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LIGHTLE, BEEBE, RANEY, BELL AND HUDGINS 
ATTORNEYS AT LAW 

2.11 WEST ARCH AVENUE 


SEARCY; ARKANSAS 72143-5331 


501 2.68-4111 

MIKE BEEBE J. E. LIGHTLE. SR. (1932.-4S)
I 

DONALD P. RANEY J. E. LIGHTLE, JR. (1936-88) 

A. WATSON BELL 

ROBERT HUDGINS 

July 19, 1993 

Ms. Carol Rasco, President 
DOMESTIC POLICY ADVISOR 
White House 
Washington, D.C. 20500 

Dear Carol: 

I want to express to you my personal thanks and apprec~ation 
for arranging for me to see Christine Heenan when I was in 
Washington last week to discuss issues with respect to! organ 
transplantation. I must tell you that I was quite imp~essed 
wi th Christine. Her grasp of the complex and comp1iicated 
issues involved with respect to the allocation and 
procurement of organs for transplantation was amazing~ She 
was attentive, professional, and I felt a lot better about 
my cause after my meeting than before. 

Your courtesy in arranging our meeting wi th Christ~ne is 
greatly appreciated. 

Please let me 
Arkansas. 

know if I can return the favor for you here in 

My partner, Mike 
personal regards. 

Beebe, sends his warmest and kindest 

Best personal regards. 

Ver truly yours, 

AWB/rc 
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DATE: July 26, 1993 

TO: Tbe HOIlol'llble x.e. AspiD, Secretary 01 Deleosa 
The Honorable Charb A. BoWliher, Cumptrol1er Gena:al 
of the UDitecl States 

The Honorable Ron Brown, SecretIJr)' ot Commerce 
...... Hen:1maD, M.D., Actiaa .Diftdor U.S. COJIIftIIII 

omc" of TeduIoIoQ ASICI8IXIlt 
Dl'I. Howard&: 5ylm JohDsoD, JoAmle Katherine Jolmson 'OliDdatiOD 
Ira· Mapliaer; Seuior Polley Advisor to the PresldeDt I 

Carollla.seo. Domest~ PoJlq Adl'lsor, PttsideDtt. Task Poru....4.·• __ 
on Bealtb Care ~ 

TIle Honorable Jmet R.eno, AttorDey General of the UDltec1 SUus 
SenIor Case Agent Federal Bureau of Investigation 
The Honorable Doaua SbaJala Secretary ofHealth iii: HIIlDAD Senkes . 
I'rtcl B. Verinder. Deputy Assistalllt Direetor CriminallDvestlptJ.•• 

DlriUou hdI:nJ Bureau of m:n:atiptioa 

AD&ronette Taaceyf MD., M.P.B. 


FROM: ~Ta;i0 
Former ~irector 
Natiow MlDority Reuuitmeot 
NatloDal Marrow Donor Proaram 
FOUIlder. CbaJrpenon 
CitIIeDs Action CoGJmittee for . 
MiIIomy Health iii: EducatlolUll Inltlatlva 
TEL (800) 331-"" FAX. (100) 331-7966 01" «(i12) m 4416 
AcIcI.n'a; 3208 W. Lake StRet 1409 - MDmeapolis, MN ~541' 

MESSAGE: 

Please see' attaChed. correspondence, as described below, conc:erntng the NadOnal Mmow 
Donor Program. Thank: you. 

1. 	 Copy of July ll, 1993 correspondence to the Honorable John DidgeIl. 

2. 	 Copy ot July 23, 1993 oorresponc1ellce (ftstrtbuted to the rull memberShip of the. U.S. 
House and Senate. . 

3. 	 Copy of S of 13 pagC3 distributed to members of the HOU5e Eael'l1 and Commerce 
Committee. 
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Henrie, TlI1lor 

3lOB w.., LiIke Street Minneapolis, MN 55416 Tel 800 331-7966 Fa 800 331-79" "IZ !92l...c.at; 

July 12, 1993 

The H08f)rable lohn DineeU 
ChaiI'maa 
u. S. HOllN ofllepresentatives 

Committee on lineray and Commerce 
Rayburn HOUlC Office BuUding Rm. ZlZS 
WaablDJIODt DC 1051.5 

Dear Congressman Ding-dl: 

I am. writing. DIlLie again, to request your assistance and support in addressiUi the discriminatOry 
policiea of the National Marrow Donor Program (NMDP) and the negative effect' of these 
imKitutionally coudoned. practice& on the survival of African, Asian, Hispanic and Native Amaiam. 
transplant patients. . 

It is my understanding that the Committee on Energy and Commerce has requested that the NMDP 
respood.to eleven questions, relating to concerns which have been raised regarding the "opet8.tion and 
eltediveDe88 01 the rurrent propm", 

. . , 
It il my, belief thai the enclosed. correspondence may be helpful to you and to the members' of your 
committee with respeot to YOUI: review of' th& implementation. of the provisions of section 379 of the 
P'Ubltc Healdl Service Act scheduled fOr Tuesdav July 27th. I 

This correspondence includes a letter of compJaint directed to the NMDP from the Chairman of the 
"African Americans Uniting For Life- committee. based in Baltimore Maryland. k questions the "lact 
of com:mjtment" of theNMDP to properly addrea minority rectuitm.enl: ne.eds atId it is p~arl,. 
critical of the regnnment goall for recruiting African American& aB indicated in the foUo,Jins quote 
If ",,"If 'PI" QlllliMr. tJdtlIJ. ofAfritxlll-lArtwl'ib::sN mtltClIiIt& OM o'lIOtleer bnn, OIU U. • ifUltkJ" or 
g1Wll", ,Olll' flOal {t.e, 3'•• til two Jean/ is rrossly low·, 

Also included is 3 set of recent correspondence, identifying similar CODCerns, which I dir8cted to a new 
member of me NMDP Board of Direaors, an African American physician. ; 

As a point of information, not only is this African Ametic:m. physician a very recut addition to the 

Board, this is the lint ble" ph)'Sieian and the first member ot an,. minorit,. group to ~ added iD. 


. the. paa aix 1ean since the inception of the NMDP. The inclusion of this tnembctahip inc~eued. the 

total minority represenw20n of the NMDP Board to a grand. tolBl ot two. 

This lona teml resistance to diversity among members of the. NMDP Board is mirror8d in the, 
continuous resistance to increasin& the ethnic diversity of the r~stry and is reflective of tile lack of 
J8D5itivity and CODC&D for the needs of minority patients and the minority community_ . 

i 

In cl03ing I would like to again affirm. my fi!l!:! or !!!!b. request for an opportunity to provide furtbcr 
Information to your committee so that yOu will bave for review much of the same information that was 
providetl to the Fed.erai Bureau of lnvestlgatlon. 

