August 13, 1996

Y Health Division At

Office of Management and Budget

/ . .
S Executive Office of the President
‘ Washington, DC 20503
—
Please route to: :
: Decision needed .
. : Please sign _—
RIChaI'd Turma Q Per your request X
) Please comment o
Barry Clendenln For your information _____
Beth Rossman ' '
) . - With informational copies for
Subject: L/HHS Letter Update for AIDS HPS and HD Chrons, NEM
Drug Amendment ‘ Phone: 202/395-7791
. Fax: 202/395-3910
_GW , Room: #1026
From: Greg White
DA

Per your request, we have updated below the Ryan White portion of the letter for the FY
1997 L/HHS bill to account for the $65 million Budget Amendment for AIDS Drug Assistance
Program (ADAP) activities. Attached also is an e-mail that summarizes current FY 1997 funding
for Ryan White (Tab A) and a copy of the previous Ryan White text in the letter for House action
which the text below would replace (Tab B).

Please let us know if you have any questions.

Protecting Hedlth

The House-passed bill would provide 8812 million for Ryan White AIDS Treatment Grants, $83
million below the comparable request, adjusted for the Ryan White CARE Act amendments of
1996. * Since the House completed action on the bill, the Administration has increased its request
by 865 million to $117 million for specific funding for State AIDS Drug Assistance Program
(ADAP) activities authorized in Title II. While the Administration is encouraged that the House
recommended 875 million for this ADAP set-aside, an increase of $23 million above FY 1996,
the Administration urges the Committee to fund the full request of 8117 million. The
Administration is also concerned that the House funded the other activities authorized in Title II
818 million below the President’s request. The Administration urges the Committee to fund these
activities at the requested level of $233 million.

In addition, the Administration is concerned that funding provided below the request in the
House bill is insufficient to keep up with increasing case loads in the 49 cities currently receiving
Title ] assistance and the 150 local clinics that provide T:tle 1II(b) early intervention services to
those with, or at-risk of developing HIV. -
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EXECUTIVE

TO:
TO:

FROM:
CcC:
CC:
CC:

SUBJECT:

08-Aug-1996 02:54pm
Nancy-Ann E. Min
Sarah A. Bianchi

William G. White .
Office of Mgmt and Budget, HD

. Barry T. Clendenin

Richard J. Turman
Jim R. Esquea

Update on FY97 Ryan White Funding

OFFICE “OF THE

PRESIDENT

Now that the President has signed the $65 million ADAP Budget
Amendment, we prepared the following table which summarizes how
the Administration’s FY97 request for Ryan White compares with

FY97 House action.

[Note that we have broken down the Title II

line into 2.different funding streams: (1) the Regular Title II

grant which funds consortia, ADAP,

insurance continuation and home

and community-based services; and (2) the ADAP set-aside which’
funds strictly ADAP activities.] :

You will note that the House provided increases
Ryan White over FY96, but not to the same level

Title VI (AIDS ETCS) 12 16

President.
Ryan White Funding FY96-97
(BA ~- $ in Millions)
FY96 FY97
Enacted Budget
Title I (Cities) . 392 424 -
Title II (States)
Reg. .Grant ' 209 233
ADAP Set-Aside 52 - 117*
Total Title II 261 350%*
Title IIIb (Clinics) 57 - 65
Title IV (Pediatric AIDS) : 29 ‘ 34
. Title V (Dental) . 7 7

TOTAL RYAN WHITE 757 896

for most Titles of
requested by the"

FY97: House +/-
House Budget
402 -22
216 o -17

75 T .42
291 --59
62 -3
34 0

8 +1

16 0

. 812 -84



*Includes the $65 million ADAP Budget Amendment.
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inappropriately restrict the ability of enforcement agencies to
safeguard child safety, and enforce the National Labor Relations
Act. The Administration is also concerned that the House-passed
bill does not fund the National Institute for Occupational Safety
and Health or the former Bureau of Mines activities transferred
to the Centers for Disease Control at the requested level.

