'nization. 

Ninety percent of UNOS' bud. 
get comes from \be two govern-­
ment contrDets and the $340-pcr-.
person computet' registration fee 
that patients or theirinsW'ers pay 
to be placed on tbe national wait· 
ing list. The remaining 10 percent 
comes from member fees and 
other activities. I 

The national waiting Ust con~ 
tains more than 50.000 nlgistra­
tions and receives about 7,000 
flew registra ticn! 8 year. 

Graham and other UNOS offi­
cials criticize the govetmnent for 
failing ttl pass regulations that 
would give UNOS legal authority 
to. prohibit poor-performing 
transplant prognuns from receiv­
ing organs and take enforcement 
action against members who vic­

. late UNOS' guidelines.
But although Graham says the 

lack of regulations bas )eft UNOS 
executives with "our hands tied 
behind Ollf backs" because virtu­
ally all policies governing trans­
plantation are voluntary, he and 
otber UNOS officials adarrnmtly 

! 

opposed a recent move by H:HS \ 
Secretary Dofll'Ul. Sbalala to J.lllo 
pose federal regulatlonJ aD UNOS ' 
members. 

Graham $Old UNOS _not ob­
jecting to ,ovemr:nent regulation 
per se, but Baid HHS' proposed 
rules"will basically do away with 
our atandards ... 80 there is I 
bugepbllosoplili:aldlll'erence," 

Wb.Ue some MRS official$ have 
become frustrated at their i:nabil~ 
ity 10 force UNOS to provide data, 
some of those conflicts are due to 
the government's ttI1m inaction. A 
Q5e in point is the OPTN con­
tract. which, until it was rewrit­
teu iast month. re~d UNOS 
"toestablisb an on·line data capa· 
bility ... so that [lIHS} shall bave 
immediate access toOPTN data" 

But government ofticiali have 
never bad that access. The ma­
$Onf Braslow. citing e small staff 
and lack of t-eehnoJogteal expe.... 
tise within her deparu:nent. says 
sbe bat never "exercised" that 
dause in the contract. 

"It doesn't do me any ROOd to 
have that on-line capability if I'm 
not going to use: it," sbe SfUd, "We 
can get whatever information we 
need. If I want to know how many 
peopie were transplanted in 1995 
that have blue shirts, a mustacbe 
and a beard in the westem half of 
this country. 1 can get that infor­
mation [from UNOS}, and I can 
probably get it within 24 hOUN." 

Breslow made those comments 
last summer. Since then, UNOS 

\ 

I 


\ 
. conten~d mat the data are ~'tri1~ 
leading" and ''\neaningl6S'" indi­
eators oftransplant centers' qual­
ill', -~. 
I After several discussions....nth 
UNOS offieials. however. Atbaotr 
Stated in different terma what he 
believed W8.s UNOS' objection to 
re1ea$C oftne data. . ;ft': . 
: "I ,had asked for the dat~'ou 

:..queste. ,', {bur)!hey ~ 
iwant to gi~ us the Qata for e • 
purpose thbt we're asking for it," 
'Aronoff said. "They think i.f-it's 
'Jiven out and publicized, ji~ '" 
Je0pardi2e their ability to get tIU\t 
Samedata from their sources!' • 
i I"Because: it's potentiaUy,~. 
barrassing?" Aronoffwas ask'eel: 
I"WeU, yeah, right" , ,~-,"I . n'.' 

has repeatedly denied requests 
by her office tor data bsting lht< 
reasons transplant programs.wro 
down allan offers" The P.tain 
Dealer requested the infonn.ation 
uruIer the Freedom of Infonil.· 
don Act for centers that trans­
planl bearts. IUIIiS. kidneys, I""" 
creasesandUvers. :.:. 

Las! July. Bnlslow, Deputl\:Di· 
rector Remy Aronoff and anor­
ney David Senor agreed to"t-e­
quest th. dara from UNOS'.and 
provide it toThe Plain Dealer;.'· 
, They bacied down when UNOS 
lobjected to the newspaper',s"re­
:quest, Mer the paper appealed 
'the denial. Braslow made a «tit­
'ten demand to UNOS (orthe:data. 
OnJan.15.Grahamsaidno./;;.~
I ONOS officials bave repeatedly 
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PERS OF BEARTS REFUSED FOR NONMEDICAL REASONS 

:;:Between JUne l1994. and Dec. 31. 1994. the nation's tranSPlant nonmedical reasori$ -beeause the Sl.Il"IfeOn was. unavaIlable. the hospttal 
: lenters turned away about 83 percent of the offers of heaN matched was too busy orfarSome otheradm1nlstrative I'HSOn This chart Includes 
:!D their patiflns. Nearly nine out of JO times they did so based on 8 only hospitals that recel~ 12 ormore hean offers dunng the la$t seven 
mOOicaljut1gmem. such as the reclpient was toO ill or Ute donor was months of 1994. the latest pertod forwhich such Infottn.(l.tion Is available 
!he """'l1 size or wt!lgbt. Most propns also refused heart offers for 

WP20 11 
. il -...1: Hospital ell;\" ".... I
f Unl"",,"\\, of Kansas. KansI>; ell,,: 1(5 
t University of Maryland Baltimot'e. MD 
3. William Beaumon< Royal o.J<. MI 

I Vanderblll University, NashvtlJe. TN 
UnjvefSl!Y. LexinRWn. KY ' 
University of Iowa Iowa City. IA

l Henry ford Detroit, MI 

I Latter-Day Salnts. Salt Lake City, lIT 
Methodist Dallas ,TX 
University of Wisconsin. MadlSOI\ VI1 

I SL ihomas, Nashville. TN , 
Johns Hopkins, Balumore, MD ' 
Urnversily of Alabama. Btrtningham. AL 

3 Hartford Hartford ct , 
3 University of Utah. Salt I..aite City, tIT 
6 Sl FranCI~ Tulsa OK 
7 Jackson Memonal. Miami. FL 
8 JewISh. Louis~il1e. KY 
9 Newark Beth israeL Hewn NJ 
o University. Denver, CO 
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49.06 
41.07 

34.48 ' 
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25 
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III 
23 
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13 
8 
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48 
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23 
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20 
13 
40 
12 
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Heart _iPercent refusedl_.II.':!:usedHospital, CIl)" State off.... rrllllSPiam... Refused walUng ,nonmedicall""~edlcaJ 
J Sacred Hearl Spokafte.. WA 98 10 4 "I88 2 2.04 ,
I Sl J(!seph's. Atlanta GA 58 9 35 '49 I Ln 
~ MethodtSL Indianapobs IN 66 12 54 1 L52 37 " 
3 Umverslty of Virginia CharlottesVillE, VA ,73 20 53 1 L37 34
" SI1tO(ord University, Palo Alto. CA' 435 22 413 '3 0.69 33i Cleveland Clime. Cleveland . 303 36 267 1 0.33 423 Chi!d.~'s of Los Angeles. Los Angeles. CA 32' I .2. 30 o o3- lorna llnda Uni'fel'Sttj', lorna Lmda. CA 27 20 7 o o 9;) USC-Uroverslt]'. Los Angeles, CA 18 3 15 o o W3 Tampa General. 1ampa FL 47 12 35 o o 14J Rush'Presbytenan-St luke's, Chicago. rL 2. 14 10 o o 18,) New England. Boston. MA 15 3 12 o o 141 Brigham« Women's. Bnnan. MA 45 14 31 o o 14 , Barnes. St. Louis, MO 32 14 18 o o 4&) Children's, St louis. MO , 2B 13 16 o o 12). University of MlSS\ssippl. Jackson. MS 12 9 3 o o 5, Medica) College ofOhio. Toledo ' 25 3 22 o o .. 16} Medical University. Charleston. SC \ 20 9 U o o 10.l Methodist Houston. TX 88 14 () o ..54 191 UmV'ersltv. Seattle, WA , 32 5 27 o o 15 



Hospital halts 
tr~plants,. . 
doesn't tell 
d patients \ 

Third <Iffive articles 

B) TED WE~DUNG, 
DAvE DAVIS 

and JOAN MAZZOUNf . 
''-''l~ Dt'U!I\lI'OJmJ':. 

KANSAS CITY, Kab. - Two 
momhs after Adnanne Hart en­
len~d the hospital to be evaluated 
for it heart transplant, her mother 
le.::med over her hospital bed and 
}!<lve the 16,year'cld honor stu­
dent permi"sion to die, , 

"I said. 'Honey. if you see a 
bnlZhl light and It feels good to 
y:>tl. VOll cun go. I won't be mad at 
\'Ou,'" Jaflice Hart recalled. "She: 
couldn I rail" but I knew what she 
wa:>thinking; 'You mean I'm dy­
Ing?' 

,,' JUSt couldn'( come out and 
tell herlhat sne v:tls," ; 

Harl's grief over Adrianne's 
Aug b, l!o194, death didn't end 
wtth the funeral. A monlh later, 
her nephew. Raymond Price, 20, 
s~ricken by the same heart aiJ­
ment that afflicted his cousin, 
was hospitalized for evaluation 
for 3 heart u3nsplant in the same 
UniversIty of Kansas Medical 
Center intensive·C4j:fe room in 
whIch Adrianne had died, i 

j old he had bei!n added to the 
.:emer's transplant waiting lis\, 
Rll),Uloni! chose the option in Ncr 
\'t!mber 1994 of WattlnJ;; for a 
heart lit home in King Cit}'. Mo., 
illstead of the hospital, said his 
moUler, Sherri Curtis. The follow­
ing March, he was found dead on 
a waterbed in the home c» a 
friend in nearnr St, Joseph. Mo. 
, Hart and Curtis didn't know it. 
but the universiry's heart 1rans. 
plant program was dead, too. 
Even before Adrienne's death. it 
had fallen vicnm to all internal 
polittcal struggle that saw pro­
gram administrators turn :,down 
.every one of the heart offers 
marched to patients on the cen~ 
rer's waiting list, mos.t of them for 
nonmedical reasons, 

Officiah: at the two ,agencies 
that oversee the nation's rrans:. 
plant system insist that the Um; 
versifY of Kansas Medical Center 
scandal was an isolated ease, Bul 
their own records show that at tbe' 
same time the Kansas story was' 
unfolding in the local press, 27\ 
other heart transplant programs 
around the country were turning i i 
down as many as one-fifth of their 'I' 
heart offers for nonmedical rea- , 
sons. I 

Until recently. none of that in· 
formation was ever made public ~ 
by the United Network tor Orgtm 1) 
Sb.81'ing or the U.S. Department I' 
of Health and Human Services, 
and neither agency made tiS I 
much as a single phone call to the I 
prQltrams to inquire about the i 

'. 	 bigh nonmedicallOrndown rates, 
offiCials al both agencies say. 
L'NOS has been designated by 
H~S to manage organ transplan,
tatlOn. 

