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" The Homorable William J. Clinton

'z, President of the United Statex

Z + The White Houga -
) xmwmamaw‘
) 'wmmnc 20300

Dcﬂb!z Presidese’

{m:pm hwngm:hmvmws Imwmmwwmmpmmmyzﬁam te
mm&nﬂwngforwm fur people Hving with HIV discase and ATDS remaing 3 national
prioricy. T am distressed that you snd your Administation tailed 10 cecommend approprinte

. hucresses in CARE Act fonding for Fiseal Year 1998, The Administration’s budget soquest for FY

‘08, 1 belirve, was wosfully inadequate. § am particularly concerned that your propased incresse
for Title 1 was far below the cxpressed aoeds of CARE Act Title I sretrapolitan arems. I recent
muetings with members of your Administradon, peapls living witk HYV represoating the CAEAR
Condition wers disappointed that your reprosentatives failed 1o assuw them thak ALDS remains 3
Mge:pﬁaﬁtyfurm

You hava repeasedly stared that ALDS ia 2 pricrity for your Adminiszration. Bzxpm the fact chat
AIDS, afong with other critical domestic peograms, was removed as a budget prioeity during the
recent budget segotiaticns with Congress, we expees AIDS w remain a Amding priority for your
Adminiseration. The good news will be shor fived if we in any way retrest from our narional
sommitment t providing the necessary resources for health care and he relised support services
needed to ensure that people iving with HIV remain healthy, productive and conzributing members
of s:x:acz;;

Please support tha highest possibie funding for 23 Titles of (he CARE Act it the House and Senate
versios of the FY 98 Labor, Health and Human Services and Eduradon Appropriations bifl,
specificaily the $21.7 million request.

As you prepare your FY *99 budget reqtiest 1o Congress, we ask that you request Congress o
provide inereases for all Ryan White CARE Act programs. in particular, we strongly urge you to
inchide a requast for Title 7 fmding for FY *99 in thie amount of $570 million. This would provide
& $120 milliots ncrease over the FY "#7 Title | spending.

Your budget request is the mngible means of reassuring people tiving with HIVIAIDS that ATDS
emaing apuamy for you and your Admmixgation, [ urgs you and your administration 10 answer
this chailenge t our sation with all the passion and resources requited mbmghm 10 Americans
Bving with HIV, People living with HIV and AIDS are waiching and waiting for your leadership,

i i{&{‘*'w»ﬂﬁ‘ S ] 'A‘..'_‘u\.
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Menmber, W-Dm; und Aleabio] Task Foree Client Committes

i Franklin Kaines, Offics of Mansgement and Budget
N ,;,.‘ -Ponss Shalals, Secrwitsry of Heslt: xnd Fuman Services
,*,at;’ Zi: Brace Reed, Assistent to the Presidert — - -
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Sapmbuzé, 1997

. ) " fme Honorable Wﬁim? Clinron
E oL LT President of the United Statey
- o+ TheWhiteHouse - -
. 1600 Permsyivania Avenue, NW,
* Washington, 0.C. 20500

T Dbt i

T TS e Y am 2 persom Nving with HIV/AIDS, ¥ write 1o you today 0 tequest your support in mry effasts (o
ensure that fading for programs for people Uving with HIV disease and ATDS remaing a patiomal

., priorite. § am distressed thar you snd your Adrainistarion filled 1o recommend apprepriate
- ipereases in CARE Axct Buinding for Fiscal Yesr 1998, The Administration’s budger vequest for Y
98, 1 believe, was woefully instrauite, 1 am particularly concermed bt your proposed fugzease
for Tixde 1 was Ser below the expeessed needs of CARE Act Tirle [ metropolitan sreas. [n recent
mestings with members of yotr Admamistrarion, peopls Eving with HIV represenving the CAEAR
%hnmm&smmedtba:yowmmmm failed o assure them tat ALDS remaing 3

budget pxilmt;y far you

You have repeatedly stased thas ALDS ia a pricrity for your Administrasion, Despite tbe fazt that
AJDS, along with other eritical domastic programs, was removed as a budget priority during te
receryt budget acgotiations with Congress, we expect AIDS w0 remain & fnding priornity for vouor

| Administratios. The good news will be shore lived iF we in any way retrest fom our nationad
counitment 1o providing the necessary resources fov health ¢are sud the related support services
needed 1o 2nsure that peaple Sving with HIV somain healihy, productive and contributing members

of socisty.

Flease suppert the highest postidis fnding for all Tirdes of e CARE Actin the House and Senats
version of the FY “38 Labar, Health and Husan Services aod Edusation Appropristions bill,
specificaily the $21.7 million requast,

As you prepece your FY 99 budget request 1o Congress, we ask that you request Congross &
provide increases for all Ryan White CARE Aet programs. in particular, we strongly Urge you to
fnchude a request for Titie | funding for £Y 99 in the amount of $570 millien. This would provids
& $120 million incresse aver the FY "7 Title | spending,

Your budget recuest is the tangidie menys of resssuring prople living with HIV/AIDS that AIDS
remains & priority for you and your Adménssoration.  urge Yoo snd your administration o anzwer
tis challenge to our oation with all the passion and resources required 1o bring hape to Americans
Fiving with HIV, People fiving with HIY and ATDS are wanching and walting for youwr feadership,

mmomymmmm
Member, WMWMI&F«&M&WM
H

£ * Fravkits Raines, Offics of Manageieat and Bodget

. v Dottt Shialala, Secretzry of Health and Hinan Services
v Brace Beed, Assistont 1o the Presidene - -
mamwm«mmmmm
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September 26,1997

. EsH&'&&%lﬁWﬂJMI‘m
T o, Prexidens of the United States
. Thc%mﬁma -
IMMMAWNW
. Washington, D.C. 20500
I

' Dear Mr. Presidere:”
i

" Tam 3 persam living with BIVZALDS. 7 write 1o you today to nequest your suppont io rmy efforts 1o
erusure that findieg for progracs for people lving with HIV disease snd AIDS reraging 4 national

", prioviy. ] am distressed that you snd your Adminiswation fifled to recommend appropriate
- ncreases in CARE Act finding for Fiscal Year 1998, The Administration’s budget request for FY
oL, zbchmmmﬁzﬂymhmmmymmmwmwmmm
&r?a&lm&ﬁw&w«ﬁm&ﬁﬂ%&amzmomﬁmm In recent
mertings with members of your Adminisoazion, people living with HIV representing the CAEAR
Coalitios were disappoineed that your pepresestatives failed o assure them thar ALDS remaing a

budger prinrity for you,

¥ ou have repeatedly stated that ALOS s 2 priovity for your Administratien. Oespite the fact that
AIDS, along with ather critical domestic pragrams, was semoved as a budget priority during the
recent budget negodations with Congress, we oxpest ATDS e remain a fnding prionity for your
Adgiinisrration. The good sesws will be shors Hved if we in apy way retreat from our nationsl
commitnent to providing e secessary resourcas for health cars and the related suppors services
needed t ensurs that people living with HIV remain healthy, productive and contributing membery

of society.

Pizase suppont the highest possible funding for all Titles of the CARE Acx in the House and Sonawe
version of tha FY 98 Labar, Health and Human Servives and Education Appropriations bill,
specifically the $21.7 million request,

Myua;ztipaz’:mw‘meﬁmmCmms,wm&mymmstCQnmzo
provide increzses Tor all Ryan Whits CARE Act prograsus, Ia particular, we seongly urge you to
include a request for Tide | funding for FY *99 in the wnouat of $570 million. This would provide
2 3120 million incresse over the FY 97 Tide 1 spending.

Your badget request is the mngible means of resssuring people fiving with HIV/AIDS that ATDS
remaing & prioity for you snd your Administrstion. I wrge you and your administration © 1nswer
this challenge to ovr narion witk all the pacsion and resources required 1 bring hope to Americans
Siving with HIY. People living with HIV and AIDS xre watching and waiting for your teadership,

Sincerely, |

@mwéfﬁ;’m%mmm :
Member, I’IIYM wid alcohel Tesk Ferex Cllent Commites W

e« ! Frazkiin Raines, Office of Management and Sudget
. ;?mmmﬁmmmmm
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Septizaber 26, 1997

A v ube . +
_ The Honorable William J. Clinton
* . President of the United States
The White House - .
. 1600 Promyylvania Averue, N.W.
. Washingeon, D.C. 20500

SR ,M“mhfma }mag%m\ﬁﬁm zmwyouwdzyw:equaszynwmppm in my effonis w
m&xﬁmﬁngfwwfmmzﬁcﬁvingmmvﬁzseascmdemnuﬁm
priority. § am distressed that you and your Administarion failed o cecommend appropriate
Increases in CARE Act funding for Fiscal Year 1998, The Adnuinistration’s budget request for FY
B8, | beficve, was woefully inadequate. | am parteularly concemed that your proposed intresse
fur Title § was €ar below the expressed peeds of CARE Act Thtle [ metropolitan areny. [n recent
meetings wids trembers of your Adminisration, people Hving with HIV sepresenting the CAEAR
Coalition were disappointed that your representatives failed 10 asswre them that AIDS rewains 2
budges priariry for you.

You have repeatedly stuted thar AIDS is a priority fur your Administration. Despite the faer that
AIDS, along with other critical domestis prograns, was removed as a budges priority during the
recent hudget negosiations with Congress, we expect ATDS <o remain s funding prioriry for yowr
Administration. The good news wiil ba shary lived if we ig any way retreat from our narional
commitment to providing the necessary resowrces for health care and the related suppod services
needed (¢ erpure that people lving with HIV cemain healthy, preductive and contributing mombers
of society.

Please aupport the highest possible fading for all Titdes of the CARE Act it the House and Senate
varsiont of the FY "3 Labor, Health and Human Services and Education Appropriatiops bill,
specifically the $21.7 miilicn rexuest.

As you prepzre your FY *99 buziget request 18 Congress, we ask that you requiest Congress @o
provide incresses for all Ryan White CARE Act programs. In particular, we strongly urge you to
Inchude & request for Title I funding for §Y *99 {1 the amount of $570 million, This wonld provide
£ S120 million increuse over the FY *97 Titla | spending,

Your budget request is the mngible means of resssuring people Fving wics HTV/AIDS gt ATDS
pemains 2 pricrity for you and your Administrasion. I urge you and your administration 10 answer
This challesges 1o our pation with &} the pasaion 2nd 1esotress required 1o bring hape 0 Americmns
fiving with HIV, Peopic Bving with KTV and AIDS are warching md waitiing for your [eadership,

Sincerely,

* PRI R

:
Lonvuner of Rysn White CARE Azt Serviees
Member, HIV-Deug and Afeobal Tazk Farce Ciienmt Commitree

ce: 'Mmmormmmam
: MM&WMW:&&MSwm
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$epémbeq§' 76, 1997
' The Hanorable Willism J, Clinton

oy m-.nmofm Tnited States

- The White House ..
. 1609 Penngybeania Avenos, NW

" Washington, D.C. 20500

‘ x',“Imzpmtzwfﬁgmzzsfilwﬁmmemmwmqtm:ycurmpponmmyzﬁmsw
) W&nfmﬂmfmwfmmﬂemmmmmdw&manw
7 priorty. T am distressed that you and your Ademisistrarion falled to recommend appropriae
- ingreases in CARE Act funding for Fiscal Year 1998, The Admimistration’s budget request for FY

9%, [ belicve, way woeiilly inadequate. § am particalarly concermed that your preposad icrease
for Tirde I was far below the expressed nseds of CARE Act Tl [ mrsropolinan sress, In moont
megtings with members of your Admmiseution, peopls lving with HIV represeonng the CAEAR
Coalition were disappointed that your representatives failed w0 assure them that AIDS remaing 3
Budipet priority for you,

You have repeatedly stated that AlDS is 2 priorfty for your Adminisustion. Despile the fact that
AIDS, xlong with other critical damestic programs, was remnoved as a budget prority during the
revent budget negotlations with Cangress, we oupect AIDS 10 remain a fimding priority for your
Adminiserarion. The good acws will be shor lived if we i any way retreat from our natonal
comminment to providing the necessary resources for health care and the related support services
needed o ensure that people living with HIV remain heaithy, productive and conoibuting members

of society. '

!
lease support the highast possibie funding for all Titles of the CARE Act it the House and Senmie
versics of the FY '98 Labar, Health and Homan Services and Education Appropriaticas bill,
specificaily the $21.7 million reguest. _

Ax you prepare your FY 99 hudgetrequast 1o Congress, weé ask 2hat you request Congress 10
provide incrozses for sll Kyan White CARE Act programs. In particular, we strongly erge you to
include & request for Title ¥ funding for FY *99 in the amonnt of $370 million, This would provide
3 3120 miltion incresse over the FY 97 Tite | spending.

Your budget request is the ungibie menns of reassuring propie living with HIVZAIDS tiax AIDS
temaina & priority for you snd yowr Adminismasion. ] urge you and your adasinistration w answer
this challenge to our sanicn with all the passion and resources required o hring hope (o Americans
living with HIV. People living with HIV sud ATDS are waching sowd waiting for your leadarsbip,

Sincarely,

Cowrgear of Rysn White CARE Act Scrvites
Muember, HIV-Drug ead Aleoko] Task Furee Clleny Committes

- Frankiis Raines, Office of Managerment and Budget
w0 Donns Shalals, Secretuy of Health and Himan Services
=;¢nmmmmwwnm : ,
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Scpumb«zé 1997

nznmm&wmmy Clinren
. Prestdone of the Unied Sextes
The White House -

. ,lm?mmhhmﬁw
" Washington, .. 20500

" 7Tz % person Bving with HIV/AIDS. T write 1o you today to request your suppert in my sffans ©
ensure that finding for programs far people Hving with HIV disense and AIDS remains 2 national
priority. I am distressed that you snd your Administrazion fadled to recommend aporopriste
foereases in CARE Act finding for Fiseal Year 1998, The Administration’s budget request for FY
33, 1 belicve, was woefidly inadequars, § azz porricularly concermed that your preposed incresse
for Titke { was far below the cxpressed needs of CARE Act Tirle { mettopolitan srexs. fn recent
mectings with members of your Adminiswation, peopls lving with HIV veprasesting the CAEAR
Coalition were disappointed that your represenistives failed w0 assure them that ALDS remaing 2
budgm priority for you,

You have repeatedly stated it ALDS is » priority for your Administration. Despite the facy thar
AIDS, siong with other eritical damestic programs, was reroved 3 2 budget priovity during the
recent budget segetiations with Congress, we expest ADS 1o remain a funding privrity for yaur
Adminicteation. The good news will be short lived if we in agy way retreet fom our natioral
commitment to providing the necessay resourses for health zare and the rolated Tupport serviges
needed to ensure that people living with HIV seenain bealthy, producnive and conaributing members
of socicsy.

Please supﬁm the hightst postible funding for all Titles of die CARE Ay it the House and Senate
version of the FY 98 Labor, Health and Human Sevvices and Education Apprepriations bill,
specifically the §21.7 million request.

As you prepare your FY ‘99 budget request to Congress, we ask that you request Congress o
provide incveases for all Rywn White CARE Act programs. fo particular, we stongly wree you to
inciude a request for Titis { Amding for £Y *99 iz the amount of $570 million. This woald provide
& $120 million incresse ower the FY 97 Title | spending.

Yaur budget request is the ngibie means of resssuving people living with HIVIAIDS thas ATDS
reasging a priority for you and your Adminizeration, | urpe you and your adesiristration i auswer
this chaflenge t owr panion with all the passion and resources required 10 bring hope o Americans
Eving with HIV, People Lving with HIV and ATOS are watthing and walting for your Isadarship.

Siaccreiy, |

Come{%mmmm Services
Membee, HIV-Deog and Alcohe] Task Forve Clieny Comninue

c: "ﬁmmmntmwmam
mmwﬂmmmm
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$=p&mhcz$6, 1997 :

' The Hansrable William J, Clinton
‘. President of the United States

o The White Howse  +

. 1600 Pennsylvania Avenue, N.W.
"7 Washington, DLC, 30500

' Dear My, Prestdedr

7Y am 1 person tving with HYV/AIDS. T write to you today to request yaur support in my efforts 10
‘eryure that finding for programs for people living with HIV disease md AIDS remains a sutional
pricrity. ] am distressed that you and your Administration failed w recoumend appropriste
increases in CARE Act funding for Fiscal Year 1998, The Adnuinistration's hudger request for FY
93, 1 beBove, was woefully insdevuate, T arn particularly constened thar your proposed increase
for Title I was Gar below the axpreased needs of CARE Act Title I metropolitan zress. In recent
meetings with members of your Adminisiration, peopls living with HIV representing e CAEAR
Coxlition were disappointed that your reprosentatives failed 1o assure them that AIDS rmmains o

budget priority for you.

You have repeatedly stated that AIDS ia 2 priority for your Administration. Despite the fact tat
AIDS, along with other critical domestiz programs, was removed as a budget priority during the
recent budget negeriations with Comgress, we expect ATDS 10 remain a finding privrity for youwr
Administration, The good news will be short Hved If we {n any way retreat from our sational
copmitment to providing the aecessary resourcas for health cars and the related suppor services
needed 1o enswe that prople Hiviag with HIY remain healthy, productive and conmbuting members

of society. -

Pleate support the highest possible fimding for a1l Titles of the CARE Act in the House and Scnate
version of the FY *98 Labor, Health and Buman Servicas and Education Apprepriations bill,
specifically the $21.7 millice request,

As you prepare your FY 99 budget request to Congress, we ask that you request Congrass &
provide imcreases for ali Ryan White CARE Act programs. In particulaz, we svonply wrge you to
Include avequest for Title T Gmding K FY '99 1o the amount of $370 million. This would provide
& 5120 million increase gver the FY *97 Title | spending.

Your budget request is the mngible means of reassuring peopi= Hving with HIV/AIDS that ATDS
ressaing 3 priczity for you and your Administation. 1urge you sod your adouinistragion 10 saswer
mmwwmmwmmmmﬂmmwwmammes

living with HIV, People living with ATDS zre mmg for your teadership.
Siacerely,
W/ /

C:onmm«észym White CARE Act Scyvices
Member, KIV.Drug and Adeohs! Tisk Faros Cliem Congnittes

e L. Frankiin Raines, Office of Managemen? snd Budget

. .« Donna Shalals, Smmyefﬁcﬂm%ﬁmmms
Brace Reed, Assiamt o Bie President

Bandra Thurman, Office of Natlonal ATOS Policy
WA Ty e T s .
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. . The Honorable William J, Clinton
T L President of the Hinked States
The Whits House
l@?szAmNW,
}Waﬁammb.c, 20500

Trem e f“famapmhwng%mwﬁms § write 1 you feday t request your SUpport in my effors o
ensare that funding for programs foe people Hving with HIV dissase and AXDS remaing 2 national
priority. Fam amressed thar you and your Administration falled to recowmmend appropriate
mmmmm;mr“m&'m 1993, The Adminivtration's budger request for FY
98, I betieve, was woefully insdequate. § am particularly concerned thas your proposed increase
for Tide I veas far below the expressed necds of CARE Act Titie 1 metropolian areas, In recent
mertings wich members of your Admaistrazion, peopls living with HIV represeating the CAEAR
Coalition we disappointed that your represenianives failed o assure them that AIDS remaing
budget priority fr you.

You have repeatadly seared thar AMDS i3 2 priority for your Administration. Despite the facr that
AIDS, zlong with other eritical domestic programs, was temoved 25 2 budges sriority during the
recass budget negotiztions with Congress, we expect ATDS w remain a Amding priority foy your
Administration. The good news will be shore ived if we in any way retreat from our rationaf
commitment 1o providing he ascessary resourcas for haalth cors and the ralaved support services
reeded to zrsurs that people living with HIV remain healthy, productive and contrfbuting members
of soxiety,

Please suppor the highest possible funding for all Titles of the CARE Act in the House and Senate
version of the FY *98 Labor, Health and Human Services and Education Apprapristiens bidl,
specificaily the $21.7 million request,

As you prepase your FY 99 budget request 1o Congress, we ask that you request Congress ©
provide inereases for all Ryas Whits CARE Aer programs, In particular, we strongly wrge you to
Inchide a requesy for Title T fding for FY 89 iv the amount of S370 million. This would provide
x 312G millic increasa over the FY 97 Title | spending.

Your budget regizest is the tngible menas of reaxsiring peopie Hving witk HIVZAIDS that ATDS
remains & priovity for you mnd your Adminisracon, I urge you and your administration to answer
this chatlenge to our sation with all the passion and resources rexuized 10 bring hape W Americans
living withs HIV, People living with HIV and ATDS are warching and waiting for your leadesship,

maummmmm
Membes, {IV-Drug snd Alcobot Task Force Client Committoe

0 ,Frankln Raipes, Office of Managensent zud Budget

- ,x - Donnes Shalals, Secretary of Health and Human Services
iz oo Bevcs Reed, Assistant & the Presideet

. Sm&zﬁmmm&ﬁsﬁowﬁm%hcy
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September 26, 1997

' The Hogorable William J. Clinton

«, President of the Lhiwd Stxtes
‘¥Yhe White House
Z%PWAMI&TW

_anmnc 20560
"Dear My, President’

Imap&m!mgwﬂhm&%ﬁ}s ¥ wTIts 30 You today 1 fquest yeur suppart in my effors to
m&a&mﬁmgfﬁpmm&rmlc living with HIV disease and AIDS remaing s nagional
priorisy. 1 am distressed that you and yeur Admivierstion flled 1o recommend appropriste
fcreasss in CARE Act funding for Fiscal Year 1998, The Administration’s budget request for FY
198, 1 believe, was woeilty inudequate. 1 am pardeularly concerned that your proposed incresse
for Title § was far below the expressed noeds of CARE Act Tirde I memopolinn zress. In receat
meetings with members of your Adminisumticn, peopls living with HIV mpresenting the CAEAR
Coalition were disappointed that your representazives failed to assure thers that ALDS remaing 2
budget priority far you.

Yau have repeatedly stated that AIDS is 2 priority for your Administration. Despite the fact that
AIDS, along with other eritieal dunestic programs, was resnoved a5 a budget priority during she
tecem budger negotiations with Congress, we qxpect ATDS to remain a funding priedty for your
Adminiszation, The good aews will be shozt Hived if we (o auy way retreat from our sarfonal
tommitment to providing the secessary resources for health cure and the related suppors services
needed & ensare that prople living with HIV cemain healthy, prodictive and coutributing members
of sociery.

Please rupport the higheost possible fugding for all Titles of the CARE Act ins the House and Senate
version of tha FY ‘98 Labor, Health and Humaan Services and Education Appropriations bill,
specificaily the $21.7 million request.

As you prepare your FY "99 budget request 10 Congress, we ask that you request Congress 1o
provide ncrazses for all Rysn White CARE Act programss. Iy particuizr, we strongly urge you to
{rchide n rexuest for Title 1 funding for Y 99 in the mmolnt of $570 miltion. This would provide
# 3120 million increase over the FY *97 Tide 1 spending. .

kadxétqumis%mﬂemaf reassuring people Hyving with HIV/AIDS thay AIUS
remsins 3 priority for you and your Administration, [ urge you and your administration 1o answer
this challenge t0 owr pation with 4l the passion and resourees required 1o biring hope to Americans
living wigh HIV. People living with BIY and AJDS sre wanching and waiting for your leadership,

Membaz, me and Aleohs! Task Force Client Cowudsion

o Frankiin Raines, Office of Mamagement and Bodget
ﬁmmsmxmmmm
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Yh&ﬂm&i& Wﬁimz. Clnton
. Prasicteey of the Usited Saws
The Wi House .

1650 9&%&3&:&&&%&&. NW,
| Waskington, D.C. 20300

i
" Dear Mr, i‘mfdam

Imzm&wiiﬁngmmfﬁmS Imwyouwdaywmqumwwsuppanmwcﬁhmm
enaure that Amding for programs for people living with HIV diszase mnd AUDS reweaing 2 national
priovity. T am distressed that you md your Administrarion fiiled o recommmend appropriste
imercases in CARE Act funding for Fiscal Year 1998. The Administration’s budget vequest for FY
98, | believe, way woefislly inadequate. I am particularly cancernad that your propased increase
for Title 1 way fir below the sxpressed needs of CARE Act Titi2 [ metropolitan sress, In reconr
meztings with members of vour Adminisoation, peeple Hving with HIV representing tie CAEAR
Coalition were disappoimed that your represenmrives falled 10 assure them that AIDS remaing 2
budges priority for you.

Vou have repeatedly statod thar ALDS in a priority for your Administrazion. Despite the fact thax
AIDS, along with other eritical Jomestic programs, was removed 32 3 budger priority during the
recent budger negorixtivns with Congrass, we expect ATDS 1o 1emals 2 funding privrity for yawr
Adminisirazion. The good news wiill be short lived if we i any woy retrest from owr national
comyaitnn to providing the necessary ressurses for health sars and the refated suppors services
needed w enzure that people Hving with HIV remain healthy, productive and coatributing membery
of seciety, i

Pleass support the highest possible fanding for all Titles of the CARE Act in the House and Senate
version of the FY '8 Laber, Health and Human Services and Education Appropriations bill,
specifcally the $21.7 millioe request.

As you prepare your FY 99 bodget request to Congress, we ask that you request Congress t
provida inereases for all Ryan White CARE Act programs. ka particuiar, we strongly urge vou to
tnchide x request for Title ! funding for FY *99 o the amouat of $570 million. This would provide

& $120 millicn incrense over tha FY '97 Title | spending.

Your budges request is the mnglble mieans of reassuring pecpie tiving with BIV/AIDS that ATOS
eemaing # priority for you and your Adminiecrxsion, [ urge you and your administration © answer
mwdiwwWMMaﬁmwmmmﬁwbmgmmm
living with HIY, Poophe living with HIV and ATDS are waithing snd waiting for yoaur leadership,

Cansumer of Ryss Whits CARY Act Services
Member, HIV-Drug sod Alcehol Task Faree Cliss Comminee

o Frankils Raines, Offics of Management and Budget

.+« . Dorma Shalnia, Secretxy of Health and Human Services
;- o Bruce Reed, Assistant o die Presidemt _
Sandra 'I‘bwm Ofﬁccvf Nutlml AIDS Pohcy
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* Geptomber 26, 1997

© The Honorable William J. Clizton
© Prexident of the United States

The White Housa -+ .
1600 Permyyivania Avenue N.W.

| Waskingron, D.C. 20500
"Desr M. Pmtdm

":gtmz;:mhmgmﬂzﬁzwams Imwmmwmgwwwmmycﬂm k0
enaure that fuoding for programs for people living with HIV disease ind ALDS yomaing 2 ntional

priority, § am distressed that you and your Adminiserarion failed 1o recovamend appropriste
mcreases in CARE Azt funding for Fiscal Year 1998, The Administration’s budges vequest for FY
‘88, 1 beliove, was woetally insdequate. § am parvicularly concemed that your proposed increase
ﬁr?ﬁcim&b@wﬁcw&ﬁ%cf&ﬁﬁ&ﬂf&clmﬁm&m fnrecent
meetings witk members of your Adminiswration, peopla Jiving with HIV representing the CAEAR
Wm&m‘}m that your representatives failed to asswre them that ADS remaing a

bszdwylamy&rm

You have r:pmcdiy stated thay AIDS is a priority for your Administration. Despite the faoe that
AIDS, along with other writical domestic programs, was removed 23 3 budget pnz::it}' during tie
recent budget negotiations with Congresy, we expect ATDS 10 remaln a fanding priavity for your
Administration, The good news will be short lived if we in any way refreat from otir navionas!
commitment w providing the ascessary rescurcas for heabh care and tha related support services
needed to ensiry that people living with HIV semain healthy, productive aud sonpiboting members
of socicty.

Please support the highest posrible funding for aif Titdes of die CARE Act i the House and Senmz
version of the FY *98 Labor, Health and Human Servicas and Educavion Appropriations bill,
specifically the $21.7 million request,

As you prepars your FY 99 budget request 10 Congress, we agk fuat you request Longress 10
provide incresss (b sll Rysn White CARE Act programs. Ix purizular, we stongly urpe you to
fnchude & request Koy Title { Gnding for FY 99 i the amwunt of $370 million. This would provide
8 $120 nvillion orease over the FY 97 Title | spending.

Your budges request is the txngible means of reassuring people living with HIV/AIDS that ATDS
remaing 3 priovity for you mxd your Admisicretion, | urpe you and your administration to answer
this challenge 0 cur sation with 2l] the passion and resources required to bzing hope to Americans
ﬁv@gmm Pwpicli‘v with HIV and ATDS are watching and waiting for your leadership.

oy BMW Qﬁ* .

Comewf White SARE Act Scrvices
Member, WVWM Alcobal Task Force Client Committee

e - Frankiin Raines, Offica of Management and Budge:
N ;*.4mmmdmmﬁmmm
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September 26, 1957

 The Honorable William J. Clinsos
* -, Pretident of the Lsited States

The Whitz House

lumymlaawﬁw*

. Washington, D.C. 20500

zmzmm;mmmm Iwﬁwmmm&ywwm:msupponhweﬁbmm
erosure that fuoding for programs for people living with HIV discase and AIDS remains a national

priority. [ am distressed that you and your Administration failed to recemmend appropriate
sncrezses in CARE Act funding for Fiscal Year 1998, The Administration’s budget reques: for FY

W8, 1 belicve, was woefully inadsquate, | am particulsrly concensed that your proposed inceesse
for Title § was Gr below the expressed geeds of CARE Act Thle I metropolitan sress. Inrecent
mectings with members of your Adminisiation, people living with HIV mpresenting the CAFAR
Coalition were disappointed that your representatives fatied 1o assure them hat AIDS remains 3
bodges pricsity for yo.

You have repeawd%y staeed that AYDS i3 3 priority for yorr Adminisuation, Despite the fact that
AIDS, slong with other critical domestic progeams, was remeved a5 2 budget priority during (ke
recerst budgrt acgetiations with Congress, we expect AIDS 1o remmain a funding priority for your
Administration. Tha good acws will be ghort lived if we in any way retrest from our nationat
conuninment to prowiding the ascessary resources for health care and the relared support services
needed 13 mm that people Living with HIV remain healthy, productive and conmibuting mermisers

of sociery. ! |

Please support the highest possibiie funding for all Titlez of the TARE Actin the House and Senate
version of the FY "98 Labor, Health and Human Serviess and Edusation Appropriaticas bill,
specifically the $21.7 million request.

A3 you pregare your FY 9% Iudget request 1o Congress, we ask that you request Congress to
provide incresses for all Rysn Whits CARE Act programs, 1o partioular, we avongly urge you to
Include a tequest for Tite T fanding for £Y '99 (o the amount of $570 million, This would provide
& $120 millicn increxse aver the FY 97 Title ] spending.

¥Your budget request is the mngible means of reassuring people living with HIVIAIDS that ATDS
ressuing a priority for you and your Adminisernsion, I urge you and your sdaminisragon @ answer
this challenge 1o cur pation with &Il e prasion and resources required o bring hope 0 Americans
Yiving with HIV, People Bving with HIV and ATOS are waching snd waiting for your leadership,

Sinvere

Consumer of Ryan White CARE Agx
Mumber, E{IV-Dmg and Alcohol Task Foree Client Committee

e |anmmm0mammmmswgu

- Donna Shalala, Secretsry of Health xt Human Services
QWMMR:%?W .
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Septmberzi 1597

I?:e Hoporable Wﬁk&n 4. Clinton
Presidevt of the Uited States
The Whits House

_ 1600 Pennsylvania Avenus, NW,

Washingeon, B.C. 20500

" Tamm 3 persn living with HIV/AIDS. T werite to you today to request yous suppoct in my efforts &

ensare s fanding for programs far peopls lviag with HIV disenss and AXDS rezaaing & national
priority. T am distressed dhar you and your Administration falled to recommmend approprism
Incresscs in CARE Act funding for Fiscal Year 1998, The Advsinistration’s budpet request for FY
‘98, | beticve, was woefully inadeguate, | am pasticularly concemed that your progosed increase
for Titie { was Gar below the expeessed needs of CARE Act Title I metropolitan aress, In recent
mestings with members of your Adminisyration, peopte living wirh HIV eepresenting the CAEAR
Caalition were dissppoimmed that yaur represcatatives failed to assire thess that ALDS remains 2
budget priozity for you,

You heve repeatediy stated thag AYDS 33 2 priority for your Adminisration. Despie the fact that
AIDS, along with other eritical damestic programs, was removed as 3 budget privrity during the
recent budger negotiations with Congress, we expect AIDS to comaln a fmding priorty for your
Administration, The good news will be short lived if we o any way retreat from our aational
commitment to providing the necessary resources for health care 404 the moited suppost services
needed (0 ensure that people Bving with HIV remain healthy, productive and conmbuting members
ofsocicty,I .

Plzase suppory the ighest possible funding for all Tithes of the CTARE Act in the House and Senate
version of the FY *98 Labor, Health and Husnan Sevvites and Educaton Appropriations bill,
specificatly the §21.7 million request,

A3 you prepare your FY '99 budget request 1o Congress, we ask that you request Congress
provide increases for all Ryan White C&Mﬂamm In particuiar, we strongly urge you to
baclude a request for Title f funding for FY *99 b the amotnt of $570 mitlion, This would provide
& $120 million incrense over the FY *97 Title | spending.

Your budget recuest i the mngidle means of reassuring people living with HIV/AIDS that ATDS
semains & priovity for you and your Adminbstration, | urge vou snd your adminisraion 1o answer
this chsllenge to our sation with all the pastion and resources required 1o bring hope o Americans
fiving with HIV. People living with HIV and ATDS are walching and waiting for your jeadasship.

S@:f‘y\;ﬁ- wld G Rl

Conrumer of Ryss White CARE Act Sezvices
Member, HIV-Drug end Alzolin! Tack Forve Client Comminee

£ : Frankiin Raines, Offico of Mamagement and Budget
‘mmsmarmeSM
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Septermber 26, 1997

‘The Honorable Wilitsm 1. Clinion
President of the United Seates

The White House

1660 Pergyivania Avenee, KW,
Washingion, DL.C. 20500

Dear Mr. President:

Tam a;ml‘sm living with HIV/AIDS, | write 10 you tnday 1o reqguest your suppiet in my «ffornts to
smsure that fupding for programs for people living with HIV disease mmd AIDS remaing a national
priority. I am distressed that you and your Admiciseration failed to reconmmend appropriste
increases in CARE Act funding for Fiscal Year 1998, The Adminicration’s budget reques: for FY
98, | beticve, was woefully inadeguate. § wn parvicularly concerned that your propesed increase
for Titde | wms &y below the expraxsed needs of CARE Act Titie | metropolian areas. In recent
mestings with members of your Adminisgstion, people iving with HTV tepresenting the CABAR
Coalition were dizsppoiated that your representatives filed 1o assure them that A1DS remains a
budger priocity for you.

You huve repeatedly stated gux AL0S is » pricrity for your Administration. Despite the facx that
AIDS, along with other eritical daméstic programs, was removed ax 2 budget priority during the
recent budgsr negotiztions witk Congrass, we expoet AT to romain a Rnding priority for vour
Administation, The good news wiil be shore lived if we i any way retreat from oue national
compitment 10 providing the necessary resources for health care and the related mpport services
semded to ensure that psopie living with HIV remain heabdy, productive and conoiboting mumbers
of sociery.

Please support the highest possibie funding for aif Titles of the CARE Act in the House sud Senate
version of the FY ‘98 Labor, Health and Ruman Services and Edacation Appropriations bill,
specifically the $21.7 million reguest.

As you prepare your FY ‘99 budge: request 1o Congress, we a<k that you request Congress 1o
provids increases for all Ryan White CARE Act programs. In particular, we swongly urge you to
inciude a request for Tile J funding for FY *99 (0 the amount of $57¢ million. This weadld provide
48126 miélian increase over tie FY 97 Titls | spending,

i
Your budget request is the mngible means of reassyring people living with HIV/AIDS that ATDS
reoins & priority for you wnd your Administration, | urpe you and your sdaxinictration 10 inswer
this chinilenge to our sagion wits oIl the paesion and resources requized 16 hing hope 10 Americsns
fiving with HIV. People tiving with HIV aad AIDS are warching mnd waiting for your leadership.

Sincevely, :

!

Consamer of Rysn White CARE Acs Scrvices
Member, HIV.Eirug and Ateohol Task Faree Client Committng

= | Franklin Raines, Office of Maragement and Budget
. Donma Shalals, Secrevgy of Heakh and Human Services
“: Bruce Reed, Assistann o the Presidens

| e} Sandra Thurman, Office of Natlonal ATUS Policy
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Szamb«fr 26, 1997

The Honerable Willisrn 1. Clion
Presidam of the United Seates
The White House

1660 Pennsylvania Avenns, N. W
Washington, D.C, 20300

" Dear Mr. President;

T am a person Tiving with HIV/AIDS. T write 10 you todsy & request your suppert i my effors to
ensure that funding for programs far peopls Uving with HIV disease and AIDS ressains a nationsl
priority. § am distressed that you and your Admaisistation fGiled (o recornmend approprisse
increases in CARE Act fanding for Fiscal Yesr 1998, The Adminisiration’s budger requess for FY
'93, | belicve, wes woefully inadegquats. 1 an pareulanly concemed that yeur proposed ingreste
for Title { was far below the exprassed geeds of CARE Act Title 1 metropolivan areas. In recent
mestings with members of your Adminiswation, people Hving with HTV represeating the CAEAR
Ca&iﬁo&m disuppointed that your represcntatives failed 1o assure them thar ALDS remains &

i
You have*repeated}y seated thar AESS 12 2 pricrity for your Adeinistration, Diespite the fact that
AIDE, along with other critica) domestic programs, was removed 33 2 budget priority during the
recent budget negotiations with Congress, we axpect ATDS o remain a fiunding privrity for your
Adminiswation. The good sews will be short lived if we i any way retrest from our nstienal
commitment t providing he necessary resources for health carc and the related mpport services
needed 1 ensure that people living with HIV remain healthy, producrive and conwibuting mombers
of society,
z
Please support the highest posnble funding for alf Titles of the CARE Act in the Houss and Senate
version of the FY ‘98 Labor, Health and Buman Services and Education Appropriations bill,
specifically the $321.7 million request.

As you prepaty your FY 99 budget request 1o Congress, we ask that you request Congrass 1o
provide increases for all Ryan White CARE Act programs. In particular, we svongly urge you to
include » request for Title 1 fmding fr FY *99 in the amount of §570 miliion. This would provide
# $120 million increase over the FY 57 Title | spending.