The Administration opposes the 40-percent cut below the FY
1996 level for the Bureau of International Labor Affairs. The
funding level provided by the House would constrain the Bureau's
ability to work on child labor and workers' rights issues.

The Administration commends the House for removing the
prohibition on the Occupational Safety and Health
Administration's (OSHA's) ability to develop or issue any
proposed or final standards or guidelines on the subject of
ergonomic protection. The Senate is urged to concur with the
House and to allow the Department of Labor to address the most
rapidly growing workplace health problem.

[” The House-passed bill would provide $812 million for Ryan
White AIDS Treatment Grants, $18 million below the comparable FY
1997 request, adjusted for the Ryan White CARE Act amendments of
1996. While the Administration is encouraged that the House has /
increased funding above the President's request specifically for
Title II State AIDS Drug Assistance Program activities,'we are
concerned that other activities in Title II receive $17 million
less than the level requested by the President. The

Administration is also concerned that funding provided below the
request for some other Titles in the Ryan White CARE Act is } !
insufficient to keep - ‘up with increasing case loads in the 49 f

cities currently receiving Title I assistance and the 150 local
| clinics that provide Title III(b) early intervention services to
! those with, or at-risk of developing HIV.

The Administration is also concerned that the House-passed
bill does not appropriate a specific amount for AIDS research
through a single appropriation for the National Institutes of
Health's (NIH's) Office of AIDS Research as requested in the
President's. budget. The single appropriation helps NIH target
NIH AIDS research funds effectively, minimizing duplication and
inefficiencies across the 21 1nst1tutes and centers that carry
out HIV/AIDS research. :
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. May 23,1997

_ Déar Colleagiié:

1 wamcd to bring'to your am,nuan thc attichied letter from 12 of our mmon

gOVETOrs c,xpn,ssxng their suppoit for federal finding for Ryan White CARE
Act Title LL ALDS Drig Assistaice Programs. Th;s» gOVErnors rcpresmt slau.s

- which havc teported 63% of the U.S. AIDS cases. Theéir support comes at a

critical rlmc as Congress and the Administration consider waponses to the'

; V\.rmrgum,y in Tundmg for dceess to br cakthmugh new A[D& therapies.

P«:oph, wrth HIV dxscaa, who lack MLdlCﬂld coverage Or access to pnvuu, ht‘,dllh
insuratice are forced — in rapidly i mucasmg "'umbm --to depend on ADAPs in
order to access revn]uuonary Aew HIV/AI:\;. thcx apLes Natmually, state
ADAPs have reported a 77% incréase in chents since January 1996. The

~ programs are collectively avcmgmg dpproximately 1,000 gdditional utilizing
~clichts éach month natioriwide. The costs are growing tod — states rcpon a37%

incrense in cxpcndvturcs nationally during the last alf of 1996. In 11 statcs

(Arkansas, Connecncut [daho, Keéntucky, Maryland, MtSSHSIppJ New J ersey,
North deOld Tu.as, Utah, Wést Virginia) - the COblb doubh,d or lrlplcd in §ix
months = forcing imnediate and serious restnwons on atcessibility to prevent

wtal pmgram col]apse in scvcrni states.

Thie NIH aiid the Public Health Service are poised to release new cliftical
prabtlu, gmdelmea for treating HIV infection. The récommended goal of -
treatment will Be to biirig an individual’s level of HTV infection down'to

- unducaab e levels to ward off fur‘cher déterioration of the ininiune system.
~ Althdugh cast stiinates of implementing thése new guidelines Rave not been

established by the Administration, these guidélines will have a‘critical effect on
state ADAPs which wﬂl realize continuing c,hem gmwth and overwhelmmg
ex pendnul CXR '

Singerely,
)

Joseph F. Kelly
Deputy Diréctor

Attachnient

NAQTAN
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May 21,1997

: 'The Honotable Arlen Specter

Chairmén :
- Appropnanons Subcornmmee on Labor HHS I:ducatmn

' United States Sefiste '
184 Dirksén Sendte Office Building
T Washmgton, DC ’705 Lo .