In Kansas. as investigators 
would later conclude. patients 
were deceived, university om, I 

ciaisfailedtoactandUNOS.lack· : 
mg regulatory authurity oVer its 
member itlstltution, never m)ti. 
tied state or federa.l authorities 
that tbere was A problem. 

By the time Kansas' attorney 

general announced last August 

that the University of Kansas 

Medic.aJ Center and two foundaw 

tions affiliated with the unlversity 

~ad~ed to pay $265.000 in res~ 

u!"Utlon aOd. penalties for "egre. 

glOU$ behaVIor," Hart and Cunj$

had heard itatt 


Cleveland Plain DeaJ.er 
Tuesday. February 4. 19Y7 

The sisters had heard the as­
surances of medical center per­
sonnel that AdManne would be 
added to the waiting list as soon 
as her health stabilitcHl, Curtis 
also remembered tile contradic~ 
tory statements of nunes, some 
of wilom had falsely told her that 
Raymond had been added to the 
waiting list, 

"I'm angrj'," said Curtis, who 
will use part ofthesett!ement her 
lal,l,'Yer recently negotiated to buy 
a tombstone for Raymond's 
grave, "J'm mad because if be 
had gone to St. l...uke's [in Kansas 
CltY. Mo.l, maybe he would have 
lived. To let our children die just 
because of a bUSinesslike, money 
mentality - that's what gets to 
us." 

Internal conflict 
In investigations spurred by 

stories in the Kansas City Star. 
state authontles found that be~ 
tween Jan, 1, 1994. and Marc.h31. 
1995. the medical center placed 
on its waiting liM, or evaluated 
f-or placement, 38 patients who 
had linle chance of actually re, 
ceiving a heart transplant, Thir· 
teen of those patients ha.~.died. 

I 
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Patients, but no' transplants
... ....... ·-l-· --... ... 

I 

Investigators found that prob­
lems at the medieal center began 
in the spring of 1994, when sev· 
era! nunes, unhappy about a de­
partmental merger. quit and oth· 
ers started refusing to wort 
overtime. As a consequence. the 
two heart transplant surgeons, 
Dr'S. Jon F. Moran and Clay Beg·
gerly. began to tum down heart 
offers for their' patients, can­
vincei1 that tbe number of re... 
maining staff was inadequate and 
tnat they lacked proper training 
in post-operatlve care. 

Alrhollgh Moran detailed hit. 
concerns in memos he sent to his 
superiors, the staffing issue was 
never adequately addressed, a.nd 
Moran continued to refuse hearts, 
the audltOr5said, l 

"As we talked with medical 
center officials throllghout tlUs 
audil , . ,clearly, no one thought 
It was their responsibility to in~ 
form patients. about the problems 
Ihat continued to plague the pro­
gram." a report by the Kansas 
Legislative Post Audit Comminee 
said. . 

Investigators found that Dr, 
Sleven B. GoHub, the medical 
center's director of,cardiovascu­
lar medicine, deceived patients 
by leadin-g them to believe the 
center was doing transplants and 
by falsely telling some patients 
that they wereon the waiung list. 

That's what happened to Cant 
Lee Gardner of Emporia, Kan.. io 
July 1994, After three months ·of 
wAniug, Gardner's husband, Bill, 
asked Gollub to refer his wife to 
another hospitaL According to an 
affidavit Cars. Lee Gardner pro­
vided to the attorney senerat's of­
fice, Gollub tum(!d to the heart 
transplant coordinator and said, 
"Let's get her a beal1 rea} soon." 

Gardner didn't know it then, 
but. according to a lawsuit she 
ftled last July, her name w{I;sn't 
even on the center's waiting list 
at the time Gollub IS alleged to 
have made the comment, Al­
tbough she was added the next 
month. the suit says. she later un­
derwent triple-bypass sW'8ery 
and was taken off the list. 

GoUub and other untversity and 
medical center offjci~s declined 

to answer Questions about the 
bea.rt-transplant program. whicb 
hasbeeD closed, I 

"Witbthefi.linJofliliNation•.we; 
found ourneJves In 8 delicate S1tu-: 
atien." . university SPOkesman'i 
Randy Attwood said In • p.... 'I 
Pare4 .siat~ment. "Beeause of the\and violating im agreement with 
legal element. we have declined: IUNOS. 
further interviews," ; Phyllis Merhige, Bu4ig's 

Both Beggerly and Moran have I $pOkeswoman, said he would not 
left the University at KaMas, : comment. .
/le."",rl}' declined to comment,' 'Ads t ut 
but Moran. who filed a defama. \ 0 program
tiOD lawsWt against the university University and medical center 
and several of ita officials lUl officials refused 10 close the heart 
July, said be'had been unfairly· transplant proinml because CDI~ 
made a scapegoat. . 

''When I wanted to close the 
program at KU .',. I tried by ev­
ery avenue my attorneys said W8.$ 
~ppropriate." he said. "I caUed 
UNOS, I went to the rmedical 
center) chief or staff, r said, 
'Please, let me close the pro­
gram; and I was refused pemUs~ 
sioo to close the program. 

"I could bave resigned and I 
gtle$S lots of ethicists would $tand 
up and say ... I was like the 
g~rd at Buchenwald, But I was 
trymg 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 cbIldren 
in Kansas." 

Did Budlg know? 
Problems at the medical center 

went far beyond Moran and Gol~ 
lub, Tbeyextended totbe otficeo! 
fotme:r universitY ChanceUor 
Gene A. Budig, whose name audi­
ton placed at the top of a report 
listing 12 people "who were 
aware of problems In the heart 
transplant program but did noth: 
ingtoaddress them," 

Budig is now president of base­
ball's American League. 

In lin August 1995 intemew 
with Kansas auditors, Budig said 
he was "not aware ofany specific 
problems" with the heart trans­
plant r.rorram and claimed he 
"wasn t aware that hearts were 
hein~ turned down for other than 
medical reasons" until May 1995, 

But state reeords show tbat be­
twee.n April and July 1994.11udi& 
receJved four letters describing 
serious problems in the program. 

'J'ht; correspondence' included a 
JIJ.l$e 1994 letter from Monrn's 
lawyer, who claimed that the 
medical center bad "refused to 
confirm that its heart transplant 
program is on inactive status, 
thereby misleadini the patie.b" 

leagues in the liver and kidney. 
transplant programs "fe)t fmnly 
that any period of inactivity .,' 
would be hannful to our {orher) 
transplant programs," the med· 
.icalstaffchlefsaid in a June 1994 
'memo to Moran. 
! So concerned were tnedical 
center officials with the beart 
transplant pr<>gram's image that 
in November 1994, six months 

Iilfter the center began refusing 
,every heart offer, the university 
'!~arted running radio ads touting 
ns program,!! "Our transplant programs for 
the beart, liver, kidney and Done 
'marrow continlle to transform 
lives," the ad's narrator said as 8 
i"ieart beat in the background,
:'PJace your trust in the area's 
targest medical wliversity " " . KU 

, MewcaJ Center, Our doctors 
teach tbe:otber doctors." 
II By that time, Adrianne Hart 
was dead, So were patients Rich­
ard Miller. 61. of Topeka, Kan., 
8i.td Robert J, 'Weingart,. 44, of 
Kansas City, .
!lAnd LIO}"d Croft, 55. a c8rpen~ 

te'r wbo bad been waiting for a 
n6W heart since 1991. was still 
inChing his way up the waiting 
list:, Or sO hetboll¥ht.
!Mer being listed, for three 

years, Croft said he was told by a 
doctor in 1994 that he wouldn't 
need a beart transplant immedi~ 
ately and would be pieced on 
"standby," meaning he couid he 
reactivated on the list i(his condi~ 
non worsened, He remained in 
that status until the scandal 
brOlce. He is now a patient at M~ 
other hospital, 

, 
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""You're under these I ptofe... 

sionai people's hands. and you're 
~ these people," Croft said. 
"They've got your life literalb'in 
their hands, and they back·_ 
you fot' a couple of tlollar's." 

Auditors found that Croft and 
13 other people who were on the 
waiting list between May 1994 
and Aprll19!)15 were billed by the 
medical center for more than 
$418,000 10 fees not cove-red by
insurance. ' 

UNOS didn't blow wbIstle 
Records show that OOOS. tbe 

nonprofit Coat:ractor that 'devel­
ops voluntary pobcJe5 for tbe 
University of Kansas Medical 
Center and other member U'BruI' 
plant instHutions, was aware 
early on that the medical center 
was no; doing heart transplants, 

Moran, the transplant surgeon 
who was turning down hearts. 
(Old auditors that he called tJNOS 
in May 1994 - when the center 
stopped dOing transplants - to 
try to get the program inacti­
vated, but Was (old only hospital 
administrators had that author, 
it)'. UNOS offIcials disputed that, 
telling auditors they weren't 
aware of tiny problems ar the c:en· 
teruntil November 1994. 