Ywmdwm:smmkmafmmph hving wite HIV/AIDS dat ADS
remainy x priveity for you and your Administration, | tege you snd your adzsinistration 1o saswer
dnschali‘engemmmmmhﬁi%pmmmdrzsamwmqu:radwbmgkwto&umm
iivk;gvmh!{[\‘ Peopls living with HIV and ATDS are watching and waiting for your leadership,

Camaf&m WEne CARE Azt Scrvices
Mermbser, !Q?-Qru;md Aleaho! Task Forre Client Comminze

e L. mmmammwwga
“. Donna Shaizie, Secretary of Heslth and Himmas Servicey
i -+ Bruce Reed, Assiseant 10 the President

| Wl i, ~&g‘8mdramu.8f5mefmﬁomz &ﬁ}s Policy
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Segtember 26, 1997

The Honarable William J, Clinton
President of the United States
The White House

1600 Pennsybvania Avenue, N.W.
Washington ThC. 20500

‘Deay Mz, Presideqt:

I a1 2 person Hiving with HEV/AAIDS. T write to you today to request your support in my efforts 1o
ensure thar funding for programs for people living with HIV disease and AIDS remaing a natianal
priority. 1 am distressed that you and your Administration failed to recorumend appropriate
increases in CARE Act funding for Fisca) Year 1998, The Administration’s budgse reques: for FY
‘08, | believe, was woefully inadeguate. I am particularly concemed that your propesed ingrense
for Title | was tar below the expressed needs of CARE Act Thie | metropoiian areas. fn recent
meetings with members of your Administation, peopls living with KV represeating the CAEAR
Coalifion were disappoimed that your representatives fuiled to asnure them thay AIDS remains &
budget priority for you.

You have repeatedly smed thar AIDS i3 s priority for your Administrasion, Despite the fact that
AJDS, slong with other critical domestic programs, was remeved as a budget priority during the
recat budget negotiations with (ongress, we expeet ATDS to remain a fimding priority for yowr
Adniniseation. The good news will bu short lived if we i any way retreat from our narional
commitivent to providing the necessary resources for health eare and the related support services
needed to ensure that people living with BTV remain healthy, productive and contibuting moemberg
of socicty,

Please support the highest posrible finding for alf Titles of she CARE Actin te House andd Seran
' version of the FY ‘98 Labor, Health and Human Services and Education Appropriations bill,
specificaily the 521.7 million request.

Myonpzémm??*%Wmimm%ukﬂmymmw&ngmsm
provide increases for all Ryan White CARE Act programs. i pssticular, we strongly urge you to
Inclode 2 request for Tite I funding for FY 99 {n the amouat of $570 million, This would provide
& 5120 million incresse over ths FY 97 Title | spesding.

Your budget request is the ungible means of teassuring people living with HIV/AIDS that ATDS
remning 3 priarity for you and your Adminiswation, I urge you snd your adesinisiration w aaswer
this challenge to our astion with all the passion sxd resowrces required 1o bring hope 10 Americans
h\fingmth!-m’ People living with BIV and AIDS are warching ard waiting for your leadership.

Smiy,

Consamer of Ryss Whits CARE Act Services
Member, HIV-Dreg 2nd Altotiol Task Force Client Committes

ot Franklin Raines, Office of Management and Budget
Donna Shalala, swmmmmmm
| Bruce Reed, Assistant 10 the President

Sandra ’I‘hm:nm o:ﬁccefxmm AFDS Policy
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SW 26, 1997

The Hoporshie William J. Clinton
President of the Unired States
The White House

1500 Permsylvaria Avenue, N.W.
szmgmnc 20808

"Diear Mr. Fresident;

1 am a2 parson Tiving with HIV/AIDS, 1 wrilz 1 you today 1o request yaur sepport in roy offors 1o
ensure that funding for programs for peopis lving with HIV diszase and AIDS remaing a nationsl
" prioriy. s distressed thiat you and your Administration failed to recommend appropriate
mereases in CARE Act funding for Fiscal Year 1998, The Admunistration’s budges requess for FY
D8, [ baticve, way woefuily inxdequate. | am partieularly concerned that your proposed incrasse
for Title I was &ar below the oxpressed nocds of CARE Acy Title I metropolitan areas. In recent
mestings with mewders of yousr Adreisdstation, peonle Bving with HIV represeating the CAEAR
Coaliton were diszppointed that your representatives faided 1o asture them that AILS remains a
budget priority for you.

You have repeatadly stated thax AIDS is a priority for your Administration. Despite the face that
AJDS, along with cther critical domesmic programs, was removed a5 a budget priorhty dwing the
recent budger negetistions with Congress, we expect AIDS to remain a funding privnity for your
Administration, The good gews will be short lived i we (o aay way retreat from o sarional
commitment to providing the necessary tesourtes for health care and the related support sarvices
needed 10 ensure that peopis tiving with IV cemain healthy, productive and comributing mombers
of socie::y,;

Please support thie hiphest posyibis funding for all Titles of the CARE Actin the House and Senate
version of the FY ‘98 Labar, Health and Huraan Servicas and Education Appropristions bilf,
specificaliy the $21.7 miltion request.

Ax you prepare your FY 99 budges request 10 Congress, weé ask thay you request Congress
provide incresses fir afl Rysn Whits CARE Act programs. In particuiaz, we soongly urgs you to
inchude a request Ko Titie 1 Gmding for Y '99 in the amount of $570 million. This would provide
& 512 million inerease aver tis FY "7 Title | spending

Your busdget request is the sngible means of reassuring people fiving with HIV/AIDS dsar AJDS
retising s priority for you mnd your Admimisestion. § urge you and your administration 10 answer
this challangs to cur pation with aff the passion and resouress required 1o Sring hope 0 Americss
fiviag with HIY, Peepls living with HIV and ATDS are waiching and waiting for your [eadersbip.

Sincerely, |
fudotoh EHi

Canvwner of Ryam White CARE Act Sarvices
Member, HIV-Drug xed Alcobol Task Foree Client Committee

o . Franklin Raines, Offics of Mansgensent and Budget
. « Porma Shatala, Secretary of Heahth and Hhrman Serviees
, o o o Brece Rovd, Assistans o the President
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. Septomiber 26, 1997

¥
The Honorabia Willinm J. Clinton
Presidmmt of the Uinited States
The White Houso
1600 Pennsylvania Avenus, NW,

Washington, D.C. 20500
. |
Dmhﬁr m:dent:

Imamhmgmtbmwm lmwwmmymmmnmmpmmmyeﬁmw
snure that funding for programs for people Uving with HIV distase and ATDS remaing & nstional
priority. | am distressed that you and your Administracion fisiied 10 cecommend appropriate
increases in CARE Act funding for Fiscal Year 1998, The Adminixtration’s budget request for FY
198, § befieve, was woefully nadequate. I am particularly concemmed that your propaced increase
for'fi;ia!m&rbdwthawmcdnuésefﬁ&%ﬁmﬁﬁﬂmmliwmas in recent
mentings with members of your Adminiswation, people living with IV tepresenting the CAEAR
Coaimanmdlsappomdtkayaw representarives failed w asnure them thar AIDS temains 2

badger pnnmy far you,

You have repcawgny stated thar AIDE is 2 priority for your Adminiswration. Despite 1he fact that
AIDS, along with other eritical domestic programs, was mmoved as a budget privtity during the
recent budget negoriztions with Congress, we expoct AT 1o remain » fimding prierity for your
Adminiswation. The good aews will be short lived if we in any way retrent from ouwr nagional
commxzmm ta providing the necessary resouress for health care and the related support services
needed o eam that people living with HIV reesain healthy, productive and contributing members
of society, |

Please sup;!:m the highest possibie funding for all Titles of the CARE Act i the House and Senate
version of the FY ‘92 Labor, Health and Homan Services and Education Approprintions bill,
specifically the $21.7 million request.

As you m;;m your FY 9% budget request 1o Congress, we ask thet you request Congress 1o
provide imcreases by all Ryan Whits CARE Act programs. lo particular, we srongly urge you to
Include a w;izes: for Title 1 fnding for FY '99 in the amount of $370 miltion. This would provide

4 3120 million increase over the FY "7 Title | sperciing.

|
Your budget fequest is the sogible means of rexysuring peopie hiving with HIVZAIDS that ATDS
remains 2 priarity for you and your Adminiscrarion, | urge you snd your administation 10 answer
m&gwmmmw&aﬂmmmm—mmqumdzobrmgmmammms

Consumer of Rysn White CARE Act Services
Member, HiIV-Drug and Alcohel Task Forow Client Comminee

H
£ Franklin Raines, Ofttcr of Management and Budget
‘Donna Shalals, Secrerary of Health snd Humen Sevices
L . Bruce Reed, Astistent 1o the President
R EWWD@WQ{N&MAN Policy
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Septemsber 26, 1997
The Honorable Willism J. Clinton
President of the Usited States

The White House
1600 Pennsylvania Avenus, W.W.

Washington, DL, 20500
" Dear Mr. Presideqt:

il

1 azm 2 person Hving with HIV/AIDS. 7 write to you today to request your support in my offors
ersure that funding for programs for peopls lving with HIV disease and AIDS remaing 2 natiosal
priovity. I am distressed that you and your Administration failed o recommend appropriate
facreases in CARE Act Anding for Fiscal Year 1998, The Administration’s budget request for Y
*98, [ believe, way wocully inadequate, ¥ am parcularly concered tha your proposed incresse
for Titie I was far below the expressed needs of CARE Act Thiz | metropoliran aress. In recent
mectings wich members of your Adminiscration, people living with HTV representing the CAEAR
Coalition were disappointed that your representatives failed to assure them that AIDS remains a
budger priority far yow,

You have repeatedly stated thar ANOS $3 a priority fur your Administration. Despite the fact Giat
AIDS, along with other eriticul damastic programs, wis remeved as 2 budget priority during the
recent budger negotiations with Congress, we expect AIDS to remaia a fading priosity for vour
Administration. The good news will be shor lived if o In auy woy rotrest from our national
tomsnitment to providing he necessary resources for health cars sod he related suppors services
needed 1o ensare that people hving with HIV cemain healthy, productive apd contributing roombers
of socwt:,r

Please suppcrrt the lughest possibly funding for all Titles of the CLARE Agtin the House and Senate
version of the FY ‘98 Labor, Health and Human Servicas and Education Appropriations bill,
specificaily the $21.7 million request,

As you prepare your FY ‘9% budget raquest 1o Congress, we ask that you roquest Congress
provide increases K ali Rysn White CARE Act programs, kn particular, we sirongly urge you to
inchede 2 request Hor Title T Bmding for FY *99 @y the amount of $570 million. This would provide
2 5126 millicn ncreate over the FY "97 Tite 1 spending.

Your budget request is the mangible means of reassuring people Hving with HIV/AIDS that ATOS
remains 2 priority for you and your Administration, ] urge you sod your sdministration 10 ssviver
this challenge to onr astion with all the pacsion and resources required 16 bring hope 1o Amerieans
tiving with HIV. People lving with HIV and ATDS ars warching and waiting for your leadership.

" {onsamer of Rysm Whits CARE Act Scyvives
Member, HIV-Drug snd Alcoliol Task Foror Cliowt Commitee

e Frankiin Rajnes, Offics of Mansgenjent and Budgst
. i Domna Shalals, Secretary of Health and Human Servicss
... i Bruce Reed, Assistrt 1o the President
- ”“‘Sandn'l'bmm:x. OfﬁccofNaﬁonsi ATDS Policy
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September 26, 1997

The Honorahle Williar: §, Chuton
Prosident of the United States
The White House

1600 Permsylvania Avenus, N.W,
Washington, D.C. 20500

"Dear My, Presidect:

{ amn 2 person living with HIV/AIDS. J write 1 you today o request your support is sy efforts 1o
m&a&mfmpwfmwm Bving with MIV diseass snd AIDS remains 2 national
priority. | am distressed that you end your Admisisrarion failed 10 recormmend appropriaze
increases in CARE At funding for Fiscal Year 1998. The Adminictration’s budget request for FY
198, { bekicve, way woefully inadequare. | mm particularly concomad that your proposed increase
for Tite § wes far below the expressed needs of CARE Act Yithe | metropolitan areas. in recent
meetinge with members of your Adminiswation, peoptes Hving with HTV reprosesting the CAEAR
Conlition were disappointed that your representatives failed 10 assure them that ALDS remains 2
budges priority for you.

You have repeatedly smted that ALDS is a priority for your Adminisustion. Despite the facr tha
AIDS, along with other critical domestic programs, wis removed 28 a budget priority during the
racent budget negotiztions with Congress, we expett AIDS to remais a funding priority for your
Aduyinistrarion. The good sews will be shore ived if we in any way retrest fom ot nstional
sommitment o providing the necessary resources for health care and the related smpport services
needed w ensure that people living with HIV remain healthy, productive and contrfbuting membery
of socicty.

Plzase mi:pm the highest poseible finding for all Tides of the CARE Act in the House and Senste
version of the FY *98 Labor, Health and Haman Services and Education Appropriations bill,
specifically the §21.7 miffion request,

As you prepare your £Y 99 budges request 10 Congress, we nsk that you reqiest Congress w
provide increases iy all Ryan White CARE Act programs. fn particular, we stongly urge you to
inchudz a zequest for Tide | fupding for FY 2% i the amount of $570 wmillion, This would provide
1 5120 million incroase overthe FY 97 Title 1 spending.

Yaour M,igtt request is the mngibie means of reassuring people Hvinsg with HIV/AIDS dat ATUS
resmans 2 prigrivy for you and your Adminiseration. 1 urge you and your administrarion w answer
this challengs 1o onr sation with &1} the pacion and resoursey required 1 bring hope to Americans
living with HIV. People living widh HIV and IDSmwzrghingmdwaiﬁmfwmmmip.

st - Ty NN
|

Conswmer of Ryan White CARE Ay Sarvices
Member, HIV-Drug snd Aleohol Task Foree Cliemt Coamminee

e Frankiin Raires, Office of Maszgement and Budget
. Doana Shalsis, Sscrenary of Health and Fhuman Services
b Bruoe Resd, Assistant 1o the President
i, Sandra Thurman, Office of National ATOS Policy
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Septesnber 26, 1997

The Hemarable Willimm ¥, Clinton
President of tie Linired States
The Wivite House

1600 Permuylvania Avenas, N.W.
Washington, D.0., 20500

' Dear Mr. Presidens’

Im:psciim Hiving with FYV/AIDS, J write 1 you today 5 riquest your support in my zffors to
ensure that Suding for progranss for people Living with HIV diseass and AIDS remaing 2 naxioaal
priority. ] are distressed that you and your Administration falled o recormmend appropnisie
incTeases in CARE Act funding for Fiscal Yesr 1998, The Administration’s budget request for FY
94, 1 beHeve, way woefully badeguare. 1 am particularly concerned that your proposed tncrease
for Thic § was far below the expressed noeds of CARE Act Title 1 metropolitan sreas. fn sacent
merrings wid: members of your Adminisuation, peopls living with HIV represanting the CAEAR
Coalition were disappointed thar yeur representatives failed 1o assure them that AIDS remains a

budges priority for you.

You have repeatedly staind thar A0S ia o priveity for your Administration. Despite the farz that
AIDS, along with ather eritical damestic programs, was removed as 3 budget priority during the
recant budget negeciations with Comgress, we expect ATDS 1o remais a fnding priexity for your
Administration. The good newn wiit be shor lived if we i any way retreat from ony nasional
comitment o providing the necessary resoursss for health care aod the rolsted suppors sorvices
needed 1o ensune that people Bving with HIV remain healthy, producrive snd contributing members
of society,

Please support the Righest possible funding for all Tisles of the CARE Act in the House and Senate
version of the FY *98 Labor, Haalth and Huzaan Services and Educaton Appropsistions bill,
sp&iﬁcaiiy the 321.7 miltion raguest,

A3 you prepace your FY *99 budget request 10 Congpess, we sk that you request Congress te
provide mmufmaii RKyan White CARE Act programs. In particular, we soengly urge you o
tnchede & request for Tiiz | finding for FY 99 i the ametnt of $370 million. This would provide
a $126 enillion increase aver the FY 97 Titie 1 spending.

Your budget sequess is the mngible mean of veassuring people living with HIVIAIDS that AIDS
reemaing 1 pricrity for you and your Administranion, | arge you and your administration © answer
this chaflenge to our aanar with all the passion snd resources required 1o bring hope 1 Americans
living %rx':hz . People Living with HIV and AIDS a2 watching and waiting for your leadership,

Tl

of Ryan Wite CARE Ay Sarvices
Member, HIV-Dyug and Alcoho! Task Forve CHemt Commintoe

i

I
. o . Franklin Raines, Office of Management and Budget
. ) , Dorna Shalsia, Secretary of Health wnd Fuman Services
‘ R . "‘“?Bmk:d.mmmmrmdm ,
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Sawm?« 76, 1997

The Henorable Willtam 7, Clinton
Praxident of the Llnited States
The White House

1600 Pernsyivania Avenue, NW,
Washingtan, B.C, 20500

' Dear Ms. Presidegr:
i

Imap&mﬁvﬁzzwimmwﬁm*!miamymmdaywmqucs:yawsappminmcﬁemm
ensure thar fuading for programs fov pecple Hving with HIV disease and AJDS vernaing a national
prioricy. I am distressed that you and your Admipistration friled 1o recommend appeopriste
increascs in CARE Act funding for Fiscal Year 1998, The Administration’s budget request for FY
98, I beliove, way woefully inadeguate. § am particularly concerned that your proposed inoresse
for Tide | v far below the expressed needs of CARE Act Titie | metropolitan sreas. In recent
meetings with members of your Administation, people living with HIV represeaning e CAELAR
Coaltiton wers disappointed thar your representasives faijed to assure them that ALDS remaing &
budget priority for you,

Yau have repeatedly stated that AIDS s a priority for your Administration. Despite the fact tha
AJDS, slong with other critical domestic programs, was reroved as a budges priority during e
recent budget negotiations with Congress, we expect ATDS to remoain a funding pririty for your
Adpministratisn. The good news will bs short tived if we in any way retrest from our sarionsl
comitment o providing die necesyary resources for heakth care and the refated support services
aeedod to ensuze that prople living with HEV remain healthy, productive and conibuting members
of society.

Please support the highest possidle fouding for al? Tities of the CARE Act in the House and Senate
version of the FY 98 Labar, Health and Human Services and Education Appropristions bill,
specifically the $21.7 million reques,

As you prepare your FY 99 budget request 1o Congress, we atk that you request Congress t
provide increayes for all Ryan White CARE Act programs. 1n particular, we strangly uegs you 1o
tnclude a request for Tide | Runding for FY *99 in the amount of $$78 million. This would provide
8 £120 millico incresse over the FY *97 Title 1 spendisg.

Your budget request is the tangible means of reassuring people Hving with HIV/AIDS hat AIDS
remains a priority for you snd your Administrazion, I wrps you and your administration 1o snswer
this challenge to owr aation with all the passion and resovrees renquired 10 bring hope W Americans
living with HIV, Hving with HIV andAT0S are watphing and waiting for your leadership.

Coosumer of Ryan White CARE At Sarvices
Member, HIV-Drug and Alcoko! Task Foroe Cliemt Committee

¢c: Fratkiin Raines, Offics af Management sod Budget
F Dotins Shalaln, Secretsry of Health ané Human Services
Brave Keed, Assistens s the Presidest
*+ Sundra Thurman, Office of Nationa! ATDS Policy
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S&pmbuzé 1997

The ﬁzmmbic Wittizm J, CHuron
Peasident of the Untred States

The White House

1600 Penngylvania Avenus, N.W.
Washington, D.C. 20500

" Dear Mr. Prmdem:

Im aps:mhvmgwﬁ:hlvl‘fvmms ?mwmm&ymm}mmwmweﬁ%m 0
ensure that funding for programs for people living with KIV disesse and ATDS remiaing a national
pmafzy 1 s distressed that you snd your Administrazion failed to recommnend appropriate
iseresscs in CARE Act Rundisg for Fiscal Year 1998, The Adminismation’s budget request for FY
‘58, 1 believe, was woefally inadequate, 1 am particularly consemed that your propased increase
for Tide 1 was far bolow the expressed needs of CARE Act Title | metropolitan areas, In recent
mestings with members of your Administration, peopls Hving with HIV representing the CAEAR
Coalition were disappoinred that your representatives failed to assure them that AIDS remains
budger wiloﬁrx for you.

You have repeatedly soted that AIDS is 2 priodty for your Adminisoation. Despite the facr that
AL, along with odher oritical domestic programs, was removed a3 a budger priority during the
recent tndget segotiztions with {mgreys, we expect ATDS 10 remain & finding priority for your
Administration. The good news wiil by short lived if we in any way retrent from our national
commitment 10 providing the atcessary resources for health care and the related support services
needed (o ensure that people living with HIV remain healthy, productive and coanibuting members

of society,

. Please s;.uplpm the highest postibln funding for all Titles of e CARE Actin the House and Sennte
version of the FY ‘98 Labor, Healit and Human Services and Education Appropriations bill,
specifically the $21.7 million request,

As you prepare your FY 99 budges renuast 1o Congress, we a2k that you request Congress 10
provide increases for all Ryan White CARE Act programs. io particular, we strongly urge you to
Bschude & request for Title T Rading for FY *99 i the amaonnt of $570 million. This would provide
4 3120 million increase over the FY 97 Titls | spending.

Your hodget request is the mangible imeans of reassuring peopie lving with HIV/AIDS that AIDS
remiaing & priority for you and your Adwinistacon. | urge you sod your administranion 10 mtwer
this challenge to our astion with all the passion and resources required 1 bring hope to Amesicans
living with HIV. People living with HIV &&&BSMWWWW for your Jeadership,

Conrumer of Ryan White CA]
Mumber, HIV-Drug and Alcsho! Task Farce Client Committee

23 | Franklin Rafnes, Office of Management and Bodget
_ + Douma Shaias, Secretxry of Health and Human Services
} T sl Bruce Reod, Astistant o the President
Wl LT scEaT z«‘?ﬂs»éwmm:}fﬁaﬁmﬁams Policy
e art L & pe —‘w'w&f;"w‘ w e rtE 4
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Seprember 26, 1997

The Hombi& Willizm 1, Clinton
President of the United Seates

The White House

1600 Permsyhvamia Avenue, N.W,
Washington, D.C. 20500

me Presidenr

Jam apézmiivfngwithmvmm 1 write 1o you today to request your suppost in my effons o
ensure thar Riading for programs for people living with HIV disease and AIDS remiaing a national

" priority. | am distresyed that you and your Adeainistrarion failed o recormend appropriste
fncreases in CARE Act funging for Fiscal Year 1998, The Adnuinisuation’s budger request for FY
‘08, 1 beticve, was woefully insdequate, | am particidarly concernad thae your proposed increste
for Tide 1 was fir below the cxprossed needs of CARE At Title [ enetropotitan arens. In ricent
meetings with members of vour Adminismation, people iving with HTV tepressnting the CATAR
Coalition were disappoitited that yous representatives failed o assure them that AIDS remains a
budget prioricy for you.

You have repeatedly stated thist ALDS i 2 priority for your Administrerion, Despite the fact that
AILS, along with other critical domestic programs, was removad as 2 budge? pricvity during the
recent budget negotiations with Congress, we expet ATDS to remials 3 funding priority for your
Administrasion. The good sews will be short lived if we in any way retroat from our national
comminment to providing the neceagary resources & health care and the yelated suppors services
ssaded 10 ensure that peopie Hving with BIV remain healthy, productivee and conmributing members
of mczzzy

Pleare support ths highest posribis ﬁmding for ali Titles of he CARE Act in the House and Senate
varsion of the F'Y ‘98 Labor, Hezith and Human Services and Education Appropriations bill,
specificaily the $21.7 miliion requost.

A3 you prepars your FY 99 budget request 10 Congress, we agk that you request Cotgress 16
provide increases for sil Rysrs White CARE Act programs. n particular, we swosghy urge you i
Include a request for Tite | funding for FY *99 in tie amount of $570 willion. Tiis wouid provide
8 $120 miltion increase over the FY 97 Titls 1 speading.

Your budges reguest is the mngibie mesns of reassuring people living with HIVIALIDS that ADDS
remaina 2 priority for you and your Adminisoution. | urgs you and your adminiswarion @ answer
this challenge 10 ouy pasion with all the passien snd resources required to bring hope t6 Americans
living with HIY, People living with HDCand ATOS st wanhing and waiting for your leadersbip.

Member, HIV-Doug snf Aleoho) Task Force Chie Committos
\ Raines, Offics of Manageme: and Budget

mmw%mwmmm
. Bruce Keed, Assiztant w the Presidem
Smd:a‘i‘iﬂzmﬂfﬁceofﬁm&ms%lmy




September 26, 1997

The Homorable Willizm ). Claton
President of the United States
The White Houso

{600 Pennsylvenia Avenus, NNW.

Washington, UL, 20300
Dear Mr, Presideot:

1 am & person Hiving with HIV/AIDS. T write w you todsy to request your support in my efforis o
ensure that fanding for programs for people lving with HIV disease znd AIDS remains a natiosal
priceiy. 1 am distressed that you and your Administration failed w recommnend appropriate
mcreases in CARE At funding for Piscal Year 1998, The Administration’s budger vequest for FY
98, [ belicve, was woelully lnadequate, | am particularly soncerned that your sroeposed increase
for Tiie | was far below the cepeessed peeds of CARE Act Title  memopolitan aress. In recenr
mectings with members of your Adminiswration, people living with HIV represearing the CAFAR.
Conlition wers disappointed that your representanives faiied w assure them that ALDS remains %

budge prionity for you,

¥ou have repeatediy stared that AYDS 1 » priority for your Administration. Despise the face thar
AIDS, along with other criticd domastic programs, was removad 23 a budpet priority during the
reoent asfger nepotiations with Congress, we rxpest AIDS w0 remain a funding priority for your
Adgunistration. The good news will be shore tived if we in any way retrest from our aasianal
sommitment to providing the secessary resources for health care sod the related suppott services
needed 1o 2nsure thas people living with HIV remain healthy, productive sad conwribniting members
afsocic:y,g ’

Please suppm the highest possible funding for ail Titles of the CARE Act in the House and Senste
varsion of the FY *9§ Labor, Health and Human Services and Educarion Appropristions bill,
specificsity the £21.7 miflion request,

As you prepare your Fy 99 budgst request to Congress, we ask that you request Congress 1o
provide increases for sll Ryan White CARE Act prograsns. In perticular, we strongly urge you to
tnclude a request for Title I funding for FY 99 i the amount of $570 million. This would provide
£ 8120 millios increase over the FY '97 Tide | spending.

i
Your budget request is the tengible means of resscuring people Hving with HIVIAIDS hat ATDS
remainy x pricyily for you and your Administrazion. I urge you and your administrazios to saswer
this chalisnge to cur oation with all the passion and resourogs required 1 dring hope %0 Americans
living with HIV. People living with HIV and ATDS are wasching and waiting for your leadership,

Consumer of Ryts White CARE Act Scrvices

Member, I»{Z?%namdﬂcab& Task Forow Cliemt Comminse
]

el jFrankiie Raines, Offics of Managwment and Budgst
Donns Shalala, Secretary of Health snd Human Services
{Bruce Reed, Acsicomt t the Presidae |

oo * i Sandra Thurman, Office of Nuiozal ATDS Folicy
e T
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Sepmabcf 25,1597

The Honarable Willism 1, Clinton
President of the Usited States

The White House

1600 Permsylvania Avenus, N.W,.
Wuaingu!m. DL, 20500

M‘Mr quuizaz:

Imzpcmm fiving with HIV/AIDS. T write 10 you today 10 request your Support in my efforts ©
W%Mfwm Bur peaple Bving with KTV discase sod AIDS remaing a pational
;ﬂm I 2 distressed that you and your Administrtion faiied to meommend appropriate
increasss in CARE Act funding for Fiseal Year 1998, The Administration’s budget request far FY
*08, | belicve, way wochully insdequate, 1 am particularly concenme that your proposed incraate
for Tige [ was far below the expressed needs of CARE Act Title | mewopolitan areas, in reconz
moetings with members of yous Adminisiration, people lving Witk HTV represeoting the CARAR
Coalition were disappoinked that your representatives faifed 1o assure e that AIDS remains 2
tudget priority for you.

You have repratediy stxded that AIDS s a priority for your Adminitration. Despite the facy thant
AIDS, along with other critical dumastic programs, was removed as a budget priority during the
seoen dadger aegotistions with Congress, we expeat ATDS 1o remain 3 funding priority for your
Adminisration. The good news will be shor lived if we {p any way retreat from our narional
comrpitment o providing the necestrry revonrces for health care and the related support services
noeded 1o ensure that peoplé living with HIV remain healthy, productive and ceanibuting members
of sociesy.

Please support the highest posssble fmding for ail Tittes of the CARE Act in the House and Senate
version of the FY ‘98 Laber, Health snd Huran Services and Education Appropriations bill,
specificaily the $21.7 million request.

A3 you prepare your FY 99 badpes request 1o Congress, we a4k that you Toquest Congress ©
provide increases for all Rysn White CARE Act programis, I particular, we strongly urge you to
inciude & request for Titie T funding for FY *99 ig the amount of $£570 million. This would provide
& 5120 million increase over the FY 97 Tite 1 spending.

Your budget request is the tangible means of reassuring people tving with HTV/AIDS that ATOS
remaing s priority f you wd your Administration, | wpe you and your ededmistration to answer
this challenge @ with all the and rasourcey reqaired 1o bring hope to Americans
Iwiagmﬁ:}{t\?" living with HIV ghd ATDS are watching and waiting for your leadership,

Sinterely,

LConsumer of Rysn White CARE Act Services
Merber, WIV-Deug and Alcohol Task Foree Cliest Commirtec

% Franklin Raines, Office of Management and Budget
Do Shalals, Secretury of Health and Human Services
Bruce Reed, Assistan o the President
" Sandra Thunmen, Office of Katignsl ATDS Policy
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September 26, 1997

The Honorable William J. Clincon

President of the United States .
The White House

1600 Pennsylvania Avenus, N W,

Waskington, D.C. 20500

v : ..
Dear Mr. ;Pztsidczm

Iamz pam Hving with HIV/AIDS. T write wyon today o request your support in my efforts to
ensure that funding for programs for people tving with HIV disease and ATDS remaing 2 natiozal
vmmy 1 arn distresned st you snd your Administration failed 0 recomunend appropriate
ncreases in CARE Act funding for Fiscal Year 1998, The Administration's budger requast for FY
98,1 bchcw:, was woefully inadequate, 1 am particularly concerned that your propased increase
for'ru!cxm&:mmmwmmdmmzwzmmmm&m
meetings witk mambers of yolr Adminisization, peopie living with HIV ropresenting the CATAR
Coalition were disappointed that your representatives failed o assurz them that AIDS remains 4

badget pnemy for you,

Youhave repe&x‘d}y statedt that ALDS i3 2 privrity for your Adminisiration. t)csplzc the fact that
AIDS, zitmg with other aritical domesric progrags, was removed as 3 budget priority during the
recent budget negotixinns with Congress, we expect ATDS 10 remsin a funding priority for your
Administration. The good news will be shore livad if we inn agy sway retreat from our narional
commitment ta providing the necessary resources for health care and the related support services
needed 1o ensure that people living with HIV remain healthy, productive and contributing members

of society.

Please supxlort the highest posribie finding for all Tiles of the CARE Act in the House and Senate
versian of the FY ‘34 Labor, Health and Bumen Services and Sducasion Appropriations bil],
specifically the $21.7 miilioe request.

Asycumyw?y “#9 budget request 1o Congress, we ask that you request Coagress o
provide increases B sll Kymy White CARE Act programs. s prticular, we srongly wee yoo to
include a request for Tkis | funding Tor FY ‘99 in the amount of $370 million. This would provide
a 128 mi‘iii‘wa increuse over the FY “97 Title 1 spending.

Your budget request is the rangible means of reassuring peaple living with HIV/AIDS that ATDS
retnaingy a prionity for you and your Administration. | urge you and your administration 1o answer
this challenge t0 our narion with all the passion and resources required 1 Wing hope 1o Argericans
living with HIV. People living with HIV and AJDS a7 warching and waiting for your lesdership.

' e anekead.z&smmtomﬂmxdm
e 3',._.,4-‘-'-!.‘ Sandra 'fhlnmm. Oﬁiceofﬂaﬁcnﬂ ATDS Policy
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$ep‘:em17¢!t: 38, 1997

Ths Honorable William J. Clinton
Proddent of the United Stxtey

The White House

1600 Pennsylvania Avenue, N'W,
Washingron, BD.C. 20500

Dear Mr. President

Imapm!imgmth}ﬁ’fmms T writs 1o you today to request your support i my effons 10
mmtﬁa{ﬁm@mgforpwm far people living with HIV disease and AIDS veshaing 2 pational
priority. I s distressed thar you ad your Administration failed 1o recommend appropriste
increases in CARE Act funding for Fisgal Year 1998, The Administration’s budget request foc FY
198, { belicve, was woefiully inadequate. | ars particularly conceread that your proposed inerease
for Tide I was far below the sxpeaased needs of CARE Act Titke { mstrepolitan aress, In recent
meerings with rembers of your Administration, peowie fiving with HIV representing the CARAR
Loulition were dixappointed that your represenmarives failed 1o assure them that ALDS remaing 3
bugger priority for you,

You have repeatedly staed thar ALDYE 1 » priority for your Adauiniseration. Despite the face thae
AIDS, akng with other sritical domastic programs, was removed as 3 budget priority during the
recont budget aegatiations with Congress, we expect ATDS to remain a fnding priority for your
Administration. The good news will be short lived iF ves in any way retreat froam oir narional
commimnem to providing the necessary resources for healh cars and the related support services
eeded © ensure that people iving with BIV remain healthy, productive and conmiburing members
of sociery.

Please aupport the highest possible finding for all Titles of the CARE Actin the House and Senata
version of the FY *98 Labor, Hesith and Haman Serviees and Education Appropriations bill,
specifically the $21.7 million request,

Ag you pirepare your FY 99 budget request 1o Congress, we ask that you request Congress &
provide increases for all Ryan White CARE Act programs, in particulay, we sengly urge you to
include » request for Title 1 funding for FY 99 in the amount of 3570 million. This would provide
& $120 million inerease aver the FY 97 Tiue | spending.

Your budget request is tie magibie means of resssvring prople fiving with HIV/AIDS tha: ATDS
remuaing 8 priarity for you snd your Admémisoration. ] urge you and your administration (o saswer
this challenge to our axtion with ali the passion and resources required 16 bring hope to Americans
hvmgmwv Peopix fiving with HIV and ATDS are watching and waiting for your izadership.

Sincerely, | . _
‘ ()Z ¢ SZM o Ebu» (,&AC//

Consumer of Ryan White CARE Act Scrvices
Member. HIV-Prug and Alcobol Task Faroe Cllent Commitizn

] mm;cﬁmaf&mgmmmw

| Downs Shalaka, Secretary of Health and Humazn Servicss
Bruce Reed, Assistorr w the President
M‘am(}fﬁsxoﬁ%ﬁw ATDS Policy
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smmgzs, 1997

The Honorable Willimm J, Clinten
Precidmg of the United States
The White Houso

1600 Pernngyivenia Avenoe, NW.
Washingran, D, 20500

Iamapeﬁbnlivﬁagwithmiff&ms-lwﬂzewmwdaywmwmwpwxézmycffam to
ensure that funding for programs for people Hving with HIV disease snd AIDS remains 3 national
priority. I am distresaed that you 2 yory Administradion fallsd to resommend 2ppropriate

" increases in CARE Act funding for Fiscal Year 1998, The Administration’s budget request for FY

‘98, I betieve, way woufully inxdequate. | am particulzrly concernad that your proposed increate
for Tide § was far below the expeessed needs of CARE Act Titde [ metropolitan armas, In recent
meetngs with members of your Adminisoation, people living with HIV representing the CAEAR
Coalition wers disappointed thal your represeamiives friled o assure them that ALDS remains a
budgee priority for you,

You have repeatedly stared that AJDS 13 2 priority for your Administration. Despite the fact that
AIDS, along with other ovitical domestie programs, was removed as a budget prioeity during the
recent budget negotintions with Congress, we expect ATDS to remaln a funding priority for yow
Administration. The good news will be shor lived if we i aay veny retrest from our natiagal
commitment to providing the aecessary resources for kealth care and the relsted figrporn services
needed 0 ensure that people living with HEV remain healthy, productive and conmbuting members
of society.

y

Please wp;im? the highest possible finding for all Titles of the CARE Act in the House and Senate
version of the FY "33 Labor, Health and Human Services and Education Appropristions hill,
specifically the $21.7 siflion request,

As you prepare your FY 99 budget requast 1o Congress, we ask st you request Congress to
provide increzses for sil Rysn White CARE Act programs. In particular, we strongly urge you to
include & tequess for Title T Randing for FY 99 {n the amount of $570 million, This would provide
& $126 willion increase over the FY 97 Tide | spending.

Your budget request is the tangibis means of reassuring, peaple living with HIVIAIDS that ATDS
remxing a prigrity for you and your Administrarion. | urge vou and your sdministration 1o answer
this chailengs o our sation with all the passion and resourees required w0 bring hope 10 Americans
living with HIV, People living with BTV and ATDS are wazching and waiting for your leadersiip.

Smmii/ i bt /j’iﬁé?ﬁi&i %{’ «

Consumer of Ryan White CARE Aoy Sawvicey
Member, HIV-Drug and Aleoho! Task Foree Cliem Comminee

o Frankiin Raines, Office of Management and Budget
Donns Shaiais, Secretzry of Health and Human Services
Bruce Roed, Assistons to the Presidemt

’ f&uﬁa‘mmma,ﬁ)fﬁse quationaI ATDS Palicy
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September 26, 1997

The Honarable Wil J. Clinton
Prosident of the Lisited Seates
The White House

1600 Fenneylvania Avenue, NW,
Washington, D.C. 20500

‘Dmm ?msdeuc

Izma pemm Fving with mwms ¥ writa wmm&aymuquutymrwppmmmyeﬁbmw
" ensure that funding for programs for peapie lving with HIV disease and AIDS remaing 2 nations!
pmmy ¥ nem distressed that you and your Administration fisiled 10 recormnend apgropriate
increases in CARE Ast funding for Fiscal Yesr 1998, The Administration’ s‘bﬁﬁg&m&fcﬁ‘:’
“98, | believe, was woefully inadwquate. [ am particelarly concerned that your sroposed increase
for Tide 1 way far below the axpressed needs of CARE Acr Title { memopolitan areas. In recent
meerings with members of yous Adminiswration, people living with HIV representing the CABAR
Coalitton were dizappointed that your representatives failed 1o assure them Giat ALDS remaing 3
budge priosity for you.

You have repeatediy soared that AJDS b a priority for yoor Administration. Despite the face teac
AIDS, aung with other aritival domestic programs, was removed as a budget privsily during the
recent budget negotations with Congress, we ¢xpect AIDS to remain a funding priority for your
Adminiseration. The good news will ba short fved if we in any way rerrest from owr national
CORUBItmen: ts providing the ascessary rpsources for health care and the related support services
needed o 2nsure that people ving with HIV remain bealthy, prodactive and conmibuting members
of sociery.

Please support thie highest possible funding fur all Titles of e TARE Actin the Howse and Senate
varsion of the FY "58 Labar, Health and Husan Services and Educarion Appropriations bill,
specificatly the $21.7 milfion request,

At you prepare your FY “99 budget request 1o Congress, we ask that you request Congress to
provide increases for all Ryan White CARE Act programs. Ip particular, we soongly urge you to
include a revuest for Title | fanding for FY 199 (0 the amount of $570 miltion. This would provide
» $120 million increase Sver the FY 97 Tite | spending.

Your budget request i3 the emgihle oieans of ressuring people tving with HIVIAIDS dm ATDS
gemaine z prioyity for you and your Adminicestion. [ urge You and your administration 10 answer
this challengs 1o our nation with all the passion and resources required w bring hope o Americans
living with HIV, People living with HIV and ATDS a2 watching and waiting for your Ieadership.