I 

While I hIVe been and continue 10 be extremely critical, and rightly so, of the gross mismanagement of 
the minority recruitment and patient advocacy aspects of the NMDP and its unjust e~ichment' 
practices, there are other ".., of the Program that are worthy and deserving ot support_: 

I 
, . 

http:respood.to


Tb. Hoaorablo I. DlDaell 
July 22, 1993' 
Pale 2 

o ..;,,

I believe dlat 1 can offer valuable insights and an Important penpeeUve UUU deIen...be..... I 
was the ftrst minority employee of the NMDP and prior to my involwnary separatiol, fOr objectin& to 
di.scriminalory prattieel. setVed u the Assistant Diredor of National Minority Recruitment. I WII 
aI&O the co-coordbJ.atar of the ·Save JoAnne" campaign. 

You may recall that my niec(l's ~aign was the first significant effort to reonlit Afric:an AmeriC1118 
into die Iegil&ry. This Washington, DC bued COIIIIIIUIlity recruitmont dfort, tboup beavily edited 
aDd cemond. waa protued In a book 1engdl ardele endded "Wbldow oiHope" in the July 1m edltioD 
of the baden Di,est and featured as die cover lead story in foreign editions distributed vii 21 mUltol 
copies in 17 different languages worldwide.. 

In correspondence of April 20th to the Attom.ey General, me Honorable Janet Reno, I ex.pressed that 
". ~1IIly ....,_ ,IV,,,,,,,, (;Jp1"';"" with •.,.. a nwdiCUI of,. ,.~ tluJt .... ....If 
.... • wriUrW. tIwo.,h letklVl foIttJa m llut NMDP, 8Malil be Gble 10 rev.,." the ahrlOet cettaia· 
death 1CIIionI;C fad:uc miuorlty paticnta. 

1 would appreciate an oppoltUDily to sbate. Ibis informatioD with you and the members of your 
commiueo. Durin, both my tenUre widJ. me NMDP, and this past year as founder of the Citizena 
Action Committee for Minority Health and Educational Initiatives. I developed I comprehensive 
"Minority Marrow Donor Recruitment Plan". It is expedient and economical. and if impIe.niemed has 
the potential of aaving tens of thousandi of livec. 

I ~ that in considering my request that )'01.1 will bear in mind that ~ end result of the "Save 
JoAnne- campaign was the recroltmeDt of over t.gpo prospective mlnorlq donors for tile aadoII's 
reptries, in less than eight weeks, oompared. with only 300 miIority donors recruited in three yean 
by the NMDP. This feat was accomplished prior to the availability of oonaressional tundml for 
minority tissue typiq and despite signiflamt resistance from the NMDP and its former recnaitment 
arm, the "UfeSavm Foundation". to prevent the recruibncDI: of Africa American donors. 

Your cotIIDIeIJta to this ~eGpondence and my request would be most appreciated. Thank you. 

Respectfully yours. 

~/c/~~'
Hemice Taylor 
Forme!' Aut. Ditector National Minority R.ec.tu.itment 
NatioDal Marrow DoDOI' Program 
Founder, Cbairpet10n 
OdzeD.!l Action CODlmlttee fbr 
MiDority Health i/c. Educat10nallnitiatlves 

~: Judy Brastow, Department of Health & Human Services 
Hon. RoD. Brown 
Congnuional BlKk Caucus 
Drs. Howard Ie Sylvia 10hDson, JoADne Katherine Johnson Foundation 
Ira Magazinll, Senior Pt11icy Advisor to the President 
Hon; sam N'UmI, Chairman U.S. Senate Armed Services Committee 
National Marrow Donor Program. Board of Directors 
HOD. Janet Reno, Attorney General of the United States 
HOD. Do.aoa Shalala Secretary of Health & Human Services 
U. S. House of Representatives Committee on EneI'O and Commerce 

http:Attom.ey
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B.nrie. TIJ110r 

3201 W.' LaD SIrai.MJnnrapolil, MN 55416 Tcl 800 331-7966 Fax 800 331-7'" '612 ~Z6 

July 23, '1993 

Dear Legislator: 

On Tuesday, July 27th the U.S. House of R.epresentatives Committee on EDergy and 
Commeroe iI. s.clleduled to review the implementation of the provisions of SectiOIi 379 of the Public 
Health s.vice AIX with re8p~ to the. National Marrow DorIOt Program, aDd concemv. which have ' 
been raised, reprdiq the ~operation and ef1'eetiveoess of the curreat program". 

Backgr0un4 Intormatloll Is provided In the enclosed copy of correspondence directed Aprll lOth to tile 
Attorney General, tile Honorable Jaoet Reno; May 27th to the Govfl"DJllfllt Aeeouadlll omce and 
July 22nd to the Honorable John DingeJl. 

The iuues diacusseli concern the fraudulent activities of the National Marrow Donor ProIf3lD. :(NMDP) 
and the failure of its contractual overseen, the National Heart Luns and. Blood Institute (NHLBl). the 
NlltionaJ In.stitut08·of Health (NIH), and. ultimately the Departmen:t of Health &. Human. Services. to 
acknowledge! and. act upon overwhelming evidCl1Ce of the delibcrltO derailment and cu.rtail.mc:ut of 
mlnorlty rec:ruiUDellt initiatives and. patlent advocacy and protectlon programs. Also discussed. Is the 
possible misuse and or misallocation of tens of millions of dollars provided to the NMDP by the 
Department of Defense. , I 

The above alle,ations include. but are by no means limited to. the- attempted sabotqe of the "Save 
J~1f Atriean Amerit:an marrow donor reeruitmeDt eampaiga for ni, niece, the ~ loAnne, 
Katherine lolmaon., of SUver Spring, Maryland from ~mber of 1989 through Febl'Ual')' of 1990.. A 
daKription of thil Washington DC b&'!led community recruitment offort, though heavily edited and 
censored, Is profiled bt a book length anlcle entitled MWIndow of HopeD in the July 1992 edition of !be 
Read.. 011_ and featured as the cover lead. story in foreigll editions di&tributed.. via 28 million .:opies 
in 17 different languages worldwide. A copy of the U.S. edition of the Digest is enclosed.. 

As noted in the oo.aespondence referenced above. copies of a report will soon be available wbich 
demonstrates, through oorrespolldence record, of the NMDP and. the NHLm, the developmeat and. 
continuation of aD institutionally ingrained policy of racial and. economic discrimination by the NMDP, 
and dIe failure of the NHLBI to propc:dy ~ the -NMDP transplilltation system. 

ThiB report, a sample of which is eodosed, also demoostrates illeaa' oont.f8a award policies, and 
unjusl enriduneDt practices, which prevented both minority and non-minority institutions from 
participatiq in a multiwbillion dollar federally funded hea1th-care pro.eram. and which contributed 
directly to Ihe almost eertain death sentence FadDl the overwhelm.lng maJority of ethnIe and tadal 
minority pad.... a_tinl a makh. 