UNOS was dissuaded from 
pressurinp: the t.lntverslty to close 
the program after several conver­
salloM with Dr. George E, Pierce, 
a University of Kansas kidney 
troosplanr surgeon who served as 
the medical Center's UNOS repre­
senta!lve. : 

Pierce told audItors he ca'me 
away from the discUSSlOOS with 
!he understanding that the med. 
lcal center would be given 'an 
"'~nofficl~J grace period' to get 
thmgs straightened out," 

He also maintained that "ad­
hering to UNoS guidelines was 
less important than keeping the 
hean transplant program active' 

tiNOS offiCials also were aware 
that the medical center had hired 
Dr. Hamner Hannah. who had not 
assls1ed in enough beart !ran,., 
plants to be certified by 0005. as 
Moran'5 replacement. But Pierce 
t!}i,d. auditors that after initially 
raISing concerns about Hannah's 
lack 'of experienee, UNOS o.ffi~ 
dais said they "Wouldn't object to 
DF· lian~ah and would, as Dr. 
Pier<:e saJd UNOS implied. 'look 
thcotberway/ " 

UN~ officials have denied 
that cWm. UNOS legal counsel 
Cindy a. Sommers declined to 
answer audHOl"S' QUeStions sbOirt 
whether VNOS eiiowed Hannab 
to operate, saying sbe "didn't 
want to get into a 'be: said., me 
said.'· i\

UNos certification ·staodarda. 
which .... vuluntary but widelyl
accepted within transplantation. 
call tor heart transplant ,urgtotlS' 
to have performed or assisted in ' 
at least 20 t:ntnsPlants within l 
three ye81':S. Hannah bad done I 
just eight, according to.~ audF, 
ton;' report. II 

Hanna.h who would not com· ~ 
ment fQr ibiS story, performed his) I 
nn;..~P!~tl·99t5tbe-.~"r:sit'fnt·1on .....uu...u ...... . I U'W pa e 
was Robert W, Trent of Wichita. 
Kan. Trent,32. died the same day. I 

So golicitomJ was UNOS toward I 
itl member institution that after ; 
the Star broke: the story, former \ 
UNOS Executive Director Gent; 'I 
A. Pierce called the med.tcal een~ 
ter's George Pierce (no relation) 'I 
to assure him that "UNOS didn't 
blow tile whistle" on the medical i 
center, George Pierce told aueli- , 
t.", \

Tbe Kan$\\S surgeon went on to ~ 
quote Gene Pierce of UNOS as 1 
telling" him that "UNOS had to 

Igive in, to the reporters requests 
Iunder tbe Freedom of lnforma­

. tion Act, and that UNOS .ta11e:d I 

on releasing the intonnation for 
 I 
as 10..0 as it could," according to 

0.<& • i
the auditon report, I 

George PierCe or the medical ' 
center declined to comment. 
Gene Pierce, now retired and liv­
ini in 8. Richmond, Va., suburb. 

\5ald be didn't recall malting sucb Icomments to the Kansas surgeon, 
''1 don't recall it exactly like 

'George said. but 1 tl'Ust ~rge so \ 
it could have been a misinterpre­ I
tation or something like that. I'm Ireally not sure," Gene Pierce 
said. "But we have never tried to 
stonewall anybody, not while 1 
was there, and if it .appeared that i i 

<I 
way it was for.anotner reason. It 
eer:tain1y was not just stonewall­ ]1ing to stonewall," , I 

I \ 

I 


\ 

I 

Walter 1(, Grabam, who was 
Gene Pierce's top assistant and 
succeeded bim in 1995 as UNOS' 
elecUOve director, Did UNOS 
was not aware of the fuU scope of 
the: problems at the university un­
til after the story broke. But even 
had ONOS known that patients 
were being deceived, Graham 
laid UNOS had no legal autMriry 
tointereede. 
. That has changed under II ccm~ 

tract UNOS .and the government 
signed De<::, 30. The contract.in­
cludes a new chiuse mat requires 

t'tNosto monitor, investigat;and 
report to the government any in· 
cident that "jeopard.iles the 
health of waiting-Ust patients. or 
transplant recipients," 

Grabam said UNOS was I10t in a 
position to do anythiq about the 
Kansas City scandal under the 
previous contraet, He said that 
responsibilitY belonged to the 
hospital 

"those are issues of fraud, 
they're issueIJ of malpractice, 
they're issues that UNOS can not 
ever get involved in." be added, 
"We're not ever going- to get in~ 
valved 1n sometbing nke that. 
That's very much a local legal iJ· 
sue," 

'Fear of public opinion' 


The University af Kansas scan· 
dal also caught the attention of 
HHS' Division of Organ Trans-. 
plantation, the agency that reeu. 
lales UNOS. Director Judith B, 
Braslow asked UNOS to doa com­
puter run of all times hearts were 
turned down at me natim's 167 
heart transplant centers fot' ttte 
last seven months of1m. The re­
port showed that 28 rente" bad 
turned down fur nonmedical rea­
sons 20 percent or more of [he 
heart offers made to them. 

And tbat is where the govem·
mt:nt's inquiry stopped. Not one 
of me eentert with the bigh 1.'llnr 
down rates. was audited. not one 
was even cnntaeted. Braslow ac· 
knowledged. 
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I "',<'lnesday, February 5, 1997 

Doctor to ~~tient: 
Get out of iere or 
youll die w~ ........· 

Fourth offil1e articles 

SAC: FRANCISCO - Liver sur· 
(leon John Roberts is doing the 
unthinkable - telling some of his 
most seriously ill patients that if 
Iher don't go elsewbere, they will 
die waiting on his hospItal's 
transplant l1st. , 

And if Ralph Vairo, a 6O·year· 
old former' painting contractor 
wbo Ih'es near Sant .. Cru:<., makes 
i1 to 61, he :m.al' owe his life to 
Roberts' decision. 

V...iro hos ~ cancerous tumor in 
hlS liverthat will spread through­
nut his body and kin him jf he 
doesn't receive a new l.iver soon., 

His insurance ci}mpany, Kaiser 
Permanente; contracts with the 
t'nivc.siry of California 81 San 
Frandsc() 10 do bver transplants, 
So Vairo's doctor dutifully re· 
ferred him there to see if he was a 
candidate for transplantation, 

But when Roberts saw him in 
Octo.ber, Vairo recalled the sur~ 
geen 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 1$! thot, 
due to wide disparities in dona­
tlon rates and attempts by orsan 
banks imd transplant centers to 
keep locally donated organs, the 
waiting time for an organ varies 
dramatically depending on where 
they are treated. 'II 

HospitaladministratQ('$ are not 
happy about Roberts telling pn­
tients to go elsewhere. he Isaid. 
"The issue has to do witb the-jfact 
that you're telling patients to!fio 
to other cenrers, not that we!wl11 
do f tit W '( " 

ewer ra()sp an s. eWo.i!l· 
But his overriding conc:ern is 

that the medjan waiting time' for 8 

liver in San Francisco in 1995 was 
47.3 days - the longest itll the 
state and third longest in, the 
country. In contrast, the median 
wait at one center tn Los Ansf.!les 
wasjust 87 days. Il 

And the difference of 386 days, 
for seriously ill patients such as 

, V.iro, may be the difference be· 
tween life and death, II 

Vairo and hjs wife, Donna. said 
they were shocked by the differ­
ences in waiting TUnes. Even'the 
doctor who referred him tei !San 
Francisco had no idea abour the 
long wait. j l 

Most transplant doctors don't 
I 

provide patients Wifh information 
about waitmg times, RobertS and 
others say the discrepancy in 
waiting times is irre(u;able evi­
dence that tbe natien's organ allo­
catton system remains unfair 'and 
that not everyOne has an equal 
chance of getting a donated or­
gao, 

And the disparity in waiting 
times doesn't pertain just to liv~ 
ers, but to all organs, For exam· 
pte. patients in Cincinnati had a 
median wait of about six months 
for a heart in 1995, while patients 
in nearby Fort Wayne, Ind., 
wahedabout llh years.

Numbers like these pOSe a di·
Jemma for the United Network for 
Organ Sharing, the nonprofit or. 
gamuttion that tracks waiting 
times and holds a government 
contract to match donated organs 
with waiting patients, A mlijor 
function of UNOS' Organ Pro­
curement and Transplantation 
:letwork is to establish an cQuit­
able and medically sound organ 
distribution system, 

"In some parts uithe Southeast, 
there are waiting times that are 
two tn three weeks lung, and then 
you go to the Northeast in Boston, 
where the waiting times are over 
a year," said Dr. JohnJ. Fung, di· 
rec:t{lr of the liver transplant pro­
eram at the University of Pitts­
burgh, 

II 




Waiting times differ ~und natioll 


, 
1 "If anYthing is going to teU the 

public thllt, hey, something 
doesn't smell right. it's that 'kind 
of disparity." rung said "It 
jumps out at you." 

Dr. James F. Burdick, UNOS 
president, belie ...es that attempts 
by transplant centers and organ 
banks to conrrol.locaU, harvested 
organs have hurt the national, 
vOluntary allocation policy. 

Burdick. a transplant surgeon 
at Johns Hopkins Hospital in Bal· 
timore, 5:.111 that sense of owner· 
ship "impedes the development of 
an equitable and national system 
for distrihuting organs." ! 

},1any doctors and transplant 
professior.als say, however, that 
tire quest for true equity may be 
unohlainable becatlse any actions 
UNOS lakes .....in still invillve the 
nUioni:1g of scarce organs, and 
thousands ofpeopJe will continue 
todieon waiting hsts. 

Ther also note thnt Ur\OS is1an 
agency that rules by consensus, 
and 'hat Ul'{OS' J9·mem~r board 
and more than .;00 member InSti. 
!ulions make consensus difficult. 