L W n
annomey & W}:mm.&cwc:um A

Member, W»&ug and Alcodol Task Forve Clism Covumiftes
’ i

74 « Franklin Raines, Offics of Mansgement and Hudget
“Dozna Shalala, Secretary of Health snd Haman Servicas
i Broce Reed, Assistant to the Presidem

Sandrs Thuarman, Office afﬁsﬁana! AIDS Policy
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September 28, 1997

The Honorable William J. Clinon
President of the United States
‘The White Housa

1600 Pennsylvania Avenus, NW.
Washington, D.C. 20506

' Dear Mz, Presidege

T 2 persen Hying with HIV/AIDS. ¥ writz 1o you todsy 10 request your support in my sffors o
ensure that fueding for programs for people living with HIV disease and ATDS remains 4 nasional
- . priority. [ am distressed that you xnd your Administration failed o eecommpend appropriate

fncreases in CARE Act fanding for Fiscal Year 1998, The Administration’s budget raquest for FY
98, { beiieve, way woefilly inadequate. I am particularly concerned that your proposed incresse
for Tixke [ was €ar below the cxpressed needs of CARE Acx Tide I metropolitan areas. In recent
meetings with members of your Adwiniswation, people living with HIV representing the CAEAR
Coalition were ditsppoinred that your representatives fatled 1o assure them that AIDS remains a
budger prionty for you,

You havs repeatedly statedd that ALDS 13 a privrity for your Admunistration. Despise the facr thar
AIDS, along with other criticd domestic programs, was removed as 3 budget pricrity during the
recent budger negotiations with Congress, we expest ATDS 1o remain a fimding prionity for your
Administration. The good sews will be shory lived if we i any way rétrest from our navions!
mmm:wmdmgmemwmm fov health care sod the related support services
teeded 10 ensure that people hving with HIV remain heabhy, productive and conmibuting membery

of sociery. |

Phoase auppm the highest possibie funding for ail Titles of the CARE Act in the House and Senste
version of the FY 98 Laber, Heaith and Human Services and Education Appropristions bill,
specifically the $21.7 miition request,

As you prepare your FY 99 budges raquest To Congrass, we ask that you request Congress 1o
provide mcresses for all Ryan Whits CARE Act grogrami. b particular, we strongly wrge vou to
toclude & reguest for Tiiz | funding for FY '99 1w the atsount of $570 milben. This would provide
a $120 million increass over the FY 97 Tidde 1 spending.

Yo budg-l.-t request is the tengible means of resssuring people Bying with HIV/AIDS that ATDS
remains & priority for you xnd your Adminisuation. J urge you and your administration @ snswer
this chalionge to oy gation with all the pasmion and resoWrcey required w Being hope ts Americans
living with}iz% Poople living with HIv and ATDS are waching and waiting for your leadership,

Consumer of Rynn White CARE Act Services
Membes, HIV-Dyug and Alcolo; Task Foree Client Committvs
i

£ | Frankifn Raines, Office of Management and Budget '
\ : . Donna Shalala, Secretzry of Health and Fuman Services
o . 'Bmkmi,mmwtkz?mm
5: _::’ ,‘ " . ,::.’ ' ‘r"?’. Fw‘ im Wmom kam: AJDS Pﬁhﬂy
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September 26, 1997

The Honorable Williem J, Clinton
President of the United States
The White House

1600 Pennsybvania Avenue, NW,
Washington, D.C. 20500

: i .
Degr Mr. l?midwc

Imapﬂéon Yiving with HIV/AIDS. T write 1o you today to request your support in my =fforts
enzure that funding for programs for prople living with HIV disease and AIDS rexains 3 national
priority. I am distressed that vou and your Administration failed to reconunend appropriate
fnereases in CARE At funding for Fiscal Year 1993, The Administration’s budget request for FY
*9§, | belicve, was woefiully inadeguatz. | e particulariy concerned that vour proposed iucreate
for Tle 1 was far below the sxpressed noeds of CARE Act This [ restropoiitan sress. Jn recent
oetings with members of your Administration, people Hving with HIV representing the CAEAR
Coalition were disappoimed that your represeatanives failed 10 assune the that AIDS remalns 4
budger prionity for you.

¥ou have ;pmdi)e stated that ALDS is & pricrity for youwr Administration. Despite the fact that
AJDS, along with other critical domestic programs, was removed as a budget priarity during the
recamt budget negotistions with Congress, we expect ATDS to remain a funding prionity for your
Administration. The good news wiil ba short lived if we ia agy way retreat from our narional
commitment to providing the necessary resources for health care and the mlated support ssrvices
needed 0 ensure that prople Hiving with HEY remain bealhy, prodactive and contributing members
of saciery,

Pleate support the highest postibls funding for all Titles s8the CARE Actin the House and Senae
version of the FY ‘08 Labor, Health snd Human Services and Education Appropriations bill,
specifically the $21.7 million request.

A3 you prepmre your FY 99 budges request to Congress, we ask that you request Congress to
provide increases for all Ryan White CARE Act programs. in particular, we swongly urge you to
include a vequast for Title ¥ funding for £Y *99 ia the amount of $370 million, This would provide
& $120 million increass over the FY '97 Title | spending.

Your budget request i5 e tangible meons of resssuring peopls Hving with HIV/AIDS ¢t ATDS
reaing » priority for you and your Adminiversrion, ] urge you snd your adainistration 1o apswey
this chalienge to our nation wid ali the passion and rescwroes required 10 biring hope 10 Americans
living with HIV. People fiving with HIV and ATOS are watching and waiting for youy [sadership,

- ﬁ‘%,n,\/ 'iz ?M

Consumer ofRy&u White CARE Act Serviees
Member, HIV-Drug and Aleolis) Tusk Force Client Committee

|
o Frankiin Raines, Office of Managerment and Budget
Donna Shatals Secretazy of Health snd Human Services
Bruce Reed, Assistant 1o the Fresident
- Sandra Tharman, Office of Nativasl ATOS Policy
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September 26, 1997

H
The Honorabis William }, {limon
President of the United States
The White House
1600 Penngyivania Averus, MW,
Washingron, 0.C. 20500

Dear Mr. President:

{ xm 3 person Jiving with HIV/AIDS. Twrin 1o you today to request your support in my effors to
enswrs that funding for programs for people lving with HTV disease and AIDS remains a national
;:nemy 1 am disiressed that you and your Administration fiiled to recommend appropriats
increases in CARE Act funding for Fiscal Year 1998, The Administration's budget request for FY
*98, | belicve, was wacfully inadequate. T am particularly concented that your proposed increase
for Title | was &ar bedow the expressed needs of CARE Act Tidde { metropolitan aress, n recear
reetings with members of your Administation, people lving with HIV wepreseoting the CAEAR
Coalidon wers dissppointed that your represenatives failed o assure them that AIDS remains a
budge peiority for you.

You have repeatedly stmed thue AIDS is a prisrity for your Administration. Dexpite the fact that
AIDS, along with other critical dumestic programs, was removed as a budger priovity duwing the
recept budget negotiations with Congress, we expert Al to remain a fiewding ptiority for your
Administration. The good news will be shon lived if we i agy way retreat Som our natfogal
commitnent w praoviding the accessary resourees for health care s the relsted mpyors services
ficeded 10 ensure thas people Hiving with HIV remuin healthy, productive and contributing members
of seviery. |

f

Please support s highest pussible funding for @)f Tittes of the CARE Ace in the House and Senate
wersion of the FY “38 Labor, Health and Human Servives and Education Appropriations bill,
specifically the $21.7 million request.

As you prepare your FY 99 budget request to Congrass, we ask thet you zegnest Coagress 1
provide increases for all Ryan White CARE Act programs. In particular, we stroogly urge you
inchude 2 request for Title 1 funding for £Y 99 in he amount of S370 million, Tlos would provide
& 3120 milliop increase over the FY 97 Tite | spending.

Your budget request is the mangible aseans of reaxsuring peopte Hving with HTV/AIDS that ATDS
remains x priority for you and your Administrarion, | urge you and your administrazion w answer
this ehallonge 1 our nation with all the passion and resourtes required to bring hope to Americans
fiving with HIY. Poople m;@wmv and ATDS are watching and waiting for your leadership.

sseon gl
+ . ! /f
. ) : <

Consumer of Rytn Whits CARE Act Services
Member, HEV-Drug and Aleohol Task Force Client

ge: Frankiis Raives, Offics of Management and Budget
Donna Shalals, Secretary of Health and Human Services
Bruge Reed, Asvisont 1o the Presidemt

... Sandra Thurman, Office of Natlonal ATDS Policy

P * A -
+
' . '
- - ra -
. . . -
. .
'
+

wday


http:funtl.in

e _..........;M,_‘_n_ o
. .
T
H
11
&

September 26, 1697

The Honorable Willizm . Clinton
President of the Lhnited States

The Wiite House

150G Perasylvania Avense, N.W.
Washington, D.C. 20500

! .

Dear Mr. Presidents

: i
Imzpcésaa Hving with HIV/AIDS. T write (o you today to request your support ia sy offons to
ensure that Miading for programs for peaple living with HIV disease and AIDS remaing 2 national
;:mriry 1 am distessed that you and vour Administration Giled to recommend appropriate
increases in CARE Act funding for Fiscal Year 1998, The Administration’s budget requast for FY
88, t believe, way woefully inadeguate. T am prsicalarly concemed Sut your prapossd increase
for Tide { was far below the cxpressed needs of CARE A Tltle 1 metropotitan areas, In recent
meetings witk members of your Admimismation, peopte Hving with HIV represeating the CAEAR
Coadition were disappointed that your representatives filed 1o assure them that A1DS remains 2

budges prioriry for you.

You have repearedly simted thar A1DS is 2 priority for your Administration. Despite the facy s
AIDS, along with other critical domestic programs, was removed ag 3 budzet priceity during die
recemt budger negotiations with Conpress, we expect AIDS to remaln a imding pricrity for your
Administration. The good news will be short lived if we in any way retsat frotn our antional
commitmes to providing the mecessary resowrces for health care and the related suppor? services
aeeded (O ¢nsure that people living widh HIV remain heaithy, productive and conmibuting meinkers
of soeiely.

Please suppore the highest possibla fupding for all Thies of the CARE A in the House and Senue
vezsion of the FY *$§ Labor, Health and Humn Services and Edwation Appropriasions bilj,
spesifically the £21.7 million request, .

As you prepate your FY 99 budges request 10 Congress, we aek that you request Congress
provide increases for all Rysn White CARE Act programs. iu paticular, we swongly wrge you to
fariude ucqucstfnr'i‘i:%&?ﬁmdmg for FY *49 i the amount of $370 million. This would provide
8 3120 miltion increase over the FY 97 Title | spendiag.

Your budgetm'sz is the ungible means of reassuring peopte tivipg with HIVZAIDS thar A8
moesing 3 priority for you and your Adminismration. | urge you sixd your administration 10 answer
this chailenge W aur pation with all the passion and resources required 10 bring hape to Americans
Living with HIV. People living with HIV and ATDS are wamching and waiting for your {eadership,

i

%

Merber, %ﬁi?biuxanﬁ Aleohol Task Foroe Clisnt Comminton

o Frankiin Raines; (ffice of Management and Budger
mmsmxmmmmmes
_ Bruce Reed, Assistant 1o the President
o ‘:‘Smnmmgfﬁzcafﬁaﬁcw AS Policy
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The Honorable William 1. Clinton
President of the United States
The White House
1600 Pennsylvania Avenus, N.W.
Washington, .C. 20500

|

‘Dear Mr. f’:uid:&c

Imapm Hving with HIV/AIDS, 7 write 16 you today to request your support in my sfforts to
ensure that funding for programs for people living with HIV disease and AIDS remaing 2 national
priotity. | ant distressed that you 2nd your Administration failed w recommmemd agpropriste
increases in CARE Act funding for Fiscal Yeur 1998, The Administration’s budget request for FY
98, § betiove, was woefuilly inadequate. 1 at permicularly concernsd that your proposed increase
for Tite 1 was far below the sxpressed needs of CARE An This I metropolitan aress, In recen
meetings with members of your Adminisyration, peeple living with HIV repregenting the CAEAR
Coalition were disappointed that yaur representatives failed 1o assure them that ALDS remaing a

budger pnamy for you,

You have repeatedly stated thar ALDS 18 2 priority for your Adminisiration, Despite the facr uar
AIDS, along with other critical domestie programs, was removed as 3 badget priority dunng she
recers: budget negotiations with Cangress, we expect ATDS 10 remain a fimding pricrity for youw
Administraticn. The good news will be short lived if we s any way rotrest from our natiogad
compoitmest to providing the necessary resources for heaith care snd the rolatod support services
needed 10 ensum thut people living with BTV remain healthy, productive and costributing members
of socmy

Please sxa;zgim the highest possible fonding for alf Thies of the CARE Acz in the House and Senare
version oF the FY '98 Labor, Heaith and Human Services and Education Appropriations bill,
specifically the $21.7 million requast.

|
Asyou ;mém your Y *9¢ budget request 10 Congress, we ack that you request Congress to
provide increases for all Rysn White CARE Act programs. In partcular, we strongly urge you to
include = request for Title 7 fanding for FY '99 s the amount of 3570 million. This would provide
3 8120 miilion increase over she FY 37 Title | spending.

Your budze]t recpuess 5 the mngible means of reasquring peepie iving with HIVZAIDS that ATOS
reming 2 priovity for you and your Admidsaagion. ] wge you and your administration 1o answer
this chafisnge to our nation with afl the passion and resources reguired o bring hope 1¢ Americans
living with ‘fﬁ? Peoplo living with HIV and AIDS s waching and waitng for your leadership,

Al fin

Connumer of Rysn White CARE Agt Sorvices
Member, KIV-Drug and Aloohal Task Farce Client Comminee
1
o Frankiin Raines, Offics of Massgement and Bodaet
Donna Shalais, Secretary of Health and Higman Servicex

© Beuce Reed, Assistant to the President
© ¢ Saudra Thurmas, Office of National ATDS Policy
X : ‘9:‘. ks .
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September 26, 1997

The Hoporable William ¥, Clinten
Presidert of die United States

The White House

1608 Penmsylvania Avénus, N'W,
Washington, D.C. 20503

‘th%: Fresidsgt

) Zmapmm living with HIV/AIDS. ¥ write 10 you today 1o 18Guest your suppore in my sfforts 1o

ensure thar funding for programs for peoplc tving with BTV disease and AIDS remains 2 national
priority. I acm distressed thar you and your Admisisteation failed 12 recommend appropriate
increases in CARE Act funding for Fiscal Year 1998, The Administration’s budget request for FY
198, | believe, was woefilly inadeguate. I am particalarly ¢oncerned that your proposed insrease
for Title I was fur below the expressed aeeds of CARE Acy Tirle I metropolixan areas. In recent
meetings with members of your Administration, people living with HIV representing the CAFAR
Coalition were disappoitied thae your representstives fatled o assure them that AIDS remains 4

budget priority fer you,

You have repeatedly yated that ANDS is 3 privrity for your Administration. Despite the fact st
AIDS, along with other eritical damestic programs, was removed 38 2 budget priority during the
recent budget negotiations with Congress, we sxpeet ATDS to remain a Asding priority for yeur
Administration. The good news wiil be short lived if we n any way refreat from owr nutionsl
commitmsent w providing the necessary resources for healh sare and the related suppest services
aeeded W ensure that people Hving with HIV remain healthy, producrive and cosmibuting membery

Please suppore the highest possitle funding for 23 Titles of the CARE Act in the House apd Senate
version of the FY *98 Labor, Hezlth and Human Servigss and Education Apgropriations bili,
specifivally the 52 1.7 million request.

Asm;xu‘pam your FY ‘99 budger reguiest 1o Congress, we ask that you request Congress 1o
provide increases for sll Rysn Whits CARE Act programs. In parteslar, we soongly urge you to
inciude & requess for Tite | funding for £Y 99 in the amount of $370 million. This would provide
£ 5120 million iacrease over the FY 97 Title | spending

[
Your badget rodquest is the eengible means of reassuring people Hving with HIV/AIDS that ATDS
remaing » pricrity for you and your Adminisoaton, T wrge you amd your administration 1 agswer
this challenge o our nation with 3l the pasvion and resources required 1o Tring hope o Americans
fiving wiﬁu|}{m Peopls livimg with HIV a0 ATDS are warching and waiting Jor your leadershin.

H

Consamer of Ryan Whits CARE A Servicey
Member, HIV-Druyg sind Aleohol Task Foree Cliess Comrsittee

o " Franklin Raines, Offics of Mansgement and Budget
. Donra Shalala, Secretary of Health and Hruman Services
7L Bruce Reod, Assistere 7 the Presiden
IR } Ssadra Tuman, Oficeof Neonal ATDS Policy
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Septersber 26, 1957

The Homlnbus Williarn J, Clinton
President of the United States
The White Houwse

1600 Pennyylvanta Avenus, H.W,

Washington, D.C, 20500
Dear Mr. Presidegt:

[ agn 2 person Yiving with HIV/AIDS, ¥ write 1 You today to request your sapport in my offeres ©
ersvre that funding for programs for people viag with HIV disease and AIDS remaing a national
priority. { am distressed that you and your Administation falied to reconmmend appropnate
ingreases in CARE Act funding for Fiscal Year 1998, The Administration’s budget vequast for FY
‘08, { belicve, was waefully inadequate. | am particularly concerned that your proposed increase
for Title I was far belowe the expressed ueeds of CARE Act Titie I metropoiitan areas. [n recent
meztings with members of your Administzation, peaple Hving with HIV representng the CAEAR
Coalition wese disappoinved that your representatives failed w assure them that AIDS remains &
budge priority for you,

You hsve repeatedly stted thay ALDS is a priority for your Administration. Desplie the farr this
AIDS, along with other aritical domestic programs, was removed 43 2 budget priority during the
recent budget negotiztions with Comgress, we expect ATDS to remain a funding prierity for your
Administration. The good nows will be shon lived i we i any way retrest Fom our natiensl
vomreituent to providing e aecessary resources for health care and the related support services
needed 1o ensure that people living with HIV remain healthy, productive and centributing members
af society. '

i
Pleass support the highest possitsle funding for al! Titles of the CARE Act in the House and Senma
version of the FY "98 Labor, Health and Human Sevvices aad Education Appropriations bill,
specifically ;ha $21.7 miltion request,

As you prepare your FY 99 budget request 1o Congress, we ask that you request Congress @
provide increases foy alf Rysn White CARE Ac: prograins. Is partoular, we syongly urge you to
Include & requess for Tide ! funding for FY 99 in the amount of £370 million. This would provide
& $120 million increase over the FY *§7 Title | spending.

Your budget request is the tngible means of reassuring peaple lving wich HIV/AIDS that ATDS
remaing a priority for you and your Adminisirztion. I urge you sand your administration 10 answer
this chailenge to our nation with al) the passion and resources required to bring hope to Americany
living with HIV. People living with HIV and AIDS are warching and waiting for youy [eadership.

Siwserely, Nt iy 0 dsrs

Consaner of Ryan White CARE Act Scrvivey
Mersber, HIV-Drug and Aleabio! Tusk Farge Client Commines

o Frapktn Katoes, Offics of Mamagemnent and Budget
Donna Shalals, Secretsry of Health and Hhuman Sexvices
Bruce Reed, Assistnt vo the President
Sandrs Thurmas, Office of Natlons! ATDS Policy
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September 28, 1997

Toe Honorable Willises X, Clinton
Progident of the Unifod Stxtes

The Wiviee Honsse

1600 Pennsybvania Avenue, N.W,
Washington, I.C. 20500

T am 3 pereon Yiving with HEV/ATDS. 1 write 1o you today to roquest your support in sy offorss 1o
ensure that Rinding for programs for people Hving with HIV disease snd AIDS remaing 5 pational
priovity. I am distressed that you sd your Administration failed io recommend appropriste
mereases in CARE Act funding for Fiscal Year 1998, The Administration’s bodget request for FY
‘48, { belicve, was woolully inadequaze. § s partivularly concerned that your propased incresse
for Title 1 way far below the expressed noeds of CARE Act Titde | metropolitan aresy. In recemt
meetings with members of your Adminiskracion, people living with HIV representing the CAEAR
Conlition were disappoimted that your representatives failad 1o assure tep that AIDS rewains a
budgen prioricy for you.

You have repestedly seaed thar ALDS is 3 priority for your Adminisuarion. Despite the fact thar
AIDS, along with other sritisal domesnic programs, was removed a8 2 Dudget priority during the
recer buddget negotiations with Congresy, we expect AIDS to cemain a Randing priority for vour
Adminiseration. The good news will be short lived if we in any way rerent from our nations!
commiment to providing the nscessary resources for kealth care and the yelared support services
needed (0 ¢nsure that people living with HIV remain healthy, productive and conmributing members
of sociuery.

H

Please su;;;zm the highest possible fonding for all Titles of the CARE Actin the Huuse and Senate
version of the FY “08 Labor, Heaith and Higman Sevvices and Educstion Appropriadons bil,

spevifically the $21.7 million request.
f

ﬁsyw;xépmm?? 99 budget request 10 Congress, we ask tut you request Congress
provide increases for all Ryan Whits CARE Act programs. In particalaz, we swrongly wrge vou to
include » request for Tite ! funding for FY *99 in the amount of §570 millton. This wouid provide
£ 3120 miliion increase aver the FY “97 Titln | spending.

Your budget request is the mngible megns of reassuring people YHving with HIVAATDS that ATDS
remaing 2 priority for you and your Adminitwation, [ urpe vou znd your administrarion o answer
this challenge to our narion with all the passion and resources required 1 bring hope o Americans
living with HIV. People fiving with HIV and AJUS are watching and waiting for your leadesship.

Sizzerely,

Consumer of Ry Whits CARE Act Services
Member, Hiv.{rug and Alcoko! Task Faroe Cliem Commiteee

< Franklin Katnes, Office of Mansgement and Budget
Domma Shaials, Secretary of Health and Human Services
Bruce Reed, Assistant 10 the Presidees
- Sandrs Thurman, Office of Notional ATDS Policy
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Septernber 26, 1967

The Honorable Willism I. Clinton
Pratident of the United Statey
The White Housa

1600 Pennsylvania Avenue, N.W,
Washington, D.C. 20500

Dear Mr. Eﬁuidaét:

1 xm 8 persen Yiving with HIV/AIDS, I write 10 you today 10 request your suppest in my #ffors to
ensure that fuading for programs for people iving with HIV diszase and AIDS remaine 2 national
prieriry. { am distressed that you md your Admisistrszion failed to reconmmend appropriste
inzreases in CARE Act fundiag for Fiscal Yesr 1943, The Adminivraticn’s budget request for FY
*98, 1 belicve, was woefully inadeguate. | am partivadarly concerned that your proposed insreate
for Titde 1 was €3 below the expressed needs of CARE Act Title  mettopolitan sreas. In recept
mestings with members of your Admintseation, people Hving with HIV representing ths CAEAR
Coalition were disappointed that your representatives failed 1o assure them that ALDS remaing a
baadges priority for you.

Yon hm?chn;edly stated thar ALDYS I8 4 priority for your Adminizeration. Despite the fact i
AJDS, along with other critical demestic programs, wis romoved as 4 budget priority during the
recent budges segotztions with Congress, we expect AIDS to remain 2 Amaling prionty for vour
Aditinistration. Yhe good news will be short lived if we in any way retrest fom our natisnal
commitment to providing the necessyry resources for henlth care and the rejated support seevices

needed 10 ensure that peaple living with HIV remain healthy, productive and contributing members

of socieny!

Please suppoet the highest possible fonding for alt Titles of the CARE Act in the House and Senate
version of te FY ‘98 Labor, Health and Human Services and Edeastion Appropriztions hill,
specifically the $21.7 millicn request.

As you prepare your FY ‘99 budger request 1o Congress, we dak that you roquest Congress (o
provide increases for all Ryan White CARE Act programs. s particular, we strongly urge you to
include 2 tequest fiyr Title T funding for FY '99 @ the amount of 3570 miltioe. This would provide
2 $120 million incecase ovet the FY 97 Title | spending.

Your budget request is the zangible penns of reassuring people tiving with HTV/AIDS that ATDS
rensnins 2 pricrity for you snd vour Adminisoration. [ urge you and your adeninistrarion 10 snewer
this chialienge to ot nanon with ali te passion and resources requirsd 1o Dring hope to Americansy

living with HIV. People [viog with HIV watching and waiting for your leadership,
Sincerely,

Consumer of Ryan White CARE Act Services
Member, HIV-Dug sad Aleabio? Tusk Faree Client Conuminee

c: Fraukiin Raines, Office of Management an4d Budget
" Donna Shalala, Secretary of Health and Human Services
Bruce Revd, Assistam o the Preaident
¢ Sandre Thurman, Office of National ATDS Policy
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July 11, 1997

Mr. Bruce N, Reed _

Assistant 1o the President for Domestic Palicy
The White House

TG0 ?ezmsyivama Avenue, NW,
‘s&’asi’:mgi@m DO 20650

Dlear Bruve,

! appreviate the time that you look yesterday to discuss issues surrounding the current ban
against the use of federal funding for needle exchange progrars, The meeting was both
instructive and distarbing. It was helpful to hear your commitment to preserving
Sceretary Shalala’s authority, and disturbing that you could not commit 1o exercising that
authority.

We concur wholeheartedly with the compsunity representatives who expressed outrage at
the lack'of progress toward a comprehensive plan for iraplementing the Secretary’s waiver.
Mothers’ Voices believes that the Secretary should act immediaikely, and should expecta
negative reaction from conservatives on Capitel Hill. If & proper roll out plan is arranged,
this backlash could be minimized. The Secretary has science behind her as well as the
support of the affected community, prominent health organizations, not the least of which
is the Atnerican Medical Associntion, the U.S. Conference of Mayors and many major
newspapers which have endorsed the lifting of the ban as an effective HIV prevention tool.

ﬁni‘:i()&&% is a copy of the paper that Methers' Voices hus been distributing on Capitol Hill.
It autlines the debate and provides summary talking points in favor of lifling the ban.
%‘v’ieﬁht:rs Yoices will continue 1o work diligently to protect Secretary Shalala’s authority to
exercise the waiver, a8 we ity 1o educate both the skeptical and potentially dangerous
opponents about the need for and effectiveness of needle exchange programs.

[ appreciate your efforts, and hope that you will keep tens of thousands of people who
stang io benefit from needle exchange programs in mind as you procecd with your decision
making process about whether or not the Secretary should exercise her authority,
Conservative scientific estimates are that 33 people a day become HIV infected due to
trammmsmn through dirty needles. These represent not only needless infections but
missed opportun:tlcs to provide treatment {o injection drug users.
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NEEDLE EXCHANGE:
An Effective Weapon in our HIV Prevention Arsenal

INTRODUCTION:

New AIDS treatments provide improved chances for long-term survival, and renewed hope for
an ultimate cure. During this me of optimism, though, we must not lose sight of the need to
~ continue to aggressively prevent the spread of AIDS. While the new drug combination therapies
offer hope to those living with HIV (the virus that causes AIDS}), we must remember that these
medicines %zzzve? not prevented one infection.

The public is increasingly familisr with many standard HIV prevention options. Education about
the need for safer sex, including condom availability, seems 10 reach at least a porlion of the
intended audience, and healthcare workers know 1o practice universal precautions o avoid viral
Iransmission.

However, one very important weapon i our prevention arsenal that has been proven to work
remains stigmatized: te., providing access to clean needies to reduce the transmission of HIV
when dirty needles are shared by injecting drug users. Even though the epidemic has been fueled
by exposure to dirty neadles, Congress has actually proacthited needle exchange programs from
receiving federal funding, Without access to these funds, only a handful of such programs
(around 100 or s} exist, operating on an ad-hoc basis with piecemeal funding, in an attempt by
these communities to stem the tide of local HIV infection,

Because needle/syringe exchange programs have proven effective, there is now a growing cali
for a national strategy to increase the availability of these programs 1o reach more arzas of the
country. Citing an "urgesnt public health need,” the American Medical Association recently
called for 2 change in laws to allow injecting drug users to possess and have easy access 1o clean
hypodermic needles. The AMA voted to work with Congress to develop tegislation to revoke
the nine-year-old ban on federal funding for needle exchange programs and to urge state medical
groups 10 Initiate state bills to relax their state’s drug paraphernalia laws.'

OVERVIEW:

1
Currenity, the fastest growing cause of HIV transmission is injecting drug use {IDU), which is
increasing af twice the rate of infections among gay men. The virus is spread through blood to
blood contact among drug users who share dirty needles. HIV is then passed on to the sexual
partners (many of whom are not injecting drug users themselves}, or o their newboms via
perinatal transmission {(mother o baby). It is estimated that one-third of all current HIV
infections are due, either directly or indirectly, to injecting drug use,

' Soalya, KO, AM.A, backs drug-usar needia axchanges. New York Times 8/27/67: A15.
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Researchers have found that nearly 10,000 HIV mfections in the United States could have been
prevented bmwem 1987 and 1995 i needle exchange programs had been more widely available”
As public beaizh officials know, people who are addicied to drugs spread the virus because they
have no access o clean needles or syringes, and bevause they are unaware of their HIV status.
Surveys have found that injecting drug users are concerned about contracting HIV, but legal and
other barriers to clean needies keep them from taking the necessary precautions to prevent
transmission of the virus,

Maothers” Voices believes that access 1o clean needles can significantly reduce HIV infections
among injecting drug users, their sex pertners and children. We believe that well designed
needle exchange programs enable substance users to avoid HIV infection, and provide
encouragement to enroll in drug treatment programs and vital tinks to other important health
services.

Thus, we suppojrt lifting the ban on federal funding for needle exchange programs® and revoking
or modifying state prescription and paraphernalia laws that limit access to sterile syringes.’

FACTS:

*  One-third of all new HIV infections are atiributabie 0 injecting drug users and their sexual
partners. Sixty-three percent of all AIDS cases among women are refated o sharing needles
and syringes for the injection of drugs or to sex with an tnjecting drug user; and 58 percent of
all pediatric AIDS cases are due to the mother’s use of injecting drugs or sex with an
injecting drug user. Over one-half of all AIDS-related deaths for African-Americans and
Latinos are mjection-refated.

s The lifetime cost of treating 25,500 cases of needle/syringe sharing related AIDS {the number
treated in 1995) was more than $3 billion. If the federal ban on needle exchange funding
continugs ta the tumn of the century, the United States wall have failed to prevent 11,000 cases
of AIDS at a cost of at least $1.3 billion for medical care,

‘« Needle exchange programs work. Seven federally supported studies have concluded that

needle exchange programs are an effective means of slowing the rate of HIV transmission,
without increasing drug use.” After instituting their needle exchange program, New Haven,
Connecticut found an estimated 33% reduction in the rate of new HIV infections among their
jarget population.

*turia P & Drucker E. Lencet 3/3/97

3 Baceral law currently prohibits funding needls axchange until “the Surgean Ganeral of the United States

{de:emina&] that such programs are sffactivs in praventing the spread of MIV and 4o nod ancourage the use of
egat drugs.”

* Tan states and *he Dlsmct of Gotumbia prohibit the purchasa of a syringe without a prescrintion, Paraphamalia
laws exist in 46 stetas and the District of Columbia precluding the possassion or distibution of syringss except for

*leglimate medical purposes.”

5 Tha National Cammission on AIDS, 1891; University of Calfornia, 1993; The Cantars for Disease Control, 1983;

The National Academy of Sciences 1995; General Accounting Office, 1933; ant Office of Techinoiogy Assassment,
1995, NIM Conseqsus Dacumant on HIV Pravantion Strategies, 1837,

!
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+ Needle exchange programs do not increase the incidence of drug abuse. A study of a
San Francisco based needle exchange program found that the rate of daily injections was
actually declreased among program participants,

¢ Needle exchange programs provide a point of access for injecting drug users into a broader
range of healthcare services including drug treatment, AIDS education and traditional
medical care. Most cities have long waiting lists of drug treatment services. [n Seattle,
Washington eight of ten participants who requested vouchers entered into addiction treatment
programs.

e Needle exchange programs are an inexpensive way to prevent HIV infection. The
median cost of running a needle exchange program is $169,000, which breaks down to
approximately $0.71 to 31.63 per syringe distributed. The lifetime cost of treating a person
with AIDS is estimated to be approximately $119,000.

FEDERAL FUNDING, LOCAL DESIGN:
Needle exchange programs cannot begin to selve the problems of those addicted to drugs, nor the
targer constellation of problems faced in poor and disenfranchised communities. However, when
properly designed and with community support, such programs can have a major impact on
reducing HIV transmission among injecting drug users, thus creating an opportunity for many to
live long enough to overcome their drug addiction.

|

Onue critical element necessary for the success of these programs is local planning and authority
over the design of the needle exchange efforts. Mayors and local health officials who have
encouraged the creation of needle exchange coalitions have found that cooperative efforts with
the local affected population and the community at large have been critically important to the
success of these programs. Local autonomy provides health officials with the opportunity to
tailor their programs to the specific concemns and conditions of their community.

The ban against the use of federal money for needle exchange programs has been a barrier to
increasing the number of local programs in existence. Public health and elected officials report
that the federal ban has had a chilling effect on creating new programs. While these programs
have proven to be effective, local officials interested in implementing needle exchange programs
point to the lack of federal leadership and support as a primary impediment to tnitiating their
own local efforts.

Thus far, the ban against the use of federal funding for needle exchange programs has been
motivated by politics. Elected officials and Administration appointees are concerned about being
seen as supporting the habits of injecting drug users. But studies have shown that a majority of
the American public actually support needle exchange programs -- one recent survey from the
Kaiser Family Foundation reveals that 55 percent of 1,000 voters surveyed were either strongly
or somewhat in favor of needle-exchange programs to prevent the spread of HIV.® Leaders from
the Centers for Disease Controt and the National Institutes of Health, numerous national public
health organizations, drug treatment programs, law enforcement officials, religious leaders,

® Rauters. Most Us; voters favor naedle exchange. 6/13/97
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and organizations invelved in the daily battle to prevent the spread of AIDS, support funding
needie exchange programs.

There is bipartisan support from elected officials, as well. In June 1997 the United States
Conference of Mayors approved a bipantisan resolution urging imumediate elimination of the
current restriction on the use of federal funds for needle exchange. Legislators in California,
Rhode Island, and Minnesota recently have passed bills supporting needle exchange programs,

Finally, the scientific evidence is in. The National wnstitutes of Health HIV Prevention
Consensus report published 1n February 1997 found that needle exchange programs cause a 30
percent or greater reduction in HIV in injecting drug users and increase the likelihood that [DUs
will enter drug ireatment programs. The NIH found that needle exchange does not increase drug

_use or encourage non-drug users, especially vouth, to use drougs; and does not tead 1o an increase
in used needies discarded in public spaces.

CONCLUSION:

Needle exchange programs are & critical part of comprehensive HIV prevention. A commitment
of funds and resources must be dedicated o these programs so that they will include additional
services such as drug ireatment programs and healthcare sevvices that make effective intervention
for the injecting drug user community possible.

Currently, all statutory conditions for lifing the ban have beenmet,  [n 1996 U S, Secretary of
Health and Human Services Shalala herself declared that these programs have been shown o
reduce the rate of new HIV infections, and in 1997 she declared that needle exchange programs
are “an effective component of a comprehensive strategy to prevent HIV and other blood borne
infectious diseases.”

The decision toilift the ban should be considered on the merits as a sound public heslth strategy. .

The Clinton administration must exercise its ability to waive the ban, and the members of
Congress must stand by Secretary Shalala’s decision to do so.

1
Every day the ban is in place is a day when new HIV infections will be spread -~ unnecessarily -
to at least 33 American men, women, and children.

MOTHERS VOICES
Unired to end AIDS®
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Pubitic Meoiz Zester Phote Fotd Fiehosing

ome people are living longer, but AIDS i still the biggest

killer of Amerncan adulis 2544, '
Tragically, not everyone can have their lives prolonged by the new
wrestmenis you've heard so much abost, Nor do they prevent more and
more LS, reenagers from acquiring the virus thar causes AIDS
through unprotecied sex and drug use,

And st there's no cure.

Bur we don't have to wait for the real angwer 10 AIDS,

[t can already be found in the hesrws af parents who garg enough
to fight for honest, eardy educotion, research {ocised oo vawding and
a cure, and support for those living with AIDS,

Parente hike vou, whoe truly undersiand the thren HIVARIDS
nvoses 1o 8l sur children, A danger greater than any other disesss
ur accidental cause of death in Americs,

Less than 20% of American parents know that AlDS 15 the most
commaon kitler of voung adults, MNow st vou
know, heres what 1o do:

Resquest vour free Mother's Day information
kit by calling toll-free 1-388-MVOICES '
(1-888-686-4237) Or contact Mothers” Voices,

165 West 46th Swreer, Suite 701, New York, NY 3 £ YOICES
Litited to énd AINE

10036, website:http//www. myvaices ory b
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Mothers' Voiges - Take the Test, Take Controf - hltp:/fwww-mvoices.org’actianimntz*cé]Jz;m

! ayhe you think no one is getting infocted any more

mayhe you think you can stop using condoms

mgyhe yoi Hink you're not positive for HIV.

mayhe you think you are

On June 27, think again.

P P PR -

I
Nation[al HIV Testing Day is sponsored by the National Association of People ‘
- with AIDS (NAPWA) in partnership with Mothers' Voices, the National
Alliance of State and Territorial AIDS Directors, the National Lesbian and
Gay Health Association, the Academy for Educational Development, Agouren

Pharmaceuticals, the Centers for Disease Control and Prevention, the Pediatric
AIDS Foundation, and Planned Parenthood Federation of America.

The 1997 campaign focuses on women, youth, and communities of color,
populations that continue to see high rates of HIV infection, and has been
endorsed by the American Red Cross, the National Council of La Raza, the
National Council of Negre Women and the American Medical Association.

Voluntary HIV antibody counseling and testing is a eritical step in taking
conirol and responsibility over one's health. The campaign stresses the
importance of pre-test and post-test counseling in conjunction with any form
of testing. The earlier a person is diagnosed and begins to monitor her or his
health, the greater the chance of remaining healthy. HIV counseling and
testing is an excellent opportunity for professionals to establish direct dialogue
with individuals who are not infected but at high risk, and this counseling can
h:ilp to create and maintain the behavioral changes needed to prevent
infection.

laf2 . BEILUT 143521
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Muothers' Vioices - Take the Test, Take Control hitpffwww mvoices org/action’contraLhim

Receiving a positive diagnosis can be devastating. The many medical, social,
and psychological components of HIV disease are often difficult to grasp
when first diagnosed. However, HIV testing coupled with comprehensive
education, protection of legal rights, carly health monitaring and access to
tredtment options, offers people with HIV a real opportunity 1o take control
arzdI tead a fonger and healthier life.

To learn more about voluntary HIV testing and counseling, contact the
National AIDS Hotlire, your physician, local health clinic, or an AIDS service

provider in your area.

| NATIONAL AIDS HOTLINE
1-800-342-AIDS (English)

f 1-800.344.7432 {Spanish)

1-800-243-7889 (TTY)

j [ONAL” HIV.