I hope &hat these allqatiOll5, whim ultimately aiTa:t tnmsplant padents and their taodUes 
tI1rougbOu1 UJ(! wwld, will be viewed as belog or sufficient importance and concern to in"festlple 
and report upon in an open forum. 

While I and many others have been and continue to be extremely CJ:itical. and r~ht1y so. of the aross 
milcnanaseme.n.t of the minority l'ecnJitment and patient. advocacy aspects of the NMDP and, its UDjust 

enrichment praetie. there are other M_iIi of the Program that are admirable and cornmandable. 
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LcpUdor 
JUly 23, 1993 
FaaeZ 

Mally people ID ahe NMDP tnIJIplantaUOD ",iIm baye dBYoted·yean of bani work to impro..... 
tranlplantadon aer.tces. There are measures that can be instituted. to reform the It'08S insufficiencies. 
Inadequacies in the current .yHem. while still 5UPPOrtins those lISpecb and areas that are worthy and. 
dllel'ViDs of eupport. I 

Padent8, dIeir families, and. tOIID1lUDity grouP! tIJrouihout the' Unitc:d States, 5bould be proviGed with 
suft'ident time, notice and opportunity to come forward. to relate cbeir experiences with the 
NMDP and/or ita transplantation system and to suUest methods forrefonn. 

It has been .t1nuated that 4O«x. of the pad...11 who need a transplant, and who rely on ltate medieaid 

programs, or WIlo may not be able to aft'Qrd out of Stale UilDSportatlOD, aumot even Bazss a 
system paid for with federal fimds. lIDs situation exists simply because their state lJIlly not have an 
-NMDP approved" transplant center and therefore they are denied AN to potential donors in the file 
of the National Registry. 

Additional documentation is available upon request, as are copies of the referenced c.orreapondtllce 
enclosures and a representative sampling or listings of mueriala Bubmitt:ed. to the Federal Bureau of . 
Investigation. I 

ltespedfully yours, 

4d/~~~
Henriee Taylor 
Former Asst. Director National Minority Recruitmeltt 
NatloDal Marrow Donor Proaram 
Foundor, Chairpctaon 
CldzeDs AaIon Committee for 

MJdorlty Health " EducatlonallDlUatlves 

cc: 	The Honorable Les Aspin, Secretary of Defense 
The Honorable CbarlC$ A. Bowsher. Comptroller GeDel:a1 of the United States 
The Honorable Roo. Brown, Secretary of Comroel'ce 
Roser HerdmaD, M.D.• Acting Director U.S. Congreas Office of Technology Asaeaament i 

Dl'I. Howard & Sylvia 1ohnson., JoAnne Katherine JohnJon Poundation 
Ira Mag_cr, Senlor Domeal1c PolIcy Ad.vlsor to the President . 
CaroJ Rasco. Domestic Policy AdVisor, President's Task Force OD Hea1tb Care 
The Honorable Janet Reno, Attorney General of the United States 
Senior Case Agem Federal Bureau oflnvestigation 
The Hooorable Donna Shalala Secretary of Health &. Human Services 
Fred. B. VeriDder, Deputy Assistant Direetor Criminal Investilative Division 
Federal Bureau of Investigation 
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DATE: March 11, 1.993 

TO: 	 D. AmI Murphy 
Invailpior 
COIlp'esstonal 5ubeomml&1ee OR Oyerslght " Inve8&lgaUon 

2.U1Raybum 

Wllhington, D.C. Z0515 

TEL. (lOl) 125-4441 FAX. (l0l) 115-2899 


FROM: 	 Benrice Taylor
.GI'II1fI" Assistant Director 
Ndonal Minori*1 Retruitmfat 
National Marrow Dooor PrGII'IID 

3208 W. Uke 1409 Mlueapolis MN SS416 

TEL. (100) 331-'7966 FAX. (6U) Pll-44l6 


MESSAGE: 

Dear MS. Murpby: 

I am attacbiDg for your review comlspondence regarding the discriminatory poJicies of the Minnesota based 
National Marrow Douor ProgtaDl (NMDP). 1'be issues discussed concern the negative impact of those 
policies on the sumval of African Americaa transplant patients and contrad award. polices whicJa have 
BUmtat gdngrjg. jmtitutigm I11III mipority b'l'5ineswcfmm partjcipUnl·.m .I mllltj-miDjM daIJ.at 
lOYM'P1DIQt fi.uJdII:l marrow donor health-care project. 

) have writteD at least iu,ven Ot 'isnt tim" to Coupeuman DinSell, and carbon copied bis offige r ..ardiDs 
thu iuuo, but u yet I have not r""ived a. response. 

It it moat disappointing that tho very peoplo who can provide documentation IUld backpoWld information on 
die Ulep1 Etivitiea of this federally funded prognun are continually ignored and not allowed an opponunll)' 
to be heard. 

Under St'!paratB cover I am enclosing over 161 pages of materia) that I have written on this· issue, OD a 
continuous basis since April of 1992. I have mailed in excess of 1700 information pact.ets 10 organizations, 
lecisla101'l and ,ovemment officials pleadina for a comptele investieation of the NMDP. My efforts 
oowevery wbiJe forciDg increased scrutiny of NMDP practices and contributing to major perSOliMl chana" 
within the NMDP bierardly, have received not even a modicum of asaiaum.ce with the notable exception of 
the Fedora) Bu.ntIaa of InvestigatioD. 

It Is my ulldotstandlDg that government funded bealth.-care ftaud is of great concem to Congress~ Dinaell 
and I hope that you win assist by persona)ly briDging dlis information to his attention. . 