I Dirty laundry _, 
I In :.m anonymous survey done 
, 	by UNOS las! fall. mos! UNOS 

members mvol\'ed: in liver tt'aris~ 
plan:lllwo said they Oelieved data 
on waiting limes and deaths on 
the wairmg 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
si'eci~ic waiting time data from 
bCI:tg made public, claiming that 
the data are "meaningless" be­
cuuse centers are listing patients 
at dlfferent stages of their ill­
nesses 

I 
One liver transplant official 

. , 

who responded to the survey op­
posed releasing the waiting time 
data because to do sO "would (Xln­
demn the current ONOS alloca­
tion system and make its gross in~ 
equities public knowledge. 1 do 
not feel that we need to air our 
dirty laundry. Let's just fix it.. 

In November. the UNOS hoard 
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, whicb serve regions of the 
country. , 

"I'm afraid that if patients take 
a look at the report on the [organ 
bankS), it still won't belp them 
make a decision about what 
transplant center to go ro:' 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 tn her con­
cern that organ bank waiting time 
will be of Un-Ie help, Weber and. 
some other board members also 
were unaware thar UNOS has 
center-specific waiting time re· 
ports, which The Plain Dealer ob­
tained under the Freedom of In­
fOMnlltl.on 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 
~ist for patients needmg a litesav­
In3 organ transplam, something 
that many patients do not under~ 
stand. 

Many patients believe there is 
One long waiting list for each .or~ 
garL 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 c.om~ 
mumtywide lists. And how long 
patients wait for organs depends .. 
greatly .on Where the}' 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 rover 

about 16 states. including Ohio. 


Ohio,like some other states and 
regions, has a sharing tlgreeruent 
that attempts to keep organs in-. 
state, regardless of whether more 
seriously ,ill patients need them 
e1sewhere. 

Few transplant officials advo­
cate a national system that wouJd 
establish Il single national waiting 
list that would ship organs cross­
C,OUl'ltry to the next waiting pa­
tu:mf. 
. Instead, many doctors believe 
that waiting times could be equal­
ized and equity could be achieved 
by sharing organs wHhin several 
"super regions" that would ac­
count for differences in popula­
tion. donor patterns and rates of 
dIsease. 

http:fOMnlltl.on


The liver wars 
The disparity in waitina times 

bas been especially hotly debated 
within the liver trans­
plant community, 
wbere since 1991 
UNOS bas used an aI· 
location system that is 
different than for any 
other organ. It Is a sys­
tem, its critics say, 
that allocates organs 
to transplant eenlets, 
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 prn­
grams. now a more 
than $300 million-a­
year industry, The new allocation 
sySlem proVides organs to newly 
established programs that other­
wise wouldn't get them because 
they generally have small waiting 
lists and few seriously ill patients. 

It also provides a source of lo­
cal organs for patients whose 
problems hUlle not yet become 
.tife-threatening and who are ex· 
pected to have a bener chance of 
surviving a transplant, 

In 191:19, two }'ears before the 
policy was implemenled, there 
}\'crc' 79 hver transpLimt centers, 
according 10 UNOS. 'Two years 
after the change, in 1993, there 
were tl2 centers, a 29 percent in­
<crease, 
~ The allocation chamie had seri­
.fms side effects for large centers. 
fI'hosc ccnters could not now 
'draw many {trgans from outside 
their local areas, despite drawing 
patients nationwide. Wjth the 
number of patients who CGuid 
benefii from transplantation in­
creasing, the effect was to cut off 

.organs for many criticilily ill pa­
tients. creating hopelessly tong 

';waiting lists, 
At the same time, the waiting­

time disparity grew. I which in 
1994 and 1995 ranged from 18 
days at Tulane Medical Center 
Hospital in New Orleans to an flV· 
erage of 648 days at the four liver 
transplant centers in Boston, 

"The control of dont>r organs by 
transplant centers and their pro­
fessionals is dnven hy,financial 
considerations, not by what is fair 
and eqUitable for their patients:' 

Dr. Jeffrey S. Crippin, a liver 
mmspJo.ntsurgeon at 8aylorIUni~ 
versity Medical Center In DiUlas, 
testified at a UNOS hearirig in 
September, 11 

"In a situation of unmet ~~ed, 
with patients dying daily for me 
want of a donor liver. what is fair 
to all patients is to have IlPProxl· 
nlately the same ~ppo~ni.~ ~ 
receiving a donor liver. Cnppm 
said. 11 

At the hearing, a move11by 
UNOS to equalize waiting times 

by creating wider 
geographic ~ons 
to match organs for 
the sickest patients 
was tabled after 
small- and 
medlum·siud ceo­
ters, concerned 
about controlling
local organs. op­
posed ie Ii 

Nearly 80 percent 
of UNOS' 118 liver 
transplant cent~r 
members faU into 
the small· llnd 
medium-siud r~ 
group - those that 
do fewer than SO 
transplants a year. 
They dominate 

0005' committees, which make 
policy recommendations to the 
board. ii 

One of the more outspoken crit i 
leS of the UNOS proposal was Dr! 
John C. McDonald, chairman of 
the department of surgetj' at ttle 
Louisiana State UniversitY School 
of Medicine in Shreveport, II 

"This poticy will divert liversl 
from needy. , . patients in Louisi~ 
ana to \\'ealthy patients in other 
stares," said McDonald, woo 
added that stare residents are 
guarante£d access to transplanta~ 
tion under state law, regardless of 
their ability to p8)o\ "It will diven' 
Hvers to centers wbich have' 
taken on more patients than the:y\· 
can serve:' 

The inabilitY of UNOS to re~ 
soJve the controversy internally 
prompted U.S. Department Ofl 
Health and Human Services Sec­
retary Donna ShalaJa, whose 
agency has allowed transplant 

, centers to largely regulate them~ 
selves, t? intervene. 

Shalala called three days Qr 
public bearings on the issue in 
December and said she would de· 
termine, within three months, 
how best to aIlocate scarce d{)oor 
Qrgans. In a letter outlining her 
reasons for the hearing, Shalala 
said a federal decision on liver al· 
location would eliminate the pub­
lic perception that UNOS l$f1't 
able to change the current policy 
becBuse the self-interest of its 
membersstandsin 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, "1 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 toa ditftrrent sys­
tem, the vanance in median wait­
ing umes for -other major organs 
is about as great. according to 
UNOSdata, 

For hearts, it stretched from a 
low of 28 days at Medical City 
Dallas Hospital (for adults) to a 
hIgh 0(815 days at the University 
of Minnesota Hospital'in Minne­
apolis. For kidneys, it ranged 
from 54 days at Harris Methodist 
Hospital in Fort Worth, Texas, to 
858 days at Milton S. Hershey 
Medical Center in Hershey, Pa. 

Transplant doctors point out 
that patients' waiting times are 
based on many factors. inc)uding 
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. 

"Y{)u'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 
Clinic) liver transplant program, 
"The nation does not have a stan· 
dardized iisting criteria, You ean 
get :on a Ust in one part of the 
country a Jot earlier than other 
parts of the country." 

In November, the UNOS bC)ard 
voted to estahlish standardized 



• 
listing this year, modeled in part 

. alter Ohio's system. ' 
But for the lsst 12 i years ill 

Orno, patients have been listed at 
me same stages (If 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 bave loCal prior­
ity" and because some programs 
are more aggressive than others 
sbaul transplanting so-called 
"marginal" organs intO thei.r sick­
est patients.

"Wmting time is not tbe gold 
standard ofequity," Sllid Dr, Ron­
ald M. Ferguson. a liver trans· 
plant surgeon at Ohio State Uni· 
versitY Hospital. "tryou have too 
few nrgans and too many pa­
tients, somebody is going to get 
the sricky end of the Popsicle 
Slide" J 

Aside from the ethical argu-' 
ments for telling patients about 
the differenCeS in waiting times. 
Roberts, the San Francisco sur· 
germ, said that doctorS who are 
worried about being sued should 
ha\'c a selfish motive for iiisclos· 
109 the dIfferences. 

"If you don't open uP tne issue, 
the next thing that happens is the 
family says, 'Why didn't YOu teIt 
me my mother could go and get 
t~anspjan(ed someplace 'I else?' 
We'll star': being asked, and 
rightly SQ, 'Is the issue money, 
doctor?' " 

Roberts and others say the 
",arne is lrue for insurance co-mpa· 
nies. which CQuld be' asked 
whether lhc), are directing pa­
lienlS 10 specific centers"":' some 
wilh long waiting times - be· 
caus\:! the centers are giving them 
big :;>nce breaks, 

For Vaira, the retIred painting 
contractor. the insurance issue Is 
being '<\;'orked OUL I.n addit.lon to 
the University of California at 
San francisco. Kaiser' contracts 
wIth rourother hospitals for adult 
liver transplantation, including 
the University of Alabama a.t Bir· 
mingham Hospital. , 

In )995, the median waiting 
tilne at VAS was 88 days, mol'(! 
than a year shorter than his ex· 
pected wait in San Frandsco, 

Vairo heard recently, after vis· 
iting the Alabama center with his 
wife, that he had been accepted 
and placed on the list in Binning~
ham, ' 

Kaiser agre-oo to pay for the 
tnp, as well as his expenses to 
move there for several months to 
wajt(oraliveJ", 

"I'm lucky because it's very 
small," Vairo said of his cancer, 
"But it could spread, and then 
they wouldn't do anything, 

"My doctor said, 'They'd open 
you up and if they see that it's 
spread, they close you up and you 
just Watt.' ­

"I'm not ready to check out 
1 ',-" " ..... !"'" ""'''I',", I" 1;, '" r,,~ " 

.TRANSPlANT FACTS 
"As of December 1996. 999 

patients were 'WS.ttinA (or 
~atnorthewrt1)~o 
hoSpItals. . 

Fora kidney 615 
For a heart 112 
For a liver 112 
~ra~~ 8 
Fora lung 37 
for a heartJlung 3 
Fora lddoeY/pane~ 52 

Ii 
S()I.JJI'£t~(" 

1 
I 
" TRANSPI!ANT 

FACTS=n=:
})Sants in the' us. 