{: PR ’ i
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' Mothers' Voices Mission Statement
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Frecutive Directr
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Surisine Renser I chance of a lifetime, Mothers' Voices will build a movement of
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Pavid Pearl | We recognize that public and private attitudes toward
sexuality inhibit a successful response and threaten progress in

HRARS LT the fight against AIDS. Therefore, through a national grassroots
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network of educated and empowered mothers, we will raisc our
vaices and mobilize our moral authority 1o promote public
policies that advance the efforts for AIDS education, prevention,
research, treatment and ultimaicly, a cure,
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- (\/U MYV Accomplishments:
IMOIE ERSAVOTEES |
Uamad 4115 What We Do

%DUCATION

» 1997 Card Campaign: 400,000 Cards, Sabbath Outreach Kit
1o 1000 congregations, Mother’'s Poll

« Tools for Parents: 120,000 "Talking To Your Children”
brochures, award-winning internet site, PSA in People
Magazine, National Resource Center, ‘Parent’s Project’ video
kit and MV Parenis’ Booklet, "Moms Curriculum” for use in
homes & workplaces

P Founding partner in the United States Conference on AIDS

m ADVOCACY
+ Only organization at August political conventions

»  Mothers’ Platform to End AIDS - MothersVote 96 Voter
# education drive

y '+ ‘Hands Around the Capital’ event at AIDS Quilt

PR t+ HIV Prevention research luncheon at the National Institutes of
Health

‘s “Comprehensive Sex Ed” and “Access to Clean Needles’ HIV
prevention statements {grassrools strategies)

m  NATIONAL NETWORK
.+ Chapters: Atlanta, Chicago, Houston, Los Angeles, Miami

»  “Next” Boston, Baltimore, Denver, Detroit, Minneapolis,
; Providence, Seattle
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Comprehensive Sexuality Education as a Strategy to
F?ster Healthy Sexuality, and Reduce.the Spread of HIV

Mothers' Vaices believes that the rise of HIV and other sexuaily transmitted
infections can best be stemmed in a climats of healthy sexuality. Research shows that
children are strongly influenced Dy their parents, and Mothers' Voices acknowledges
that mathers are primary educators 1o promote healthy sexuality and behavioral
choices for children, Today, the AIDS epidemic poses an urgent challenge to mothers
as they guide their children through this important aspect of human development.

H

Mothers Vaices believes that sexuality education need not be difficult if started
early and a8 & natural part of parenting. By educating themseives, mothers can take
the lead in developing a posifive approach to communicating a healthy and responsible
understandirjg of sexuality to their children and famiiies.

We bélieva that sexuality education is a lifelong process and that mothers are in
a singularly unigue positicn to impart healthy sexualty by gromoting vaiues that
positively suppart the child's undserstending of their body, their gender, their sexual
orientation, tﬁeir secial role, and their interactions with others.

Mothers' Voicas recognizes that information alone is not sufficient to avoid the
risks associated with sexual behavior, including HIV infection. To make responsible
decisions, children aiso must be given support in developirg saif esteem, strong
interpersonal skills, and a system of values consistent with personat acceptance of
their own distinet gender identily and sexual orientation.

Qutside of the home, mothers can be a voice of reason for policies and
programs that promote healthy sexuality, Recognizing that development extends
beyond the home environment, it is vital that schools, religious and community groups,
media, bazsiin&ss and government accept responsibility in reinfarcing healthy attitudes,

Mothers' Voices supports MIV prevention programs that focus on decision
making skills and that address the full spectrum of safer sexual behavier, including the
postponing of sexual activity, abstinence, condom accessitility and skills for safer sex
practices. |

Mothers can have a powerful influence in shaping a public consensus in support
of the vaiues embadisd in this statement.

%
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" |W ‘Mothers' Voices ® Policy Statement m

Reducing HIV Transmission Among Injecting Drug Users,
Their Sex Partaers and Children

i

r
Drug addiction is 1 profoundly difficult challenge to society, and has a devastating impact on many

communities. Accordig to the U.8. Centers for Disease Conurol, in the vear ending June 30, 1996,
26% of AIDS cases were due to injecling drug use. Approximately one third of all cases among
heterpsexuals were associated with injecting drug use, and 38% of pediatric cases were due to the
mother’s use of injecting drugs or sex with an injecting drug user.

Mothers' Voices believes that access to clean needies can significantly reduce HIV infections among
injecting drug users. their sex partners and children. Six federally funded studies have concluded that
needle exchange programs reduce HIV transmission rates without increasing the amount of drug use
by program clients or changing overail community levels of drug use.!  Nor do these programs
increase the number of discarded syringes in the environment. Community based programs have been
shown to reach injecting drug users with long histories of drug use and who remain ot significant risk
for HEV infection.

We believe that well designed needle exchange programs enable substance users to avoid HIV
infection. while providing encouragement 1o enroll in drug treatment programs and links to other
3
important health services.
!

e - . . 5 . .
Thus. we support lifting the ban on federal funding for needle exchange programs ~ and revoking or
modifying state prescription and paraphernaiia laws that limit access to sterile syringes. ’

Programs providing clean needles are best when they offer comprehensive services, including
referrals W addiction treatment. In 100 many instances, however, there are long waits tor those who
wish 1o enter programs. Mothers™ Voices strongly advocates for increased investment In addiction
prevention and treatment programs.

Negdle exchange programs cannot begin to solve the problems of those addicted to drugs. nor the
farger consicilati%m of problems faced in poor and disenfranchised communities. However, when
properly designe§ and when community support is forthcoming. such programs can have a major
impact on reducing the leading cause of HIV wransmission among injecting drug users, thus creating
an opportunity for many 1o live long encugh to overcome their addicuon.

Mothers’ Yoicesisupports access to clean needles and expanded access 1o addiction treatment ag
important campik;nents of a comprehensive approach to reducing HIV infection among injection
drug users, their sexual partners and children,

!
[

;
' The National Commiasion on AIDS, 1981 Wriversity of California, 1893; Tha Centers for Diszase Control, 1533; Tha
Kational Asademy of Scisnces 1995, Censrgl Accounting Offica. 1893, and {ifice of Technolegy Assessment, 1585

? Federal taw cursanily prohisits funding needle exchange until “the Surgaon General of the Uniteq States fdetermines)
thai such programs are effactive in praventing the spread of HIV and da not encourage the use of Hegal drugs”

*Ten states and the District of Columbia prohibit the purchase of 2 syringe without a preseription, Paraphernalia laws
axiat in 46 gigtes and the Disthnt of Columbia praciuding the possession or distribulion of sysinges except for "legitimate
madical purpoges.” ¢
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Adopted November 16, 1888

Expanded Bio-Medical Research

:
:

{

Mothers depend on scientific progress in all areas of chiid rearing. Fromihe
safely of fire-retardant infant clothes, (o well designed and tested car seats, to the
safely and effeclivensss of vatoinags and baby formulas, methers expect full support
and commitment from society, With AlDS threatening families everywhere, American
mathers cz:z.m;z on our nation (o make its most sclemn commitment 1o conquering this
sisease, ;

Hecent estimates of IV infection are slarming. The World Heslth Organization
gsiimates that approximateiy 18.5 million adults and more thar 1.5 million children
werldwide are infected with HIV, the virus that is believed 1o causs AIDS. In North
America, 1.1 mifiion people may be infected with HIV.

!

The United Stiatss is recognized as a world leader in scignce and fechnclogy. In
the fielc of biv-medical research, the U.S. has a vilal role o play on behalf of ils own
citizens and for the benelii of the world community,

Meothears' Voices views bicmedical research 28 an invesimant in the futurs of
chiidren everywhere, We ssek (o promole a belter undersianding of the scientific
~rocess, recognizing that the practical applications of science are best achisved
through wide?ranging and imaginalive inquiry, Progress depends on graative
gxperimentation end does not ahvays procesd in a dirgct manner, In fagt, advances in
cre area often create unanticipated insight into other areas of inveshigation

As mctners, we nurture our children, encouraging them to be cooperative and
aring with their neothers, sisters, classmates and friends. As women, we are often
calied upen io make peacs in our families. We are deeply distressed when we sge one
Cigease pitted against ancther. Thereg is nothing productive to be gained by comparing

an infectious epidemic diseass such as AIDS with other non-infectious disesses such
45 cancer, heart disease and disbetes. We oppose this divisive practice and we will
rally all Americans ¢ value and support the fuil range of bio-medical research.
ncreased sug;arﬁ for research will advancs the effcris against AIDS and orovide &
framework for dealing with olher life threatening diseases. Expanded bic- medical
reggearch has the potential (¢ prevent sariy deaths and prolong millions of lives.
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in additjoni since AIDS is a new and rapidly spreading infectious disease, the
epidemic warrants specific expenditures for surveillance, infection controliprevention,
and population and natural history studies not required of chroniz, non-infectious,
"endemic” diseases, such as cancer, heart diseases, and diabetes.

&I{:thertla‘ Voices supports the expansion ¢f basic bio-medical research, clinical
research, vaccine research and behavioral research. Basic research is needed to
better understand the disease progression of AIDS. Expanded clinical research is
needed to develop belter trealments including the use of natural therapies and helistic
approaches. Vaccing research and innovative behavioral research is needed to
prevent HIV infection and other sexually fransmitied diseases (STDs).

We belicve that each of these areas warrant increased invesiment and we
sppose any proposals to neglect one area in favor of ancther,

A Caif to Action

Today, mathars are joining the ranks of AIDS aclivists, speaking up and
demanding a veice in national pelicy decisions. Mothers' Veicas will support and
enhancs this natural leadership.

While we expect the pharmaceutical industry to act responsibly by increasing its
commitment to research srd developmeant, we also demand that our government act as
a full partner by supporting innovative basic and clinical research.

AIDS will not be ihe 1ast deadly virus o confront humanity, B is our goal to build
& more profound appreciation for science and the scientific method, We will buiid on
the past successeas of the AIDS activist movement by adding a strong, clear and loving
voice. By involving and supporting mothers, we will create a mocel for activism that will
serve the health and well being of families now and in the future.



.77 MOTHERS' VOICES PLATFORM TO DEFEAT AIDS
' : THE AIDS EPIDEMIC IS NOT-OVER

As American mothcrs we have repewed hope
for an end o Al {}3 The recent XI International

Conference on &DS; affirmed investment in the
campaign against AIDS:

» Prevention works; sustained efforts have lead to
stabilization of new infections in some groups in
the U.S. :

o A new ¢lass of antivirals have been able 10
reduce HIV leveis in the blood and bears further
investigation.

\

As mothers. we celebrate these advances even as
we recognize that much work remains ahead. The
gpicentic is far from over. Too many Americans
view AIDS as a disease affecting others. Diffieulty
in addressing sexuality, as well as substance abuse.
inhibits a full and productive public dialogue on the
most effective ways olf preventing AIDS.

History shows jzhat radicating  infectious
diseases. such as tuberculosis. requires continuing
vigilance, and that premature reduction of efforts
can lead 0 unexpectiad resurgencs of even mors
sericus disense. ‘

Today. AIDS is the leading killer of Amernicans
aged 2544, with one In four new HIV infections
occurring in voung people between the ages of 13
and 21, New ipfections in women ¢ontiiue 1o rise,
and among voung gay men the rate 1s as high as
three percent - not sgee sinee the early 30°s,

We gannot acaﬁpz this loss of productive [ife
from AIDS. Mothers, knowing the impact of AIDS
o the voung, and the devastation that AIDS brings
to Families, are umzmg across boundaries of race.
class. and sexual orienuation to bring an ¢nd 10 the
AIDS epidemic, ;

For the sake of ezzi* children, our nation, and our
“world let us now more than ever redouble the fight
t0 end AIDS. Since AIDS is a global pandemic. we
call upon our nation to work with the (7 nations o
combat AIDS in the developing world. and 10 make
a substantial écmnbu*zz}n to the United Nations
AIDS Program.

k3

Mothers, united to create a future
without AIDS, hereby call npon all
Presidential and Congressional
candidates to:

1. Increase financial and politien)
commitment to the eradication of
AIDS.

1. Expand both blomedical and
behavioral research; develop vascines
and microbicides for prevention.

3. Suppori the consolidated budget
authority of the Office of AIDS
Research und implementation of the
NIH AIDS Research Program
Evaluation Werking Group
recommendatiens {Levine panei}.

i 4. Foster public and private sector

¢ollaboration to develop tmproved and
sccessible therapies.

5. Increase funding for AIDS-related
research ot the NIH by S137 miillion for
FY 1997,

§. Support sexuality education and
prevention targeted for al}
* communities. and all ages, including
children, and increase the CDC budget
by $154 miflion for FY 19977

7. Support programs designed to reduce
the risks of infection assacinted with
drug addiction.

8. Support high quality health care and
services for people with HIV/AIDS and
end diseriminative in housing,
employment, insurance, and travel,

others™ Yaicee ¢ 165 W dGth 5. Ste. 701 7 NY. XY 10038
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Drirector of Public Policy and Legal Affairs
AIDS Action Committee (Boston)

Chnstine Lubinski
Deputy Executive Director for Programs
AIDS Action Council

Date: July 2, 1997

|
Re:  Muedicaid expansion for low-income HIV positive individuals

r
On behalf of AIDS Action Council and our community based organization (CBO) members,
we thank you for your commitment to explore an expansion of Medicald eligibility for low-
income people living with HIV. The attached policy paper and literature review reflect our
work and best thinking about the range of issues retated fo the development of & Medicaid
expansion initiative. We conducted an extensive literanure review of cost-effectiveness of
early intervention. These studies and articles cull the best data and newest information
available to demonstrate the cost-effectiveness of early treatment for HIV/AIDS. The
literature review provides the necessary evidence supporting the arguments for moving
forward on an early intervention Medicaid expansion. It is our hope and our expectation that
this memeo and accompanying matertals will facilitate prompt action by appropriate
Administration officials, AIDS organizations, community advocates, and state Medicaid
officials to discuss the parameters and timing of this effort,

H
Three months have passed since Vice President Gore announced his support for an expansion
of the %fieézcazé program for low-income HIV positive individuals. Indeed, Vice President
Gore requested a report from the Health Care Financing Administration (HCFA) on the
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inplementation issues for an expansion. At this time, we have no evidence that there has been
any progress %:}wani implementation.

The recent introduction of a new standard of care for HIV/AIDS clearly demonstrates not only
the need for early intervention but also the more pressing challenges to access. While the new
standards justify the need to get people with HIV/AIDS early treatment, the administration
made no commitrents to expanding access to the new standard of care. The proposed
Medicaid expansion has the potential to actually further the goal of the new standards; getting
people inte care early when the treatmients have the greatest potential of delaying discase
progression and maintaining health,

From our paﬁizm at the state level, we know that Medicaid officials are cynical about the
feasibility of a Medicaid expansion and are unwilling to engage in discussions with
community based health advocates about the expansion. To date, we are unaware of any
leadership by HCFA to inform the state Medicaid agencies about the proposed expansion,
HCFA must demonstrate leadership and, at the very least, communicate with the state
Medicuid agencies about the Administration’s commitment to the proposed expansion.

Every vear, funding for HIV/AIDS programs has consistently fallen short of the actual need.
This year promises 10 be no different. There is little chanee that discretionary programs like
the Ryan White CARE Act programs will receive adequate funding to meet the need. As we
have stated before, an expansion of the Medicaid program for low-income HIV positive
ndividuals cars help case the burden of these programs,

AIDS Action Council and its CBO members are eager fo move forward on efforts to realize
the expansion of Medicaid eligibility. We look forward to hearing from you at your earliest
convenience, |

R Dant Gips, Office of the Vice President
Toby Donenfeld, Office of the Vice President
Sandy Thurman, Office of National AIDS Policy
Bruce Reed, White House
Chris Jennings, White House
Franklin Raines, OMB
Meg Murray, OMB
{Ionna Shalala, HHS
Marsha Martin, HHS
John Palenicek, HHS
Eric Goosby, HHS
Kathy' King, HCFA
Lesley Hardy, HCFA
t
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z'& Medicaid Expansion for Low-income HIV Pasitive

Individuals: An Analysis of Key Issues

i
We appreciate tl{e Admimstration’s continuing commitment 1o actively pursue an expansion of
Medicaid eligibility. Support for the demonstration/waiver authority for people living with HIV
is clearly consistent with the Vice President’s statement at AIDS Action's Leadership Awards
Ceremony on Apn% Sth. We are potentially on the threshold of a new era of HIV treatment,
where disability can be prevented rather than simply treated.  As the Vice President recognized,
accomplshing tins requires a rethinking of how our poverty »hasad Medicaid programs assure
access o those | m need

We also recogmze the complexity of the difficult policy decisions that go along with developing
the criteria for a Medicaid expansion, We wish to use this memorandum to outline our position
on many of these issues, in the hope that this can reopen a dialogue among the Administration,
the community, and state and local officials. 1t is our view that it is ¢ritical that this dialogue
ocour before the Administration makes any firm decisions on any of these issues. We must
assure that the best available evidence is before you so that the perspectives of those most
dircetly affected {the community) and those responsible for implementation (the states} are fully
considered.

H
Why an AIDS-specific expansion?

Perhaps the threshold policy question that must be addressed is why there should be a disease-
based expansion of Medicaid eligibility, breaking with over thirty vears of precedent, even i the
form of a demonstration program. We believe that there are at Jeast three compelling reasons
that make the Medicaid expansion for people with HIV potentially enique:

There is u strong public health vationale for this expansion. HIV is a communicable disease.
For similar communicable diseases - STDs, TR, etc. -- the government has assured access ©
treatment, While we still do not have sufficient scientific data regarding the impact of new anti-
HIV treatments on the infectiousness of people with HIV, it is plausible that reduced viral Joad
may iranslate into reduced infectiousness. We do know that those who are in treatment are more
likely to adhere to behavior changes that prevent HIV transmission.” Ongoing HIV primary care
provides important opportunities to reinforce prevention messages. Substance abuse treatment,
provided through Medicaid offers the promise of reducing or eliminating intravenous drug use
and the needie sharing which continues to be a primary vehicle for HIV transmission in the
United States. Thus, earlier and consistent access tg care for people with HIV will contribute to
the public health,

In addition, itis éniy through acoess to the comprehensive primary care services that Medicaid
can provide that it will be possible to assure that those {aking this new combination therapy will
adhere to its complex regimen. While other programs, such as the ATDS Drug Assistance

Y enilman, John, e;t al., {title to follow}, Sexually Transmisted Disenses 1965:23(8) 370-377.
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Program of the Ryan White CARE Act, may increase access 1o pharmaceuticals, without
associated monitoring and medical case management it is quite possible that individuals will not
adhere {o the appropnate regimen and might develop drug-resistant steains of HIV, This has the
potential of compounding the public health challenge of HIV. This public kealth threat can be
gvoided by appropriate expansion of Medicaid.

This expansion ;%}m“a«*ides an important opportunity 10 answer critical research questions about
the new standard of care. Because of the speed with which these new treatments have been
brought fo market, we have left unanswered important questions about how fo maximize the
clinical effectiveness of these treatments: when is the best time to start a specific treatment
regime, what is the optimal combination, when is it appropriate to switch or a specific treatment,
eie, We have vory little data on the impact and usefulness of this new approach on those who are
treatment naive. ; Most research has been done on those already with advanced HIV, Because
this expansion i designed to bring individuals with HIV inte care much earlier in their discase
progression, it will be possible to design research studies on the impact and usefulness of new
treatment approaches on persons living with HIV discase who are at varying stages of disease
progress. Research studies designed in conjusiction with the data collected through this
expansion will help answer many questions regarding clinically- and cost-effective care.

The Federal gavernment has an ethicel obligation to assure access to these treatments, The
release by HHS of clinical practice guidelines recommending combination antiviral therapy for a
much larger class of individuals places a moral obligation on the government to help assure
access to the standard of care for those who cannot afford it and do not have other sources of
payment. It would be a tragic and ironic contradiction for HHS to issue model treatment
guidelines and t!gen not have them available to all in need through publicly funded programs.

Should the wai{eﬁd&manszraﬁon be required to he budget neutral?

We believe that Zi‘;e same reasons that make it compelling to have a disease-specific expansion of
Medicaid ¢ 1gzbslziy through the waiver/demonstration authority also speak for moving forward
even if the demonstration is not budgpet nentral, While we believe that budget neutrality should
not be required, we are confident that an expansion of Medicaid eligibility to low-income HIV
positive individuals will gamer savings in Medicaid and in other federal entiticment programs. It
is our belief that the potential additional cost associated with an expansion is balanced by the
public health benefit (preventing new infections and preventing the development of drug resistant
strains of HIV) and the research knowledge gained (about the best clinical and cost-effective use
of these treatments). Indeed, it is therefore not unreasonable to expect fiscal support for this
cxpansion from sources in addition to Medicaid,

What offsets should be considered in ascertaining the fiscal impact of an expansion?

%
Even though we believe that budget neutrality should not be required, we do believe that there
will be a compelling set of fiscal offsets that dramatically reduce the potential ¢ost to the Federal
government of this undertaking. In this section we will define what we belicve to be the
parameters of same potential offsets within miiziement programs. While they go beyond what is
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traditionally considered in calculating budget neutrality, we believe that because these savings
are also from entitlement programs and because they are real and sofficiently large, they require
consideration.

{1} Medicaid. We have reason 1o believe that early treatment with combination therapy will
delay the development of disabling AIDS conditions,” thus delaying SSI eligibility and thus
access to traditienal Medicaid. Even without combination therapy, consistent HIV primary care
and appropriate administration of prophylaxis medications will make a difference in improved
health and fiscal 'savings.

We already knovjv that prophylactic treatment for the opportunistic infection Pneumocistis carnii
pneumonia (PCP) substantially reduces health care costs. Researchers at Johng Hopkins Hospital
compared the outcomes of patients who received prophylactic treatment for PCP with those who
did not receive such treatment. The patients not taking prophylaxis accounted for ail of the
deaths atiributed 1o PCP, 85 percent of the hospital days, 100 percent of the Intensive Care Unit
days, and 89 percent of the inpatient charges.” All too often, a bout of debilitating and costly PCP
signals the transition from HIV to AIDS. The provision of comprehensive primary care and drug
therapies, including low-cost PCP prophylaxis to HIV positive individuals will preserve health
and save money.

Several studics have indicated that the cost of combination therapy is offset by later savings on
hospitalizations and other expensive care and treatment for AIDS-related ilinesses. A study by
Dr. Peter Ruane of the Tower Infectious Discase Medical Associates in Los Angeles found that
gach dollar spention combination drug therapies resulted in at least two dollars of savings on
overall treatment|costs, which declined 23 percent. The same study reported a 37 percent drep in
the average number of days patients spent in the hospitai, and a reduction in the average total
monthly treatment cost per patient from $2,772 to $1,885 over two years.

Almost 70,000 new cases of CDC-defined AIDS were diagnosed in 1996, Half of those
individuals will pr{}bahiy be eligible for Medicaid. If those costs are avoided or even delayed for
a period of time, slgmf‘zt:am savings can gccrue. Under the demonstration, many of these
individuals would bacome eligitle for Medicaid, thus partially offsetting the savings. However,
it is safe to assame that not all of these individuals-will become eligible under the waiver, since
many will be abl e to continue working because they are not disabled and will not meet the
financial ehgxbzhty reguiremonts.

*Katzenstein, David A., Hamrner, SM.. et al., "The refation of viralogic and immunclogic markers to clinical
outcomes after aucleoside therapy in HIV-infected aduits with 200 10 300 T34 cells per cuble mm ™ New Eagland
Journal of Medicine, October 19, 1996, 335:15:1091- 1058,

31 Gallant, et. al., “The Impact of Prophylaxis on Dutcome and Reseurce Utilization in Prewmosgystis cariné

?m:unmnia,“ Chese, April 1995: 1018-1023,

*P. Ruane, "Dramatic Reductions in Use of Healthcare Services by Patients with HIV Result from Use of
Combination Thcrapy with 4 Protease Ishibitor,” Tower Infections Disease Medica! Assoviates, Inc,, January 23,
1957, !
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The effectiveness of these new combination therapies in reducing hospitalizations among those
already diagnosed with CDC-defined AIDS has already been shown.” Even if only a relatively
small percentage of people currently on Medicaid reduce hospital utilization, there can be
significant savings abave and bevond the additional cost of combination therapy. For example,
the medical costs associated with the last year of life for people with AIDS are the greatest,
California Medi-Cal estimated that for those dying in 1994, costs for the last twelve months were
$39,995. This compares to an average of $20,976 for those still living at the end of 1994.° {f
those last year eosts can be avoided for even some of those on Medicaid, we will see major
savings. These savings represent potential resources for expanding eligibility to low-income
individuals in the earfier stages of HIV diseasc. .

{2} Medicare. W;'izhin Medicare, there will also be two types of savings: reduced costs for those
already Medicare-gligible, and costs avoided for those who do not become disabled. First, most
oy Medicare gain eligibility by meeting the 29-month waiting pertod after becoming disabled.
Their costs are much higher than the average person with HIV. Assuming access to combination
~ therapy {cither through Medigap coverage or dual eligibility for Medicaid), the average cost of
$25,000 per Medicare enrollce with AIDS could be dramatically reduced for those services
traditionally covered by Medicare.

Second, there wzi} also be costs avoided. 1 disability is prevented or delayed, then eligibility for
SSDI {and fater Mt‘dlﬁ&i’i‘}} witl also be prevented or delayed. Again at an annual average cost of
$25.000, if the grow:h rate is slowed or declines, then major savings can accrue to the syster.
The Medicare eligible population is also far less likely than the Medicaid populatien to become

eligible for the Medicaid expansion, though we believe Medicare recipients should be eligible for
the Medicaid expansion if they meet the income requirements. Mast likely, that patential
population would only include those who are over 65 or those who attained Medicare eligibility
because of another disabling condition. Dual eligibility by Medicare recipients usually occurs
after disability.

(3) Supplemental Security Income. 1f disability is prevented or delayed, there should be
significant savings for the B8I program. These savings, at approximately $6,000 per person per
year, will be substantially greater than the costs associated with the Medicaid expansion. ladeed,
the savings will be compounded, as disability is delayed for more and more individuals. Evenif
only a small fraction of those diagnosed each year with CDC-defined AIDS (70,000 in 1996}
avoid that diagnosis and thus do not become 5S1-¢ligible, significant savings would be achieved.

Further savings might be achieved if individuals now S8[-eligible became healthy enough to
return (o work.

H

*Mouton, Y .; {l‘mzer ¥, et al. "Dramatic cut in AIDS defining evenis and hospitalization for patients ander protease
inhibitors and irzthmplcs 10§ AIDS reference centers in France.” Presentation at the 1997 Antiretroviral Conference in
Washingten, DO and Torres, Ramon; Barr, MR, ®lmpact of potent new antitefrirviral therapies on in-patient and ot
patient hospitalization utitization by HW-infeczed patients,”  Presentation at the 1997 Antiretroviral Conference in
Washingten, DO,

*Tremographics and Expenditures for Persons with AIDS, 1980.04," Medi-Cal Studies in A1DS, No. 3, August 1995,
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{4) Social Security Disabitity fncome. As with S8I, ¢osts can be avoided by preventing or
delaying disability ameng those who would otherwise become eligible. Again, even if not
cligible for the Medicaid expansion, it ¢an be assumed that some portion of those whoe might
have become SSDI ¢ligible will have access (o combination therapy and benefit from it. This

would save about $7,800 per person per year in S$SDI benefits alone, Similarly, if some already
on SSDM are 32}%{? to return to work, additional savings could be achieved,

What other patentiai cost savings or alternative source of funding should be considered in
assessing the ovemli implications of this demonstration/waiver?

{1y The AIDS .{)mg Assistance Program. While not part of the cost offsets considered above, any
expansion of the Medicaid program would dramatically relieve pressure on the ADAP programs
funded under the Ryan White CARE Act. B is believed that about 80 percent of people on
ADAPs are at 200 percent or below the poverty level. If the financial eligibifity standard for the
Medicaid demonstration were similar, then the eligibility criteria for the ADAPs could be
expanded and/or the funds saved could be redirected to other Ryan White programs that could
provide wraparound supportive services for people in the Medicaid demonstration.

{2} NIH could contribute research funds to support the expansion.  As discussed above, the
expansion provides an opportunity to answer some important clinical research questions. 1f the
demonstration is structured with that in mind, it would be appropriate for NIH to contribute some
support for the research costs of the expansion.

Should there be a pre-determined limit on the size of the demenstration?

It would be wrong to cap the number of potential participants or the potentiat number of states
permitted to apply. While this is meant to be a demonstration, it would be unethical to deny
access to expanded treatment opportunities for people with HIV in any jurisdiction where a state
is willing and able to participate. The distribution of AIDS cases across the country will
determine incentives to participate in this program and will form a "natural” control group
without having to set any predetermined limits on participation.

it should also be noted that an artificial cap in the number of clients permitted to enter the
demonstration might be seen as a disincentive to participate by some states, who might be fearful
that they would not be permitted o include all potential ¢ligibles in their jurisdiction in the
waiver. This would be especially true in some of the larger high-incidence states.

How can the sténdard of care be assured and continued 2reatment’gaamnteed during and
beyond the demonstration?

Given the cvolvi;ng nature of HIV treatment, there should be provisions in the demonsteation that
permit states to amend their waivers to accommaodate new standards of care. Similarly, the
federal govamm;em should retain the right to require changes in the demonstration should



medical research developments warrant.

Clearly, an ethical dilemma would arise at the end of the demonstration period if the experiment
;}mves:i not to meet the cost effectiveness criteria established at the start of the project. Some
provision should be made to assure continued access to treatment for those already enrolled in
the program, while allowing states to discontinue eligibility for new enrollees.

|
What benefits should be covered as part of the demonstration?
It is our hope that there will be a standard, comprehensive benefits package that is consistent for
all participating zn the demonstration. While we can assume that certain services, on average, are
highly unlikely to be used (e.g., nursing home care), we cannot predict the course of this discase
for all who are taking combination therapy., Some may go on to develop AIDS and will meet the
traditional Medicaid eligibility requirements, giving them access to the full Medicaid package.
However, there should not be a gap in care when individuals transition from one eligibility
category to another.

I HCFA opts to give states some flexibility in determining the benefits package, then a minimum
benefits package should be defined at the ouiset, one that includes all the necessary components
of comprehensive outpatient services: diagnostic testing, physician visits, drugs, medical case
management, and outpatient substance abuse and mental health services. These would be
necessary to assure the basic standard of care as defined by HHS and others. It would alsa be
necessary to assure the comparability of the demonstrations across state lines for evaluation
Purposes. ! .

What financial éligibility criteria shoold be used?

While some flexibility will be appropriate for the states, based on their underlying Medicaid
program and what they can afford, the goal of this demonstration is to get as many people into
care as early as possible, If the financial eligibility criteria are too stringent, many individuals
without private third party coverage will be unable to afford combination therapy, thus
undermining the public health goals of this demonstration. Delaying therapy will mean more
costly Medicaid coverage in the near term, as well as lost prevention opportunities and
diminished assurance that therapy once started will be adhered to through appropriate medical
case management. Therefore, we propose starting the consideration of this demonstration at 200
percent of the fet%cmi poverty level

What medical efigihility criteria should be used?

We believe that HIV infection should be the sole medical eligibility criterion. Current treatment
guidelines suggest consideration of combination therapy very early in disease progression,
While arbitrary cutoffs based on CD4 count and viral load could be made, they would be just that
-- arbitrary. It is clear that different patients will opt for beginning therapy at different times, but
the choice should be made by the patient and the clinician. Indeed, the full meaning of viral load
levels and CD4 counts are evolving as our understanding of combination therapy evolves. (To



4
give a specific hypothetical example that shows the need for a broad-based medical eligibility
standard: someone who begins combination therapy with hig or her own resources could have 2
non-detectable viral load and a relatively high €D4 count, Afler exhausting personal resources
for paying for these drugs, the individual might then meet the financial eligibility criteria for the
demonstration, if the medical criteria were set by viral load or CD count, the individual would be
forced to stop combination therapy until those criteria are met - posing a personal and public
health risk,) !

In addition, eariy eligibility is also tied to the public health objectives of this demonstration, as
discussed aboveslthat access to primary care is associated with more likely adherence to
prevention advice regarding H1V transmission.

How should this demonstration be evaluated?

It would be our hope, given the importance of this expansion and its potential fo answer more
than cost-effectiveness questions, that there will be a unified approach to evaluating all the
demonstration sites, with standard criteria and data collection reguirgments.

What can be done {o encourage states to participate in this demonstration?

It is critical to engage the state Medicaid programs in a dialogue about how this demonstration
might best be constructed dizing the development stage. Within the limits discussed above,
states will need a good deal of flexibility in designing this program given the tremendous
variation in underlying costs, services, and current populations served by state Medicaid
Programs, 1 ‘

i
To the degree possible, states should be given financial incentives to participate: either through
the identification of new federal resources or the sharing by the federal government with the
states of some of the savings in federalonly entitlement programs that might result from this
program {i.c., S81, SSDI, and Medicare).

In addition, HCFA should support quick assessments of pGtential approaches to adopting thig
cxpansion that offer the possibility of imiting the financial exposure of the states. One example
would be a capitated approach, which, if done with appropriate quality assurances, risk adjusters
and the like, could result in additional savings to the state for the HIV population already in the
Medicaid progranjz while containing the cost of an expansion.

¥

Next steps,

It is our hope that this memo has identified key areas of policy choices before you. We strongly
believe that these issues require a full and frank discussion among the relevant federal officials,
state Medicaid administrators, and AIDS community advocates. The complexities associated
with this potential demonstration necessitate the most inclusive decision making process possibie
to assure full consideration of all information and options.

G b S o o



To that end, we propose the formation of a federal/state/community task force to work together
in developing the parameters of this demonstration as well as to perform ongoing oversight as
the demonstration is initiated. The challenges in developing the solicitation will not disappear
once states have opted to participate. The evolving nature of the science of HIV and the
associated public health and public policy questions will necessitate constant review and
discussion to assure that the demonstration is as effective as possible. Creatton of this task force
would also send an important message to the states and the AIDS community about the
Administration'sl seriousness in pursuing this initiative.

|
Appendix 1: Guidelines for the Use of Antiretoviral Agents in HIV-Infected Adults and
A;dolescents

Appendix 2: Documentation of the Cost-effectiveness of Early Intervention



THE WHITE HOUSE /@%Y}

WAGHINGTON

MEMORANDUM FOR THE PRESIDENT

FROM: - Bruce Reed, Assistant to the President for Domestic Policy
Sandrs Thurman, Coordinator for National AIDS Policy

SUBJECT: International Studies on Reducing Maternal-Infant HIV Tranmission
|
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This memorandum will provide background on the controversy over an ongoing groep of
11.8.-supported international clinical trials studying options to reduce maternal transmission of
HIV in doveloping countries. A brief overview of current koowledge, the rationale for further
research, the World Health Organization position, concems of domestic public interest groups,
and the Department of Health and Human Sexvices' position will be covered. Attacim’i
sepacately are talking points and Q& A's prepared by HHS on the issue.

Perinatal 'I"mmzssmn The World Health Organization (WHO) estimates over 1,000 HIV 4+
infants are born each day. Women with HIV discase have a 15%-40% risk of transmitting
HIV tw their baby with each pregnancy, The National Institutes of Health demonstrated that
this transmission risk can be lowered to 8.3% by the administration of the drug AZT 1o
women orally during pregnancy and intravenously during labor, and to their newborn infants
orally for 6 weeks. This NIH study, known as ACTG 076 - comparing AZT with a placebo -
was halted and published in 1994 when these dramatic results were evident. It has become the
standard of care to offer all HIV+ pregnant women AZT therapy in the U.S.

An important uanswered rescarch guestion is at what point during pregnancy or birth do
women transmit HIV to their babies - and if it is necessary to administer AZT over many
months to prevent HIV infection in infants. Because many developing countries cannot afford
expensive drug therapies for their citizens, pinpointing the critical period in which to
administer AZT to prevent perinatal msmzssaon is important 3o that the greatest number of
women could be offered treatment.

Research Study Design Issues The public health keadership of several WHO member’
cauntrics mﬂgborateci with the NTH and Centers for Disease Control and Prevention (CIDC) to
design and develop research studies (o prevent perinatal HIV transmission in
countries with Hmited health care infrastructure and rosources. Bach research study included
an informed consent document outlining the research question, the randomization to an AZT
or placebo group, and a detatied description of potential nsks study participants may incar.
All study protocols were reviewed and approved by the NIH and CDC Institutional Review
Boards (IRBs) and the host countries. The political leadership of sach host country were also
fully informed of the study methodologies and concurred with their implementation.
The first studies proposed by this international collaborative group began in 1993 with funding
support from the U.S. (NIH, CDC) and Prance.
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Warld Heaith Organization Activity In June 1994, the WHO hosted a mecting of
researchers and public health practitioners from the U.S,, Burope, and countries in Africa,
Asia and the Carribean which bave « high incidence of }-'C{V discass. The purpose of the
meeting was to examine the results of the NIH ACTG 076 trial in terms of their applicability
intermationally. The following recommendations were issued from this mesting:

1} Encourage the use of AZT as outlined by the NIH ACTG (76 study in
indusuialimr%i countries; and

2) Ymmediate exploration of alterative regimens that could be used to achieve prevention
of perinatal HIV prevention in the developing world.

WHO participanis established parameters for the conduct of research studies in developing
countries. The studies supported by the U.S. and France were consistent with these
parameters. |

Concerns of Some U.8. Public Interest Groups Dr. Sidney Wolfe of the Public Citizen
Health Research Group wrote a long critique of U.8. involvement and support for these
infernational perinatal HXVY prevention studies in a letter o Secretary Shalala, The letler was
broadly distributed to the media, Key concermns raised were:

o Some rescarch designs inclade a placebo arm when AZT has proven benefit. Such a
research design would never be allowed in the U.S. ¢

o The studies viclate major international ethical guidelines, specifically: the World
Medical Association's 1975 Daclaration of Helsinki; four of the Nuremberg codes for
human experimentation; and the International Bthical Guidelines for Biomedical
Research Involving Human Subiects designed to address ethical issues in developing
countries

i
o~ There 18 no guarantes that women and infants in host countries will bcncﬁt from the
research knowledge gained

o The lackbf appropriate care in host countries does not justify study designs with
placebo arms that have no benefit. The standard of care in many countries does not
include a:cces& to prenatal care, medivations, hospital births or intravenous infusions

o  Comparison of these studies to the Tuskecgee syphilis study; criticism that IRBs
should ensure that risks to subjects are minimized and subjects are not unnecessarily
exposed to risk; this is colonialism at its worst

!
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Senator Carol Moseley-Braun (D-1.) has also voiced her concern regarding study designs with
a placebo arm when there is a known effective treatment for HIV prevention. She is alarmed
that such studies are supported with U.S. funds, and thinks it is inappropriate to continue such
funding in face of the apology being offered to the Tuskesgee survivors this Priday.