] hopuhat I can look forward to receiving a written response in the very near future. Thank you~ 

~~~ 
Kenrice Taylor . 

cc: lack OObeny, WRC TV 

Drs. Hown &. Sylvia Johnson, 10Anne Katherine Johnson Foundation 

Dr. DoDDa Sbalala, Secretary of Health &. Human Services 


http:asaiaum.ce
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MEMORANDUM 


DATE: 	 July 26, 1993 

TO: 	 Members of the U. S. House of Representatives 
Committee on Energy and Commerce 
clo Legislatiye Asst. for Health 
U. S. House of Representatives 
Washingtont D. C. 

FROM: 	 Henrice Taylor 
Former Assistant Director 
National Minority Recruitment 
National Marrow Donor Program 
Foundert Chairperson. 
Citizem Action Committee for 
Minority Health & Educational Initiatives . 

REGARDING: 	 DISCRIMINATORY POLICIES 
OF THE 
NATIONAL MARROW DONOR PROGRAM 

Please see attached correspondence, described below, con.cerning the National Marrow Donor 
Progmm (NMDP) refe.ren.ced in a letter of July 22, 1993 to the Honorable lohn Dingell. Copies of 
this letter are being distributed to the full membership of the House and Senate. 1bank you. 

1. 	 .MaICh II, 1993 fax correspondence to Congressional Subcommittee on Oversight and 
InvestigatiODS. <See IPIlB 1) 

2. 	 June 28th correspondence to the NMDP from African Americans Uniting For Life. 
(See_.H) 

3. 	 June 16th correspondence to a new member of the NMDP Board of Direaors, an African 
American physician. (See paaes 5=8) 

4. 	Five page attachment 10 above, board of directors correspondence, of suggested questiDftl for the 
NHLBIliaison to the NMDP. (Sec IV'W 2=13) 
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A Minority Marrow Donor Reeniitinent'Campaign 'PAGE, 2 
in the Ba ltimor';> Metropolitan A(ea ' 

A. SptCiulJniLiAlihe of Iha: N.ulolWl Muro" Dunor lTQj&1'JUn 

~Red'Cc~ BluOcI Stnic... " JObus }1C)pkh\!i HOspl1Bl,,
Un.itifll: rur Liff. Inc. 

June 28, 1993 

The National Marroy Donor pr~~ram: 
343' Broadway Street, N.E. Su1te ~O~ 
MlnneapOllS, M~ 55413 

Attention: 	 Mr. Jack Packer 
Aasistant Director of Minority Recruitment 

Dear Mr. PaCker: 

Thank you for your letter of May 26, 1993 '(photocopy 
~ttached). I do believ~, however, that your response 
to Mr. Koenrich's memorandum concerning Ms. Rcidgecs 
should have been.addressed directl, to Ms. Demetria 
Rodgers. In response to' the rest of your letter, 1 
Offer·~he following comm~nts. 

We ~hace t~e mission of recruitingmor~ minorities 
into the national registry, especiijlly the recruit- . 
ment of African-Americans. It is Clear statistic~lly 
this is where the greatest need foc recruitmertt exist! 
Yet, the N.M.D.P.'s presentation of May 4 shows just 
how much difference does .exis,t betyeen 'the, N.M.D.P. 
and the llniting for Life l Inc. comlnittee. One 
organization is the congressionally a~thorize~ entity 
and the other is primari ly 1I1ada- up of bUSiness ,people 
and other professionals who represent'a broad cross 
section o~ the community who vOlun~eer their very
valuable time to help save 

Thase people have stood by 
time in my life. in support 
quest foi a marrow donor. 

lives, . . , 

me during'the:most trying 
of my d<iughter Tria's 

The volunteers of this 
com~ittee personally understand wbat a family goes 
through and thk! SCWl:le of urgency t.ha,t. :'sxist for iJ 

victim at these devaytating blood diseases. 

http:tn..t.iI
http:11""'.11
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, ", 

The Chicago kick-off can only be tntecpre&ed as ~o.turin9 to 
lillpress your Board of Directors who were meoting' there. What 
il waste of an opportunity to truly promote the National ·Cam
paign and benefit from the momentum of the Baltimore and D.C. 
\'ulluuil.tces in a Inajar m~dla lUj;lrket. 

Th~ C'oOlmi tmcnt to the legacies of Demetr ia "Trl an Camptlel i ~nd 
.Ju J\on Joho::;cn will remain! It is unfo.rtunate t.'riat. per:soncli 
t,i~1:.< aOg a l"ck of communication stand 1n t.he way of :5Qving 
1 i ves • 

Roland O. 

Chairman, . 

Uniting for Life, Inc. 

, . . 

ce. Or. ~raio Howe MS. Kathy Welte 
~s. Kathy D~nton Mr. Bob.Pinderhughe5 
~r, Jeff ~oenrich Mr. Howard'Johnson 
All U.F.L. Committee Members Ms.·kimR~dd, Burrell co. 

" 

. ' 
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'I'nQ commitment of time a,nd energy from the Unit.ing, for Life 
cOlnmi tt.ee has yiwlded many suoeasiie'S. We have ira the Great:er 
)j~ltdmoce area inccQalied .va.E'ene~s ot ths need for minorit.y 
participa~ion in the national regi~try beyond ~.asuro. We 
h~vc 1ncrea~cd the re9is~rY'e volun~ogr basQ in Ealtimore City 
i.11om~ trom 16== than 200 Airlcan-Aulericans in Sept-ember 1992 
tu m;'~I1:~y 1 JOO. Nearl), 30, of t.hese nfa.. local vo~unteer donora 
have b~en called back for aecond stage typing; a p~enomenal ac
compl ishlllcnt I 

., 

,. 	 We hpve alao pO$itively impacteQ nationally on th.•. awareness of 
thi~ great need. All of this vas accomplished wit~out any real 
:;;uppo.rt from the N.M.D.P., not even so mu~h as· a congratulations. 
1n face, in our area, ye have accompliehed more ip a ·fev mQnths 
ellan the N.M.D.P. has $ince it waa eEltab~iBhed in ,1981. 

The;, N.M.D.P. pr¢~entation of May 4 obviOUsly lacked any real 
commitment. to increase the Afric",n-Allierican volunteer baseaig
rtil'icantly. 'l'he pToposed 9.oa1 to inc:.:reaee the 'African-Amer,ican 
Pilrticiptlticn by 35,000 in two yeacs is a target that shou~d be 
~~hiev~d by m~int~ining curren~ momentum. A low target was ~B
bli~hed. It see"'!:3 solely becauae it could b.e aqhleved and it. 
WuU1~ lOOK oettec to hit this lov mark than to reach for the 
lIIucn more needed gOAl and not hit. the Jrlarlt. When you coneider 
the odds or }\!r1c:an-Americllu3. matChing one another being one 
In a million or greater, your goal i:s gr0361), loY; 

we aSKe~ some very simple que6tion~ vith regard to the proposal 
for the II cit.y "Nation'al Campaign". We "Were e:speci'ally inter
I:!sted in what new support tor tolle donor cent.ers WOUld· be comm1t.
t~d J.e. for aavert.lsing, promot.ion ~nd st.arr support. What. you 
inte.rpreted as being cO/libative, acgumentative .ano· nostlle ye in
terpreted as frustration. we coulO not get. :s1mp~e answers to 
vury simple questions. 

w~ are frustrated with all the paranoia in the N.W.D.p •.. abo~t the 
I:.r.~. committee. Our performance and su6cess to'date is some
'!ling that should be welcomed by the N.M.D.P.lnsteadJ we are 
,1':5cr1bed as radical, arguDlentati ve I combatLve and' host·lle ... I 
,_~;kc these comments as being insensi t i ve and loaul ting to our 
vOlunteer committ~el w~ are de~ply. concerned abou~ the efforts 
b~ing /\lode to educate the public,t.o promote the need for minor
it.y pilrticipation and to.develop and ::lupport recruitment groups 
throughout the nat ion. ' 

we feel, we have been a model for committee development and yet 
we are not consulted. The N.M.D.P. has had its "kick-off" for 
the N~tional Campaign in Chicago vheie~ viabl~ corn~ittee does 
not even exist! Our Gov.rnor, Mayor, Con~~essman~ Superinten
dent of Schools, local corporations as wel~ as many other dig
nitaries have publiCly endorsed and embraced our.recruitment 
iuitiativ(;. 
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Re: 	 . r Transplllnts 