II 
1989 1,705 
1990 2Jl08 
1991 ZJl25 
1992 2:I7I 
1993 2291 
1994 2340

\ 1995 2.434 
1996·!estl 2.507,, 

SOJ.m1::£.MI\UJtoIrI'1bir 
mwn (Dc..141'Q6141dol. 
'ifu..~.~ 

FOR IOURJNFOBMATJON 
11

Internet news~()up on tl'ansplants 
, 11 ' 

lnfonnation about transplants times, transplant costs. the negs­
is available on the Internet, I : tive side effects of anti~rejection 

If you have access to electronj~ drugs and media coverage of 
rruul, the transplant newsgroup transplantation. 
provides a forum (or o~an trans:: 
plant recipients and donors, their, To participate, send an e-mail 
fatpijies and members oC the'l message- that states "SUB 
transplant community. \ TRNSPLNT (Your fuji name} to 

Recent topics include wahine' Ustsen>@.wtlvmd.wtlstl.edu. 
• 

mailto:Ustsen>@.wtlvmd.wtlstl.edu


• 	 State's polley:
Ohio org$ for 
Ohioans 	fltst 

If you die in Ohio, Ohio wants 
yourorgans, 

Preferably. for another Ohioan, 

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

Say. for instance, that tt donor 
heart becomes available in To­
ledo, but isn't a match for a pa­
tient at the Medical College ot 
Ohio, the only heart transplant 
center In northwest Obio. Under 
rules adopred by the Ohio Solid 
Organ TranSplant Consortium. 
the next step would be to look for 
the best match for the sickest pa­
tient waitmg at one ot Ohio's 
three other heart transplant cen­
ters - in Cleveland or Columbus. 
which are, respectrvely. 9'7 and 
121 miles from Toledo, or in Cin­
cinnati, 184 miles away. 

That's true even jf the nearest 
. matching patient fOT tbe Toledo 
heart is sicker than the Ohio pp­
tients and is dying just 53 miles 
away in Detroit. 

"I think that's very reasOna­
ble," said Dr. Thomas E. Walsh, 8 

consortium board member and 
director of the heart transplant 
program at the Medjcal 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 
(air." 

Ohio is one of about 16 states, 
regions and metropolitan areas 
around the country that have 
variances or sharing agreernen.s, 
They allow states, transplant cen~ 
ters and organ banks to circwn­
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 wttha national system!' 

Despite that edkt. inve!lti(w­

!ions byllhe u.s: Department of 
Health aiid Human Services' of­
fice of the inspector general in 
1991 and the General Accounting 
Office in] 1993 both (ound that in 
addition to the huge differences 
in the Ieilgth of time patients 
waited fOr organs at different 
centers, there was no true na~ 
tiona! allocation system. 

..... _. 11,. , f dth1ue mveStlglltlons oun at liS 
the numoor of waiting plujems, 
transplant\centerS and the com­
petition for scarce donor organs 
grew, so had the transplant faci1i* 
ties' desi~~to control organs from 
local or state residents. 

li
"It's extremelY alarming when 

in fact we' 'don't have a national 
system at lan, but instead these 
arbitrary geographic boundaries, 
which preclude a national sys­
tem." saidl Charles E. Fiske, c0­
director ofl the National Trafls~ 
plant Action Committee, a 
patient~adv;)cacy' group of trans­
plant reciPients and their fami­
lies, "These variances protect the 
best intereJr of the transplant 
(enter rather than the best inter­
est of the: patient" 

, UNOS, ~~ich since 1986 has 
held the government contract for 
matching waiting patients with 
donor organs, has approved these 
variances and sharing agree­
ments, II 

Ohio's system was set up about 
12 years ago', It is considered a 
model in the 'country because, in 
addition to I$haring organs for 
critically ill ipatients across the 
state, groups of doctors from the 
Ohio centersJunder the auspices 
of the Ohio ISolid Organ Trans~ 
plant Consortium, approve pa~ 
tienfS who are put on transplant 
waiting lists at the Obio bospitals, 

10•••:10But. 1 e ",ianng agreemems in 
New York. Tennessee, Geofp;ia 
and some other states, Ohio's 
stn\fes to ktep most organs 
within state lines, even thnugh 
patients comrrlOnly cross those 
boundaries when seeking medicalcare, often all the insistence ot 
tbeirinsurers: 

"Jt's anoth~r exception. after 
another exception." Fiske said. 
"This flies .in the face of treating 
the sicke~t Mtient first.", 
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Staying

close 


tohome 

. ChaJlenging the odds, 
a liver transplant patient shuns 

a shorter wait to be at home 
But if a liver becomes avail­


able in Sacramento, someone 

who is well enough to be home 

and wo:rking there could get the 

organ before Lindinger, who 

lives about 111.1. hours away. 


When Lindinger went on the 

waiting list in August 1995 at 

Stanford University Hospital in 

Palo Alto, Calif., his doctors told 

him he would live less than two 

years without a transplant. And 

they told him it would be about a 

year before he got a new liver. 


After the year came and went, 

Lindinger said the doctors told 

him the wait would be another 

six months. Now Lindinger is 

worried that his time is running 

out. 


"My doctor said there's noth­

ing more.they can do for me that 

I might go into another com~ and 

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 w~m Lindinger's trust 

and kept him from going else­

where. 


Lindinger is like many - if not 

most - patients, say officials in 

the transplant field. Over­


.	whelmed by anxiety and the 
nee~ to be close to friends and 
farmly .at ~om~, many patients 
P!Jt thel!' fanh 10 their local hos­
pitals and doc!ors. They don't 
ask many Questions, afraid of the 
answers. 

:'1 don't want to change," he 
sBld. "It's a gamble." 

PhOtos and captl.DnS Qm.tted 

By JOAN MAZZOLINI 
PI..'.IN O[~L!~ RlPOflTIR , 

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·or·state cen­
ters with even shorter waits. . 

But Lindinger said he feels 
comfortable being closer !to 
home and with a staff he has g6t· 
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· 

ler with a shorter waiting time. 
"I don't want to change 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 be 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 hepatitis. 

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 
hospital. 
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The tins below rank the nation's tranSplant cenU!~ according to the 
median number o( days patients w8.t1ed for a transplant The -patients 
added" column ts the number of people whoJoined the walting list 
dl.lnng the year and the ~edlan !*a!tlng time" Is the mld'polnt In days 
those patients waited (ilr 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 wattlng time: could not be calculated. be 
cause fewer than 10 peoplejolneO the waiting list and/or the center did 
not perfonn enough transplants for the waiting time to be statistically 
signiflcant. • t 
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Low-vollJmecenters 

lead in rate-" of"death 


Last offtve articles i 
By JOAN MAZlOUNL , 

DAVE DAVIS 
and TED WENDUNG 
Pl..AI~DULUUPOmlt5 

Patients who receive organ 
transplants at so-called "low­
volume" centers are more likely 
to die within the first year than 
those who go to high-volume cen­
ters, a Plain Dealer analysis of 
transplant records shows. , 

Few patients understand that 
the number of transplants per­
formed plays a crucial role in 
keeping surgical learns sharp, or 
that they can significantly in­
crease their chances of survival 
by going to transplant centers 
that do the riskY surgery m'ore of· 
ten. I 

"Yeah, it would save some lives 
if those [low.volumeJ centers ba­
sically slopped doing trans­
plants." said Dr. Jeffrey D: Ho­
scnpud. a heart transplant 
cardiologist at the Medical Col­
It!~e of Wisconsin Hospital in Mil­
waukee. "And. obviously, that's 
critically important if ~'ou happen 
to be one ofrhose lives." 

Hosenpud co·authored a study 
that concluded that the risks of 
mortality at one month and at one 
year were "substantially higher" 
at low-volume heart transplant 
centers, those that perform fewer 
than nine transplants a year. 
Such centers accounted for about 
half of those doing heart trans­
plants in the United States. but 
they performed only 15 percemof 
all heart transplants. 

The study. which examined the 
outcomes of 7.893 heart trans­
plants between October 1987 and 
1991. was published in the Jour­
nal of the American Medical As­
sociation in 1994. 

Hosenpud also said the' number 
of lives that could be saved by 
eliminating low-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 a 
year would be saved. 

"There are some small centers 
that have done well, but not a ma­
jority," said Dr, John J. Fung, di­
rector of Pittsturgh's liver trans­
plant program, "In fact, 75 
percent of the small programs are 
not good programs. 

"We try not to focus on this be­
cause we end up polarizing the 
transplant community. But we 
believe poorly peri'onning pro­
grams should be looked at." 

The Plain Dealer analysis of 
transplant centers was based on 
55.990 organ transplants per­
formed from Oct. I, 1987, to Dec. 
31, 1991, the most recent period 
for which records were available. 
For each type of organ transplant, 
roughly half the centers in the 
country feU 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. Forexample: 

..... At low-volume heart trans­
plant centers, those averaging 
fewer than nine transplants a 
year, 24 percent of the patients 
died within a year - an increase 
of 33 percent over the death rate 
of 18 percent at high-volume cen­
ters. 

..... At low-volume liver trans­
plant centers, those averaging 13 
or fewer transplants a year, 32 
percent of the patients died 
within a year - an increase of 28 
percent over the death rate of 25 
percent at high-volume centers, 

. ..... And at low-volume pancreas 
centers, those averaging fewer 
than' six transplants a year, 15 
percent of the patients died 
within a year - an increase of 50 
percent over the death rate of 10 
percent at high-volume centers. 

The mortality rateS for the low­
and high-volume centers are av­
erages for each group, A particu­
lar low-volume center may have a 
one-year mortality rate that is 

. significantly higher or lower than 
the low-volume· group average, 
just as any high 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

. ten they are visiting, as weU 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 or 
whether someone will live a year 
or longer. 