Department of Health and Human Services The Department of Health and Human Services
has conducted a review of the 1.8 -funded studies in question and continues to support both
the study designs and public health importance of completing them. They are ongoing as of
this date. HHS testified to this effect before the House Government Reform and Oversight
Committee last week. There was very little discussion of the issue among Representatives
present. : '

|

In bricf, the HHS position maintains:

¢ The studies address g pressing need in the global control of the spread of HIV,
defining interventions that will result in reductions in maternal-infant transmission which
can be safely and routinely implemented in the developing world;
| o

o The studies are based on the assumption that the NIH ACTG (76 regimen is not a
feasible therapeutic intervention in developing countries due to lack of medical
infrastructure and cost constraints; the research degign examines options for treatment
which are viable and affordable within the medical care delivery systems of the study
countoies

o All engoing studies are in full compliance with U.8. and in-country regulations and

laws, have gone through extensive in-country and U.S, ethical review processes and an
international ethical review, and all studies have strong in-country support; an
independent Data and Safety Monitoring Board continues to provide oversight of research
findings at regular intervals

o Broadly zccepied ethical principles for international rescarch recognize a role for the
Tocal standard of care when testing the effectiveness of a new intervention. In the case
of doveloping host countries, the focal standard is minimal to no health care access.
Stodying new resecarch options of AZT administration at specific times during pregnancy
offers a new benefit 1o individuals who would not otherwise have had it, while defining
. research knowledge that may allow many individvals to benefit if shorter courses of
AZT prove effective for HIV prevention. The placebo arm is equivalent to the local
standard of care.

Attached are Q&As and talking points which support the HHS position on this issues.

i
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WABMINGTON

QUESTIONS AND ANSWERS
i
:
Q. Did you know about the NIH supported clinical trials using AZT and placebos in HIV
infected pregnant women in developing countries?

A, Tam awsare that NIH is funding some research into bow to improve prevention of mother
to infant transmission of HIV in some developing countries. [ understand that AZT is the drug
that is being used in these studies.

1 bave asked the Secretary of Health and Human Services to provide me with a report on these
NIH studies. 1 also asked for an evaluation of how these studies will help the women and
infants involved and how the studies are helping to curb maternal transmission of HIV in these
countries. |

Q. Somf!f of the women in these studies are not receiving AZT, they are getting a placebo.
How does this compare with the U.S. position that all HIV infecied pregnant women and their
infants should be offered AZT? ,

Al That question will be addressed in Secretary Shalala’s report. Just let me say that in
many developing countries no HIV treatment at all is available for pregnant women or their
infants. It is tosally different situation than what we have in this country where AZT is readily
available. |

]
Q.  Some critics are saying that the NIH funded AZT studies in developing countries are *
not different from what happened in the Tuskegee study where treatinent was withheld from
some of the participants. How do you answer that?

A, Well,' ] will need to see the report from HHS before 1 can fully address that. But |
must emphasize that in the Tuskegee study, treatment that was widely available in this country
was deliberately withheld from some of the participants. In the AZT studies oversees, the
only AZT treatment available is the treatment provided to participants in the study.

. Some critics are saying that there is an issue of violation of international ethical codes -
in the AZT studies, Is this true?

A. [ will know more about the studies and the specific concerns surrounding it when |
review Secretary Shalala’s’s report. Untl then, | can’t say anything further on this. I can
assure you that we will not stpport any studies where such violations oocur,

4'
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i
OUR GOAL IN SUPPORTING THESE STUDIES IS TO FIND -
EFFECTIVE WAYS TO PREVENT MOTHER-TO-CHILD
TRANSMISSION OF HIV THAT CAN BE USED IN DEVELOPING
COUNTRIES. THAT MEANS FINDING A REGIMEN THAT IS
EFFECTIVE rOR THE SPECIFIC POPULATION AND ’
AFFORDABLE IN THAT COUNTRY.

THE mf!z_z_ AZT-076 REGIMEN, WHICH IS THE STANDARD OF
CARE IN THE UNITED STATES, IS NOT FEASIBLE FOR THESE
COUNTRIES. IT IS EXPENSIVE AND REQUIRES SOPHISTICATED
MEDICAL MONITORING.

WE HAVE WORKED WITH THE WORLD HEALTH .
ORGANIZATION, UNAIDS AND THE HOST GOVERNMENTS TO
DESIGN THESE TRIALS. THEY ARE FULLY SUPPORTED BY
THE INTERNATIONAL BODIES AND BY THE HOST
GOVERNMENTS
THESE TRIALS HAVE BEEN REVIEWED FROM AN BTHICAL
STANDPOINT BY THE COC AND NIH INSTITUTIONAL REVIEW
BOARDS, AND BY REVIEW BOARDS IN THE HOST COUNTRIES.
WE AGREE THAT THESE ARE DIFFICULT AND COMPLEX
ISSUES, BUT THAT IS EXACTLY WHY WE WENT TQ SOME
LENGTHS TO ACHIEVE MEDICAL AND ETHICAL CONSENSUS
ON THE RESEARCH NOT ONLY WITHIN HHS, BUT WITH
INTERNATIONAL ORGANIZATIONS AND THE HOST COUNTRIES
THEMSELVES.

WE ARE DEDICATED TO FINDING AN EFFECTIVE
THERAPEUTIC INTERVENTION THAT CAN REALISTICALLY BE
ADMINISTERED IN THE HOST COUNTRIES AND IS
AFFORDABLE.
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Why is the U.S. government supporting these studies around the world?

HHS has been criticized for conducting 9 studies in different parts of the deVEIOping
world. | ’
All nine were designed in cooperation with public health officials in the countries
themselves.

i
All are aimed at finding ways to reduce mother-infant transmission of HIV in those
specific countries. They were devised after completion of the AIDS Clinical Trial
Group (ACTG) protocol 076 showed dramatic, positive results of an AZT treatment
regimen in the 1.5, :

All nine were developed following a June 1994 WHO meeting in Geneva af which
researchers and public health practitionsss from around the world called for 1) use of
the 076 regimen in the industrialized world where feasible and, 2) immediate
exploration of alternative regimens that could be used in the developing world. They
were designed in accord with guidelines developed at that meeting. ‘

Q. Why can’t the 076 regimen be hised eve:}'whereg =

A,

H

Acca:dhé {0 consensus among xesearchers and public health practitioners in all the
cooperating countries, the 076 regimen is imply not feasible as a standard of
prevention in much of the developing world. Let me explain:

* The regimen requires that women be reached early in pregnancy and have
blood drawn and tested for HIV, Once the woman knows she is positive for
HIV she maust take AZT three times daily for weeks, then receive AZT
intravenously during labor and delivery. Once the baby is bom the newbom
must receive AZT io syrup for 6 weeks. In the developing world women are
most often not seen in health care delivery systems before delivery.

* Drug costs alone for the 076 AZT regimen are estimated to be $800, an
amouat that is 30 times the annual health budget per person in many countries
involved in these shudies, and not available outside the research setting,

* Ia addition, the 076 regimen simply cannot be assumed to work everywhere.
The U.S. study looked at women with greater than 200 CD4 counts who were
not breast feeding, while most of the women in hest countries would breast
feed their infants. In addition, the biology of the HIV virus itself {different
straing) ray be significantly different in other countries.
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Wizy do some of these studies use » placebo control arm? The Public Citizen
groups says this is wrong,

The panel convened in Geneva recommended that since the 076 regimen is not
applicable in the developing world, “placebo-controlled trials offer the best option for
obtaining rapid and scientifically valid recults. ™

They explained that in parts of the world where the §76 regimen is not applicable, the
choice of a placebo for the control group in a trial would be appropriate as there is
currently no available effective aliernative for HIV-infected pregnant women in these
countries. This is the quickest way to find appropriate interventions that can be used
10 benc{it the people in these countries,

Mthaaéh it has bean argued that we could use a low dose of AZT in these studies, we
believe that low dose AZT would not be an appropriate control becauge 1) # offers no
known benefit to the individual {low dose AZT has not been prove useful anywhere)
and 2) this type of study could fail to achieve useful results.

i

H

Why is the placebe arm in some studies no intervention at all?

Unfortunately, the cumrent standard of perinatal care in much of the developing world
is no prevention intervention at all. That is a fact of life. Using this standard care as
the placebo control in these studies will result in.the most rapid, accurate, and reliable
assessment of the value of thie intervention being studied compared 1o the local
standard of care.

Are :hése studies ethically acceptable?

'I‘hs:y m The ethical dilemmas are complex and difficult. But the human subjects
issues of these studies have been reviewed inteosively since the 1994 Geneva meeting.
These matters have been discussed in many formal meetings and at forums; reviews
fiave been conducted in the U.S. and the countrics where the clinical trials are being
camcdi out {or where they will be carried out).

|
Public’ Citizen says that it is unethical to conduct g trial unless it offers ali
participants a chance to receive an effective intervention if such is available
anywhere in the world, net just at the site of the clinical trials. What is vour
respouse fo that?

After thorough review, HHS, and WHO agree that to meet the standards of the Warld
Medical Association Declaration of Helsinki, these studies must cmplay the: best
current diagnostic and therapeutic methods avazia,bic in_the country : are |
be performed.  Holding azhar countries accountable 10 a standard of care zzzzavaﬁabie

if ooy
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to its citizens and denying the opportunity for rescarch advances that might benefit
thera raises another set of difficult ethical issues not addressed by advocacy groups.

{

Are you going to bave these studies re-reviewed or modified, as many have
suggested? ‘

No. The ethical review of these studies bas been rigorous. It has included
community and scientific participation in reviews by the relevant institutional:review
boards (IRBs) in the U.S. and the local IRBs in the countries where the trials are
carried out. Support from local govemments is obtained and review by an
independent Data and Safety Monitoring Board is mequired when deemed appropriate.

I

How are these studies any different than the Tusksegee study?

The fundamental difference is that the Tuskeegee study witheld treatment of known
benefit in a country where the treatment was widely available, The AZT trials are
being conducted in certain developing countries where the standard of care for HIV +
preguant women does not include treatment for HIV or any prevention options for

.

perinatal transmission.
i
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July 24, 1007

?h;a Honorable William Jefferson Clinton
The White House
Washington, DC 20500

f‘ “

Dé’ar Kr. President;

'Ozz behall of the National Drganizations Responding to AIDS Coalition

(NORA} we are writing to formalize our communication with membsrs of
ycur Administration zegaﬁ:img the need for the Secretary of Health and
Humaﬁ Services to exercise her wajver authority and allow for the use of
federa! funds for needle exchange.

NOZR;& is & coalition of over 175 health, labor, religious, professions! and
advocacy groups. Together, we arliculate the broadest possible consensus
onjissues concerning HIVIAIDS and advocate for fair and effective HIV/AIDS
poiicy, lagislation and funding.

On! July 10th, we met with Bruce Reed, Sandy Thurman and Kevin Thurm
to discuss the strategy and timeline for the Secretaty of Health and Human
Se'rv;c&s to exercise her waiver authority, theraby removing the current
reszf ctions that prohibit the use of federal funds for neadls exchange. Much
to ow dismay, neither a commitment from the Secretary (o exarcise the
waiver nor 3 clear plan for how the Administration would get to such a point
was forthcoming.

In _response to this news, we expressed our deep and continued concern

that, despite the availability of sound scisntific svidence which demonstrates
the effactiveness cf needie exchange, your Administration had yet to agree
o exarcise the waiver. We articulated our befief that continued delay will
have serious public health consequenceas, and provided ample evidence —
including the recent adoption of resolutions in support of needle axchange
by the U.8. Conference of Mayors and the American Medical Association --
that there is consensus in support of removing federal restrictions.

In the week following our meeting, several principals in your Administration
took a number of impodant shert-term gctions o help fight off & negative
amendment threat during the House appropristions process, which would
have eliminsted Secretary Shatala'’s waiver authority. Wiile we are grateful
for this assistance, we remain deeply concemned by your Administration's
continued fack of a2 commitment to exercise the waiver authority and lack of
a concrete strategy and timeline for so deing.

A ogHR BF Sro7 12 orginirelions roaponging o AN gtk rpaalyvy ond arnen”
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At {this time, we would like to request a meeting with you and senior
members of your Administration to discuss this issue as s00n as possible,
oreferably the week of July 28. The position of the HIVIAIDS community is
clear - your Administration must Ist sclence, and not politics, drive federal
pohcy on this imporiant public health issue. Your comments before the US
ﬁ‘onfemns:fs of Mayors, as well as those of your chief HIV/AIDS appointee,
wwid ingicate that you and yaur Agministration congur. However, this
cef‘zz;nuad delay, and the unwiil zﬁgnass of your Administration to make a firm
cammzimem to exercise the waiver, suggest otherwise,

W& look forward to an opporiunity to spask with you and senior members of |

yoaz Administration directly about this life-saving tssue. Thanx you for your
coﬁszderauun Mike Shriver at (202-898-0414), will serve as the NORA
contact to arra nge this meeting.

Sincerely,

David Harvey, Co-Chair, NORA Coalition
Mlgueima Péaidcnada Co-Chair, NOR%& Coalition

i
| _
fsc:] Vice President Al Gore

| Erskine Bowles, Chief of Staff to the President

Donna Shalala, Secretary of Mealth and Human Services

Donald Gips, Chisf Domestic Policy Advisor to the Vice President

. Toby Donenfeld, Office of the Vice Fresident

| Bruce Read, Assistant to the President for Domestic Policy

., Chris Jannings, Speclal Assistant to the President on Health Policy
. Sandy Thurman, Director, White House Office of Nationat AIDS Policy
. Frankiin Reines, Director, Office of Managemeant and Budget

. Josh Gotbaum, Executive Assocate Direcior, OMB

| william Corr, HHS Chief of Staff
|

Kevin Thurm, HHS Depuly Secretary
Margha Martin, Special Assistant {0 the Secrotary, HHS
Eric Goosby, Director of HHS Office of HIV/AIDS Policy

v
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MEMORANDUM FOR THE PRESIDENT
t

From: Sandy Thurman

Date: 'July 21, 1997

Subject: Update on HIV/AIDS Issues for Your Meeting Tomorrow with Gay!Lesbxan
Leaders

[}

This memorandum is to provide you with a quick update on current HIV/AIDS issues for your
meeting tomorrow with gay and lesbian activists.

Background - Z While the AIDS groups are grateful for the support the Administration has given
them in the past there is considerable anxiety and doubt regarding our ongoing commitment to
this issue. This concern began when AIDS programs ( including the Ryan White CARE Act )
were not inciuded on a small list of discretionary programs that were listed as protected programs
in the balanced budget agreement (neither were many other important programs). The community
interprets this action to mean that the issue has been “de-prioritized.” In addition, following the
release of guidelines for A1DS treatment which advocated more aggressive use of triple drug
combinations, the Administration did not request any additional dollars in the 1998 budget for
AIDS Drug Assistance Programs (ADAP). (However, it should be noted that we have
continually supported increases in ADAP, including 2 budget amendments last year and have

- always indicated our willingness to consider additional requests for this program.) All this,
combined with delays in receiving the report the Vice President requested on Medicaid expansion
to people with HIV (due to indications from HCFA that there 1s no way to make this budget
neutral), and that little visible progress has been made on removing the restrictions on federal
funding for needle exchange programs, has made the AIDS community a little irritated with us.

We have been working ndnstop with the AIDS groups on these issues. The bottom line is, while
we have pendjing 1ssues, it has been a pretty extraordinary year so far for the AIDS community.

Decrease in tlhe AIDS Death Rate -On July 14, the CDC released new figures showing a 19%
decrease in the number of AIDS deaths in the first nine months of | 996, compared with the same
period of 1995, In contrast with earlier data, the number of deaths due to AIDS among women
decreased 7%, and mortality numbers dropped for all racial groups and categories of HIV
transmission. The CDC attributed these findings to greater access to medical care and the
development of effective therapies for HIV and associated opportunistic infections. AIDS
advocates noted that as A1DS death rates drop, there are increasing numbers of individuals
living with HIV who require access to these lifesaving interventions. Clearly, our investment in

I
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the AIDS epidemic is beginning to pay off as a significant achievement, given increasing AIDS
deaths and infections worldwide. It is important to note, however, that there is no evidence that
the number of new HIV infections is slowing indicating that prevention and education efforts
must be reinforced.

Funding lssue$ - In the House Appropriations subcommittee mark-up, the full $40 million
increase in the Administration’s FY 1998 budget request for the Ryan White CARE Act programs
was provided, with some reallocation of the increases among Ryan White programs. In addition,
the mark up.included a $132 million increase for ADAP in the Chairman’s mark, No formal
budget amendment was sent forward by the Administration for this, given the size of the offset.
You may want to take this opportunity to formally support this increase. OMB asserts that this
increase is going to happen anyway, so we might as well take credit for it. The community will
obviously appre{ciate your support.

The House subcommlttee increased funds for AIDS preventlon by $5 million ($12 million below
budget request) and AIDS research by $73 million ($33 million above budget request). The
Senate Labor/HHS subcommittee’s 602B allocation is $200 million below the House’s, making it
less likely that the Senate will fund AIDS programs at the House levels. In VA/HUD, the
Housing Opportunities for People With AIDS (HOPW A) program has been funded at the budget
request of $204 million (an $8 million increase).
Model Clinical'Practice Guidelines for Treatment of HIV Infection - On June 19, an
independent panel of experts convened by HHS and the Kaiser Family Foundation published
treatment guidelines for antiretroviral therapy in adults and adolescents. The draft guidelines
address a criticalI need among providers as to how to best to use new AIDS drugs most
effectively. Thelguidelines recommend a more aggressive approach to treatment using triple drug
- combinations at earlier stages of HIV infection to avert immune system damage.

While the draft of these guidelines is not technically a government document, issues of payment
for this new standard of care clearly confront us. HHS has stressed that the responsibility for HIV
treatment is shared one by the federal government, states, private and non-profit sectors and
individuals each i)laying an important role. The additional $132 million in ADAP funding included
in the House Appropriation’s subcommittee is a good start towards trying to address expanding
demand for thesei new therapies,

Medicaid Expalilsion for HIV Infection - On April 9, the Vice President requested that HHS
report to him on the feasibility of a Medicaid demonstration project expanding Medicaid eligibility
to people with HIV infection prior to the onset of full-blown AIDS. Currently, over 50% of
people with AIDS depend on Medicaid for their health care. New A1DS therapies like the
protease lnhlbltor drugs have been effective in delaying disability and reducing hospital costs for
many people. Thls has raised speculation about whether the question if earlier access to drug
therapies and primary care would prove cost-effective for Medicaid as well as other public
spending for serv1ices to people with HIV/AIDS.

|
HHS briefed the :Vice President’s office in late May/early June and is now working to address



" FAIDSMEMO. WPD " Page 3|

budget concerns. HHS will likely submit a report to the Vice President in the next few weeks.
The report will likely say that it would be feasible to do a demonstration program limited to
several sites but with capped enrollment. This demonstration, however, would not be budget
neutral, and thus would represent a break in our Jongstanding budget neutrality criteria in
Medicaid waivers. There are some at HHS and OMB who believe that it would be preferable for
the Administration to support full legislation to change the Medicaid program to cover this
population earlier rather than break our budget neutrality standard. However, this proposal
would be quite expensive. ‘

Needle Exchaﬁge Programs - The House Appropriations subcommittee for Labor, Health and
Human Services marked up their bill on July 15, preserving the authority of the Secretary of HHS
to lift the restrictions on use of federal funds for needle exchange programs. HHS does not
expect a challenge to this at full committee next week, it is pursuing a strategy of watchful
waiting, maintaining a low profile for as long as possible. Most of the AIDS groups accept this
strategy as long as the Secretary’s authority is not endangered. We held a meeting at the White
House last week with the AIDS groups and HHS to facilitate communication on this issue,
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July 1,1997 HUMAN

RIGHTS
Mr. Bruce Reed CAMPATGN
Assistant to the President for Domestic Policy
The White House

Washington, DC 20201

Dear Mr. Reed:

"y

As the largest national gay and lesbian political organization and as a leading member of the
Narional Organizations Responding to AIDS (NORA) Coalition, the Human Rights Campaign
(HRC) is working on many issues impacting the HIV/AIDS community. These issues are
outlined in the AIDS Issues briefing paper in the accompanying packet. The packer also includes
individual fact sheets, which provide more detail and background on particular p:ogr ams,
including the polling data commissioned by HRC on AIDS related issues.

|
On June 19¢h! the Department of Health and Human Services and the National Institutes of
Health issued new guidelines for the treatment of HIV discase.  The guidelines cal! for carly and
agpressive tI‘C:l:I'ITlf:ﬂt of people with HIV. They highlight the nced to increase funding for
treatment programs to ensure that combination therapies and the primary care services necessary
to deliver them are accessible to all the men, women and children living with HIV and AIDS.

As the FY 1998 appropriations process gets underway, the Human Rights Campaign is urging
members of Congress and the Administration to:

o Review the AIDS Budget fact sheet which details the need and specific funding levels for
HIV/AIDS prevention, research and carc programs.  While the need is far greater, we are
seeking support for at least the funding levels requested in the President’s budger and an
incrcasil: in funding for access to HIV and AIDS drug therapies.

(] Preserve a strong Office of AIDS Research (OAR) ar the National Institutes of Health
and oppose efforts to pit one disease against another.
i

. Supporlt funding for the Housing Opportunities for People with AIDS (HOPWA)
program and drug and alcohol treatment programs. It is impossible for a person living
with HIV discase to follow a treatment plan and maintain their health wnthout stable
housmg and treatment for drug addiction.

. Maintain the authority of the Department of Health and Human Services to determine .
sound federal public health policy by opposing any efforts to repeal the Secretary’s
authority to allow the use of federal funds for necdle exchange programs.

. Oppose cfforts to impose federal mandates on state and local HIV prevention strategies.

WORKING FOR LESBIAN AND GAY EQUAL RIGILTS.

1101 14th Street N'W, Suite 200 \‘C’ashiagmn. 1XC 20005
phone (202) 628 4160 SJax (202) 347 5323 e-mail hrcahreusaory
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We are making progress in the fight againg: HIV and AIDS. To continue, we must maingain
and expand our investment in these efforrs. [ ook forward to working with you on ol HIV and
AIDS related issues in the 103th Congress. Please de not hesitare to call me ar (202) 216 - 1526

if you have any questions regarding the enclosed material or if I can be of further assistance to
youL.

Sincerely,

« Seth Kilbourn, )
Senior Health Policy Advocare

H

e



1161 14th Screet NW
Washingten, DC 20005
phone 202 528 4140
Jax 207 347 4323

HUMAN ' ‘
N AIDS ISSUES
CAMTIPEAIGN

AlIDS ISSUES IN THE 105TH CONGRESS

The Human Rights Campaign as an organization and as a leading member of the National
Organizations Responding ro AIDS (NORA) Coalidion is working on many issues npacring the
HIV/AIDS community. These issues, which the 105th Congress and the Clinton Administration
- will need 1o address, arc cutlined below. The issues center around funding, Medicaid, research,
prevention, Rep. Coburn's {R-Olda.} HIV Prevention Act, needle exchange, and the role of the
new Director of the White House AIDS Policy Office. Accompmymg this cutline are fact sheets
which prov;dc rmore detail and background on particular programs, including a fact sheet on the
polling data commissioned by HRC on AIDS related issues. .

1. Funding
Budger Issues

As it was with the 104ch Congress, che pressure to balance the budget remains the primary
irpediment ro the necessary funding increases in the HIV/AIDS budger portfolio. The budger
agreement berween the Chinton Administration and Congressional keaders raises serious concerns
about the degree vo which HIV/AIDS programs will be prioritized in the FY 98 budget and
appropriations process.  While the budget agreement is not law, it does set forth the principles and
understandings thac guide the development of the budger sesclutdian which, in tn, sets forrh
overall spcnéing goals for the FY 98 fiscal year and for subsequent fiscal years through FY 2002,

The fact thatno health piogram in general and no HIV/AIDS program specifically was listed as a
protected pmgram in the budger agreement is cause for concern.  Further, domestic discretionary
spcnémg {which includes funding for AIDS programs like the CARE Act, NIH rescarch and CDC
prevention programs) is capped through FY 2002, Compared 1o a “baseline” jevel of funding,
which assumés discretionary spending increases at the rate of inflation, these caps represent a $61
billion cut to;domestic discretionary programs over the nexc five years. These curs are greatest in the

“out years” of the five year budger plan which means thar competition for increasingly scarce
resources will be greatest in FY 2000 rhrough FY 2002, -

. FY 1998 App;vpriadam

The accompanying AIDS Budger facr sheer ourlines the elements of the HIVZAIDS portfolio, = -
including the funding needs as identificd by the NQRA Cealition.

The budger resolution reflecrs rhe lack of prorecrion for HIV/AIDS programs in its figures on health
discretionaty spending.  For fiscal years 1998 through 2000 these spending levels are assumed ro
range beoween $24.9 and $24.2 billion, compared o the $25 billion available in FY 97.

|
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The FY 98 budget resolution cuts $100 million from health programs compared to FY 97.
Factoring in a 3% inflation rate, this cut represents s $850 million {or 3.5%) cut in spending
compared to FY 97. Given the costs of che newly developed protease inhibitors in rreating HIV
disease and the large unmee need for HIV/AIDS prevention, care and rrearment, we are greatly
concerned that there will not be cnough funding available o support HIV/AIDS programs
adequately across the board. K

Need

HRC and the NORA Coalirion will emphasize the inter-refatedness of the programs within the
HIV/AIDS funding porrfolio, and the benefits we are beginning ro see as a resule of sustained
investment in prevendion, research, and care/treatment.

Prevenrion funding increases are necessary ro meer the need idendfied by the HIV Prevention
Community Planning Process, established by the CDC in 1994

We will also support increased funding for biomedical and behavioral rescarch in general and AIDS
research in particular ac the National Instirures of Health (NIH). The Office of AIDS Research
{OAR) which administers and coordinates AIDS rescarch across the NIH s vital to this cfforr.

Access to quality care and trearment remains our of reach for many people with HIV and AIDS. Ir
is viral that Congressional leaders understand che need for both increased funding for the CARE Act
Title IT AIDS Drug Assistance Programs (ADAP) and the primary care and support services offered
chrough the other Titles of the CARE Acr and other Federal programs (i.e., HOPWA, Drug and
Alcohol Programs, ere.). This continuum of care, developed over the last ten years widh these
Federal funds, make iv possible for people ro access necessary treatment, follow the weatmenr
regimens, and remain healthy for longer periods of time.

Guidelines on Antiretravivalt

The newest developments in drug treatment options offer hepe to many people living with HIV

and AIDS. The use of protease inhibitors, in combination with existing antiretroviral therapics, has .
led to dramatic reductions in the amounc of HIV present in the body. This reduction, in rumn, is
associated with improvements in health srarus and other clinical outcomes.

While combination therapies appear to be effective for many people, they are not effective for all
people and rheir long-term benefits are not known. In addition o being very expensive (810,000 -
$12,000 per year per patient), the trearment regimens are very complicated to follow.

The Deparmment of Health and Human Services will soon issue for comment Guidelines for she Lise
of Ansiviral Agents in HIV-Infected Adulrs and Adolescents. These guidelines will likely recommend
use of combination therapies carly-in the disease progression which will very likely lead to a shaep
increase in demand for them.
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2. Medicaid

Overview

Discrimimation, pre-casting condition exclusions, lifetime coverage limits, expetiencs rating and
other practices have all served to deny health cace coverage to people with HIV disease. Asa result,
Medicaid has become the only form of health care coverage available ro many prople living with
HIV/AIDS. Mote than half of people with AIDS and 90% of childien with HIV rely on Medicaid
for their health care. .

In FY 1997, federal Medicaid costs for people with AIDS are extimated to be $1.8 billion wich
approximarely 104,000 people living wirh HIV and AIDS receiving benefits theough the program.
Maost people with HIV and AIDS become cligible for- Medicaid because they meer disability criteria
or ate considered “medically needy” in States which offer thar cligibility srandadd. -

Per Capira Caps
H

The President’s budger originally included a per capira cap for Medicaid beneficiaties, which would
cap the federal payment to states per beneficiary. The caps applicable ro each stare in a given year
would be the sum &f the individual caps for four groups of beneficiasies in the State: the aged,
disabled. sdults in families with childeen, and children, The caps would vary for each group to
eeflect differences in coses For care.

HRC worked acrively ro defear the per capita cap provision. The cap did nor eeflect the high cost of
ueating people with HIV discase (especially with the costs of the new protease inhibitors), which
could have pur pressurc on States 10 use the flexibility chey have o limir eligibiliry {e.g., medically
needy} and benefits caregories {c.g.. prescriprion drug coverage).

The budget resolution specifically stares char per capita caps are not part of rhe assumptions that
factor inro Medicaid reform. However, the reselution assumes $9.8 billion in cuts w the
Dzspropomonazc Shate Hospital {DSH) Program and unspecified measures 1o enhance stare
flexibifity in administering the Medicaid program. Theose DSH cues 2nd flexibility options are
designed ro achieve a roal savings of $13.6 billion in the Medicaid program over the nexe five years.

Haspitals whigh provide large volumes of carc to uninsured people and Medicaid beneficiaries
receive DSH psymcn:s [DSH funding has provided crucial suppott to these hospicals, many of
which provide a vical safery net for people living with HIV and AIDS. 'We are advocacing for
targered DSH curs which will spare hospitals that provide the highest levels of uncompensared cace.

Proposals to enhance state flexibility muse also be monitored carefully. Under the guise of srate
flexibility, Medicaid managed cate plans could become too costly for people with HIV/AIDS (see
next section} and. payments 1o federally qualified health centers and rural health clinics could b«:
reduced, ‘

Maraged Care!

!
The formation of Mcdicaid managed carc systems could threaten the AIDS care infrastructure thar
people living with HIV and their advocates have wotked to build. Managed cate has a very poor
track record dealing with disabled and chronically ifl people, Managed care has traditionally
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provided care for healthy, z:mploycé populations. Mméamry enrollment of disabled Medicaid
bencficiaries living with "HIV/AIDS into managed care plans has made it difficult for many people
with HIV/AIDS 1o obrain high-quality, comprshensive healch care under the Medicaid program. in
developing these systems, the Medicaid progeam must proceed cautiously and protecr che exisring
AIDS carc infrastructure.

Welfare Reform and Medicatd

Under the welfare reform plan passed last year States can deny Medicaid coverage 1o legal
immigrans currendly in the counnry. Refugees and asylees could be denied Medicaid benefits after 5
years. Legal immigrants entering the country after August 22, 1996 will be ineligible to receive
Medicaid coverage for § years (with a State oprion to exrend the ineligibilicy). Legal immig;ams and
scfugees living with HWIAIDS will be affecred by these provisions, although their precise numbers

are unknown.

The President’s budget this year proposed to restore Medicaid benefits to legal immigeanrs who
become disabled afrer they enter the country and 1 legal immigrant children. The budger also
proposed to exrend Medicaid cizgz%nlzr}' for refugees and asylees from 5 ro 7 years.  These provisions
are included in the assumptions governing the budget resolurion.  Medicaid eligibiliry will be
resrored for those people who encered the United Srares before Augusr 23, 1996 and who are ot
become disabled. The sxemprion for refugees and asylees will be exrended from 5 10 7 years.

-

Maedivaid Exparnsion

On April 9, Vice President Gore ansounced rhat the Administration has asked rhe Healch Care
Financing Adminisuation {HCFA} ro find ways to implement a Medicaid expansion initiative char
would extend Medicaid-eligibility ro more low-income people with HIV. Many individuals who are
HIV positive and low income are not eligible for Medicaid unless they qualify for disabilicy and have
an AIDS diagnasis. This definition of disability precludes them from receiving new rreatments and
care that require early interventions. An expansion of Medicaid benefits ro people with HIV earlier
in their disease progression could save s;gmﬁz:ant Medicaid resources by delaying rhe onser of full

blown AIDS.

The most likely mechanism to creare the Medicaid expansion is through the cxisting 1115 watver
pracess, whereby States can submit plans o the Healch Care Financing Administrarion (MCFA) o
expand Medicaid coverage t people nor currentdy eligible. States musr demonstrare thar the
expansion wili nor result in increased cost (e, ir must be “budger neutral”).

The Medicaid expansion proposal for people with HIV and AIDS must be designed such rhar States

will be able and encouraged 1o scrually parricipate in the expansion plan. This design will likely

- need to include a relaxation of rhe “budget neutrality” requirements, given thar the long reem
savings from such an expansion is difficult ro measure. '

HRC will work with HCFA and orhers in the Administration ro ensure thar the Medicaid
expansion is effecrive and will provide increased access ro care for more people with HIV,
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Overview |

AIDS research at the National Instizutes of Health (NIH} has led 10 major advances in the
undersaanding and treatment of HIV and relaced opportunistic infections.  Because HIV disease
affeces so many systems of the body, AIDS research is conducted a1 all 24 Insututes, Centers and
Divisions at the NIH. Success against AIDS and other diseases depends on national research as a
whole. HRC and the NORA coalition are supporting funding increases for AIDS research
specifically and NIH overall. This funding will support: epidemiology and narural history of the
disease, basic science, development of AIDS trearmenes, AIDS vaccines and behavioral research.

Office of AIDS Research (OAR)

During consideration of FY 1997 research levels, the House eliminated the Office of AIDS Research
consolidated budget. The Ainal appropriations bill restored the OAR's role 1o plan, prioritize, and
budger AIDS research ar NIH but did not include a single line item, consolidated budger for the
OAR. A strong OAR is essencial to coordinare AIDS research efforts across the 24 Institures,
Centers, and Divisions at NIH, We remain concerned abour the status of the UAR and will
continue to work on enhancing its role and the authority granted 1o it in the appropriations process.

Comparisons to Other Diseases

Funding lcvc|ls for AIDS research will likely be compared to funding levels for other discases in the
appropriations process. Comparisons of funding for different diseases are counerproductive and
misteading. The health of the nation is dependent upon a strong national commitment o
biomedical rescarch across disciplines and discases that benefits all Americans. Because the existing
kxawicdgc base, economic and human costs, and scientific opportunities of every discase are
important it is inappropriate and unwise ro pit eesearch funding for one disease against another.

AIDS rescarch enhances and srimulares research in other fields, with broad implications for other
discases such as cancer, heart disease, Alzheimer’s disease, and others, NIH AIDS research has, for
examnple, been a driving force in the emerging biotechnology industry, one of the most important
1.5, scientific and commercial endeavors of the last decade. NIH AIDS rescarch involving the
blood/brain barricr has had valuable implications for research on Alzheimer’s éxscasc, dementia,
muleiple sclerosis, encephalitis zn::i meningis.

Sciemtific pzzonry—sc:tzng should consider many Rerors. One of the most important factors is
scientific o?pormmty Scientisrs bedieve thar the scientific opportunicies presented by AIDS are
enormous, similar o the opportunities that existed in cancer research during the 1970s, which
evencually opened now avenues of research and are generally credited with providing the foundation
« for the molceular biological revolution of the late 19705 and 1980s.
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The community planning process instituted by the Centers for Discase Control and Prevention
{CDC) over the last few years is proving vo be effective. The process is similar ro the CARE Act
Tite | planning council process through which providers, public health officials, professional health
planners. communivy leaders, and people living with HIV work rogether ro plan efecrive strategies
and budgerary prionities,

Prevention inrerventions that are locally derermined and controlled assure chat those groups most ac
tisk receive the most appropriate interventions. Money, as well 25 years of valuable, produccive fife
can be saved by not only preventing initial infecrion, but alse by ensuring access ro voluntary tesring
and systems of care.

Studies show rhat by combining s variety of focused, sustained prevention techniques people do
change their behavior. Such techniques include: reaching people the skills needed o negoriace
difficult social siruarions; reinforcing techniques over rime to enhance long-term behavior change;
and promoting safer practices by ensuring access to condoms and sterile needles.

Rep. Coburn's HIV Prevention Act (see below for derails} poses a serious chreat to chis communiry
based approach. The cost to implement the testing and reporting provisions of his bill {estimared
to be $420 million} would decimare the already insufficient $630 million che CDC spends on HIV

prevention activitias.
5. Cobum Bill
Overvizw

Rep. Tom Coburn (R-Okla.} introduced H.R. 1062, che HIV Prevention Act of 1997 in March.
Sen. Don Nickies (R-Okla.} then introduced a companion bill in the Senare {8, 503). The bills are
idenrical, except thar the Nickles bill does not make srates’ participation in che federal Medicaid
program contingent on enacring its provisions. The Cobarn bill has 97 ca-sponsors; the Nickles
bill has 3 co-sponsors.

Two Members {(Rep. Bilbray and Rep. Gibbons) signed on as co-sponsors but then removed their
name after meeting with national groups, including HRC, and constisuents. Similar meetings have
occurred {and will continue) to urge other Members 1o lift cheir co-sponsorship. We are also
working to ensure that no part of Coburn'’s bill will be artached o other pieces of legislation such as
budger reconciliation and appropriations.

Cost

The estimared cost to implement the bill is $420 million and it would require 2 minimum of 265
statutory or regulatory changes across the country. This cost and administrative burden would force
Stares and localities ro shift resources away from community-based, locally developed prevention
swrategies that respond to the unique nceds in each community. These strategies have been proven
to be effective in HIV prevention and any wrakening of their effecriveness will cost lives.
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Testing and }’amn Norficarion

The bill mandates that States report the idearities of f people resting positive for HIV 1o be used by
the CDC ro set up z national partner notification program. The CDC has never called for such a
systemn and every Stace mrzcmly must have a partner notification program in place in order w
receive szm}i:)s prevendion funds flom the CDC and funding under the Ryan White CARE Act.

Mandacing | HIV names reporting and the esrablishment of a national system of partner notification
would iead to the climinadon of anonymous HIV testing: mdudmg che newly approved HIV home
sample z:oiicczzan kies. Lirniss on a broad range of tcstmg options discourages people from coming
forward 1o bc tested both because of fear of breaches in confidentiality and lack of access to testing
sites. l

I
Supporters {:éf theses testing and reporting requirements are using rhe face that more and becter
information is needed about HIV diseasc carlicr in the discase progression. Using an AIDS
diagnosis as the marker for srudying rhe epidemic is indeed not as useful as ir once was. People are
living longer with AIDS which means that AIDS deaths are decreasing: bur this decrease does not
mean that infections are alse decreasing. To understand the nature of the epidemic at the “fronr
end” of the disease progression is therefore more importans than it ever was in order to ger people
into treavmen cardier, to idendfy barriers to care, and 1o accurately measure the course of rthe
epidermic.

HRC and other advocacy groups will emphasize several poines regarding the need for chis dara.
First, mandatory teseing, named reporting and coercive partnes sotification programs are not
NECLsSATY (O gcr this informarion. Second, srate and local health departments are working with local
communities on the best ways 1o measure the impact of the epidemic. Third, “one-size-fits-all”,
federal requitements should not impede local processes and aurthoriry. Local public health officials
and affected communities ar the local level muse be allowed to decide on the besr ways o move
forward in dealing with a changing cpidemic. This local determination has beea the srandard for
other é?msc:% and should remain so for HIV,

t
Cheher Provisions

The bill also calls for the mandarory testing of afleged sexual offenders. The Omnibus Crime
Control Act of 1994 already allows a vicim to requesr a court order to have the alleged perpetracor
sested for HIV in federal sexual assault cases. In addirion, 44 States and the Districe of Columbia
mandare or alithorize HIV 1esring for charged or convicred sex offenders.

The bill would allow health care providers to wirhhold medical proccdzsrcs unless the padent is
tested for HIV and rhe provider is norified of the resuls. A parient’s life may be placed in jeopardy
if the health care provider waits for test results before providing the necessary care. Guidelines from
the CDC and OSHA on universal precaurions are accepred practice to prevent HIV tidosmission in
healch care sz:t:t:lngs

Opposirion ;

t
The Nanional Governor's Assoz:;anon has expressed strong opposition o H.R. 1002, indicating that
it “places M&c};md funding at risk in order to advance testing requirements of dubious
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merit....Governars oppose the bill and would objecr 1o inclusion of its'ptovisions in a teconciliarion
package or any other approptiations or authozization bill.” The bills ate also opposed by the
Assoctarion of State and Terrivorial Health Officials, the National Alliance of State and Territorial
AIDS Dirccrors, the American Public Health Association, and the American Nurses Association.