Ms. Carol H. Rasco VIA UPS OVERNIGHT 
Assistant to the President 

for Domestic Policy 
THE WlflTE HOUSE 
West Wing 
1600 Pennsylvariia . Avenue 
Washington, D.C. 20500 

Dear Carol: 

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

I wanted to take a few minutes of your time to give you a brief update concerning the 
issues relating to allocation of donated organs on behalf of the University of Pittsburgh Medical 
Center. Since the Medical Center began voicing its concern about the adverse effects on patients 
of the new system for allocation of donated organs, other groups and transplant Centers have 
stepped forward to voice the same or similar concerns. Most importantly, I believe, the two 
national patient groups (National Transplant Action and Transplant Recipients International 
Organization, both headquartered in Washington, D.C.) have spoken up with similar concerns. 
In addition, six of the largest transplant centers around the country and one small Center which 
specializes mainly in heart transplant (Sentara Norfork Hospital) have spoken up in favor of a 
nationwide allocation system for donated organs. 

EDWARD L. WRIGHT 

(1903·19771 
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The patient organizations, six transplant centers and some organ procurement 
organizations from around the country have joined together to form a coalition on the issue of 
allocation of organs. That coalition is beginning two initiatives. The first focuses on the 
Congress. The transplant centers in the coalition (other than Sentara Hospital) are:among the 
seven largest liver transplant programs in the country. The surgeons who head those programs 
have incorporated some of their thoughts, suggestions and relevant data in a letter to 
Congressman Waxman for consideration by Congress in the pending re-authorization of the 
National Organ Transplant Act. I enclose a copy of that letter .dated September 15, 1993. I 
apologize for the quality of this copy, but it is the best that I have been able to receive. I found 
some of the information and observations of these surgeons to be very thought provoking. 

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

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

I know that I have rambled on longer than I anticipated in this letter, and I appreciate 
your patience. Although it may not be evident on its face, I believe the positions put forth by 
the coalition and the University of Pittsburgh related to allocation of donated organs for 
transplant support the basic policies of the President's health care reform program. First, the 
proposed allocation system supports and is based on patient choice. For example, :if a Little 
Rock patient was the most medically appropriate recipient for a donated liver, a liver donated 
in Los Angeles would be allocated to that patient whether that patient chose to be transplanted 

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

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

Cordially yours, 

WRIGHT, LINDSEY & JENNINGS 

JRT/blm 
K:bhn1414.027 
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i. Irwin Fiske Group TEL NO.629-8199 

NATIONAL TRANSPLANT ACTION 

AD HOC COALITION ON ORGAN TRANSPLANTATION 

STATEMENT OF ·CONCERN 

The individuals an<!1. associations listod 'below have formed 
an ad hoc coa1it10n . to express oonoerns regard1119 the 
Reauthorization of· the. National Organ Tl'ansplanl Acl and ul:hf:tr 
'major issues pertaining 'to organ transplantat~on ~ While the 
members of the coalition" are pleased with the work done by the 
Committee ,on Energy and Commerce :I n l te mark up of H.R. 2659, 
some .important issues'appear'to need .olarificatlon. ' 

, . 
In 'a second meeting held' by the ooalition on September 

8,. 1993, a consensus, was reached on the allocation of extra
renal organs. It was agreed. that the reauthorization should 
emphasi.ze in an appropr.iat'e' manner the ori9inal inte.nt of the 
1964 N.O.T.A. legislation which called for the establishment 
of an equitable ,and efficient. distribution of'donor organs, on 

. a national basis. As i.t stands now, this intent has not been 
;carried out by the Organ Procurainent and Transplantation ~etwork 
(O.P.T.N.). The current system is manipulated' .by artificial 
geographic boundaries and ignores' the medical heeds;, of the 
pat1ents~ A medically needy, pat1~nt may be· .passed over i,n the 
current ,allocation system, 96 that a less,medically ap~ropri~te 
individual receives a donated orga.n.· I. 

The coalition d,.?crics such an inoqui ty and urges: Congrass 
to correot· it. 

. ' 

In deliberations 'during the mark-up of .U.R. 2659, committee 
members acknowledged this problem. Congressman Miohael Bilir?kis 
voiced his interest 1n. introducing an amendment. ~hloh would 

'. codify a more' balanced allocation system. othGr mambere: of 
the Committee were v<:.!ry concerned that t.he Con9'ro55 'should .;!ot 
address such' a m~tte~· that depends ,upon medIcal hnd sc1ont~flc 
.determinations., However; the Committee, ackn'owledged; thaI: 'a 
problem existed and dc)cldeCl that, they wc)ult'l take steps to addl.·i3ss 
the issue - perhaps in its Committee RGport. . '; 

'I .. 

The coal!ticn' urges the Senate Labor and Human Resource:; 
Committee to take a more .proactive position on th-ts iSSUl:~. 
While· it may not bG appropriate to., codify a <ietai1ed ~llocatL::l 
system for extra-renal, orgaris in the Reauthorization of tilf,.! 

N.·O.T.A., we urge that the Committee re-emphaisiz:e the .ol"19;ln~l 
intent of the establishm~rit, of a national and ,~qu1tabl0 
allocation system Lased u'.,on patient 'noGds.· (11}1O allocai.: .'. ,n 
system should asrsur.-o that - aVid 1<11,J (': oxtra-ronal organs go ,:.:) 
the most medically appropriate patient and tha.t any 9'eogre.r.;~ "c; 

http:emphasi.ze
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S~eretary of, Healthand'Buman Serv1c~. Lu .ddress'the v!~bility 

I 
I 

. 
, i 

I 
, I i' 

, consi'~erations be restricted to the v~ ability ,of the available 
organ. , , , 

H.R. 2659 currently calls ,for,' a one":'year 
'j" 

study: by ,,'the, 

of allocating organs ,without respect to definedgeogr-.phic areas. 
,The coalition "members" ~trongly reoommend that this provision, 
,be ,\ eliminated. Such s,tudies often "take more Lime than :f .r; 
expected. ' Becau,se :human lives are at', stake, t,he «liocation 

, system, a,annot 'w~it for "improvement whil~ a lengthy, study takes 
,place. We advise more immediate action~ , 

The , 
" 

coalition members strongly, suggest" that the' Senate 
'adopt' the following legislative languaqe. Furthermore, it 
recommends that th~ Reauthorh.:ation direct ' the' Secre~ary to 
convene a' qroup' of expertrs.,' to address. the, geographic' issue 
immediately after passage, of' ,the 'ReauthorizationS!ll and du:t;ing 
the ,perio~ in which pertinent regulations areunds:r:' development. 
Such' 8 study group 'mtis:t':-be 'given' full access to extens 1va 
statistics already ~a~a11able ~tthQ' O.P.T.N. contracttir: :the 

,United, Network for Organ Sharing, (U. N,; o. s. h' ~he qrqup '. m\ls,t; . 
. c01'\lplete its' work. ~nd submit conclu~ions and recommendation:':F 