But understanding the effect of 
volume on' outcome can help pa-' 
tients pick the right transp'lant 
center and increase their likeli­
hood of surviving. 

Even when the data were ad-. 
justed to account for differences 
in the severity of patients' ill­
nesses and. the Quality of the do­
nor organs hospitals received ­
to avoid penalizing hospitals that 
transplanted higher-risk patients 
- the odds of dying within one 
year remained significantly 
greater at low-volume hospitals. 
the Plain Dealer's analysis
showed... 

The analysis showed that pa­
tients would have a better chance 
of survival at high-volume cen­
ters for all six major types of or­
gan transplants - hearts, heart­
lungs, livers, kidneys, lungs and 
pancreases. 



"Everyone ought to be aware 
that volume.is an. important is­
sue," said Dr. Lawrence G. Hun­
sicker, co-author with Hosenpud 
of the 1994 JAMA study and a 
heart transplant cardiologist at 
the University of Iowa Hospital in 
Iowa City. Hunsicker is vice pres­
ident of the United Network for 
Organ Sharing, the private, non· 
profit organization that holds the 
government contract to match do­
nated organs with patients wait­
ing for transplants. 

"Clearly, what J .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. I 

"That doesn't make any sense. 
They ought to get their acts to­
gether and get a single center 
that's got the volume to get the' 
level of expertise that's needed." 

In fact, four-fifths of the na­
tion's low·volume heart trans­
plant centers are in metropolitan 
areas that have another heart 
transplant center, Since 1988, the 
number of heart transplant pro­
grams has increased from 129 to 
166. 

"In principal, we would do bet­
ter WIth fewer centers," Hun­
sicker added. "BLit you can't use 
volume as the only considera· 
tion " , 
,A~ong the other considera­

tions are ensuring that patients in 
rural, sparsely populated states 
have access to a transplant cen­
ter. 

The Health Care Financing Ad­
ministration, an ann 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 perfonn at least 12 
transplants a year, kidney centers 
must perform at least IS,' while 
lung and heart·lung centers must 
do at least 10. I 

But many low-volume centers 
have chosen to continue their 
programs even though they don't 
do enough transplants to get fed­
eral reimbursement. And neither 
HHS' Division of Organ Trans­
plantation nor UNOS has set vol­
ume or minimum·survival stan­
dards that cover non-Medicare 
patients. 

"We don't have any way to ac­
tually remove a center from re­
ceiving organs, technically speak­
ing," said Dr. James F, Burdick, 
president of UNOS and a trans­
plant surgeon at Johns Hopkins 
Hospital. "That [volume] is not a 
question we've addressed di­
rectly because our job is to make 

, things fair and work on centers 
that don't dowell." 

An exception 
Although the Plain Dealer 

analysis showed that low-volume 
centen as a group bad a higher 
one-year death rate, there are ex­

'ceptions. One of them is the Via 
Christie Regional Medical Center 
in Wichita, Kan. 

The hospital performed an av­
erage of about eight heart trans­
plants a year' during the four 
years analyzed. Its one-ye'ar 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 perlonned 102 herurt 
transplants and 93 percent of 
those patients had survived one 
year. The national average is 82 
percent. 

"1 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 centerto it is a three­
hour drive, in Kansas City, Mo. 

Estep said attempts to limit the 
\number of centers perfonning 
'transplants should be based first 
on death rates, then on volume. 

"I( any center has poor out­
comes, then I think that donor or­
gans should go to other centers, 
where the chance of a patient liv­
ing is greater," he said. 

Because donor organs are 
scarce - for most types of trans­
plants, there are about two people 
waiting for every one person who 
receives a' transplant - trans­
plant surgeons have hotly de­
bated the best use of donor or­
gans and whether to close low­
volume centers. But that debate 
has remained within the frater­
nity. Few patients are aware that 
volume is a predictor of mortal­
ity, many doctors acknowledge. 

"For the 5 percent who know aU 
the statistics and know where I 
went to school. there's a whole 
host of people who are going 
wherever they're told to go," said 
Dr. Robert W. Stewrurt, head of 
the Cleveland Clinic's heart 
transplant program, one of the 
busiest in the countn'. 

That wasn't the case with Anita 
Lupo, an administrator at Illinois 
State University wbo lives in Nor­
mal, Ill., Lupo, who is still work­
ing, has been on the waiting list 
{or a heart transplant at Barnes 
Hospital in St. Louis since May 
1995. Barnes is a high-volume 
center, averaging about 24 trans­
plants a year. 

Because she has twice under­
gone open-heart surgerr, 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 evalpation 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 {or 
her quarterly tests, but that 
doesn't bother her. 

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 smaU-town 
hospitals and small-town doctors 
are not the place to go, So when I 
heard the number 20, that just re­
inforced what I already knew ­
that there had to be some "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 

averag~ number of procedures
perfonned by doctors, nunes and 
technicians has long been consid· 
ered a significant indicator of 
quality. 

http:volume.is


"As' 8 pbY8ieian. J strongly be­
lieve that the outcome does de· 
pend -upon how mant times you 
bave perfonned a gwen proce,~ 
dute," said Dr, Peter So~. 
Ohio's top health ,official, 
"Therefore. volume is impor­
milL" ' . . 

In addition to being the state di­
rector of health. Somani is on the 
board of the Ohio Solid Organ 
Transplant CO!lSo~um. the asso­
CIation that. WIth his department, 
oversees transplantation in Ohio. 
Somani's staff included volume 
requirements for all rypes of rna· 
jor organ transplants in ~he 
state's recently passed quality­
assurance rules. which are de· 
signed to provide minirrium stan­
dards for a wide varietY of health 
care activities. The rules don't 
take effect until next fall, I 

"What we're saylng is if your 
volume is less tban the minimum, 
we'U automatically look "at your­
results in more detail." !Somani 
said. . 

The Ohio consortium has had 
volume requirements for several 
years bul it has no authority to 
dose' programs that don't meet 
them. And when I'iOspitais are 
placed on probation for faUing to 
perform enough transplants or 
for any other reasOn. that infor­
mation is not made public be­
cause Ihe consortium, a 'private 
or:ganization, chooses not to dis­
ciose it. • 
. In the past, minutes of the con~ 

sortium's non-public board meet· 
ings bave shown whicb traJlSp)~nt 
centers were placed on prObatlon 
and why. But Audrey Bohnet13el, 
the consortium's executive direc» 
tor, said the group would ,discon. 
tinue that practke after The 
Plain Dealer Obtained consorthlm 
minutes through Somani's offic:e 
showing that beart transplant 
programs lit the Medical College 
of Ohio in Toledo and Oblo State 
Universiry were placed on proba­
tion in 1996 for failing to ;;erform 

enougb transplants. .,­
. The consortium requires heart 
transplant ptogrfU'Wl to perform a " 
minimum of 1:2 transplants 8 year 
- the same number required by 
the federal iOverrunent to obtain 
Medicare reimbursement. 

. . According to consortium board 
minutes, Dr. Thomas E. Walsh. a 
board member and directorof the 
heart _splant Pn>gl'llJ11 .. the 
Medical College of Ohio. argued 
against a volume reqWrement, 
saY'inB. "There is DO substantin~ 
lion in literature mat links vol· 
ume to qoaliry.". 

Walsh also said there· were 
"better quality indicators than 
vl')lume to demDll$U"ato a Succes8~ 
ful program, .$llch as length of 
stay, hospital cha.rses and 
readmissions." 

Last April, the consortium ex~ 
tended the Medical College's one· 
year probation for a second year 
for failure to meet volume stan· 
daNs. The hospital performed 15 
heart transplants m 1996. and 
W&!shsaid in an mterviewtbathe 
expected the program to be taken 
offprobation m April. 

"My contention was that. <de­
spite the numbers. we've always 
had man'!: than aceeptable out· 
comes - that's mortality.
readmissions, rejection, length of 

, 

stay and cost." Walsh sald. "It 
seems to me that because we have 
a very smail program where ev­
erything is done by a small. inti­
mate group, that_we profit by our 

. experience much more greatly 
than if,t was diffused OVCl"a large
numberofpeople,"

asu's heart transplant pro.­
aram has struggled even more to 
~t the volume standard, The 
center performed 11 transplants
in 1995andjust seven in 1996. 

Dr, p, David Myerowitz. diree~ 
tor"ofOSU's heart ll'an3plant pro­
gram. partly attributed the slow­
down to the loss of' two transplant 
cardiologists in 1996, That reo' 
sutted in fewer patients --I?artic­
ulariy fewer critically ill patients 
- being placed on OSU's waiting
list. . . 

MYeJ:'Owit7: also said that OSU, 
because it has a conservative ~p_ 
proach about which hearts to ac­
cept for transplantation. occa­
,sionally turns away donor hearts 
that other programsuse. 

<lIt's the same way 8S how you 
invest your money," be said, 
"Some guy~fare on the fring~ and 
some guys invest iii CDs. That's 
l'I11 attitude of life, I admit I'm a 
conservative individual, and OUr 
program's probably conserva­
tive ... 



Statistical analysis used most recent transplant data available 
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Record,s of 55,990 DrfRn trans­

plants performed over four yean 
were analyzed for this story to de~ 
termine whether low~volume 
transplant centers bad a higher 
one-year mortality rate than 
high·volumecenters. 

The analy~ included all heart; 
heart-lung, hYe., IUDg. 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 either 
high· orlow~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 pereenl ofthe total 
organ transplants included in the 
analysis. 

The analysis showed that on 
average, patients who unde~ent 
a transplant at illow·volume cen· 
ter had a significantly greater 
chance of dying in the first year 
follm"ing the transplant. This was 
lrue f.or all six types of attan 
transplants. 

The records also were analyzed 
H> examine whether the increased 
rate of death was explained by 
differences in patients and do­
nOI"$. or whether a significant 

portion of the inc:re.ased rate 

c:ouId be attributed to trat\$ptant 

centervolume. ..... "., . 