6. Needle Exchange
Need for Programs

Over 30% of new HIV infections in 1994 and 1993 were among drug users. Over 50% of pediatric
AIDS cases and 66% of AIDS cases among women can be linked to drug use. Unlike other
population groups, in which recent data show a 13% decline in AIDS deaths, AIDS dearhs in
women have increased by 3%, Needle exchange programs target a difficulr-to-reach population for

. whom HIV prevention and access to drug rreatment is viral in order ro save the lives of drug users
themselves, theit sexual partners and their children.

-

According to a June 1996 study, the number of HIV infections that could have been prevented
between 1987 and 1995 in the 11.S. if needie exchange programs were widely available is between 4,
400 and 9,700. Had these HIV cases been prevented, ep ro $500 million in healrk care
expenditures could have been avoided. The srudy also found thar an additienal 11,300 cases among
injection drug usess, their sexual partners, and children could be prevented by access to needle
exchange programs theough the year 2000.

L]

DHHS Repors

The FY 1997 Appropriations bill prohibits States and communirics from using Federal funds for
needie exchange programs enicss the Secrewaty of the Department of Health and Human Services
" affirms that needle exchange programs reduce HIV uwarsmission and do nor increase drug use. In
response 1o Senator Specter’s requesr, the Secretary released a report on February 18 stating that
needle exchange prograns are effective in reducing HIV transmission as part of an overall
prevension program. The report did not explicitly state rhat needle exchange programs do not
increase drug use, although rhere is no evidence that needie exchange programs lead ro increased
drug use by exchange clients or in the wider community. In fact, exchange programs have been
effective links 1o drug trearment programs.

HRC is one of the leading organizations working on removing rhe prohibirion on use of federal
funds for needle exchange programs. Working wirh the Administration, Members of Congress, and
national and local groups, we are educating key decision makers on the necessity of needle exchange
and on the need ro lift the federal funding restrictions. HRC's recently cormissioned poll by the ~
Tarrance Group and Lake Research indicares thar 2 majority of people (33%) supporr needle
exchange programs ro prevent the spread of HIV,

Research and Support

Numerous organizarions have reviewed the research on needle exchange programs and concluded
that needle exchange programs are effective. These organizarions include the Congressional Office
of Technology Assessment, the U5, General Accounting Office, the National Commission on

AlDS, the National Academy of Sciences, and most recently, the Nartonal Instituces of Healrh.- In
addirion, leading professional organizarions have voiced supporr for needle exchange programs as an
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important HIV prevenuon strategy. | hey include the American Medical Association, the American
Public Health Associarion, and the Association of State and Terditorial Health Officlals,

7. VYotes, Polling and AIDS

COlyerview:

Public opinion research shows clearly thar America is united across party lines when it comes o the
fight against AIDS. Voress of all political backgrounds — including swing voters and tradicional
GOP vorers -- support strong efforts against AIDS. Vorers believe that the federal government hasa
tesponsibility to address this national health crisis, and 1axpayers are willing ro pay for it.

HRC commissions excensive and ongoing studies abour vorers' artitudes toward HIV/AIDS issues
and policies, The research is conducted by Democeratic and Republican research hiems, including
Lake Research, The Tarrance Group and Bailey, Deaedourff & Associates.

Vouers of all political stripes support a strong federal effort against AIDS, Darta from a February
1995 study shows thae AIDS rranscends partisan afhiliation, personal ideclogy or religious belics.
GOP men and Republicans over age 45 support funding for the care of men, woemen and children
with AIDS, as do 83 percent of Clinton voters, 62 percent of Bush voters and 70 percenc of Perot
vorers. :

Care |

Vorers suppf;r[ mainaining or increasing federal funding for the care of people with AIDS, While
there is public support for putting the government's fiscal house in order, 72 percent of voters favor
maintaining or increasing funding for the Ryan White CARE Acr.

Importanr groups of voters feel strongly abour caring for people wirh AIDS. Swing voters favored
maintaining or increasing AIDS care funding by a margin of 72 percent. This included 70 percent
of Perot vorters, 72 parcent of Westem voters, 70 percent of Midwestern voters and 81 percent of
women with no college edication.

w

Crovernment'’s Hole

American vorters think the federal government is not doing enough about AIDS. Fully 45 percent of
the clecrorate thinks the federal government is nor doing enough o address the AIDS erisis. That

includes 48 percent of Baptists and 44 percent of Perot vorers.
z

AIDS Education Programs

Parents want schools ro teach cheir kids how-ro prevent AIDS. Despite efforts by palitical exteemist
groups ro distort the purpose of AIDS education programs, a scrong majoticy of pacents - fully 59
percent — are mare concerned thae their kids receive adequare information about AIDS than they
worry abour “exposing children to information abouc homosexuality.”

i
i
!
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Discrimsnation

Vorers oppose discrimination against people with HIV and AIDS. Independent voters were
strongly opposed to anti-gay language proposed in federal AIDS legislation, with 62 pewent of
independents saying they were against such language in the Ryan White CARE Act. 56 percent of
all vorers opposed this discriminatory language.

Needle Exchange

HRC recently commissioned a poll by the Tarrance Group and Lake Research on necdle exchange.
The poll cesules indicate chac a majority of people (53%) support needle exchange programs to
prevent the spread of HIV, :

8. Office of AIDS Policy Director

In April, the Presidenc appointed Sandy Thurman as the Director of the White House Office on
AIDS. She brings a healthy mix of leadership, policical skills and commitument o the fight againsc
HIV and AIDS, Among Thurman's biggest chalienges will be to build support within rhe White
House, Department of Health and Human Services and the Congress for needle exchange programs
(NEPs), e expect that she will be able co provide needed coordination within the Administration
and a poinr of conract for the community on all HIV and AIDS issaes.
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In the first six months of 1996, AIDS deaths in the United States decreased by 13%, marking the
first such dechine since the epidemic began in 1981, This decrease is the resulr of the sustained
investment this counuy has made 1o HIV/AIDS research, prevention and care, This federal
invesument is working and must be expanded to meet the demand for new services in light of the
recent advances in HIV/AIDS weatments. The facts are’

As of??cﬁmry 28, 1997, 581,429 Americans have bf:cn diagnosed with AIDS since 1981:
488,300 (84%} men; 85,500 {15%) women; and 7,629 (19} childeen

365,000 Amcerican iives have been lost o AIDS stnce 1981; an average of 100 Americans are
d;agnasczi with AIDS daily

An average of 100 to 150 men, women and children become infected wich HIY cve;}f 24
hours

HIV infection remains the leading cause of death among 25-44 year olds, accounting for
19% of dearhs in chis age group

i
One-quarter of new H1V infections in the United States ocour among young people under
age 21 .
In the first six months of 1996, women accounted for 20% of newly reported AIDS cases;
in the first six months of 1996, there was 2 3% increase in AIDS deaths among women®

In 1985, 233 children were left without parenes due 10 AI[)S in 1995, there were 30,000
children orphancd by AIDS; by the year 2000, this figure is cxpcz:mi 1o exceed 85,000
children®

Ovcr‘_ 76% of women infecred with HIV are women of color -

In 1996, people of color accounted for over half (62%:) of all adule AIDS cases reported in
the United Seates; African Americans accounted for a larger proportion (41%%) of aduk
AIDS cases than whires (389} for the first time in the cpidemic

i

*Saurce; Centers for Disease Conrrol and Prevention, 1996

*Saurce: AIDS Projecr Los Angeles
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FY 1998 HIV /{ AIDS PORTFGLIO
EY 5 FY*97 President's FY 08 Need
{Aceual) {Acrual) Request 98 *(1}
Pravention fCenzers for Discase $585.4M ITOM $634.3 M v 3829 M
Coantrol . . {2173 M) {+212 M)
Ryan Whire £757.7 M 39963 M £1.0362 M $1.390M
(Tow)*(2) {+40 M} {+393.9 M)
Ryan Whire $101.7 M 34499 M 34545 M $546 M
el (<5 M) (96,1 M)
" Ryan Whiee $208.8 M $250.0 M $265 M $340 M
itle TE: <CARE Sorvices {r1% M) (33 M)
Ryzes Whirte BIO0M 31670 M SI67 M 32976 M
Tgﬁc 1H: ADAD earmark {3} {+130.6M)
Ryar White £56.9 M $69.6 M £84.6 M 1136 M
Thie i1H{b) (15 M) {v44 M)
Ryan White $29.0 M 3300 M $H0.0M 361 M
Tde IV (+4 M) (25 M)
Titde ¥{a) « AIDS 123 M 5163 M RI7IM $23 M
Educarion Training Cengers {1 M) {+6.7 M}
Ryan ¥hire $6.9 M 875 M 75M 39M
Thle Vit)-Dentat (09 (+1.5 M)
MIH Reseaech 514318 M 315011 M $15408 M $1,6362 M
£:39.7 M3 (+134.5 M}
ney for Health Care Poli $125 M $144 M $I49M | S160M
poeAL R @ (e S M) C16M)
Housing Opportunidies for People | $171.0M $I96.0M $2048 M $250 M4
With ATDS (<8 M) (.44 M)
Substance Abuse & Menal Health | $1,885 M $1.435M £2.1§3 M 32,335 M
Services Administration (%) {+15 M3 {+200 M)
Indian Health Services 3 M 368 $38M 3AIM3
{».2 M}
Food & Drug Administration 727 M $7T7 M 3727 M 374 M
{-0-) {«1.3 M}
Torl 5503160 M 53,6657 M $5.7909 M 6727 M
{«1252 M) {«1, 012 A}

(1) Keed figures are supporucd by the NORA Coadition and sepresent dhe cesourcet needed 10 resposid o growing cascliads,

unmer ncods and unfunded rescarch

1itEes.

ies
{2} Funding for Special ng}m;ng Mariona! Significance is included in CARE Acr rocal funding, based on & 3% tap on the
e Ti

FRDUNT 2 rated

e £-FV, niot o oxced $25 M.

{3} Figures for AHCPR and SAMHSA 2re cotal Bgarres for the agencivs. Funding leeels for AIDS-spevific progeams ane

unavatiable,

{4} Nued solely for the punchiase of ALDS drugs for padenss of the Trslian Health Service, The FY'96, FY 97 and Peesidend's FY

‘98 budpet regucss are tonl Bunding lovels for seevices within THS,
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HUMAN
w2 Medicaid & AIDS
CAMPAIGN
Discrimination, pre-existing condstion exclusion, lifetime coverage limits, experience rating and other pracrices
haye all served ro deny health care coverage to peaple with HIV disease. As a result, Medicaid is the single
largest source| of health insurance for people hving with AIDS, providing access to physician visit,

bospiralization, prescription drugs, home health care and long-term care, Over half of people with AIDS and
0% of childven with HIV rely on Medicaid benefizs for their health care.

WHAT IS MEDICAID?

. Authorized under Tide XIX of the Social Security Act, Medicaid is the nation’s primary
federal/stare program for providing health and long-term care coverage 1o about 36.8 million
clderly, disabled and low-income Americans in 1996,

. The Medicaid program is the single largest form of federal assistance to the states, accounting
for 40% of federal funding ro the states. The Medicaid program is joinily funded by the federal
and state governmenss. By law, the federal paymenc cannot be lower than 50% nor greater chan
B3%. Scates with lower per-capita incomes will receive a higher federal "march”. The federal
share of Medicaid funding varies by state - poorer states receive a higher federal share,

. 8.7 million blind, clderly, and disabled Americans receive their health care caverage from
Medicaid.
. As of August 1993, adolescents up to age 19 and in families with incomes not exceeding the

paverty fevel were guaranceed Medicaid coverage in only 11 stares.

s In 1993, AIDS killed mose young people than any other infectious disease. Ir is probable that
many young adulis were infected with HIV as adolsscents with no guarantee of Medicaid
cligibility,

® Medidaid expendirures have recendy slowed 1o record low rates of growth, The growth
rate from 1995 to 1996 was only 3%. Even with rises in Medicaid enrollment and the
increase in the rate of health care inflation, the Medicaid growth rate has slowed down.

CRITICAL IMPORTANCE OF MEDICAID

Medicaid's historical role of providing comprehensive health care for eligible individuals must be
prorected. =

+*

o The current Medicaid starure {Title XEX of the Social Security Act) must remain intact,
inciuéliﬁg the guarancee that all currently eligible persons will receive the care they need,

!
'z
z

b
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» The federal government must retain responsibilicy and oversight of state Medicaid programs and
for ensuring basic standards for access and quality of care, as well as meaningful consumer
participation in the planning, implementation and monitoring of Medicaid: managed care
plans.

» The formation of Medicaid managed care systems threatens to severely undermine the AIDS
care Infrastructure thar people living with HIV and their advocares have worked for years 1o
build. In developing managed care systems, the Medicaid program must proceed cautiowsty and
protect the existing AIDS care infrastrucrure.

MEDICAID AND THE RYAN WHITE CARE ACT

Medicaid and the Ryan Whire CARE Acr are distiner and complemenrary programs. Medicaid
provides health care coverage o low-income people. The health services available under Medicaid
vary srare by state, The CARE Act augments Medicaid services by providing primary health care,
including dental care, home health care and drug reimbursemene services, s well as enabling services
like child care and wansporration 1o people living with HIV disease.

Cats to the Medicaid program cannot be alleviated through the use of CARE Acr funds. The CARE
Act has never been adequarcly funded and cannot begin 10 replace Medicaid as the fundamental health
care safety ner for low-income Americans. Many AIDS service providers offer comprehensive services
16 people with HIV discase in theic area through funding from both dhe Medicaid and CARE Act
programs.

MEDICAID REFORM AND FUNDING

President Clinron originally proposed a per-capira cap in his FY 1998 budget, which would limir
federal payments o States for the Medicaid program ro a ¢ertain amount per beneficiary. "For
people with high trearment cosss, including people with AIDS, the cap would not be sufficient.
The budger pressure creared by rthe per capira cap ar the Stare level would [ikely resule in che
climinanon of optional cligibilicy categories like the “medically needy” program and oprional
benefics like preseriprion drug services. Many prople with ALDS rely on these options 1o access the
Medicaid program and the newly developed trearments that have given hope ro so many people
living with rhis disease.

Penple living with HIV and other advocares successfully challenged the President’s proposal which
was dropped from the current budger agreement. That agreement, however, includes cucs of $15 -
$17 billion in the Medicaid program, primarily focussed on paymenes to hospitals which serve a
significant number of low-income and unissured individuals.

Last month, the administravion proposed a Medicaid expansion pilot project to provide access to the
Medicaid program to more people living with HIV. This welcomed proposal could allow eligible
individuals to receive health care carlier in their disease progression, thus reducing the costs of
reearing oppotrunistic infections and providing long retm care.
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The new regimes of combined antiresroviral therapies have been vemarkably successful in slowing
progresion to disease and dearh in thousands of patients with HIVIAIDS, These breakthroughs in AIDS
treatment are the result of over o decade of Congressional support for AIDS research at the Nasional
Institutes of Health (NIH).  Success against AIDS and other dissases it anly possible with & vital national
- restarch effors.  Support for AIDS research specifically and NIH research overall is csential,

AIDS RESEARCH AT NIH

AIDS research occurs at all 24 institutes, cenvers and divisions at the National Institures of Healdh
{NIH) and is managed and coordinated through the Office of AIDS Research. The FY 1997 NIH
AIDS research budget is $1.501 billion. This funding supports: epidemiology and natural hiseory of
the disease, basic science, development of AIDS trestments; AIDS vaccines and behavioral research,

THE LEVINE REPORT

In March 1996, NIH released the Reporr of the NIH AIDS Research Program Evaluation Working
Group of the Office of AIDS Research Advisory Council. The report, developed by an independent
cross disciplinary panel and chaired by Dr. Arnold Levine of Princeron Universisy, is the first
comprehensive review of AIDS research at NIH. There are 14 major points o the blugprint
including increased supporr for investigaror-initiated research, more emphasis on vaccine
development and the need to prescrve a strong Office of AIDS Rescarch,

FINDING E;FFECTIVE TREATMENTS

AIDS research ar the NIH has advanced the knowledge and treatment of HIVIAIDS, improving
and lcngrﬁcnmg the lives of people with AIDS. NIH AIDS research has:

. doubled the survival nme of a person with AIDS, and improved their qualiry of life.

* produced the four FDA-approved dsugs for the trearment of HIV infection: AZT, ddl, 4dC,
and d4T. The discovery and development of these drugs are major accomplishments of the
National Cancer Institure {NCI} and the National Institute of Allergy and Infcczzms
Diiseases (NAID).

* fed (o 'tremendous advances in the weatment and peevention of AIDS-related
opportunistc infections, including CMV redinitis, Pneumocystis carinii pneumonia, and
wxoplasmosis.

» demonstrared thar AZT, when adminisrered during pregnancy, may dramatically reduce
HIV transmission from mother o fetus.
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BROAD BENEFITS OF AIDS RESEARCH

AIDS research enhances and stimulates research in other fields, with broad implicarions for other
diseases such as cancer, hearr discase, Alzheimer's disease, and others. NIH AIDS research has:

L been the main source of funds for immunological research and has accelerated study of the
human immune system. (Several drugs that first received approval for the treatment of
AIDS-related conditions, including fluconazole, clarithromycin, and EPO, have imporuant
uses in cancer and organ transplant parients.}

. accelerasad investigation into viruses, particularly retro viruses. NIH AIDS research has
enhanced scientific undersranding of all retro viruses, some of which may have imporrant
roles in other human diseascs.

L been a driving force in the emerging biorechnology industry, one of the most important
U.S. scientific and commercial endeavors of the lasr decade.

. led to rescarch involving the blood/brain barrier which has valuable implications for
research on Alzheimer's disease, dementia, mulriple sclevosis, encephalitis and meningitis.

OFFICE OF AIDS RESEARCH

THe NIH Reviaalization Acr of 1993 strengthened the authoriry of the Office of AIDS Research 1o
develop an anoual rescarch plan and a consolidated bypass budgert for all NIH AIDS research. Wirh
AIDS research underway at all 24 1CDs at NTH, the Office of AIDS Research is esseotial to the
planning of NIH’s AIDS research resources. Through this strategic planning process linked with
the annual budger process, the OAR Director has the coordinating and fiscal auchoriry to coordinare
the NiH-wide AIDS research program.

The QAR’s role is limired strictly ro planning, prioritizadon and budgering under a system thar
reduces bureaucracy and eliminates duplication of effore. The OAR neither reviews grants nor
conducts research programs. These efforrs continue ro accur, appropnately, by rhe scientists ar che
NIH instirures. The mult-disciplinary nature of AIDS research makes the OAR strucrure more
efficient, and more scienrifically sound, than a single AIDS institure or unmordma:cé efforts across

the 24 1CDs. - .
.COMPARISONS ARE COUNTERPRODUCTIVE

Comparisons of funding for differant discases are counterproducrive and misleading, The health of

the narion is dependent upon a steang national commitment to biomedical research across

disciplines and diseases that benebirs all Americans. Because the cxisting knowledge base, economic

and human costs, and sciearific opportunities of cvery discase are imporrant it is inappropuate md
unwise to pir rescarch funding for one diseasc against another.

Scientific prioriry-seeding should consider many factors. One of rhe mosr important factors s
scientific opportuniry. Scientises believe rhat the sciendfic opportunities presented by AIDS are
enarmous, similar to rhe opportunities thac exisced in cancer research during the 1970s, which
cventually opencd new avenues of research and are generally credited with providing the foundation
for the molecular biological revolution of the late 1970s and 1980s,
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% HIV Prevention
Preventio
During the past four years AIDS cases bave more than doubled, and AIDS is now the leading cause of
death of all Americans aged 25 1o 44.« Currently, prevension is the only cure for stopping HIV
tramgmission. Increased prevention funding is needed to ensnire thas effecsive, well-funded and well-

documented prevention programs targeting popularions at visk can be smplemented. By reducing the
- mumber of new FIIV infections, we can reduce the demand for expensive care services in the future.

PREVENTION WORKS -

Studies show,that by combining a variery of focused, sustained prevention techniques, prople do
change their behavior. Such technigues include: teaching people the skills needed o negodiare
difficult social situations; reinforcing rechniques oves time o enhance bong-term behavior change:
and promoting safer pracuices by ensuring access o condoms and sterile needles.

HIV prevention interventions can change behaviors in 2 bread range of populations including:
injection drug users in treatment, gay men at risk and homeless/runaway youth. Simple
anfermarional marenials and programs are not enough. To be effective, prevenrion programs muse:

. reach people in a variery of serrings {(schools, churches, the workplace, clinics and
neighboerhoods);

. be culturally specific;
* be intensive and long-rerm; and

* provide popularions at risk with the information, support and skills to ¢bange high-risk
" behavior. :

COMMUNITY INVOLVEMENT LEADS TQ BETTER PREVENTION

The Centers for Disease Control and Prevenrion {CDC) has insrituted a PrOCess to Increase
community participation and berter rargering of HIV prevention efforts 1o ensure that limired
prevention funds reach populations most at risk for HIV/AIDS.

HIV Prevention Communicy Planning is a collaboracive process which includes state and Jocal.
health departments, social service agencics, nongovernmenral agencies, representatives impacted or
affected by HIV, and representatives of communities and groups ar risk for HIV infection. These
groups work in partnership ro plan and prioritize HIV prevention programs thar are responsive to
community-identified needs within specific rarger popularions. ‘
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PREVENTION IS COST EFFECTIVE

" Preventing AIDS will not only eliminate needless suffering and death bur will also reduce expensive
healrh care 2nd other economic costs. The liferime medical cost of rrearing a person wich HIV from
the time thar he or she becomes infected until daarh is approximarely $119,000. People with AIDS
who stop working can no longer generate income and pay raxes and are often forced 10 draw upon
entitlement programs,

There continue ro be urgens, underfunded priorities in HIV prevendion as the virus conrinues ro

move into communities of color, women, and adolescents. Potential curs in HIV prevention

Efc;gmms may reduce federal spending in the short term, bur will only lead o increased costs in the
ture, "

ADMINISTRATION REFORM

Administrative and legislative efforts co reform HIV prevention must have as their primary goal the
srengthening of HIV prevention efforts, not the reduction of funding. Communities ac risk for
HIV infecrion have long advacated for significant reforms in federally-funded HIV prevenrion
programs and for the need to design and implement effecrive prevention srraregies in partnership
with communiries ar risk.

MONITORING AND EVALUATION

The federal gavernmenr, in partnership with srare and local healeh deparements, and representatives
of communiries ar risk for HIV infection, should be responsible for developing, implementing, and
evaluating a narienal prevenrion srrategy. Infecrious diseases, such as HIV are not confined ro srare
borders. Decisions abour whether or nor ro underrake HIV prevention activiries must nor be left
solely to stare healrh officials. While HIV Prevendon Communiry Planning ensures broader
participation ar rhe local level, ir does nor diminish the need for federal oversight. The federal
government must moniror the spending of federal funds and ensure the federally-funded prevenrion
programs underzake scientifically sound HIV prevenrion acrivities thas are supported by populations
ar risk for HIV, Current funding for HIV prevention programs musr not be redured by
adminisrrarive changes or consolidarion of caregorical programs. :

RESTRICTIONS ON CONTENT OF PREVENTION PROGRAMS

The federal government must noc interfere with local decision making and priarity seaing by
placing restricrions or mandates on the contenr of HIV prevention progeams. Communities are besr
equipped to set prioviries and develop and implement cﬁccrivc programs. Programs must not be
restricted from using federal, srare or local funds for prevenrion activities thar they deem appropriare
and consiscenr with public health.
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U227 RYAN WHITE CARE ACT

Next v the Medicaid program, the Ryan White CARE Awv is the largest federal investment in the care and
treaiment af people living with HIVIAIDS in the United States. The CARE Act supports ¢ wide range of
communsty based services, indduding primary and home bealsh care, case management, substance abwse

treatment and mental health services, and nurrivienal and bowsing sevvices. The CARE Act abse supparss
the AIDS Drug Assistance Program which provides HIV-related preseviption drugs to these without acces

.+ to baste HIV treatmen,

CAREACT TITLE | - EMERGENCY ASSISTANCE IN 49 AMERICAN CITIES

Title I of the CARE Act provides grants to ciries and urban counties hardest hit by the AIDS
epidemic. Five years ago, Tide | provided assistance w 16 communivies. This year 49 American
communitics receive funding under Title [, in which 74 percent of all reported AIDS cases in
America have been reporied.

The AIDS epidemic impacts particular communities in different ways. For this reason, Tide I of che
CARE Act empowers local Planning Councils to prioritize the services that are necessary 1o
effecrively respond to specific local needs. Planning Councils ensure communiry conteol of scarce
resources and the participation of a diverse crass-section of public health experts, care providers,
community leaders, and most important consumers of services and people living wirh HIV/AIDS.

CARE ACT TITLE Il - GRANTS TO STATES/AIDS DRUG ASSISTANCE PROGRAMS

Title II of the CARE Act provides grants ro states for the provision of comprehensive A1DS services,
which may be provided through HIV Cace Contortia. Consortia are associations of care providers
and community based organizations operating in aseas determined by the Stare to be particularly
impacred by the HIV epidemic.  Stares may also use Tidke I funds for home care services, health
insurance continuarion programs, and AIDS Drug Assistance Programs (ADAP}).  Allocation of
funds to particulas program arcas is based on state and local needs assessments, availabilivy of privace
health insurance, and the capacity of the state’s Medicaid programs to g:tramdc ACCESS (0 ROCTSSary
SErvICES,

Tide 1T AFDS i)mg Assistance Programs are a primary access point for medications for low income
individuals living with HIV who are not covered by Medicaid or who do not receive ;;rcscnpz:un
drug caverage 252 rough other third parry payess. ‘

CAREACT TI’TL}E HI(B) - EARLY INTERVENTION

Title 111 of the CARE Act supports outpatient early intervention services for people with HIV and
AIDS. Granzsfarc made directly ro public or nonprofic private organizations which currently
provide comprehensive primary care services ro populations ar risk for HIV infection.  Titke 11
communiry healrh providers are the primary “point of access” 1o comprehensive health care for
historically uaziie:mrv:d populations and medically indigent individuals.

i
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. CARE ACT TITLE IV

Title IV of the CARE Act provides support for HIV comprehensive services and coordinared access
to clinical research programs for childien, youth, women and families. Communicy bealth centers
and other appropriare private enrities which serve a significant number of women and children can
receive Title TV funds if they agree w0 coordinate the client’s care with participation in research
cfforts.

CARE ACT TITLE V . SPECIAL PROJECTS, DENTAL SERVICES AND TRAINING

Tite V of the CARE Act funds rhe Special Projeces for National Significance (SPNS) program. The
SPNS program assesses the effecriveness of new ot innovative models of care and rreazment thae
might be replicared clsewhere in the counrey.

. Titde V also includes rhe Dental Reimbursemenr Program which funds parenerships that provide
quality oral health care o people living wirh HIV and AIDS while training furure providers o
cffecrively and safely adminiseer such care.

Tide V also funds the AIDS Education and Training Cenrer (AETC) Program. The AETC program
rrains health care professionals 1o bewter counscl, diagnose, and treac people with HIV/AIDS and o
keep health professionals up ro dare with new advances in HIV rreatments and new standards of
care,

FUNDING IN FY 1997
Ticle | HIV Emetgency Relicf Grant Program $449.9 million
Tide 11 HIV Care Grants vo Srares $417 million

Tide 1IIB AIDS Early Intervention Service Grants ro Clinics $69.6 million
Title IV Services for Children, Yourh, Women and Families $36 million
Tide V {Denwl Reimbursement, AETCs) $23.8 million
TOTAL $996.6 million

In FY 1998, AIDS advocates are tequesting a2 $393.6 million increase in overall ﬁmding for the
CARE Act in order 1o keep up with the growth in the HIV cp1dc:msc and the | lncre:asmg costs of new
HIV therapics and diagnostic testing,

LOCAL CONTROL ALL()WS TARGETED LOCAL RESPONSE

The CARE Acr provides maximum flexibility to cities and states, allowing them ro develop local
systems of care based on the specific service needs of people living with HIVZ/AIDS in rheir atea.
Tirle | of the CARE Acr requires that cach local HIV services planning council-comprised of local
public health, community - based service providers and people living with HIV/AIDS - assess local
needs and make recommendarions as to which services are needed. Similarly, through Tide 11, each
state is given maximum flexibility co craft a service mix that s responsive ro the specific service needs
in that state. The CARE Act rejects a one-size-firs-all approach to AIDS care, recognizing vhat the
ALDS cpidemic narienally is really the combination of many local epidemics.
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OPPOSE THE COBURN HIV PREVENTION ACT OF 1997
_(H.R. 1062/S. 503)

. The HIV Prevention Act of 1997, introduced by Rep. Tem Coburn {(R-OKj) and Sen. Don
Nickles (R-0K), imposes ene-size-fits-all “sohutions” from Washington that tie the hands of
State and local health departments, The provisions of the bill impase costly and ineffective
testing mandaces at the expense of proven HIV preventian stracegies.

. Rep. Coburn’s bill would make staces” participation in the federal Medicaid program contingent
' on enacting its pravisions, State Medicaid funds, when pooled with federal Medicaid funding,
finance basic health care services for more than 37 million Americans, including over half of all
people liviag with HIV/AIDS and 90 percent of children living with HIV/AIDS.

. H.R. 1062 and §. 503 would impase an estimaced cost of $420 million on States and localities
and necessitate a minimum of 265 statutory or regulatory changes aceoss the country. This cost
and administrative burden would force Stares and localidies to shift resources away from
cammuniry-based, locally developed prevention strategies that respond to the unique necds in
cach communiry. These strategies have been proven ro be effective in HIV prevention and any
weakening of their effectiveness will cost lives,

. The bills mandase that Srates report the identitics of people westing positive for HIV to be used
by the CDC to ser up a national partner notificasien program, The CDC has never called for
such a system and every Stare currently must have a partner notificarion program in place in
order to receive HIV/AIDS prevention funds from the CDC and funding under the Ryan
White CARE Act.

» Mandaring HIV names reponing and the establishmens of a national system of partner
notification would lead 1o the elimination of anonymous HIV testing, including the newly
approved HIV home sample collection kits. Limits on a broad range of testing options
discourages people from coming forward to be tested both because of fear of breaches in
confidentiality and lack of access 1o testing sites.
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The bills also call for the mandacory resting of alleged sexual offenders.  Testing 2 defendanc
in a sexual assaule case may provide a false sense of securiry - or alarm =~ to the vicim. 1l a
defendant tests negative, it might only mean that antibodies ro the vinus have not yer developed
in his body. If the defendant tests positive, it does not mean that the virus has been ransmitted.
The Omnibus Crime Control Act of 1994 alceady allows a vicrim to request a cewit order ro
have the alleged perpetrator o be tested lor HIV in federal sexual assault cases. [n addition, 44
Stares and the Districy of Columbia mandate or authortize HIV esting for charged or convicred
sex offenders.

The bills aliow health carc providers to withhold medical procedures unless the patient is tested .
for HIV and the provider is notified of rhe resuits. In addirion 1o constituring a non-consensual
procedure, a patienr’s life may be placed in jeopardy if the health care provider waits for test
results before providing the necessary care. Guidelines from the CDC and OSHA on universal
precautions are accepted practice to prevent HIV rransmission in health care setrings.

The Narional Governor's Association has expressed strong opposicion ro H.R. 1062, indicaring
thae ir “places Medicaid funding ar risk in order to advance resting requirements of dubious
merir....Governors oppose the bill and would object to inclusion of irs provisions in a
reconciliation package or any other appropriations or authorization bill.” Both bills are also
opposed by the Association of Stare and Territorial Health Officials, the National Alliance of
State and Territorial AIDS Direcrors, the American Public Health Association, and the
American Nurses Association.
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R :L;hiﬁ Savmg Lrves Through Syringe Availability

CAH?A%GN '

An estimared 1.2 million Americans inject illegal drugs and the shasing of needles among injection drug
users {IDUs) is a leading cause of HIV ransmision.  In “A Phystcian’s Guide to HIV Frevemtion,” the
American Medical Association states that “primary care physicians can belp their patients reduce HIV risk -
from injecsing drugs by encouraging patients to...use a new needle each time drugs are injecred.” The
scarcity of clean syringes is the resuls of federal, srate and local laws resericting vhe sale, distribuvion and

" possession of syringes. Lowering the rate of injection-related HIV infections requires increasing the
availabiliry of drug sreatment and increasing access to clean needles through changes in federal, stare and
loeal laws and broad implementation of needie exchange programs.

DRUG USE ‘?RB AIDS

& Approximarely one-third of reported AIDS cases are related to injection drug use,

® Sixry-six pc%ccm of AIDS cases reported among women are related to iajection drug use.
® More than half of all AIDS cases among children are related ro injecrion drug use.

¢ [n 1994 and 1995, seventy-five percent of all new HIV infections were among drug users.

NEEDLE EXCHANGE PROGRAMS IN THE U.S.

Needle exchange programs exchange sterile needles or syringes for used ones 1o prevent the sharing
of injecrion equipment and the accompanying risk of rransmission of HIV and orher blood-borne
diseases. The programs dispose safely of the used needles and offer a varlery of relared services to
parricipants, including referrals to drug rreatment and HIV counseling and resting.

Needle exchange programs have not been widely escablished because forry-seven states and two
territories have laws thar criminalize the sake or distribution of needles and syeinges used to inject
controlled su%;ézanccs Eight states and rhe Districr of Columbia require a prescription for the
‘purchase of a syringe. Most paraphernalia and prescripion laws, acio;}zcd to combat illicir drug use,
were enacted. pr;or to the HIVIAIDS ¢pidemic.

Through a van_’e:cy of legal and rolerared mechanisms, including exceptions ro staee starutes, health
deparument waivers, and local stares of emergency, over 100 needle exchange programs operare in 40
U.S. ciries in 28 states. In 1994, approximarzly 8 million necdles/syringes were exchanged through.
these programs.

I
FEDERAL FUNDING BAN

Since 1988, Congress has enacred bans on using federal funds for needle exchange programs. The
mast recent federal ban s included in the Fiscal Year 1997 Omaibus Consolidated Appropriations
Act. The ban prevents the use of federal funds for needle exchange programs unless the Secretary of
Health and Human Services derermines thar such programs are effective in preventing the spread of
HIV and do ntz;z encourage the use of illegal drugs. -

In addition ro ﬁvmhibidng the direct expendirure of federal funds, stare public health officials report
that rhe federal,ban has made srates less inclined to fund needle exchange programs.



SCIENCE SUPPORTS NEEDLE EXCHANGE

‘Numerous respected organizations have reviewed the research on needle exchange programs and
conciuded thar nesdle exchanges ate effective. Those organizations include: the Congeessional
Office of Technology Assessment; National Academy of Sciences; National Commission on AIDS;
University of California, San Francisco, in 2 study for the Centers for Discase Conrzol and
Prevention; ULS. General Accounting Office.

Several majot studies show thar the necdle exchange programs lower the rate of new HIV infections
among IDUs. One recent study conduceed by Beth Israel Medical Center showed a two-thirds
decrease in HIV infections among participants in five New York Ciey needle exchanges. In
addition, exchanges have reduced significanty the rares of hepatitis B and C. :

There is no evidence that ncedle exchange programs lead 1o increased drug use by exchange clients
or in the wider communiry. In fact, exchanges have been effective links to drug reearment,

AMERICANS SUPPORT NEEDLE EXCHANGE

In March 1996, the Kaiser Survey on Americans and AIDS/HIV found that 66% of respondents
favored “having clinics make clean needles available o IV drug users 1o help stop the spread of
AlDS.” ‘ .

An April 1997 poll by the Tarrance Group and Lake Research indicates char 2 majoriry of pcopit
{53%) support needle exchange programs o prevent the spread of HIV.

ARer reviewing the facts, numerous leading professiona! organizations have voiced their support for
needle exchange as an imporaant HIV prevention strategy. They include the: American Medical
Association, American Piblic Health Association, Association of State and Territorial Health
Officials, National Academy of Sciences, and the National Black Caucus of Seare Legislarors.

SUCCESS IN CONNECTICUT

Connecricur parsially repealed its state prescription and paraphernalia rejquirements in 1992, Prior
tr the repeal, 74% of injeccion drug users obrained syringes on the streer.  Following the repeal,
78% obuained syringes through pharmacies. According ro the Connecricur Deparement of Public
Health, needle sharing among IDUs fell from 52 1o 32% following the repeal.

" THE COST OF NOT ACTING

According to a June 1996 University of California srudy, rhe number of HIV infecrions rhar could
have been prevented between 1987 and 19935 in rthe ULS. had needle exchange programs been widely -
established is berween 4,400 and 9,700. In addition, up ro half 2 billion doMars in health care
expenditures could have been avoided. The study-also found that an additional 11,300 cases among
ID¥Us, their sexual partners and children could be prevented by access to needle exchange ;}rograms
through the year 2000.
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THE TAIIZRANCE GROUP  Lake Sosin Snell & Associates
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Date: . April 29, 1997

To: | The Human Rights Campaign
From: iLeri Gudermuth .

’[ The Tarrance Group (R)
' Celinda Lake, Jennifer Sosin and Dana Staniey
-Lake Sosin Snell & Associates (D)

Re: | AMERICANS SUPPORT NEEDLE EXCHANGE

|
A new national poll by the Tarrance Group (R} and Lake Sosin Snell & Associates (1) shows
that a majority (55%) of the Americ ublic favors needle exchange programs:

Some :’écaf communities kove adopted “needle exchange” programs as a way to curd the
spread of AIDS and HIV. “Needie exchange” programs allow drug users to trade in USED
needies for CLEAN needies, Generally speaking, do you FAVOR or OPPOSE these kinds of
“needle exchange” progroms?

[FOLLOW-UP:] Is that STRONGLY (favor/appose), or SOMEWHAT (favor/oppose)’?

E strougly favor . ... oL 32 35
{ somewhat faver . .. ... .23

! somewhat oppose . 1. ... .. ... 4 :

. sirongly oppase . ... ... ... .. 29 37
{dont'thkmow; ................ &

Republicans are split evenly on this issue {45% favor, 48% oppose, 7% don’t know), and
moderate-liberal Republicans favor needle exchange by 17 percentage points (57% favor, 40% oppose,
3% don't kzzow}f‘ Strong majorities of both independents {58% favor, 33% oppose, 9% don’t know)

. and Democrats {64% favor, 29% oppose, 7% don’t know) are in favor. Needle exchange also finds
support in every, region of the country: 60%-32% in the Northeast, 49%-44% in the Midwest, 51%-
40% in the South, and 64%-30% in the West. “

This memorasdum n::ports ik findings from a nadonad survey of 100D sdults who indicalnd they ane registored 1o vom,
conducted April 84, 1997, by The Tarrance Group and Lake Sosin Sneil & Associates, The oversll margin of eror is £3.1

percent. i .
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2 Voters & AIDS

Public opinion research shows clearly that America is united across party lines when it comes to the fighe
agatnst AIDS. Vorers of all polirical backgrounds ~ indluding swing voters and tradidional GOP vorers
-- suppors steong efforts against AIDS. Voters believe that the federal government has a responsibiliey
t0 addrass this national health crisis, and taxpayers arc willing to pay for ic.