to the,' secretary wi thin three· months.:' ' , 

:', 

I 

O~HER ISSUES: 

'Some coalit!onmembers expressed concerns over ~helack, 
of patients, patient famiiy members,'rGc1plents, and donor family 

.menlbers.in th'e govern~tri'ce of.. the O.l?T .. N.. All .are pleased that. 
H.~ •. 2659 calls for' one.. th1rd" of the O.P.'l'.N. Board :be made, 
up, of ,the. groups described above. ,BUt. patients, patient family 
member's, , recipIents, and donor famil:r, members should' havG <..\ 

deeper' . represe~tat1on" on , all O.l? .. T"N.,' comm:ltte~san:1 
subc:ommi:ttees." ,I 

Some coalition 'members, sU9ges cedthat , .since: prof
i

ess!on4'!ll 
groups such as uN.A.T.C.O.uand "A.O.P.O~u each have the right 
,to deSignate two repl·esentatives apitc~ to the O.P.T.N~ Board,' 
so should patien~advocacy 9roups such as T~ansplant Re~ip1ont5 
International organization'· and National Transplant Action l~~v(,~' 
a similar right ~o designate consumer representatives: to 'the 
O.P.T.N. Board. . 

http:menlbers.in
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AD.HOC COALITION 'ON ORGAN TRANSPLAN1J.1ATION 

PROPOSED LEGISLATIVE LANGUAGE 

The Ad" Hoc Coal:!. tion on' Org-an 'l'raneplantation rGcom.ri~nds 
that the Senate La.bor and H\,lman Resources Committee adopt 'the 
following amendment as. part .of the '. Reauthorb:at1on of; the 
National Organ Transplant Act. 

Section 372 of the Public He-al th Serv1 C'!R Act, (42 U ~ s.c. 
Sec. 274 lis amended by inserting the.:" following after para9raph 
(2): 

"(3) Criteria for. allocating ,extra-renal organs required 
, under paragraph (2){a) t " 

(A) shall be, based upon the degree of medical 
appropriateness, of the patient, and . 'I' 

. (B) 'shall not be based UpOl~ g~o9'raph!c considerations, 
ekcept to the ex:tentnG~essary for the viability ()f thp.,or(ja~~ 

( . 
. ! , 

I 

NOll'Ez .Thefollowi:rig alternative' lan.gllage has also' been suggested: 
by one of ' our coalition mambars. . 

Section 371 (b)· of t.he' Public Ht,.,:-dth SotviC'!s Act (42 U... S.C. 
Sec. 27J(b)) is 'amended: . 

in paragraph (2) , 8ubparagr,1!:,'il Pi]) by. insEl)!'t.ing befu:C::> 
the comma at the end the follow1ng~ 

"which' syatem' 6ha11 be cons:!.::;·l:cac wit:h t:h$ eri tel'~ a a~t. 
out1n section 372(b), paragraph (2)( subparagraph (8) (42 U'.S,.C., 
5ec.'274(b)(2~(B»," , 

I' 

. Sect1on372(b) of th~ Pubiic Heal tb. Ser'V'ice Aot· (42 Ut.S.C. 
Sec. 274 lb) )1s amended: '. ; , 

in parsqraph (2) I 6ubpara9.t,'LlPh (B )by striking. the :eomma 
at the end, rep1a.cing it; with r.l »'l':dod t .And ofter the period 
1nsertinq, the following: ': 

"For extra-renal organs' the "lloeation crite"1~ Bha~l 
. be b,lsed upon,. the de9ree of . ii,c:di.'_:"d appropriateness of the, 
patient and shall nc.l t be based upcn ~r\..!oQ'raphiC' con5idera.t1ons, 

'exoept a.s neces~ary for the vi:::,bitity of tIle' organ or ~ti 
pral;;tical .when sele,:-t1nq.' het\:(~Cli'l -;:,;.:.:, ients having cOlUparabl.~· 
priori ty 'for an or~Jan based . U\:o(·;'! tl1~ cri teria " of medical 

, appropriateneas. II . ' 

f 
; 

.. -, 
1, 
I 
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NATIONAL TRANSPLANT ACTION 
i . ' 

AD HOC COALITION ONORG~N T.RANSPLANTA'l'ION 
, 
i

ROSTER OF PARTICIPANTS 

The following . 1ncUv1duals and organizations. : have 
participated in or, supported the Ad Hoc Coalition on organ
Transplanta.tion: ' ! 

'I 

I 

I. Patient Advo<;:8CY Organh:ationf;l , 

National Transplant Action 

Transpla.nt Rec1ptents International Organization 


II. Organ Procurement Organi~at1ons 

*BrianBroznick, Center for Organ Recovery and'Eduoation 
*Bill Anderson, td.fenet 'l'r-ansplant Services 

III. Transplant Centers 	 , I 

, O. Howard Frazier;M.O., ,Tekas Heart Institute 

. . John .Herre, 1>1 .. 0., Norfolk General Hospital Heart 'l'ransplant:

Proqrarn" 	 ': .. . , . 

. ' 	Sentara Hospi tq.l Heart: Transplant Program
Byers Shaw, M.D.,. University of NubraElka 
Goran B.G. Klintmalm,M.D., Ph.O,t Baylor University M9dical 

Center '.' 	 I 
*Nancy Ascher, M.D. Ph.D", ,University of .. California at 

'San Francisoo Liver Transplant Program· , . , , 
. *I>:r. Emmet Keef£e,~.D.1 Dr. Ca.l.'los Esquivel, M.D.,Ph.D., 

California Paoific Medical ,Center, LivClI" 'l'r.anapla:nt Program ,"" .. 
University of Pittsburgh Trunepl~nt Program I 

,., 
* Due to time constraints awl' Lhe need' to forward:' our 
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HEALTH CARE REFORM AND LIVER TRANSPLANT ALLOCATION POLICY 

INTRODUCTION:· 

During his speech to the Joint Session of Congress on his plan for Health 

Care Reform, the President listed six principles which he descr.ibed as 'the basics 

of his plan: Security, Savings, Simplicity, Quality, Choice and Responsibility. 

Just as these six principles show the need for Health Care Reform, generally, they 

also support the need fora change in the manner in which human livers are 

allocated for transplantation. The current allocation program clearly 

demonstrates all that is wrong with the present health care system. On the other 

hand, what is now being proposed as a new national transplant allocation policy, 

by a variety of proponents including Members of Congress and some members of 

the transplant community, meets all of the criteria of the President's Health Care 

Security Plan. 

In 1984, the National Organ Transplant Act, declared that orga:ns for 

transplantation were a national resource which should be allocated on;a "national" 

basis. Prior to 1991, the legislation worked as envisioned with organs being 

aHocated to the sickest patients first on a national priority basis. In 1991, the 

government contractor United Network for Organ Sharing ("UNOS") 

, . ' 

independently changed the allocation system to what is now the current system of 

organ allocation. The current system relies on geography (specifically, the 

location of the organ donor) as the primary criterion for allocation. Organs must 
I 

be offered first to all compatible patients locally, then regionally, and then 
, 

nationally. 
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The proposed national liver allocation policy, similar in many respects to 
I 

the pre-199l policy, would eliminate artificial geographic restrictions in favor of 

a national list which ranks patients according to medical necessity. 
I 

This paper will briefly show how the proposed allocation proposal 

eliminates the old problems and complements the President's plan. 

PRINCIPLE NUMBER 1. SECURITY - GUARANTEEING 

COMPREHENSIVE BENEFITS THAT CAN NEVER BE TAKEN AWAY. 

CURRENT ALLOCATION SYSTEM: 

Under the current allocation system, which depends on geography and 

. politics, the uncertainty of ever receiving an organ means that patients and loved 

ones cannot be assured the peace or mind that the allocation system is fair and 

that they will be treated in turn under traditional principles of "triage.'" The 

geographic-based system means that patients in a particular geographic iocality 

who may not be very sick or who are not in jeopardy of losing their Iife l could be' 

and often are transplanted before a sicker patient who is on the other si~e of 