Even when a sophisticated sta·­

tlstical method was used to adjust 

for differences in patient risk fac­

tors and donor <;haracteristic$ ­
to avnid penaliiing hospita1s that 

undel100k more difficult cases ­
the odds- of d)ing fetlUl-lned 

&-reater at lowwvolume centers. 

Usill( that method, known as 10-­

gistie . regression, The Plain 

Dealer found that center volume 


, was a significant predietor of 
_inorta1lty at one year. 

The newspaper included the 
overall experience or a ¢enter, as 
~xpressed by the number of rears 
it had operated, in ris1<:-adjust1ng 
the data. 

The Plai.n Dealer obtained 
transplant records on patients 
and donors - one record rot each 
transplant - from the United 
Network ror Organ Sharing 
which bolds a federal contract to 
ma~ch donor organs with waiting 
patients. The information did not 
~v~a1 the names of donors or reo 
¢lplent& and is publicly available 
by calling UNOS at 1·80(1..243­
6667< • 

The analysis was comple-ted in 
SPSS for Windows version 6.l. 
The methodology for the analysis 
was developed with guidance 
from John Bare and Philip
Meyer, 

Bare h?ld~ a doctorate in mass 
comrnunu;atlon research from 
the l!niversiry of North Carolina 
and JS a research consultant in 
Chapel Hill. N,C. He helped de­
velop~ the statistlca1 methods 
~ m numerous stories pub­
lished by U.S. News & World Re· 
I!ort and other news organiza­
tions. 

Meyer is the Kni@llt Professor 
of Journalism ntthe University of 
North Carolina and the authGr of 
five ~l?OkB. including ''The New 
Preetston Journalism," He is n pi­
one.erin ~e use of computerS and 
~Ia] SCl~nce research methods 
lnJournah!lm. . 

l'notos and capuons O:n:ltted 



", . ".~,,~, 

SURVIVINGA 

..".,. .., :£:..i~t:~r. .r:~Fipi.~~~..-" , 
50 -." .... - .... :....---~.- .." ... "' . 

.. 0 . - ,." m·· ..• ' .. " ....... " .... ". 

12:1 .. S (> 1 II !';lOIl)! 
lION7lI 

ClWl/CE OF DEATH 
TlI.lNSPl.AN'I' 

, '\ 
Inc_ riskcfdeath ; 

. , .;, 

an analysis oCthe 55,990 OI1lM ,'>i: 
I, 1987,thro"abI991,therisk ':'T 
male would Increase at . ,,' . 

typo of tnmsplant Patients WIth ' 
. ':,' 

lint ~ 

rare better at a tu,h-volwne ~ T 

: HV 
.i56% 

UI 
78% 

i HV! UI 
!31% 154% 
CHANC£or

'. .'.-

Ii: 

Pancreas recipients 

30 -<,-' ...- .............. _,.,-" 


20· .- .... - ",-,,-.,.;:.., ...::' .~.~... 

'~ ~,flriiillflflrliltlflrl 
tZ3 .. St11t1910IlU 

,"""'" 

Uli, ' 

1%!1.63%; 

,'... 



OBGAN TBANSPLANT CENTERS IN THE UNITED STATES 
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Seton .. '". :. " AuStbi::'t:;;;:.:::: 8(i:::i0.4·~· w-'
'" Medlcal CU)' Dallas DaIIaJ 28 "0.0 5 

St. Luke"s Episcopal Houstoo. '"' 175,20.7 58 

s.n AnlDnlo I\iegIonIJ s.n ArdonIo -,1·:<:'147" 19.8'", 13~ 

IX '" U.Q{Texas Gal¥eSlOD ,_". 222 NA.,<N~"
MetbodIst LubbocIt "~:>"", 62 •• 0.0',,~,.,·_'" Methodist Dallas 271 135 9IX 

IX MetIIodIsf Houston"~:-l,: 53 29.9:-:38;' 
IX SlPaul Dallas .. , •• ,.173 8.4 ...,21" 
IX B.yIor DIIW '.' .,,, 351,28.4. :!I, 
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ur I.Jttter-DIIySalnIS SaltlBkeCII;J 253 7.7,°':;:23 
lIT u. Of Utah SaIl Lake City 135 19.3. 29 
tIT PrtmaryChlldren's s.lllMcBCIq 15] 0.0 '.:1,' 
UT VA SaIl LakI! City 143 22.2 20, 
VA C'llllcRn's KlDQs Dauahter NOrfoUt." W. 3O.O·-:5'c 
VA F&lrfiU FallsClrurch 285 7.0 ...,11" 
VA Heru1co Doctors Rk:bmond 348 23.8 :.71' . 
VA Medlcal College Of Va. R1clunond 292 18.8 29 
VA McGlllreVA Richmond ·NA.-~·'·J8 
VA Sentanl Norfolk General Norfolk 307 17.0 16 
VA U. 0( Va. Clwlottes\'llle 3SS 20.0 '15. 
WA Sacred Heart Spokane 289 8.7 15 
ViA Unlvenlty SeattIII .,104.114 .20 

WI Chlldren'~ or W~com.ln NA IOO.O.I~ 
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..,.,.".u om, ,•Good __U. of Alabama -, -.. 125 UBtrm1naI:wn o • 

. 130 41.5 I • 
Unlverslty TucSon 242 NA NA 
C~·Stnal· 120 159- 29 "" .......
The Green "Jon. 33329.5 II 

U or CaUf·1ntDe 86 . NA:, ,NA 


I.o~_ "' ­I..amII Unda U. 154 NA ,NA
c.ufornl. PacIf1ci ' SIn f'nmdsoD' 473 125 .5 
UCSO ... DI<JIO 236 100.0 0 . 
U. Of Callft:rmIa : 13,' '74.... - NA 
U, of Callf. Davis So"""""" 299 NA NA 

''':'''NA...... no .",2"~ 
St Vincent Los Anaetes .. 32'7 NA NA .. , -­IICU. ' NA 23.2 , UO 
Clilldrell's 276 20.0 5

:", :::.: "'- 405 12.1~- 24~:rror """"_..... . '47 33. 7""­"Wo'"!ale New Hom: > NA 80.9 •
HowvdU. ...........;.""_.". ~ .,•.. 138,,100.0,..1 .

JacbooMerml··.' .. ,,·· __ ~ .., .... 84.-'45.0 -·;15­

'=~o.::'..:' ;::.;~":~~.::- ~~::~,;~.-
Henrteltl EiIIestoD A"". 77 222 5 

',Emor)'U .-:~",',' " ·AtIans-';"'.;: .;'.' 159 22.7?: ui 
u. Of Iowa lowaCIty • 14. 18.5 . 7 
Rusb-Pftsby.-5L Luke's . . -·-CbltaQO~' .. 423 39.0 , 34 

.U. Of Chicqo ChlC8QO •.• 30835.5 ro 
U Of IIIInob . '. '. ,:' a". , .. NA 57., S, 

385 26.7 . U -... """"""'" .. ..IncI!anII U. :~ 382 28.8. 
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Olt,~-".,,.,:,,,;."!.. ::, ',adaa~::,..·'~·558 as ,/' z> S1Ul ............. em .•. IIiWT • ..'


.AI. . u:ct~ .. -, . 'BltmilCbtm·- 77"33.3 3OK StAlll:boD;f .......,~.' OIdaary:'F,.. .:J6 ~,,,,,. 'll ..

Ol\ "~ 8nI/tllSdlmcei: ",; JiutIIIrxl . - ,'M1 3.4~;. -UB ~'.-:.=- ~~ ,'~'~ ::,I, AIbert~ . ~ NA ...."Sl. 

PI. ~o-nI-: "'~"'mu f1l CA".,.tx:SD , . San~' 311 !j,1 .' 

PI. OIlldm:IJ J'I1tsburab 2:05 3,8 1 C4 ,,:o.OIc.t1bm1 .. , S-~ m o.n' I 

FA Geisk¥It' . . ~:.~:; I, '488 l3.5 >,38- CA., DmIIIkt R 5Mtp Mmn San tlIcto HA~.3 2: , CA a oi~ DIMs ,Saenmcmlo 130 NIl. NA 

CI.. • SWaftItd U .,' Palo Alto , 363 34.8 8!:: =.=n~. ~ ~~""';,:, CA',"', IXL\ '. ". t.os~ 411 33.3 l' 
fA i...tItla!I \1iIley Ahntowa 838 Q.O . 1 ,00•. PNsbyJSt.~... 'Dt:mer NA Tis 2:' 
I'll- hesby.•u, - ~'. 7'9 ' ro : :.195 ;co.,ami'I'a'IUJ,'~' '.', '....1 'Drenwir' ''''333tu.' NA 
PA St~ForCbJ.ldm. f'tIllade:Ipb:& HI. Z7 $, .FL_.,'~T~ , ,.', ~ l2-4 NA.. ,N" 
fA Thomas~U.· PbIItdetpblt NA U t :;::t'15 " 'QA, .• £mar;rlt." .. "h" -"'''~' d.! 239NA' ·teA. 
PA Temp~ 1.1, == 438 0.0 1 LA .,. u..ottowa .,.. "": I_~ ..... m' 57.1 2: 
PA U.Of~ 8213.7 ..'.:"09 IL . , to,cIa u. ,,, •. ".. ..- II.qwood 214 40.0 4 
PII AdlIo Mutoo !lata Re)'. NA &3 38 .Il,;" UO€mmt:'.h,.;" ' .. ~ , Z82 ItA, ~. 
~ ~U. '.~". MA'U' 88''- IN,,'' ~ _" ,; .'" t"""Mpolb - 598 M 7." 
TN ~ CI..--. ~ • ..5,., 11,,/ lH lDdIas tl. ~ HA 2:5.0 4 

:IN>:~ :'; ..... :',' R2rt~ NA 80.0 2: ~TN Johnsot\CIty . ..II:!tmsoJlc.y 30t U·'.;-· e '" 

11'1 t.ebooMllr~·J ~_ NA (OJ) 5 .• KT ..JoMsb' ~ 2330.t) 1­
TN VA 1UslrIIlkt NA 7.6 , 12.: 'n,~' ~'1M- lOO.Ol 

TN Centennlal /hriMew Nub\4Ile ,4S1 L1 15 U t::k:!Ima' l'4rIw 0fIan1 43 $0.0 2" . 