“This consensus has emerged duc to the decpening impacr of the epidemic on American families. In
1995, AIDS became the leading cause of death for all Americans aged 25-44, Over half a million
American men, women and childien have been diagnosed with AIDS, and more than 300,000 have
already dicd from this disease. AIDS strikes hardest against younger people, robbing the country of
valuable energy. wlent and promuse for the furure.

The Human Rights Campaign commissions extensive and engoing studics about voters’ arritudes
toward HIV/AIDS issues and policies. The research is conducted by Democrasic and Republican
research firms, including Lake Research, The Tarmnce Group, Bailey, Deardourfl 8¢ Associates, and
Greenberg Research, lnc.

The foliowing findings illusteare the broad, nonpartican consensus around strong policies against HIV
and AIDS in the areas of research, prevendon, care and trearment.

WHAT AMERICA THINKS ABOUT AIDS

Voters of all political stripes support a strong federal effore against AIDS. Data from a February 1995
study shows thar AIDS transcends partisan affiliacion, personal ideology or religious beliefs. GOP men
and chai}I:cans over age 45 support funding for the care of men, women and children with AIDS.

Vorers support maintaining or increasing federal funding for the care of people with AIDS. While
there is pubizc support for putting the government's fiscal house in order, 72 percent of voters fzvor
maineaintng or increasing funding for the Ryan Whire CARE Acr.

Voters support funding for AIDS and the provision of drugs to patients who cannot afford them. A
majority, 56 pereent, s less likely to support a member of Congress who vores againsr continuing
funding for AIDS research. Perhaps most cncouraging is the clear evidence of support for the notion
of government pmzdzng AIDS drugs ro patients who cannot afford them, 69 percent, and even a broad
majority of devout wmgxlsm}s supporr this proposal.

impammt groups of voters fcci strongly about caring for people with AIDS. Swing voters favored
maintaining or increasing AIDS care funding by 3 margin of 72 percent. This included 70 percent of
Perot voters, 72 percent of Western voters, 70 percent of Midwestern voters and 81 percent of women
with no college education.

American voters think the federal government is not doing enough about AIDS. Fully 45 percent of
the electorare thinks the fedenal government is not doing enough to address the AIDS crisis. That
inncludes 48 percent of Baptists and 44 percent of Perot vorers,



Parents want schools to teach theie kids how to prevent AIDS. Despite efforts by political exerernist
groups to distort the purpose of AIDS educarion programs, a strong majority of parents - fully 59
percent ~ are more concerned that their kids receive adequare information abour AIDS than they worty
abour "exposing children t informarion abour hemosexuality.”

Voters oppose discrimination against people with HIV and AIDS. Independent voters were sturongly
opposcd 1o anti-gay language proposed in federal AIDS legislarion, with G2 percent.of independents
saying they were againsr such Janguage in the Ryan Whice CARE Act. 56 percene of all vorers o;;pe:)scé
this discriminarory language.

* THIS IS NO TIME TO RETREAT ON HIV/AIDS

The Centers for Discase Conirol and Preveation has reported thar AIDS is the !:aé’ing killer of ail
Americans aged 25-44. The federal government has a responsibility ro address this national health crisis.

Cities and states cannor be saddled with the enormous costs of addressing a nadoenal epidemic. AIDS
is a unique area of leadership for the federal government, with high public approval of ull federal efforts
in AIDS research, prevention and carc. Congress should continue 1o invest in America’s health in these
three crirical areas.

Congress should fully fund the Ryan White CARE Act. The Ryan Whire CARE Act provides
necessary federal support while allowing local communiries to decide how dollars are best spent. As the
nced for the CARE Act grows, 5o too does the recognition of its effecriveness. Through its support of
communicy-based health and social services, including prevendive AIDS drugs and therapics, the CARE
Act prevents unnecessary and costly hospitalizarions and reduces significanily overcrowding in hospiral
CHICIREASY FO0MS. '

HIV/AIDS prevention. programs save lives. Suppotted by the Cenrers for Disease Conrrol and
Prevention, and conducted by non-profit organizations like the Amecdican Red Cross, AIDS educarion
programs are praven cffecrive in keeping Americans safe and healthy. For this reasen, 81 percenr of
voters - and 72 percent of Republican voters - suppore maincaining ot increasing federal funds for
AIDS education and prevention. Rep. Tam Coburn (R-OK), on the other hand, introduced a bill with
provisions that are highly inefficient and have been demonstrated to discourage individuals ar cisk for
HIV from secking counseling and resting.

AIDS research remains a top priority. The search for a cure must not end uniil a cure is found.
HIVIAIDS research has produced enormous benchits for people living with HIV/AIDS and has greatly
expanded scientific understanding of rhe immure system and many diseases:

The American people strongly suppott federal efforts against AIDS. A bipartisan poll joindy
conducted by leading Republican and Demecratic polling firms has found unique public supporr for
the federal government’s effores wo fight HIV/AIDS. The Tarrance Group, a Republican polling firm,
and Lake Research, 2 Democratic polling firm, surveyed 800 registered voress Feb. 25-26, 1995, in the
first-ever biparrisan study of national vorer artitudes on AIDS funding:

. 77 percent favor mainuaining or increasing federal help for the care of people with
AIDS,

4 Voters are mote likely to say the government is doing m ligtle o deal with AIDS,

. A majority would be less likely 1o vore for 1 Member who opposes funding AIDS care,
147
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22 Housing \
Rates of communicable diseases vuch as HIVIAIDS and tuberculosis are higher amnong homeless people
than in the general populasios. Ofien it is the disease that causes homelessness and poverty,  Affordable,
appropriate howsing, such as that funded by the Housing Opportunities for People With AIDS (HOPWA)
program is an euensial dlement in any srearment plan for HIVIAIDS. | is almost impessible for an

. individual to follosw a sreatment pian, to store medications and maintain a healthy Gfestyle withowr stable

hausing.

HOMELESSNESS AND AIDS

® G0% of people with HIV/AIDS will require housing assiscance at some point during cheir
ilkness.

® One-third to one-half of all people with AIDS are cicher homeless o in imminent danger of
iosing their homes.

. In 1992 the National Commission on AIDS estimated that 15% of homeless peaple are
HIV positive.

» The Censers for Disease Control and Prevention (CDC) found 20 HIV infection rate of up
10 21.4% in selected homeless populations.

® People living with HIV/AIDS have hisrorically had difficuley accessing federal housing
programs. Many have waiting lists that are Jonger than the average life span of a person with
AIDS.

HOUSING OGPPORTUNITIES FOR PEOPLE WITH AIDS il-iGPWA}

The Department of Housing and Urban Development {HUD) has raken the position thar housing
programs for people with disabilities generally cannot be used 1o create AIDS-specific housing. To
address AIDS-specific needs, Congress enacted the Housing Opportunities for People Wich AIDS |
(HOPWA} program in 1990. HOPWA is the only federal housing program that provides
comprehensive, community-based HIV-specific housing programs.

Ninety percent of HOPWA funding is distribured by HUD directly 1o citics and states with high
AIDS caseloads, through a formula grant. The remaining ten percent is awarded on a comperitive
basis to projects of national significance.

|
|



LOCAL CONTROL AND FLEXIBILITY

a—

HOPWA gives local communities hardest hig by the AIDS epidemic desperately needed resources
and local conrrol over the use of those resources to meer the local housing needs of people with
AIDS. Communities may use HOPWA funds to develop a braad range of houwsing and support
services inchuding short-term supporred housing, rental assistance for low income persons with
HIV/AIDS, community residencas, or coordinated home care services.

COST EFFECTIVE

Ciries and staces control the use and administzarion of HOPWA funds. To ensure funds are used
for housing activities, administrative costs are capped by law at 3 percent for formula granrees who
ademinister the funds and 7 percent for the commmzcy—based project sponsors” who acrually
provide the housing assistance,

At any given time, approximately 30% of people living with HIV disease in acure-care hospitals are
there only because there is no ocher community-based residential alternative, ar an average cost of
$1,085 per person, per day. The cost of providing housing and services ar a HOPWA-funded
residential facility is beeween one-tenth and one~twentieth of that amount. HOPWA reduces the
use of emcrgency healrh care services by an estimared $47,000 per person, per year.

DONT DESTROY HOPWA

Stares and localities across the nation face severe funding shorfalls which reduce their ability to

" address the growing housing nceds of their citizens with HIV/AIDS. As the number of AIDS cases
continues 10 grow, the number of jurisdictions eligible for HOPWA funding grows as well. Each
year, 10 o 13 new jurisdictions become cligible for formula grants based on increases in caseload. If
HOPWA funding remains level, jurisdicrions actually see cues in the funding despire increasing
need, because newly eligible jurisdictions must be accommodated. HOPWA is one of the fow
existing HUD programs char already provides the supposed benefies of block granes: formula

. funding to ciries and srares based on need, and hunding thar cities and states decide how 1o spend,

OTHER PROGRAMS CAN'T REPLACE HOPWA

Congress creared the HOPWA program in 1990 because ather programs failed to respond 1o the
housing necds of ciries and stares.  Orher programs also failed o provide the specific resources and
flexibiliry that enable jurisdictions to address the housing crisis that the AIDS epidemic poses
locally.

Simply Hsring AIDS housing as an eligible acrivity for funding under a block grant will neither
ensure rthar needs are addressed on the fozal level nor provide sufficient resources and guidance o
enable localiries ro address those needs. . Eliminating HOPWA will reduce resoutces to cities and
stares and increase local competition for those resourees, while undomg years of local planning ind
development.

#
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This memorandum will provide background on the controversy over an ongoing group of
U.8.~supported international clinical trials studying options to reduce matemal trahsmission of
HIV in ci&vclapmg countries. A brief overview of current knowledpe, the rationale for fusther
research, the World Health Orgasnization position, concerns of domestic public interest groups,
and the Depariment of Health and Human Services' position will be covered. Attachr:ii
separately are mllang points and Q&A's prepared by HHS on the issue. .

Perinatal "I‘ransmzssmn “The World Health Organization (WHO) estimates aver 1,600 HW +
infants are bom cach day. Women with HIV disease bave 1 15%-40% risk of transmitting
HIV to their baby with each pregnancy. The National Instituies of Health demonstrated that
this transmission nisk can be lowered to 8.3% by the administration of the drug AZT to
women orally during pregnancy and intravenously during labor, and to their newbom infants
araiiy fi‘}z‘ & weck.s ’{’ixas NIH swdy, kanwn as Am (}?6 mmpmng AZT with a placebo -

TS LTS IR Pt isieadis : ults werp oyjdent. It has become the

monﬁ:ts to prevent I’{{V mfmon in mfants Because many developing countries cannot affcrd
expensive druf; therapies for their citizens, p;zzpomtmg the eritical pedod in which to
administer AZT to prevent prmn.atal transmission is important 50 that the greatest number of
women could ber nff&mé treatment.

Research Stuéy Daesign Issues The public health leadership of several WHO memb&r
countries collaborated with the NIH and Centers for Disease Control and Prevention (C'ii}(:) w
design and develop research studies to prevent perinatal HIV transmission in
countries with limited health care infrastnucture and resources, Hach research study included
i sent document outlining the regearch guestion, WWMWT

' a detailed description of visks sudy participant ‘
sAll study protocols were reviewed and approved by the NIH and CDC szsfzmuonal Rcviw
Boards (IRBs) and the host countries. The political leadership of each host country weze also
fully informed of the study methodologies and concurred with their implementation.
The first studies proposed by this interuational collaborstive group began in 1993 with funding
support from the U.S. (NIH, CDC) and France.
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World Health Grgamtwn Activity In June 1994, the WHO hosted a meeting of
researchers and puhhc health practitioners from the U.S,, Europe, and countries in Africa,
Asia and the Carribean which have a high incidence of HIV disease. The purpose of the
meeting was (o examine the resuits of the NIH ACTG 076 trial in terms of their applicability
imernationally. 'i'he feiiewmg recommendations were issued from this megting:

D anmumge zim use of AZT as outlined by the NIH ACTG 076 study in
industrialized countries; and

2) lmmediate ciplom{ion of altemative regimens that could be used to achieve prevention
of perinatal HZ‘V prevention in the developing world.

WHO parﬂc:pmis zzsiabhshed parameters for the mnduct of research studies in developing
countries. The swt}zas supported by the 11.S. and France wors consistent with these  *

parameters.

'Concerns of Some .S, Public Interest Groups Dr. Sidney Wolfe of the Public Citizen
Heaith Research Group wrote a long critique of U.8, involvement and support for these
international perinatal HIV prevention studies in a letter to Secrstary Shalala. The letter wag
broadly distributed to the media. Key concerns raised were:

o Some research designs include a placebo arm when AZT has proven benefit. Sucha
research design would never be allowed in the U.S.

o The smd;‘.c’s violate major international ethical guidelines, specifically: the World
Medical Association’s 1973 Declaration of Heisinki; four of the NMuremberg codes for
human experimentation; and the International Ethical Guidelines for Biomedical
Research Involving Humana Subjects designed to address f:.iizxcal issues in developing -
countries .

o  Thereis no guamxztm that women and mfants i host countries will benefit from the
research kmwlcdgc gained

0  The lack of appropdate care in host countiies does not justify study designs with
placebo mns that have no benefit. The standard of care in many countries does not
include az:x:z:ss to prenatal eare, medications, hospital births or intravenous mﬁxswzzs

Z

O Ct}mpansoﬁ of these studies to the Tuskeegee syphilis study; criticism that IRBs
should ensure that risks to subjects are minimized and subjmis are not unnecessarily
exposed to risk: this is colonialism at its worst
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Senator Carol Moscley-Braun (D-1L) has aiso voiced her concern regarding study designs with
a placebo arm when there is a known effective treatinent for BTV prevention. She is alarmed
that such studies are supported with U.S. funds, and. thinks it is inappropriate to continue such
funding in face of the apology being offered to the Tuskeegee survivors this Friday.

Department of Health and Human Services The Department of Health and Human Services
has conducted A review of the U.S.-funded studies in question and continues 1o support both
the study designs and public health irpportance of completing them. They are ongoing as of
this date, HHS testified to this effect before the House Government Reform and Oversight
Committee Jast week. There was very little discussion of the issue among Representatives
present.

In brief, the HHS position maintains:

o The studies address a pressing need in the global control of the spread of HIV,
" defining mtgwcm{}zzs that will result in reductions in maternal-infant uansmlsgwn which
can be safa}y and routinely zzzzgzicmezzzsé in the developing world;

o The smdxeis are based on the ass;zmp{wzz that the NIH ACTG 076 regimen is not a
feasible therapeutic intervention in developing countries due to lack of medical
infrastructure and cost constraints; the research design examines options for treatment
which are viable and affmdahlc within the medicaf care dehvezy systems of the study
countrics ‘

o All ongoing studies are in full compliance with U.S. and in-country regulations and

laws, have gone through extensive in-country and U.S. ethical review processes and an
international ethical review, and all studies have strong in-country support; an
independent Data and Safety Monitoring Board continues (o provide ovars;ght of research
findings at mgu}.ar intervals

o Broadly aoczptcd ethical pr:ac:pics fw mtﬁmathza} zese.amiz mc:ognm 2 role for the
local standard of care whep testing.d - s intorvention. In tHe case
of developing host countries, tha locai standmi is zmmmai to no health care access.
Studxmg new research opuuus of AZ’? admnustratwn at mzfic times during pregnancy
) ; 3 etwise have had it, while defining
mmmh knawledga that may allaw many mdmduals to benefit if shorter courses of
prove effective for HIV prevention.  The placebo arm is equivalent to the local
standard of care.
oA
$
Anached are Q&As and talking points which support the HHS position on this issues.
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QUESTIONS AND. ANSWERS

Q. Did you know about the NIH supported clinical trials using AZT and placebos in HW
mfz:r:ted prcgnant women in developing countries?

i
A, Tam aware that NIH is funding some research into how to improve prevention of mother
to infant transmission of HIV in some developing countries. 1 understand that AZT is the drug
that is being used in these studies.

I have asked the Secretary of Health and Human Services 10 provide me with a report on these -
NIH studies. I also asked for an evaluation of how these studies will help the women and
tafansz mvoiv?d and how the studies are helping to curb matemnal transmission of KI\«’ in these
countries. ;

Q. Some of the women in these studies are not receiving AZT, they are getting a placebo,
How does this,  compare with the U.S. position that all HIV infected pregnant women and their
infants should Ebc offered AZT?

A. That question will be addressed in Secretary Shalala’s report. Just let me say that in
many developing couniries no HIV treatment at all is available for pregnant women or their
infants. It is totally different situation than what we have in this country where AZT is readily
available. '

Q. Some crmcs arc saying that the NIH funded AZT studies in developing countries are
not different from what happened in the Tuskegee study where treatment was withheld from
some of the particrpants How do you answer tha?

A. Well, I;wiiz need to see the report from HHS before | can fully address that, But |
mrust emphasize that in the Tuskegee study, treatment that wag widely available in this country
was deliberately withbeld from some of the participants. Tn the AZT studies oversees, the
only AZT treatment available is the treatment provided to participants in the study,

Q. Some critics are saying that there is an issue of violation of international ethical codes
in the AZT stuc[iies. Is this true?

A. [ wilt k_l}DW more about the studies and the specific concerns surrounding it when |
review Sacmmry Shalala's’s report. Until then, T can’t say anything further on this. Tcan
assure you that we will not support any studies where such violations oceur.

!
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OUR GOAL IN SUPPORTING THESE STUDIES IS TO FIND
EFFECTIVE WAYS TO PREVENT MOTHER-TO-CHILD
TRANSMISSION OF HIV THAT CAN BE USED IN DEVELOPING
COUNTRIES. THAT MEANS FINDING A REGIMEN THAT IS
EFFECTIVE FOR THE SPECIFIC POPULATION AND '
AFFORDABLE IN THAT COUNTRY. ’

|
THE FULL AZT-076 REGIMEN, WHICH IS THE STANDARD OF
CARE IN THE UNITED STATES, IS NOT FEASIBLE FOR THESE
COUNTRIES. - IT IS EXPENSIVE AND REQUIRES SOPHIST!CATED
MEDIC?,L MONITORING.

WE HAVE WORKED WITH THE WORLD HEALTH
ORGANIZATION, UNAIDS AND THE HOST GOVERNMENTS TO -
BESIC:‘:?\I THESE TRIALS. THEY ARE FULLY SUPPORTED BY
. THE INTERENAT{ONAL BODIES AND BY THE HOST *
G{}VBRNMENTS

{ -
THESE TRIA}ZS HAVE BEEN REVIEWED FROM AN ETHICAL
STAND}){)INT BY THE CDC AND NIH INSTITUTIONAL REVIEW
BOARDS, AND BY REVIEW BOARDS IN THE HOST COUNTRIES,
WE AGREE THAT THESE ARE DIFFICULT AND COMPLEX
ISSUES, BUT THAT IS EXACTLY WHY WE WENT TO SOME
LENGTHS TO ACHIEVE MEDICAL AND ETHICAL CONSENSUS
ON THE RESEARCH NOT ONLY WITHIN HHS, BUT WITH
INTERNATIONAL ORGAN IZA'?IONS ANI) TI{E HOST COUNTRIES
THEMSELVES ‘

WE ARE DEDICATED TO FINDING AN EFFECTIVE
THERAPEUTIC INTERVENTION THAT CAN REALISTICALLY BE
ADMINISTERED IN THE HOST COUNTRIES AND IS
AFFORDABLE.
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Tthe Honorable William 1 Cizzzzozz

The White House § : '
1600 Pennsylvania Avenue

Washingion, DC 2?%1}

Dear Peesident Clinton: ‘ Junc 4, 1997

On behalf of the ;‘*-ienhwest AIDS Foundation and the thousands of individuals living with HIV and
AIDS in Washington state, we urge you (o support a $68 million amendment to the AIDS Drug
Agsistance Program {ADAP) in Title 1T of the Ryan White Comprehensive AIDS Regouress Emergency
{CARE) Act, In the past year, new drug therapies have offcred hope to individuals livisg with HIV and
ALDS. This hope, however, eomes at a high price, and many individuals cannot afford to ascess these
new treatments. :

The ADAP prozram augments state AIDS drug assistance programs that help pay the %z;gi‘z sost of
protease 1nh1b1t0rs and ,ather drugs for many low-ineome, HIV-positive individuals. The high eost of
these therapies ha-: driven some state programs to the brink of hankruptey and foreed other o instilute
draconian cuts rmd dangercus limitation of services. In Washington, the state’s A1DS Prescription Drug
Program (APDP) was foreed to close enroliment in July 1998 due to projected budget shortfalls, Duoe o
hard work by AIDS advocates and former Governor Mike Lowry, the program was reopenad and access
was restored, despite a burgeoning defieit. Although the Washington State Legislature provided $6.7
million new dotlacs for the APDP over the next two fiscal years, this sum is 32 million short of projected
need estimates by state health department officials. Across the nation, many states face similar unding
shortages and have been unsuccessful in securing adequate funds through state legislators. Without a
suppiemental FY 1;99'? ADAP appropriations, individuals in need will be denied access (o care.
Mz, President, we ask you to demonstrate ongoing ie:zdershz;; in supporting a $68 million amendment to
the FY 1997 AJZ}A? budget. This proposal has received stroag bi-partisan suppont in Congress, yet
members have mdzcatmﬁ that they are waiting for leadership from the Administration before moving
forward with a propasal. Your support for an increased ADAP budget can help make 2 difference in the
tves of tons of zizms&ads of individuals across the country who rely on access to these life-suving drugs.

Sincerely,

] |
T N Bffsn

1

|

Steven B. Johnson
Director of Public Policy

Terry M. Stone
Executive Director

e The f’immmble Adbert Gore, Ir, Viee President of the United Staies
VWashington 5zale Congress iomal delegation
Erskine Bowics Chief of Staff
Donna Shatala! Seeretary of Health and Human Services
Sandy Thurman, National AIDS Policy Directer

127 Broadway East  Sudle Zﬂ(g Seaitle, WA 08102.5788 ghena 208+328+0923 TO0 298+322208% fax 2083282080
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Bruce Reed, Ass:smnt te the President for Domestic Policy

Marsha Seot, ’Dcputy Assistant 1o the President for Political Affairs

Richard Set.:zrz{if..s,, Special Assistant 10 the Deputy Chief of StafT

Franklin Razne§ Office of Management and Budger, Director

Nancy Ann Min, Office of Management and Budget, Direeot of Health and Personne]

Kevin Thmm,ii)e;:a{y Secratary of Health and Human Services

Wiltiam V. Corr, Department of Health and Human Services, Counselor to the Secretary

Eric P. Gossby, Office of HIV/AIDS Policy, Director

Deborah Von Zinkeragel, Office of A1DS Policy, Senior Policy Analyst

* Dorothy Kcviife, Co-chair, National ADAP Working Group
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MEMORANDUM FOR THE PRESIDENT

FROM: Bruce Reed, Assistant to the President for Domestic Policy
\Chris J ennings, Deputy Assistant to the President for Health Policy
‘Sandra Thurman, National AIDS Policy Coordinator

SURIECT: im;s Vaccine Initiative « Next Steps

i
This memorandum will summarize the broad response to the announcement of your
commitment to developing an AIDS vaccine, and Jay out a strategy to sustain momentum and
solidify support for this initiative.

Response to gnnouncemmt

There has been broad-based and enthusiatic appreciation for your commitment to developing
an AIDS vaccine. The Morgan State speech positively showcased yous leadership and
willingness to take on a critizal research task with vital domestic and international
implications. Prior to the announcement, we contacted major constituency groups and several
industry leaders to ensure their support for this initiative. Attached are several comments that
have begn mceiive-d;

AIDS Grouns You have received a great response from the vast majority of national ATDS
organizations.” The AIDS Action Council, based in Washington and representing 1,400
community-based organizations (CBOs) across the country, and the National Association of
People with ATDS have both written strong letters of support. The San Francisco AIDS
Foundation, one of the Jargest CBOs in the country, and the Center for ATDS Prevention
Seadies, the leader in the prevention arena, continue 10 provide good comments for the media.
The CAEAR Coalition, representing the 49 major cities receiving Ryan White CARE Act
funding, are praising thig initistive. Additional verbal and written responses are equally
positive.

Some community groups and activists are expressing their concern arcund resource issues: 2)
will real resources be committed to this effort, and b} will funding or personnel be redirected
from current treatment and prevention activities? Unfortunately, the timing of the Morgan
State spesch coincided with the Administration not requesting additonal funds for AIDS drug
assistance programs, and not placing AIDS funds in the "protected” category during the
Budget discussions,

Consequently, the AIDS community feels tha: it is getting a mixed message. In their view, the
Administration is focusing its efforts and dollars on a new initiative for vaceine development
while 2t the same dme de-prionitizing AIDS funding and underfunding treatment.



05723/97 FRI 17:58 FAX 20% 832 1088 AIDS POLICY @oo3
I

DRAFT == DRAPT =~ DRAFT «» DRAFT =~ DRAF¥T =« DRAFT =« DRAFT

Page 2 - The President

Foundations as 1stry The Rockefeller Foundation has taken the lead in coordinating
an zawma&oaﬁ pro}ect icnmvrz s the International AIDS Vaceine Initiative (TAV]), They
strongly support Presidential leadership in this arena, and are anxious to participate in an
international effort. UNAIDS, based in the World Health Organization in Geneva, has pledged
o work with you to make this effort a success, and are delighted with your leadership. They
are writing an op-cd piece 1o place in the Washington Post or NY Times.

The American Foundation for AIDS Research (AmFAR) in New York has put its support
hehind the initiative, as has the Albert Sabin Vaccine Foundation. Industry leaders, including
those from Merck Pharmaceuticals, have been positive in their comments, but are waiting to
see how this dialogue will evolve in the proposed White House meeting.

Next Steps

National Institutes of Health (NIF) Proposal The NIH has put forward more specifics
around their proposed role in vacting development. NIH has begun development of a Vaccine
Research Center (VRC) as a joint venture of the National Cancer Institute (NCI) and the
National Institute of Allergy and Infectious Diseases (NIAID). The VRC will begin
incorporating a core group of NTH scientists with expertise in immunology, virclogy and
vaccing research already on-site at NTH. The primary focus of VRC will be to simulate
multidisciplinary research from basic science through to vaccine design and production,

Initially the VRC will be a "laboratory without walls,” while laboratory space is sought in the
vicinity of the NIH campus to bring the scientists together. Later, a3 scientists are recruited
from outside the NIH ranks, NIH will consider constructing new space on campus t0 house the
VRC. The funding and support for the VRO will be jointly provided by NCI and NIAID. As
you know, funds for AIDS research are allocated according to the plans developed by the
Office of AIDS Research {OAR) with the NIH Institutes. The OAR has proposed $17 million
in FY 1998 for the VRC, bringing the overall NTH support to ATDS vaccines to $150 million,
A search committee will be named before the end of May to conduct a nationwide search for 2
scientist with specific expertise in vaccine development 1o serve as Director for the new VRC,
’ |

Plans to Address Community Concerns To demonstrate that this is a serious proposal, we
have set up several meetings to provide information to the community and walk through their
concerns. On Wednesday, Sandy Thurman will have a news briefing in her office with Dr.
Harold Varmus, Director of the NTH, Dr, Bill Paul of the Office of AIDS Research, and Dr,
Tony Fauci of NIAID to provide more details about NIH's plan for a vaccine research center,
A follow-up merting with the community will take place after the news briefing. Sandy has
already mat with most of the national AIDS organizations individually this week. We are also
setting Up 8 mwtzng next week for the community with OMB o explain FY'97 and FY'08

|
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sudgetary issues and reaffirm the Administration’s full and equal commitment to all of the
AIDS programs ~— prevention, research and care.

To continue in a consistent and positive direction, we will identify opportunities to reaffirm the
breadth of the Administration's commitment to HIV/AIDS, By early June, the expert panel
sponsored by HHS and Kaiser Family Foundation to develop madel clinigal practices for care
of adult HIV infection will be ready to publish their recommendations in the Wﬂi&l
for public comment. This has been an anxiously awaited document, given the increasing
complexity of HIV care with many new drug combinations and [aboratory tests 1o monitor
HIV disease. This is a clear demonstration of the Administration’s commitment o wanslating
research gaias into improved care for all persons living with HIV. A White House roli-out
could be orchestrated with both health care providers and community groups.

Many of the leading national AIDS organizations come together in Washington, DC on June
23, 1997 1o kick off the HIV Testing Project -- an initiative to encourage people to voluntarily
learn their HIV siatus so they can benefit from cffective new treatments. This would be
another opportunity to annocunce the expert panel recommendations (o visibly cement your
support for the spectrum of AIDS prevention and care issues in addition to active research and
vaceine development components,

; : gtive The U.5. has proposed that the leaders of
the clghz ma;cr 1ndustna}zm:! nations mwzmg at the Denver Summit in June agree to support a
worldwids AIDS vaccine research initiative. The UNAIDS program and the International
AIDS Vaceine Initiative (IAVI) gre working with us to fashion a proposal acceptable 1o
participating countries. Four countries have already contacted UNATIDS around what specifics
could be developed. A few sateliite meetings with the scientific and research communities
could be put together in Denver to highlight this initiative. We are coordinating with Dan
Tarullo of the NEC around the possibility of coordinating an announcerment at the Summit,

In the next few months, a White House meeting to bring together vaccine development
ocxperts, govenment scientists, community leaders, and representatives of biotech and vaccine
manufacturing companies can be put together, This would create an opportunity for you to
deliver brief remarks, and for the Vice President to engage biotechnology and pharmaceutical
indusiry partners in AIDS drug and vaccings development efforts,

We are working on a follow-up memo that will provide additional information, including plans
relatve to the June G8 Summit in Denver.,
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May 20, 1997

The Honorable Bill Clinton
Prasident of the United Staws
The White Houge

1800 Pennsylvania Aveniue, NW,
Washington, D.C. 20813

;
Desar Mr. President:

On behall of the [,400 community-based organization: AIDS Aetion Council
represents, [ would Jike to take this opportunity to appleud your call this past Sunday,
May 18, to make the development of an AIDS vaccine 2 “new national goal for
science.” By likening your challeage 10 find an AIDS vaccins within the next deeade to
President Jobm F. Kennedy’s call to put an Amériean on the moon, you have reminded
the country, indeed, the world, that much remains o be done before this terrible
epidemic is truly over.

Mr. President, AIDS Action Council recognizes your leadership in the fSght against this
dread disease. Sixteen years into the AIDS epidemic, the AIDS community is enjoying
the new hope that promising AIDS drug therapies represent. Thousands of people living
with HIV end AIDS are benefiting frorn state-of-the-art care, which has contributed o
an historic decline in AlDS deaths in the United States. History will record these two
advancements, a8 wel] as your AIDS vaccine announcement last Sunday, as 3 part of
yout legacy on AIDS.

ALDS Action Counci) urges you to expand that legacy by continuing to make funding

" for AIDS resesrch, care, prevention, and housing a budgetary priotity in fiscal year

1998 snd beyond. Rescarch to find more effective treatmeants, & vaccine, and & cure
must continue to be n priority. All Americans Hving with HIV and AIDS must have
acress to the health care and the social services they need to stuy alive and healthy.
Every weapon at our disposal, including needls exchange programs, must be put ©
good use to curb the further spread of HIV. And no individual living with HIV disease
should want for adequate, stable housing, AIDS Action Council is snxious 10 work with
you to ensure that this era of hope - raised 10 a new level by your eall to re-energize our
nation’s scaech for sn AIDS vaccing ~ touches the life of every American living with,
and offectsd by, HIV and AIDS,

Daniel Zingale :

Ezmmiﬁe Director
e¢  The Honomble Donna Shalala
Sandra Thurman, Direetor, Office of Nationel AIDS Palicy

E.’icsr Regards,

-

igiong
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May 21, 1997

The Pres dint
The Whits House
Washington, DC 20300

Dear Mr. President.

|
| am writing on behaif of the National Association of Peopgle with AIDS
(NAPWA), to commend you on the announcemant of a rational initiative to
develop a protective vaccine against the Human immunodeficiency Virus (HIV)
in the next tén years. NAPWA salutes your commitment to making this 3
serious national priority.

As the natidnal volee of peopls living with HIV, NAPWA represents the needs
cf countless thousands of Americans who face the day-to-day challenges of
living with MV disease. We remain committed to working for a cure for AIDS.
We have never strayed from our responsibility, however, to promote and
support affective HIV prevention and education. For millions of people aturisk
for HIV infection across the globe, the simple knowledge that the greatest
nation on eaﬁh will lead the effort to deveiag a preventive vaccing ig very

powerful. |

we applavd your leadership and the leadership of Vica President Gore. In
announcing this initiative, NAPWA strongly urges you to renew your
commitment to malntaining and expanding MIVIAIDS Housing, Pravention,

Res&arch.ihﬂ&éicaéd and Medicare ang CARE Act services.

Sin:c:weiy. ;

A, Corneliys Baker
Executive Directer

|

E
|
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3 70 May 1997
Mr President, !

Your exwaordinacy leadershiy in sening the gnal for the develapment of 2an AIDS vaccine in
the nexx ten years metits sincere praise. For tao (ong, rhe research agenda has been rurmned on its
hegad, with ninety percent of rescarch thoets 1o ANS gaing thwards cures and only ten percent to
victines. fmportant as the new deavalopments in therapy are io reducing the suffering and
pralonging lives of people living with HTV/AINS in the few counttics where treatment is possible
and aiftedable, they are doing nathing tn hait the releniless mareh of this disease in Africy. Asia,
Latln Americs and Kastern Frenps,

For & vaceins tnhe hrought 1o the pans of the world whers the diseasz {3 having its gresrest
impact, the countries of tha indusirialized worid and e developing world will need 1o work closely
together, Vha Inint Emited Nations Programme on HIV/AIDS (URATDS) has 2 Yacclne advisury
(:.omminee, which is chalred by Dr Barry Bloom of the Albert Einstein College of Mudicine in
New York, and includes representatives from several industrialized and developing countries.
(INATFIS and its Commitiee have as thelr misston o promote and facilitate the scleniifie, sthivd,
legal, and practical involvement of developing countries in vaceine research und wsilng.

Mr Prestdent, we pledge UNAIDS 1o work with you, Secretary Studals, the Nadiogal
Tnstiznzes of Health snd other ULS, Institunions in the forefron o7 this crusude sgainst AIDS. A
vaccine whith effectively sddresses & virus which is devasaing the world, mast be tevied and
proven in the most affected countries [n steordance with the Xighest stundunds of scicnce and ethics,

Agaln; Mr President I should Hke @ congratulate vou for your bold yiep kyward, By
directing te sclendfic communiry 1o leap bevond the tested borders of Liology W the 218t century,
you & much to engure your own piace in the hissory of our plunst,

Please accept, My President, the assursace of my hghest consideration,
; X,

Nl

Pater Piut
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May 19, 1997

The Honorable William fefferson Ciinton
President :
Ths White House {
Washington, DC 20510

PDear Mr. President:

Tha Cities Advocating Emergency AIDS Relief (CAEAR) Coglition commends you
"on the announcement of 3 ten year federal initiative 1o develop a vaccine for the
Human Immunodeficiency Virus (HIV). We salute your use of the Presidency w
‘keep issues related to the worldwide AIDS pandemic at the forefront.

?’{he CAEAR Coalition represents the' federal policy and appropriations interests of
‘The 49 U.S. epicenters of the AIDS epidemic that receive funding through Title I of
‘the Ryan White CARE Act. We are people living with HIV and ALDS, madical
praviders, support service providers, and health planners who ste on the frons lines
‘of the U.S. AIDS epidemnic. We acknowledge the importance of a targeted initiative
:for vaccine development and recognize that & vaceine is entical to preventing new
infections in youth and adults at risk for infection. We must thar the leadership of the
'United States in this initiative will have a ripple effect m govermnments and
-copmrnunities around the world--encouraging them to increase their efforss o end this
devastating pandemic.

: As consumers and providers of CARE services for people living with HIV, we ask

. that you continue to use the Presidency a¢ 2 bully pulpit 1o keep the issues of people

living with HTV in the hearts and minds of the Asnerican people, CARE programs

“will continue to need significant incregses in support fom the federal government as
more people live longer with HIV disease. Medicsl care, housing, substance use
freatment, mental health weamment, tramsportation, nuwtrition, and of course new
antiretroviral drug therapies continue to be critical to the quality of life and survival
of peaple living with HIV. Your ongoing support for increased funding for CARE
programs is paramount to our suceess in flling these noeds.

Thank you for your leadership and the leadership of Vice President Gore, We

encourage you o continue to clearly articulate your commitment to ending this

- epidemic while caring for those living with HIV. The CAEAR Coalition looks
forward to working with you to realize the goal of this laudable initiative,

Boos
oLz
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FROM: - Bruce Reed, Agsistant o the Prwdmt for Dome:
San{im Thurman, Coordinator for National AIDS Pohcy
SURIECT: im.ematzsmai Studies on Reducing Maternal-Infant HIV Tranmissi o /

i

This memorandum will provide backgmnzzzi on the controversy over an ongoing group of
U.8.-supported international clinical trials studymg options to reduce maternal transmission of
HIV in developing countries. A brief overview of current knowledge, the rationale for fusther
rescarch, the Warld Health {}zgammmx: position, concerns of domestic public interest groups,
and the Dq:amnent of Health and Human Services' position will be covered. &t&cm

sepamlclymtalhngpmntsa&dQ&Aspmpamdbyf{HSm:ksmmc

Perinatal 'i‘mnsm:sswn The World Health Organization (WHO) estimates over 1,000 HIV+
infants are bom each day. Womes with HIV disease have a 15%-40% risk of transmitting
HIV to their baby with each pregoancy. The National Institutes of Health demonstrated thar
this transmission risk can be lowered 1o 8.3 %-by the administration of the drug AZT to
women orally during pregnancy and intravenously during labor, and to their newbom infants
mﬁy for 6 weeks. ’I‘tus NIH smiy, knawn a5 ACTG 076 cempanng AZT with a placebo -
AT pUttided-is piathioss cults e u . Tt has become the

m;mtias tg prevent W mfe:ctmﬁ in mfauts Bmase many devclcpmg countrics cannot afford
axpensive drig therapies for their citizens, pinpointing the critical period in which to
administer AZT to prevent perinatal transmission is important so that the greatest sumber of
women caulr.il be offered treatment, ’ .
Research Study Desipn Issises The public health leadership of severs] WHO member’
countries collaborated with the NTH and Centers for Disease Conirg! and Prevention {(CDC) to
design and develop research studies to prevent perinatal HIV transmission in

countries with Emited health care infrastructure and resources. Bach research study included

anmfcsmcd consent dgcument outlining the yesearch ques WWM

\All smdy pmmis wcm reviewed and approved by the NIH and CDC Insfzmnanal Revm
Boards (IRBs) and the host countries. The political leadecship of each host country were also
fully mfamwd ‘of the smdy methodologies and concurred with their uﬁpiamentatma

The first studies proposed by this interational collaborative group began in 1993 with funding
support from the U.5. (NIH, CDC) and France.