some artificial geographic border. The reality of the current system is that often 

times a sicker patient dies while a relatively healthy patient is transplanted first 

based purely on location. 

Further,patients are forced to "shop around" for shorter waiting :lists, 

sometimes at the expense of quality care. This geographic hunt means that the 

patients do not get the "security" of knowing that they are getting the be'st that 

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

matter what the quality of the services provided. 

Additionally, the cost of a liver transplant is significant. For example, the 

average liver transplant costs approximately $250,000. After a patient i~ 

I 

transplanted and completes the initial recovery period, he or she requires 
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continued monitoring and medication with the attendant costs for life. Often, 

when a patient requires a transplant, he or she finds that the insurer will either 

not cover the treatment or cancel the policy at the first opportunity. Changing 

insurers is impossible as no carrier will undertake the risk of the cost of the 

transplant and continued care. Those who are not insured at all either die or are 

forced to seek donations from charity, be it from the government, publi,c or the 

care-givers. The geographically based system multiplies problems for patients as 

they, their families, and their care-givers "shop" around the nation for not 

necessarily the best transplant center or highest quality medical care bu't the 

shortest organ waiting list and fight with insurance companies over coverage.
. I 

PROPOSED ALLOCATION SYSTEM: 

A national list of transplant patients, regardless of location, who' are 

waiting to receive livers would alleviate these insecurities identified above. First, 

patients could be secure in the knowledge that they will have the opportunity to 
, 

receive a liver in a fair manner and therefore the peace of mind that th!ey do not 

have to roam the country for a short list. Prospective recipients will no~ be forced 

to compete with each other but rather wait their turn. They will also have the 

security of knowing that they have selected the center and doctors who can 

provide the most appropriate care in a manner that treats them like individuals 

rather than as priority numbers. Finally, they will have the security of ;knowing 

that they need not conduct this frantic search for the shortest list and that when 

their turn for a transplant comes, they will be treated in a fair manner. A 

national list based on treating the sickest patients first would restore that sense of 

fairness so necessary for security. 
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With organ allocation being an area where the government has chosen to 

pre.,empt the field, the responsibility to make sure that the system is fair for 

similarly situated patients is incumbent upon the leadership of the nation. 
, 
I 

PRINCIPLE NUMBER 2. SAVINGS - CONTROLLING HEALTH CARE 

COSTS FOR CONSUMERS. BUSINESS AND OUR NATION. 

CURRENT ALLOCATION SYSTEM: 

The current system contributes to soaring health care costs. Very sick 

patients often linger and even die hoping to receive an organ at the last: moment. 

These patients almost always are required to use our most expensive he~lth care 
, 

services such as intensive care units ($5000 per day) and life support devices such 

as ventilators and maybe e~en mechanical organs or other assisting devi:ces. When 

a compatible liver is allocated, not to a very sick patient in an ICU at a ;distant 
I 

hospital, but to a less medically needy local patient, the ICU and other costs for 

the sicker patient continue to mount. Of course, traditional concepts o(triage' 

prevent wasting organs on those who are beyond help from a .transplant, but as 

technology has advanced, this point has been extended longer and longer. 
; 

The cost of this current system can also be measured in increased loss of 

life years. Those who are sickest will certainly die if they are not given; priority. 

Each of these very sick patients who is transplanted and saved, has a ]00% gain in 

life years. Those who are least sick but receive a transplant may have only a 

minimal increase in life expectancy in comparison to their pre-transplant life 

expectancy. 

In order to maximize their chances of getting the needed organ, many 

patients apply to be placed on several local or regional listings as they "shop 

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

' .. 
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The result is a multiplicity of fees for the same service in each location. In 

addition, because the patient is listed on several lists, each list is longer than 

necessary making it more costly to operate the system. 

PROPOSED ALLOCATION SYSTEM: 

Under the proposed system which eliminates geographical distinctions, 

patients will get the life-saving organs as their turn comes up for allocation based 

on medical necessity. Patients will select the centers that offer quality treatment 
i, 

at reasonable prices and costs. This, often means the location where their chances 

of survival is best. 

Because there are enough livers available to treat the two catego~ies of 

sicker patients first with enough remaining to treat two-thirds of the third of the 

categories, it is anticipated that you will shorten, or even eliminate, the expensive 

pre-transplant ICU time. Further, as discussed below, transplan~ centers, which 

cannot and should not be able to compete in the marketplace because of,lower. 
, 

quality and cost considerations, will be eliminated. This will provide additional 

cost savings to the patients and payers, as those high quality centers which 

continue to develop the most cost efficient services will assume the incr:eased 

volume and be able to operate even more cost-effectively and efficientlY. Fees 

from the costs of multiple listings will be eliminated. 

PRINCIPLE NUMBER 3. SIMPLICITY - REDUCING PAPERWORK AND 

SIMPLIFYING THE SYSTEM. 

CURRENT ALLOCATION SYSTEM: 

Under the current plan, the government's contractor for operating the 

procurement and transplantation network makes the allocation rules, ke,eps the 
1 

waiting lists and operates the system. Ii has devised a complex system that 

allocates organs first based on the geographic location of the donor and .second on 
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, 
the length of time a patient has been waiting. Accordingly, separate lis'ts for each 

organ now exists for each local area of the country, each region and then one for 

the entire nation which consists of a combination of the local and regional lists. 

The complexity is mind-boggling. Doctors and their staffs are spending more of 

their time either searching lists, filling out forms to apply for a multipl:icity of 

lists or justifying the placement of their patients on a particular list th~n they do 

in the actual surgery and other patient care. 

Patients are just as burdened. They are busy trying to understand the 

byzantine rules of the game, applying to lists at several locations hopin~ to find 