TN St. ThonW Nch'rIlie NA 'OJ)'. . 5 . : . lU. ... O6II'IiDi" ""', ,,' .. ~Boston NA sao I·.~ 

TN U. Of Te!'!fl_ ~e NIl 5$ . 3$ ,)4.\. Ma:t.GenmI .. , '. Boston· NA at 7. ,:. 
HI U.orT~ ~ Sl4 8.8 ~. 10' 'llA~ JIriehfm" Womem" ,'"'' I!ostoo NA 27.3 ,1 .. 
TN Vandmli! N~ HI. 2.9 8$ Nt u'dhtlcll!pn . AnnAItu -m 30.0 10': 
TX 8n.eMnt\IJ#It • AllSUtI • 437 3.3 ,"" 31- VH Abbott'Nr:oi~Il'" M~ NA 22.2,2 t'. 
TX lITHSC a: San AnI.OnIo San Antonlo' 421 10.0 15 fdN SlIUry's Ji.ot:hoMIJr NA 33.3 3" 
rx Chlkirl!1ll f:)aks 210 8.5 ' .12 MH llOf ~ MtD~ill 3S6 19.4 ·s :;~ 

rx Hams Methodist Fort Wurth $4 2.0 25 NO Dames St.loub e90 23.6 21 

TX ttem-.ann ~ . NA 7.5 tOO ,NO St-LoubCbl\lt.nm'J SLLools 401 su ,7,. 

IX St lcl''',,$ Ep~eopal Houstun m 7.9 33 NO St.t.oWsu. . StLoWl NA me 2: .;, 

TX Sln A.ntlmIo &r;!Mtl ScI A/II.I:mlo 6U 5.8 63 MS :U.(X'Mb.'lbcppl"· Ad:::UIn NA 88.1 3'~ 

TX U Of TMM GIIlvestou 344 8.5 1'2: He Dub-U. DwtIam 449 NA NA: 

TX Unlvemty l.u~ U'i4 5.1 10 He U.Ofl'iorthc.rollnl ~Hm 162 10.1 18: 

TX !Mt;-.od:u LllOOoek 163 0.0 1 

'TX Met.l>odllt 0aIlu 315 4.1 109 
 :: '=~ ,~ :r:I''i:·;rx Metl1odl$: tioustM 400 3.6 ~ OH 0tMland ClInk . Clt:ft:tand 332 435 12 
TX 1'wIdan4 hWnrt Il:tIll8 163 5.'.!: 58 01. lkptUt ., Ofd& cny NA 33.3 3 ,,' 
TX Suma D I:'a'w aes 0.0 3. PA Cbllar.),'s ~ NA 18,'1 2:., 
TX 'texasChllc:lt~!'\s Ht:IImcn 183 4.5 G ,PA ChIItlten't ~ e2 HA N(. 
TX naylor U 0al.It$. 3'11) 1.l 46 fA TiIn1ple U ~ 148 Jt,\ NA • 
TX f.Ml TeDS T)\ef?Z1 '2..6 19' SC Medieam' ctwIestoo 9'1) 'm. NA:': 
TX w!l0ni H.aIl lltddand Am 34;5 1J: 46 TN SaptI$t Memrt Mmrphl$ HI!, 150.0 2:" 
t...T UlUtl'Day SaInts Salt Lalm CI!y 360 11.8' 76 -tH v-ImWt. H~ . 80 €lO 7"-: 
lIT U 0( UIlltI SaIl UUaI Clcy 3Z8 4.7 48 TX lJl'ttSC • SIn ~ SIt! Arnoolo 311 35.8 13 
VA HtM!:c Docton: ~ NA 4.2: I TX. SID Antonio ~ . Sm AtItDnkI NA lOO.O I 1<, 
VA Mf'<il>;oalColJ*Ofva R1e11.mond NA 4,2 48 TX Metbodlst Hoosum 126 43.2 e., 
VA Smlma Norlolk ~ IiDtfutiI 6S1 8.fJ' 80 TX Sl P:tuI " tla1Iu' NA toOl) 1;, ' 
VA U. d \'\I, Ciwlooesoih 388 4.3 41: 'fX &)ior o.nu 180 750 2'.: 
VI Me&eal Cerllet Of Vermont BudU~ !rIA ~" tI,· 'VA ,FlmfI:t, - . , .. f'atII Cbureh ' HA. 0.0. :J '; 
WI. Children's ~ NA 4.0 "$ VA . ModIclil CflI1eQe Of..... . ~ NAo (to 3 -': 
WA StCffld Hmi ~ 193 7.9 'ZT VA , :McGuI:m VA' ' '}lJehmoI:!d NA lOO.O 1 ,, ­
WI. s-d:sh Se4tIJe NA 7.5. se, VA u. tt... ClwI~ S28 30.0 $ ." 
WA ~ Sattle NA U, 31· WA s..a-ed Hart' SpGIatM-, , NA ' 25.0 '& ,~', 
WI. vaMu.m ~ m 13 fI1- WA UIIhmtIy s.ttle us HA NA ' 
\\1 CblIdn:n's OfWtKoJ'\M WllftUbe NA 4.8 '8 ,- WJ John L Doyne: : MI1wau.kM· "" ao :2 
WI Ftooedlert Nem:i tJ.ithm. ~ 7Z5 1.:3 U4' Wi U. of Wbconsu\ t.Wtsco 162 50.0 1 " 
Wi U.OfWbOOIl5III iUIIsrJn 1$4 2,9: - 2fYi 
W\' Chw'It5((m Am ~ til. &6 25'­
WV Vk$t .... U MoI'!illilWQ 866 4.1 ,13 
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At UdAl!lbfma .• ~_,_NA,.:I1Jl; ,,8," 
Aft tInIWf'Itty ',,' l' lJf:tiio~~·:_·NA.:1e..1:'e·--
CA CaIlI'ofml hdlk: Sal!rwnc:llco HA 30.1 .. 
CA u.Of~ ,! s.~. NA .U".'·I2,' 
CA U.ofCMlf:DcMs: ~'"' NA 1U ,3 , 

~: ~u ' ~i ~~""='='" :,;,
CO ~JStLub'1 hWII' """J(A' 22.2"3'­
DC ~u WUI,qmC C' - HA"G4 '." .' 
DC ~ -,-~-":YKl:;' lO.O:.'IO:" 
rr J/lck$oo Memri. ' WIatnI HI!. Q.Q 8 
1.1. 1J.0f1_ - 1_017·· \' .M· 12.9 _~ It': 
II. U.Of~ , ~. NA nt t6 
11. • u.onrunQU '.' ~ NA .33.:L- e< 
IN ItIIbena C. '1"""'1$ N'A M..3 .$
KS Strr-!s ! 'MdIb 'NA t5.O ': I:'. 
flY Jt.ult . ~ HA lS.O 5; 
LA Oehitler HnOrlmu . HA ClI) ~.' 7: ,. 
MD U.OfMII)'IaM tI.Idt.tmtI:n .. fOOO.o 9" 
MA ~ I.!nd I l'k:IsWI1 - NA. 2W)' 3;.-­
MA New ~~ I IklftOO NA 3.$,. 7.~ 
MA M~ GctIenII Somm. NA 8 I " 
MJ Kmty Ford Detrolt;. tv. 111 2; 
M! U of Mrct\lgll.n Alib Arbor' HA 50D 1 . 
MN ~~efMe~ ~ NA 8..3 9,' 
MN tlOiMlnne$(!iJ , M~ l8l U2 4fL 
MO Sll.ouls U St Louis Nt 5JI 9·' 
XC I>ulteU. ,~_ NA· U' ;:12·· 
NE 81si1opC:...l<.sonMernd Omtha NA 4.2 U 
NY Morllllflort, 8rom. W. .SO.o i ,,' 
OH C~mMChnlc ~ NA 3.3 ... 
Of! OIUoStM~ .C~ 290 Ie as-: 
01{ U Of Clncmo..U ,Qn¢nnatI triA JO,5 $ 
on . Ufll«n11y CleYeIIrod liA 5.0 10 
Oil: Cl\q:on IiealthSd~ 'i'nrtIanIl NA e.7 5' 
1'1\ Albert tLrutetri i'hIIIdetphIa NA U.l U,,­
VA AU~IIY("~ PII.bbvr;ti, NA "0.0 3;. 
PI. PennWHetsbey tftnhey KA ,0-0 ;) 
PA lH)fPffflla ~ NA U 10" 
SC Med!e&I U, Cbarleston 99 III ., 
TN C~m,OOlBl ~ ~ NA M :) , 
TN U. 0( ~\SoMl Memptus:NA l3.O 13 , 
TN ~lIt HastMJle!fA 17.6 6 : 
TX \.i,QfTuas CaJvatoa'!fA U 8!' 
TX MI'I.l1OOu( DalW: NA 0.0 7 
TX Metho.4W HoostOfl tAA 15.4 1" 
TX ~Memtl ~ NJ. \J,1 &. 
TX ,WllfnRl8a1.1 .... dIIiodAFB NA' m .. 
lTf wlet'DaySelnu s.hLV.eCII:;y NA .11.4 1'2:' 
VA UofVa ~ HA' U ' 5 
WA ~ Se4tJJe NA 3.6 l.fi· 
Wl Tmedtert ~ Lulhm Milwam-. NA n 10 
WI U (H'WlscOlWt; MadlsoD NA 4.3 41, 
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