]
!
i
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World Health Organization Activity In June 1994, the WHO hosted a meeting of
researchers a:ild public health practitioners from the U.S., Burope, and countries in Africa,
Asia and the Carribean which have a high incidence of HIV disease. The purpose of the
meeting was to examine the results of the NIH ACTG 076 trial in terms of their applicability
mtcmanonally The followmg recommendations were issued from this meeting:
1
1) Encouragc': the use of AZT as outlined hy the NIH ACTG 076 study in
mdustnahzed countries; and

2) Immediate exploration of alternative regimens that could be used to achieve prevention
of perinatal HIV prevention in the developing world.

WHO participants established parameters for the conduct of research studies in developing
countries. The studies supported by the U.S. and France were consistent with these
parameters. | '

Concerns of Some U.S. Public Interest Groups Dr. Sidney Wolfe of the Public Citizen
Health Research Group wrote a long critique of U.S. involvement and support for these
international perinatal HIV prevention studies in a letter to Secretary Shalala. The letter was
broadly dlstnbuted to the media. Key concems raised were:
0 Some rc|scamh designs include a placebo arm when AZT has proven benefit. Such a
research design would never be allowed in the U.S.

o  The studies violate major intemnational ethical guidelines, specifically: the World
Medical Association's 1975 Declaration of Helsinki; four of the Nuremberg codes for
human |c:vcpcrimf.-,ntat.ion; and the International Ethical Guidelines for Biomedical
Research Involving Human Subjects designed to address ethical issues in developing
oount.ries

I
o There is no guamntec that women and infants in host countries will benefit from the
rcseamh knowledge gained

o The lack of appropriate care in host countries does not justify stud); designs with
placebo arms that have no benefit. The standard of care in many countries does not
include access to prenatal care, medications, hospital births or intravenous infusions

o Comparison of these studies to the Tuskeegee syphilis study; criticism that IRBs

should ensure that risks to subjects are minimized and subjects are not unnecessarily
‘exposed to risk; this is colonialism at its worst

|
|
|
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Senator Carol Maseéey«}?smun {D-1L} has also voiced her concem regarding study designs with
a placebo arm when there is 2 known effcctive treatment for HIV prevention. She is alarmed
that such studies are supported with U.S. funds, and thinks it is inappropriate to continue such

funding in face of the apology being offered to the Tuskeegee survivors this Friday.

Department of Health and Human Services The Department of Health and Human Sepvices
has conducted 2 review of the U1.5.-funded studies in question and continues to support both
the study designs and public health importance of completing them. They are ongoing as of
this date. HHS testified to this effect before the House Government Reform and Oversight
Committee last week. There was very little discussion of the issue among Rﬁ;}fesemanvcs
present.

i

In brief, the HHS position maintains:

o The studies address a pressing need in the global control of the spread of HIV,
defining interventions that will result in reductions in matemal-infant transmission which
can be safely and routinely implcmmw:i in the developing world;

o The studxes are based on the assumptmn that the NIH ACTG 076 regimen is not a
feasible thempeanc intervention in developing countries due to Jack of medical
infrastructure and cost constraints; the research design examines options for treatment
which are viable and affordable within the medical care delivery systems of the study
countries 1l

1 .

o All ongoing studies are in full compliagcs with U.S. and in-country regulations and

laws, have gane through extensive in-country and U.S. ethical review processes and an
interaational ethical review, and all studies have strong in-country support; an
independent Data and Safety Monitoring Board continues to provide oversight of research
findings at m‘guiar intervals

0 Broadly acccptad eﬁucal prmcx;ziﬁs far mtﬁmmw msca.rch maﬂz_.g & rale for the

reseazch knowiedga zhat may alkm many mdwzézzais to benefii if shortcr mur&es of
prove effective for HIV preveation. The placebo arm is equivalent to the local
standard of care. .

Attached are Q& As and talking points which support the HHS position on this issues,
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THE WHITE HOUSE
WASHINGTON

QUESTIONS AND ANSWERS

Q. Did vou know about the NIH supported clinical trials using AZT and placebos in HIV
infected pregnant women in develeping countries?

A. 1am aware that NIH is funding some research into how to improve prevention of mother
to infani transmission of HIV in some developing countries. 1 understand that AZT is the drug
that is being used in these studies,

i
[ have asked the Secretary of Health and Human Services to provide me with a report on these
NIH studies. [ also asked for an evaluation of how these studies will help the women and
infants involved and how the studies are helping to curb maternal transmission of HIV in these
countrics. ]
Q. Sorrie of the women in these studies are not receiving AZT, they are getting a placebo.
How does this compare with the U.8. position that all HIV infected pregnant women and their
. infants should be offered AZT?

1
A. That quesw)n will be addressed in Secretary Shalala’s report. Just let me say that in
many developmg countries no HIV treatment at all 15 available for pregnant women or their
infants. [t is totally different situation than what we have in this country where AZT is readily
available.
Q. Sore critics are saying that the NIH funded AZT studies in developing countries are
not dlfferenz from what happened in the Tuskegee study where treatment was withbeld from
some of ihe pariicipants. How do you answer that? :

A, Wei}, I will need to see the report from HHS before | can fully address that, But ]
must emphasize that in the Tuskegee study, treatment that was widely available in this country
was deliberately withheld from some of the participants. In the AZT studies oversees, the
only AZT treatment available is the treatment provided 1o participants in the study.

A

Q. Some critics are saying that there is an issue of violanon of international ethical codes
in the AZT studies. Is this true?

)

i
A. I will know more about the studies and the specific concerns surrounding it when I
review Secretary Shalala’s’s report. Until then, I can't say anything further on this. [ can
assure you that we will not support any studies where such violations oceur.



: . TALKING POINTS
} .

OUR cimL IN SUPPORTING THRSE STUDIES 1S TO FIND -
EFFECTIVE WAYS TO PREVENT MOTHER-TO-CHILD
TRANSMISSION OF HIV THAT CAN BE USED IN DEVELOPING
COUNTRIES. THAT MEANS FINDING A REGIMEN THAT IS
EFFECTIVE FOR THE SPECIFIC POPULATION AND ‘
AFFORDABLE IN THAT COUNTRY.

THE FULL AZT-076 REGIMEN, WHICH IS THE STANDARD OF
CARE IN THE UNITED STATES, IS NOT FEASIBLE FOR THESE
COUNTRIES. - IT IS EXPENSIVE AND REQUIRES SOPHISTICATED
MEDICAL MONITORING.

1

WE HAVE WORKED WITH THE WORLD HEALTH -
ORGANIZATION, UNAIDS AND THE HOST GOVERNMENTS TO
DESIGN THESE TRIALS. THEY ARE FULLY SUPPORTED BY
THE INTERNATIONAL BODIES AND BY THE HOST
GOVERNMENTS

~

THESE TRIALS HAVE BEEN REVIEWED FROM AN ETHICAL .
STANDPOINT BY THE CDC AND NIH INSTITUTIONAL REVIEW
BOARDS, AND BY REVIEW BOARDS IN THE HOST COUNTRIES.
WE AGREE THAT THESE ARE DIFFICULT AND COMPLEX
ISSUES, RUT THAT IS EXACTLY WHY WE WENT TO SOME
LENGTHS TO ACHIEVE MEDICAL AND ETHICAL CONSENSUS
ON THE RESEARCH NOT ONLY WITHIN HHS, BUT WITH
INTERNATIONAL ORGANIZATIONS AND THE HOST COUNTRIES
THEMSELVES )

WE ARE DEDICATED TO FINDING AN EFFECTIVE
THERAPEUTIC INTERVENTION THAT CAN REALISTICALLY BE
ADMINISTERED IN THE HOST COUNTRIES AND IS
AFFORDABLE.

j



‘, THE WHITE HOUSE
i WASHINGTON

May 6, 1997

MEMORANDUM FOR THE PRESIDENT

FROM: Bruce Reed, Assistant 1o the President for Domestic Policy
Dr. Eric Goosby, Acting Director, Office of Nasional AIDS Policy
|
SUBJECT: Follow up o the April meeting of the Presidential HIV/AIDS Advisory Council
i
We are pleased (o fransmit 10 you the mosl recent recommendations of the Presidenrial
Advisory Council on HIV and AIDS following its meeting of April 5 - 8.

A copy of the Council's recommendations is attached. These recommendations, in summary,
ask for the following:

* COpposition of the HIV Prevention Act of 1997;

. Work to eliminate all regulations and requirements for mandated reviews by citizen
review panels of the content of HIV prevention materials;

* Continued leadership and highest priority by our government on development of a
success&;i HIV/AIDS vaccine within a decade;

. Encourage scientific research on the potential benefits and/or risks of medical
marijuana and pending results of such research, the government refratn from any
efforts to prosecute doctors, who in good faith, discuss the use of medical marijuana or
remsmne[n(i it for their patients;

’ Continued advocacy for prison issues refating (o compassionate release, discharge
planning; standards of care, protective barriers, and substance use; and

» Continued Icadership by the Administration on providing the science in a report (o
Congress on the efficacy of syringe exchange programs to reduce the transmission of
HIV amd the certification of such syringe exchange programs as effective in reducing
the incidence of new HIV infections while not inereasing substance abuse,

The Council also senit a letter to you regarding the elimination of discrimination against those
mfccred with iﬁi‘y’ by certain Federal agencies (copy attached).



j
SIXTH PRESIDENTIAL ADVISORY COUNCIL ON AIDS

|
| April 5-8, 1997

Recommendation on Cobura Bill

The Presiden! should forcefully oppose the HIV Prevention Act of 1997, Many provisions of
this bill, including enforced mandates, interference with State and lacal control over health eare
policies, and the potential for institational discrimination against people living with HIV/AIDS,
will undermine ratiier than enhance our nations HIV prevention strategy.

Final
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STXTH PRESIDENTIAL ADVISORY COUNCIL ON AIDS

April 5-8, 1997

4

Remmmcmiaiia:i on Content

The Secretary of Health and Human Services should eliminate all regulations and requirements
for mandated reviews by citizen review pancls of the content of HIV prevention materials. HIV
prevention materials produced or distributed with federal funding should be free of restrictions
on content, subject enly to review for scientific accuracy and cultural appropriatencss for the
targeted population. Grantees should be given great fexibility in utilizing the least burdensome
methods of conducting these reviews,

Final



!
SIXTH PRESIDENTIAL ADVISORY COUNCIL ON AIDS

‘ April 5-8, 1997

Recommendations: illl\’ VYaccine Development

Development of a sz:iccessful HIVZAIDRS vaccine is clearly feasibie and should be considered of the
highest priority by onr government. In order to succeed, we suggest the following recommendations:

1.

Final

The President must declare an urgent goal of developing a vaccine to prevent HIV/AIDS
within a decade in order to mobilize public opinion, political will, and international
collaboration, and fo assign high priority te this effort within each of the governmental
agencies involved in HIV/AIDS vaccine research and development. As the HIV/AIDS
epidemic has no borders, and a suceessful vaccine will require international
collaboration, the President should work with the leadcrs of other nations in a global
effort to achieve an HIV/AIDS vaecine for all the world,

A significant and sustained increase in funds must be made available for HIVZAIDS
vaccine research and development. These funds must be derived from NEW sources
from both govemn!ent and industry, and must not be taken from existing programs
pimed at prevention, research, care, services, and/or treatment for persons with
HIV/AIDS, Innovative use of such fands is essential, as secd money to initiate new and
ereative hypotheses in vaccine research; to support praduct develapment; to expand the
proportion of successfully funded grant applications; and to briny additional entities into
the HIV/AIDS vaccine field.

Development of an effective HIV/AIDS vaccine will require expertise In many areas,
including basic science, applied research, public health policy, and legal, cthical,
industrial, and international issues. Dr. David Baltimore has reeently been chosen te
provide advice and leadership for the NIH HIV/AIDS vaceine eflort, and the Council ig
highly supportive of this appointment, Additionally:

- Participation by non-gevernmental sectors and organizations is also essential to
achieve the goat of expedifed vaccine research, product development and wse. The
Vice President should convene a public-private HIV/AIDS vaceine consultative
forum, composed of senior representatives {o encourage communication between
sectors, to address gaps in the ficld, and to speed ptogress towards the President’s
zoal. Participation on this HIV/AIDS vaccine forum should inclede
representation from: US Gevernment agencics, industry, the international
community, academia, the Werld Bank and other funding agencies, the Insurance
industry, ethicists; and communities most affected by the epidemic,

. To achieve the goal of a8 more comprehensive vaceine development effort within
the government, ALL relevant agencies within the US Government—including
Nili, CDC, DOD, BV A, FDA, USAID and relevant offices within these agencies,
especially those refadng to minority and women’s health-—-must be substantively
involved in the vaccine effort. The agencies must regularly communicate with oue
anather and share information.

|
1
|
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Sll)(TH PRESIDENTIAL ADVISORY COUNCIL ON AIDS

April 5-8, 1997

Recommendations on Medical Marijuana

On November 5, 1996, voters in California and Arizona approved the use of marijuana for
medical purposes. In 1994, Ohio approved the use of medical marijuana, though its legisfature is
currently considering reversing that stand. Virginia and Louisiana have dectiminalized
possession of marijuana in certain medical cases. Today, 26 staies and the Digtrict of Columbia
have existing lawsiand resolutions establishing therapentic research programs, allowing doctors
{0 prescribe marijuana or asking the federal government to hft the ban on its medieaf use, In 10
states, similar laws have either been repealed or have expired.

|
|

Proponents of the use of medical marijuana cite anecdotal evidence of beneficial effécts from its
us¢, while opponents ¢laim no convincing scientific evidence of such benefits and cite potential
dangers. Research on the potential health benefits and/or risks assaciated with medieal
marijuana use is clearly needed,

gckerou

Resolution i

The President should direct appropriate agencies to take all steps necessary to encourage
scientifie research, including clinical trials, to gauge the potential benefits and/or risks of medical
marijuana use (including smoked marijuana) on chronic pain, nausea, glaueoma and other
conditions due to illinessas such as AIDS, cancer and other chronic diseases,

Further, the Pmsidént should direct that, pending the results of such research, the government
refrain from any efforts to prosecute doctors who, in good faith, ézseuss the use of medical
marijuana or rmamend it for their patients.

Final



SIZ?{TI-I PRESIDENTIAL ADVISORY COUNCIL ON AIDS
: April 5-8, 1997
Rccommeadatim;: Prison 1ssues Subcommitice
1. Compassionate Relcase

The President should direct the Justice Department and the Director of the Federal Bureau of
Prisons to revise administrative and judicial standards of compassionate release for use in all
Federal and Federally-funded prisons. Prisons will do this in accordace with Ameriean Bar
Association {ABA) Standards. Furthermore, equivalent compassionate release programs should
be required in state and local prisons as a condition of these institutions receiving federal funds.
The Federal Burean of Prisons also should be directed 10 maintain statistical and evaluative
records concerning the compassionate release policy and file an annual report 1o the President,
Seerctary of Health and Humarn Services and the Office of National AIDS Policy.

Z, Discharge Planning

The President should direct the Secretary of Health and Human Services to develop standards of
care to ensure that, prior to release, ex-offenders with HIV/AIDS are provided timely, thorough,
and appropriate case management/discharge planning. These standards should address
behavioral and social service needs, continuily of care; and appropriate linkages o local .
community services, medical services, social service benefits, appropriate case management, and
housing assistance programs (o ensure against homelessness. '

i

3 Standards of Care.

The President shall direct the Federal Burean of Prisons 1o incorporate the upcoming Report from
the HHS Panel on Clinical Practices for the Treatment of HIV Infections in all correctional
medical facilities. It should be required that care providers be adequately trained to implement
these standards and all appropriate therapeutic options associated with the management of HIV
disease be available. : »

4, Frotective Barriers.

{
The President shall direct the Attorney General to direet the Federal Bureau of Prisons to ensure
that condoms and dental dams are made readily available for all prisoners within correctional
facilities lo prevent transmission of HIV/AIDS.

5 Suhstange Use,

The President shfall direct the Attorney General to direct the Federal Bureau of Prisons to
investigate and report within 96 days on the feasibility of and various options for providing
comprehensive substance abusc treatment for incarecrated individuals with a dual diagnosis of
chemical dependency and HIV disease.

2
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SIXTH FPRESIDENTIAL ADVIS'()RY COUNCH. ON AIDS

April 5-8, 1997

Recommendations on Necdle Exchange

The PACHA coznmands the S&cretm‘y of Health and Human S&”vu:.es and the i}epaﬂmcnt of

shed & ss and O Sl ackr;ewiedgcs lhe &fficas:y of synnge; exchange
pro grams to mduce the t:ansmzsszon of HIV.

WHEREAS, this report to the Congress confirms that syringe exehange programs reduce the
rate of new HIV infections among injection drug users, and further confirms that such programs
constitute a sound public health practice as pant of an overall effort 10 reduce the inerdence of
new HIV infection; and

: i
WHEREAS, the Secretary’s report found no cvidence which established that syringe exchange
- programs increase drug use; and

WHEREAS, 2 panel of nongovernmental public health experts convened by the National
Institutes of Health found no scientific or medical evidence that syringe exchange programs
increase drug use; and

WHEREAS, the President has set 2 goal of reducing the number of new infections each year
until there are none; and

WHEREAS, the President has established a drug policy seeking to reduce the prevalence and
incidence of drug abuse through prevention, eounseling and treatment;

WHEREAS, syringe exchange programs and appropriate and effective substance abuse
treatment and counseling efforts provide a unique opportunity to reduce the incidence of
substanee abuse and the number of injection drug users;

THEREFORE, we strongly recommend that the President ensure that the Secretary of Health
and Humas Services 1ake all necessary steps to promptly certify syringe exchange programs as
effective in reducing the ineidence of new HIV infections while not increasing substance abuse;
thus, the use of foderal funds for syringe exchange and substance abuse counseling and treatment
programs must be permitted in {hese communities that determine such programs to be

appropriate.

Final !
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May 6, 1997

The Honerable William Jefferson Clinton
The White Houge

Washington, D.C. 20500

H

:Dcar Mr. President:
: :
On February 7, 1997, the Office of National AIDS Policy Director Patsy
Fleming met with representatives of this Council and representatives of
several Federal agencies to discuss elimination of discnmination against those
infected with HIV. I am writing to you to express our deep concern about the
lack of progress by those Federal agencies wward elimination of
discominatory policies. You will remember that almost three years ago you
asked this Council to meet with you to discuss issues of major concemn
iregarding HIV/AIDS, One of the most critical issues raised was the
'nreviously established policy of several Federal agencies (i.e., the U.S.
Foreign Services, the Peace Corps, the Sob Corps, the U.S. State Depariment,
and the Military) requiring mandatory HIV testing, and exclusion of those
.found to be HIV positive,
EA{ that time, you expressex your concern about and disapproval of such
{koizcies and instructed your staff to investigate those policies and report back’
to you. We are dismayed that the February 7, 1997 meeting clearly confirmed
. that policies requiring mandatory testing and exclusion from entry of all
applicanis found to be HIV positive continue i these agencies. The policies
of these Federal agencies represent a disturbing aberration from the general
- application of HIV/AIDS employmeni practices by the vast majority of
federal agencies.
l - We are also concerned that those already employed by such agencies who
tator test positive face diserimination in assignments, promotions, and career
advancement opportunities. Particularly in light of the promise offered by
new treatment options, these policies serve 1o deprive qualified HIV.positive
individuals equal employment opportunity and to deprive the federal
' government of the contributions those individuals could be making as -
~ dedicating public servants,

t
4
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1
The Honorable %Vz%izam Jefferson Clinton
May 6, 1997
Page two

The Council hag !iétic optirnism that without your interveniion these disciminatory policies
might be changed. . We would therefore urge, Mr. President, that you renew your structions for
review and reconsideration of such policies. 1t is only through such action that your commitment
“to fight AIDS rclated discrimination al every turn” contained in your National AIDS Strategy
can be realized.

Your Council stands ready to assist in any way you deem appropriate.
Thank you for your consideration and concern.

Sincerely,

! A
( Seirt loef -

R. Scout Hitt, MD

Chuir, on behalf of the members of
the Presidential Advisory Councit
on HIV and AIDS

%
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| Presidential Advisory Council on HIV and AIDS
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Siephen N. Abel, b.D.S.
Mr. Terje Anderson
Ms. Judith Billings
Mr. Nicholas Bollman
Mr. Tonio Burgos
Jerry Cade, M.D., .
Rabbi Joseph Edelheit
Mr. Robert Fogel
Ms. Debra Fraser-Howze
Ms. Kathleen Gerus
Ms. Phyllis Greenberger
Mr. Bob Hattoy
Mr. B. Thomas Henderson
R. Scott Hitt, M.D., Chair
Michael Isbell, J.D.
Mr. Ronald Johnson
Mr. Jeremy Landau
Alexandra Mary Levine, M.D.
Mr. Steve Lew
Ms. Helen H. Miramontes
Rev. Altagracia Perez
Michael Rankin, M.D.
Mr. H. Alexander Robinson
Ms. Debbie Runions
Mr. Benjamin Schatz
Mr. Richard W. Stafford
Ms. Denise Stokes
Ms. Sandra Thurman
Bruce Weniger, M.D.
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THE WHITE HOUSE
WASHINGTON

May 6, 1997

MEMORANDUM FOR BRUCE REED
FROM: Dr Eric Goosby, Acting Director, Office of National AIDS Policy

RE: Présidemiai Advisory Council on HIV and AIDS
|

Atiached i5 the Letter t0 the President from the Council for your transmittal, Please forward.

H

cc: FElena Kagan!
H
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‘May 6, 1997

"The Honorabie William JefTerson Clinton
- The White House
Washington, D.C. 20500

Dear Mr. Presadent:

On February 7, 1997, the Office of National AIDS Policy Director Patsy
Fleming met with representatives of this Council and representatives of
several Federal agencies to discuss elimination of discrimination against those
tinfected with HIV. 1 am writing (o you 16 express our deep concern about the
lack of progress by those Federal agencies toward ehimination of
diseriminatory policies. You will remember that almost three years ago you
.asked this Council to meet with you fo discuss issues of major concern
regarding HIV/AIDS. One of the most critical issues raised was the
“previously established policy of several Federal agencies (i.e., the ULS.
1Foreign Services, the Peace Corps, the Job Corps, the ULS, State Depariment,
tand the Military) requiring mandatory HIV testing, and cxcluston of those
'ound o be HIV posilive,

At thal time, you expressed your concern about and disapproval of such
policies and instructed your staff 1o investigate those policies and report back
to you. We gre dismayed that the February 7, 1997 meeting clearly confirmed
that policies requiring mandatory testing and exciusion from entry of all
‘applicants found to be HIV positive continue in these agencics. The policies
of thesc Federal agencies represent a disturbing aberration from the general
application of HIV/AIDS employment practices by the vast majority of
federal agencies.

We are also concerned that those already employed by such agencies who
later west postiive face discrimination in assignments, prometions, and carcer
‘advancement opportunities. Particularly in light of the promise offered by
inew treatmient oplions, these policics serve 1o deprive qualified HiV-positive
‘individuals cqual employment oppaortunity and to deprive the federat

j governmeni of the contributions those individuals could be making as -

!' dedicating public servants,

!
|
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The Honorabic William Jefforson Clinton
May 0, 1997
Page two

The Council has little optimizm that without your interveation these discriminatory policies
might be changed. We would therelore urge, Mr. President, thal you renew vour instruciions for
review and reconsideration of such policies. 1t is only through such action that your commitment
“to fight AIDS related discnmination al every turn” conlained in your National AIDS Strategy
¢an be realized. |

r
Your Council stands ready to assist in any way you deem appropriate.

Thank you for your consideration and concern.

Sincerely,

Gt lhif

R. Scott Hitt, MD

{Chair, on behalf of the members of
the Presidential Advisory Couneil
on HIV and AIDS



2 Presidential Advisory Council on HIV and AIDS

Stephen N. Abel; D.D.S.
Mr. Terje Anderson

Ms. Judith Biflings

Mr. Nicholas Bollman
Mr. Tonio Burgos

Jerry Cade, M.D.

Rabbi Joseph Edelheit

Mr. Robert Fogel

Ms. Debra Fraser-Howze
Ms. Kathleen Gerus

Ms. Phyllis Greenberger
Mr. Bob Hattoy

Mr. B. Thomas Henderson
R. Seou Hitt, M.D,, Chair
Michael Ishell, 1.D.

Mr. Ronald Johnson

Mr. Jeremy Landau
Alexandra Mary Levine, M.D.
Mr. Steve Lew

Ms. Helen H. Miramontes
Rev. Altagracia Perez
Michael Rankin, M.D.
Mr. H. Alexander Robinson
Ms. Debbie Runions

Mr. Benjamin Schatz

Mr. Richard W. Stafford
Ms. Denise Stokes

Ms. Sandra Thurman
Bruce Weniger, M.D.



SENT BY:Xerox Telscohier 7020 3 4-24-97 | 2:57PM ¢ 2026321096~ G4S8ZETAIM T
%
i
§

OFFICE OF NATIONAL AIDS POLICY
EXECUTIVE OFFICE OF THE PRESIDENT

[
i
§_
H

808 17th Street, N.W.. 8th Floor
Washington, DC 20006

, " Phone: (202) 632-1050
- . Fax: (202) 632-1096

FACSIMILE COVER SHEET
TO: Bruce Reed

FAX NUMBER: 456-2878

FROM: Eric Goosby |

DATE: Apxiil 24, 1997

PAGES INCLUDING COVER SHEET: 3

Comments: FYI

— o wn s e e e e e —



SENT BYiXerex Tsisw;ia? 7070 : 4-24~87 ¢ 2:57PN 2026321096~ §4582878:8 2

- i
»
I

April 24, 1997

o AI DS ’I'h: Honorable William Jefferson Clinton
LT Washington, DC 20500
VIA FACSIMILE
. u}ii:‘;; m Mr. President: ‘

1 am wriling on behalf of AIDS Action Council, the national voice for 1400
sommunity-based AIDS service organizations and the people living with H;‘WAIDS
whom they serve. I write w0 express our strong opposition to sigmificant cuts in the
Medicaid program and ‘in domestic. discretionary spending a8 components of a
balapced budgct agreament.

Yant Administration has made 2 stzong and ongoipg commitment to adequate
funding for AIDS-specific discretionary programs in the budget tequests vou have
submitted to Congress each fiscal ysar. It is clear that budger negotintions now
underway between Administration officials and Congressional leaders will chart the *
- course for domestic diseretionary spending from fiscal year 1998 through fiscal year
2002. Significant reductions in domestic diseretionary spending will have a chilling
effect on the ability of the nation to mount an aggressive and comprehensive
response to the AIDS epidemic, st & tUme when breskthroughs in research and
treatment offer new hope to those already infected and tens of thousands of other
Americans at high risk for contrecting the HIV virus. The prioritization of AIDS
by your Administration must translate into active :wgz}zzatmzzs with Congressional
leaders to ensure that overall domestic discretionary spending is sufficient gver the

1878 life of the budget agrsement 1o ansure ad&qzzm funding for A1DS and other vital
Connertivwr Ave NP programs.
Sxice 700,

Over 53 percent of adu!t.s and 90 pereent of children with AIDS depend upon the
Medicaid program for thelr heslth care - As recently 23 this month, your
40003 Adminiswation again ecknowledged the importance of the Medicald program to poot
Fax 202 986 1343 people living with HIV/AIDS by announcing your intention to develop s Medicaid
7 202 9856 1300 expansion demonstration progrem to respond 1o the surrent Medicald eligibility
limitation which prevents many low-income individuals living with HIV disease .
from accessing the Medicaid program until they are totlly disabled by AIDS. This
initiative could expand access to life-projonging hesith sare for many MIV.infected
- individuals, and we arm profoundly grateful to Vice-President Gore snd other high.
renking Administration officials for their commitment to this expansion.

Parkington DC

The propesed HIV medicaid expansion program would not affect the eligibility or -
benefits of those individuals who now qualify as "medically needy” or of currently
catsgerically eligible indjviduals living with HIV/AIDS. The Administration’s
proposed federal per capita cap on Medicaid spending could effectively restrict

!
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April 24, 1997
1

eligibility and benefits for individuals with HIV/AIDS who already qualify and receive sarvices
under the Medicaid program. We are especially concernsd about the response of siates which
shoulder the majority of the AIDS cases in the nutlon.  With sigoificant numbers of peaple with
AIDS excesding the per capita cap because of the high costy associated with HIV care, these
states are likely to experience & dgnificant cost shift in financing Medicald.related AIDS services.
We have grave concerns that states will react to this new financial burden by eliminating or
limiting optional ehg:bxixty categories like the “medically needy” program or optional benefits like
prescription drug services, Ironleally, just ay the Administration proposes a pilot program o
sddregs gape in Medicald eligibility for low-income people living with HIV disease, its Medicaid
budget proposal threatens eligibility and critical prescription drug benefits for individuals and
familics already participating in thc program.

While this Medicaid eligibility expangion is vital, i is incopsistent and Incompatible with the
Administration’s proposed reductions in and restructuring of the Mediceld program. Not only
would current HIV-infected Medicaid beneficiaries be harmed, but it is mrnely uniikely that
any stare would agree 1o participas in the medicald expansion program in the context of a
restructured Medicaid program with a cap on federsl spending per beneficiary.

We are not sonvinced that :iashmg Medicaid ftmding is necessary 1o balance the faderal budget -
or that schieving modest savings in Medicaid requires a complete restructuring of the Madicaid
program. ‘We 'are quite sure, however, thet & per capita cap on federal Medicaid spemimg will
threaten the hoalth care that tens of thoussuds of people with HIV/AIDS now recaive, and will
undermine the success of the Administration’s proposed medicaid HIV expansion initiative which
holds the promise for enhancing the heaith and productivity of many individuals whe are poor
enough, but not yst disabled coough o quelify for Madicaid.

A balanced budger through the year 2002 with deep reductiony in Medicaid and in domestic
discretionary speuding, especially in the out years, means losing ground in fighting the AIDS
epidernie. The budgetary impact of AIDS will be {ar greater in the years ahesd, and countless
lives will be neediesely lost. I urge you to reject cuts in the Medicaid progrem and in domestic
discretionary speading in budget negotiations with Congressional leaders,

Daniel Zingale
Exscutive Diirector
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Medicaid.

February 3, 1997

Mr. Bruee Reed
Domestic Policy Advisor
The White House
Washington, D30 20300

Pear Mr, i{cﬁ{é:

I am writing 1o you in lieu of Carol Rasco who was serving in the Domestie Palicy
Advisor post when my son and | were invited guests of President Clinton on World AIDS Day
in 1994, President Clinton and Mrs. Rasco were very helpful at that time in clearing up a
siuation lavolving my son, loy, @ hemuphilize who contracted HIV {hrough the use of
contaminated blood products. }a}f’s medical insurance bad lapsed and he was being covered
under COBRA benefits that were in jeopardy of ending unless he could be classified as disabled
by the Social Security Administeation, which would extend his benefits an additional 11 moenths.
Enclosed is a letter to Jay from President Clinton which noted how the situation was resolved.

H

i%t tbis time, [ am writing about another situation which has occurred that | was hoping
someone in the Execuiwe Branch'eould resolve: Jay-is-presently covered by Medicaid, as are
several hundred other hemophiliacs who are.part ofat i}i}{}-membcr c%ass action iaw suzi against
several pharmzzcwucal companies who sold contaminated factorate {blood pr{}dﬁzi used by
hemophthdeb in the' treatment of their-disease}.-After years of lcgal wrangling, the drug
companies !mal[y agreed to 2 $600,00 mitlion settlement which would provide each bonufide
claimant with a $100,000 payment. However, the settlement has been held up i}y the fact that the
payment could affeet the eligibility of claimants who are Medieaid recipients. Simply stated. *
their eligibility could be negated, meaning that the settlement would be a moot point sinec the
clarmants would have ta pay several thousand dollars in medical fees that are now covered by

| .

Mr. Rced I don’t know how knowlcdgcdbie you are about zha., situation during the early
eighties wnul biovd corpunies stalled for saveral yeurs, despite warnings and indisputable
gvidence fron; the CDC, in testing donors so that blood product consumers could be guarantecd
that what they were infusing into their bodies was uncontaminated. Their negligence is the
reason that 89 percent of all hemophiliacs born before testing commenced in 1984 are HiV
pasitive, Thousands of hemophiliacs bave since died, and thousands more have severely
damaged immunc systems. One of'those hemophiliacs is my son.

" MNow & fter years af‘illlgauon‘ my son and some 6,000 other hemophxhacs are supposed to
r&wwe .‘52{)8 000 from these companies, poor compensation for whal they have had to endure,
rzz}i 2{) mentzoizi t?xczr pmspe{:is for the future. But it is somcthing.,

f"‘ll '.i.
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. M} son’s I’zcaith continues 1o {Ef:tenuratf: But now it appears bLCdusu of mme icgal and
g,z:zvcmmemai miarzglcmcnts 11 IS ‘possible that he will.not live long cnough to recelvc lhls e
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selllement and!whal little happiness it could bring. He had hopes of buying a ear, some nice
elothes, and even contributing some of the settlement to AIDS research. Not a week goes by that
he does not asllt me about the settlement.

M. Reied, T am attaching a recent letter from lead counsel for the claimants which
summarizes where we currently stand. Surely, Mr. Reed, the government can do something,
something much more expeditious than legislative changes, that would make it possible for these
deserving claimants receive their money and be able (o enjoy it while they still have the health to
do so. Frankly, it just doesn’t seem fair. The tederal government, namely the FDA, should have
stepped in Iong ago and forced the drug companies to test biood from donors when onc of their
fellow agencics, the CDC .was crying out for it. By the time they did, it was too late for
thousands. }

{

L.,b.,l.lmon namrly tire pm;..,_d Riz k ‘Rdy. Ralicf Furd whlch mu'd requm. the f'eder 1
government toI pay cach HIV infected hemophlllac $250,000, 'is now in con;,r(.ssmndl
committee. God only knows il it will ever get to the floor of the Senate and Congress. But in
this situation ih which a financial settlelment has becn reached, surcly to God the government

can step in and make this situation right.

Four years ago, Carol Rasco and President Clinton stcpped in and made a differcnce in a
situation when representatives of the Social Sceurity Administration said my son could not be
* classified as dlsablcd making him eligible to reeeive cxtendcd COBRA benefits. Hopefully, you
in your posmon and President Clinton can make a difference for my son and thousands of others
like him. Anyrhelp you could offer would be greatly appreciated.
i _ _ Sincerely,
| “
OIAN
Dan Minish

316 Briarwood Drive
Carrollton, ch"gm 117
770- 834 4375 (H)
770-830- 1904I (0).



THE WHITE HOUSE

WASHINGTOMN

December 12, 1994

Mr. Jay Minish
316 Briarwood
Carrollten, Georgia 30117

Deayr Jay:
i
I want £o thank you for meeting with me in
%ashzngtaﬁ on World AIDS Day. 1 was delighted to
meet you and to hear how well you are coping with
HIV.
!

' 1 was glad to hear that the difficulties your
father was having with your insurance coverage have
Yeen regolved. As a result of your visit, the
Social Security Administration will be 1ssa;ng new
guldance to all its regional offices to assure that
ne person with HIV encounters the gare difficultiss
you did. Thank you for helping to make the federxal
gover&m&ﬁt more raeponsive to the needs of all

peop}e with HIV.
;  Please know that you will ke in my thoughts.

Sincerely,



: THE WIHIITE HOUSE
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* WASHINGTOM
January 11, 153%¢
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Mr, Dan Minigh

File Solutionsg

240 Tom Resve Drive
Carrollton, Georgia 30117

Dear Dan:

Carol Rasco recently shared a copy of your letter with me.
I am glad to learyn. that Jay has obtained continued hesalth
coverage and the disability designation.

I appreciate knowing your concerns about.the Medicaid program,
Medicailid has helped to ensure health care for millions of
Americans since itg creation thirty years ago. Today, half of
all Americans who are living with AIDS depend on this important
program f£or their care. We are currently in the midat of a
profound debate in Washington over the long-term prospects

of Medicaid. As you know, Republicans in Congresa have
proposed’ cuts that are simply unaceeptable -- cuts that would
hurt beneficiaries, their familien, and their healch care
providers in order to help finance a tax cut for the wealthy.

While we need te balance the budget and strengthen Medicaid to
ensure a strong future for our citizena, we must do »0 without
gutting essential programa and hurting people who, like your
gon, need cur help. Qur nation has always recognized the
ohligation to care for others in need, an obligation that
my Administration has pledgsd to honor. Even ag we work to
promote f£iscal responsibility, I will ceontinue to fight to
engure that our nation does not Lurn its back on the health
and well-being of its most vulnerable citizens,

!
Hillary Qnd I are keeping Jay and your family in our thoughts
and pravyers.

Sincerely,’

]'W
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January 29, 13857

Mr. Dan Minish
1i6 Briarwood Drive
Carrelito?, GA 30117

RE: James Dan Minish, Jr.
Dear Mr. Minish: |

Thank yvou for yvour letter of January 15, Your views are
entirely undaxstandabie, Your frustrations are no less than our
OWR .

For the past several months there have been ongoing
efforts; most with positive results, to resoclve those elements of
the settlement which are necessary for i{ts successful g
implementation. Thus, we have been able to come up with a "form of
special needs trust which should largely protect those who have
eliglbility issues in terms of the continued or future receipt of
public collateral benefits {e. g., Medlcaid/88I). With respect to
liens that have or could be asserted for public sector benefits
previously pald, significant progress has been made with
representatives of the Executive Branch to reach an agreement in
principle to resolve such claims. With respect to potentilal
private insurer subrogatlon c¢laims, an agreement has been reached
which should resolve just about all such claims. That's the good
news. The problem 1s that the final conclusion of these issues
{sp that there is a high level ¢f assurance that just about
evaryone who 1s potentially eligible to share in the settlement
in fact will do so without finding out that the $100,000 they are
supposed to get l1s less than that amount), could still take
several more months te accomplish. The only action which would
more definitively resolive these i{ssues would be an agt of
congress and that too, by the most optimlstic estimate, could not
occur before June.

&ccordingly, 1 have already demanded In wrlting and
during a recent phone conference call with defense counsel -
repeated that it was critical if the settlement process was to
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hold together for them to put the money up In escrow g0 that
people would understand that the money Is there, earning
interest, and that those who are entitled to recover $184,000 who
do not have subrogation and llen issues should be entitled to get
thelr money here and now, People continue to dile every day. The
fractionateors claim that they can’t, at least at this stage,
undertake the risk that people who have subrogation and lien
issues which cannot fully be solved would, as a legal matter, ba
entitled to opt out and therefore subject themselves to an
additional number of law sulte. Again, their position has been
they don’'t wish to accept thile risk of unknown dimension.

We are working at this subiject svery day. I can’t
control the fractionators’ money. I believe that the risk they
bear is an insignificant one, a risk which they should have

.understoed from day one. We continue to do everythlng we can.

These lssues sghould have been consldered when those who came up
with the ldea of the settlement filrst put it on the table. Wo
were not Yat that table." We inherlted a proposal negotiated by

others. ;

] f
Frankly, I have serlous misglvlngs as to whether we can

" keep this!settlement together If things stretch out for several

more mcnt@s. Class zounsel continue to conslder various
alternatives go that we céan get this situation resoclved at a much
earliier date. .

Sincerely,
Davlid §. Shrager

DSS/tah |

Dictated,' but not read,
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