"the shortest list." Each is trying to get the jump on the other in this deadly 

"game." 
, 

Additionally, insurance companies also may have different coverage 

policies for these procedures,so problems related.to the lack of coverage or.pre-, 
. , 

I 

approval increase as the patient applies for benefits to be given,at multiple 
I 

locations where they become listed as a transplant candidate. Wcan be ~escribed 

as "your worst college registration nightmare with'death as the penalty ~orfailure 

to get the class you need to graduate." 

PROPOSED ALLOCATION SYSTEM: 

The proposed allocation system simplifies all this paperwork and makes 

the system understandable to the general public. It provides for one nationally 

centralized list for each type of organ or organ combination. Patients and doctors 

will know immediately where they stand because no matter where the p~tient 

happens to be, the organ needed to save his life will be made available b,ased on 

medical appropriateness. Coverage will be universal and pre-approval for 

multiple listings will be moot. 
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PRINCIPLE NUMBER 4. OUALITY· IMPROVING THE OUALITY OF 

AMERICAN HEALTH CARE. 

CURRENT ALLOCATION SYSTEM: 

With the current allocation system favoring organ delivery to patients 
, 

listed in small geographic localities first, there has been a growth of small 

transplant centers servicing each locality and performing only a small number of 

operations per year. The proliferation of transplant centers due to the current 

organ allocation policy has caused an erosion of the quality of services provided 

to the patients. In 1992, UNOS had approved 96 liver transplant centers. Thirty-

seven of these programs formed less than 15 transplants in 1992, which seven 

programs performed 42% of all liver transplants. Because small transplant centers 

are favored in~ the allocation system, they receive organs to transplant lc;:ss sick or 

relatively well patients, or patients who fail to meet the medical criteria at more 

experienced programs. This "boutique" practice serves to drive up the c9st of 
I 

providing the service due to the establishment of costly transplant facilities in 

many locations for only a few cases per year. Facilities for this type of practice 

are expensive, but due to lack of experience, quality of care suffers. The most 

complex cases, usually the sickest patients, cannot and will not be transplanted at 

these inadequate centers. The allocation system actually works against the time 

honored maxim that "practice makes perfect" which is then reflected in ,higher 

costs and lower survival rates for patients. Surgical and treatment skills at 

boutique centers are not enhanced as they would be with a higher volume and 

patients suffer lower survival rates under this system. 

PROPOSED ALLOCATION SYSTEM: 

Under the proposed allocation system, patients will be able to go to 

transplant centers with proven track records of high success. Those are ,the 

centers which have the volume necessary to provide the highest quality care most 

efficiently. They have the doctors and other health care professionals who are 
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very proficient' in the surgery and other treatment. They have the facilities to 

handle quantity with quality. They have the know-how and resources to; keep 
I 

pre-transplant patients alive longer and to have a higher success rate for those 

who receive organs. Survival rates go up due to the transplant teams' proficiency 

and with the higher skill rates, even the most complex operations become' more 

successful. 

PRINCIPLE NUMBER 5. CHOICE - INCREASING CHOICES FOR 

CONSUMERS. 

CURRENT ALLOCATION SYSTEM: 

Because of the manner in which organs are allocated, Americans have 
, 

restricted choices as to where they will receive their life-saving treatmen,t., The 
, 
I 

current system requires them to try to figure out a "shell game" in which 'they go 

to the transplant center that gives them the best shot at finding that elusi,ve 
! 

donated organ. The current system forces patients to "shop" for,.the shortest list 

rather than the place that offers the quality, doctors, prices, convenience or other 

choices they might wish to have available. 

Further under the current system, research into new and experime'ntal 

techniques which ean develop ways to save additional lives is stymied because 
• I 

allocation goes to smaller centers without either the patient base or proficiency 

for research protocols. As a result, advances in the field become Jess likely. 

PROPOSED ALLOCATION SYSTEM: 

With a system that eliminates geographic concerns and treats the most 
I 

medically appropriate patients first, (the sickest patients in most cases) al!1 the 

options become available to the patients and the doctors. Patients will have the 

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

facilities, which will result in the most-cost effective care. 
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PRINCIPLE NUMBER 6. RESPONSIBILITY - MAKING EVERYONE 


RESPONSIBLE FOR HEALTH CARE. 

CURRENT ALLOCAnON SYSTEM: 

The scarce national resource of human organs is not allocated on ~ fair 

basis. Because there are hundreds of local and regional lists for each organ or 

combination of organs, the responsibility for allocating them falls hardest on the 

patient and his or her doctor and their staff who must do all the leg work and 

justify the various lists upon which the patient is placed. Government, which by. ,, 

law was supposed to oversee the process to prevent abuses, has in effect shunned 

its responsibility in favor of the self interests of those who receive the contract to 

monitor the system. 

PROPOSED ALLOCATTON SYSTEM: 

I 

Under the proposed system, responsibility is placed back where it !belongs 

in the hands of the people's representatives, the government. Individuals will 

remain responsible for keeping their end of the bargain. Doctors, hospitals and 

insurers cannot abuse the system as well. The maximum flexibility of the system 

to compete in a fair and appropriate manner to insure that the patient's needs are 
I 

taken care of first would be protected. 

CONCLUSION: 

The President's Health Security Act and the proposed changes to t~e organ 

allocation policies and regulations complement each other. With changes to the 

liver allocation policies, the President's Health Security Act will be able tb 

operate as it is designed. Without these changes, the purposes of health reform 

will be defeated by maintaining a system which operates in a manner contrary to 

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

medicine, the failure to change these policies to conform to the President's plan 
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will have an enormous effect on the success of the effort. Citizens will ~ontinue 

to face the same problems and confidence in the reforms will be destroyed. A 

I 

national allocation system based on patients' needs and interests best serves them 

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