.....

o A% the chxef elected official in our rcspccuve states, we would like to thahk you for your effons
- during the FY 1996 and 1997 appropnanons éyeles in supporting state AIDS Drug Assistance
' Programs (ADAPs). These funds are appropriatéd as a dedicated rieeds-based allocation within
* Title 1T of the Ryin White CARE A¢r apecxﬁcally for expansion of state ADAPs to mclude new
promlsmg HIV treatrents such as proreasc inhibitors.

| - Addltlonally, we would like t0 than}\ you for commansurate increases in state Title M non- -
“dedmated core fundinig. These funds allow states the flexibility to provide other AIDS services
such as v1ral load tests dind’ msu_rance contiriation as welI as suppor{ for suburban and ruril

,,,,,,

}

—Cuﬁe‘h‘tly. the data aré proving that state ADAPs save lives and roney.

" Alccording 1o the Centers for Diséase Conirol and Prevérition, the sstimited riimbef of AIDS _
deaths declinéd by 13 pefcerit during the first six months of 1996 as coripared to the sarne period
. the previous year. This decline was atiributed in rriost part 1o the introduction of new therapies
. and the corresponding state and federal funding to make theése medicines available. In fact, some-
~-areas of the country, includifig metropolitan New York expenenced as miich as a 50 percent drop
in AIDS déath ra[es due in large pan 10 new therapzcs and state effofts 1o make them avaﬂable |

Furthermore, due to thc efﬁc:ency of state ADAPs and the efﬁcacy of new thcrapxes ‘states are
now grapplifig with the question of how to aceominadate AIDS patients who want to leave the
_disability and Medicad (olls and return fo gdmlul employmem. Thls 1S a positive result.

 However, with all hese optimistic deveiopmcms néw AIDS therapnes are cxpenswe and state
, govcmme.nts continieé 1o need a partnérship with the federal poverfirnént 1o increase avmlabxhty ‘
of hew combination [herap es. Therefore, westrongly urge you to contifiue your siupport tor - ‘
Tifle Il CARE’ Act programs. ' e - R

Again, thank you for all of your hard work on this issue.

f-
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The Honorable Arlen Specmr
Page 2.

Sincerely,

Gor oo & pai New ok (”Bov. Lowion Chijes, Flords

G@uiﬁ@achmewhm@'}<h¢Mdam&@wmmm '

é’M %,/f;

Jiller, Nevadé. ‘

o 1ohn G. »f{dvi?' and, Connec‘:ticﬁt V

W Q&Sw\

~ Gov. Gary Logke, Washington - Gov “Ame H. Carlson Minnesota
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YESTERDAY THE HOUSE SAID THEY WERE GOING TO INCREASE AIDS
DRUGS ASSISTANCE PROGRAMS (ADAP) BY $132 MILLION AND
INCREASE RYAN WHITE ANOTHER $40 MILLION OVER THAT*. DOES
THE PRESIDENT INTEND TO SUPPORT THIS INCREASE?

The President recognizes the important role these programs play in helping provide much
needed treatment for people with HIV/AIDS. He has supported substantial increases for
both ADAP and Ryan White as well as taken steps'to ensure that the Medicaid program
covers new drug treatments for people with HIV/AIDS.

A couple weeks ago, the Administration released guidelines on AIDS treatments. The
release of the guidelines raised some important questions about the adequacy of current
funding for programs like ADAP which help provide treatment to those who would not
otherwise have access. The Department of Health and Human Services will make a
recommendation on this shortly.

The President’s leadership has been a major factor in giving people access to treatments
that have helped bring down the number of people with AIDS by 19 percent in the first
part of 1996. The President is proud that the CDC reports that this decrease can be
attributed to our efforts to give greater access to medical care and improved drug
treatments for people with HIV/AIDS.

The President is also well aware that our work is not done. Today, there are still between
650,000 and 900,000 Americans living with HIV, and we must continue our efforts to
ensure these citizens have access to needed treatments.

* ADAP is funded under Ryaﬁ White. The total House increase in Ryan White is $172
million above the President’s budget. ($132 for ADAP and $40 million for other Ryan
White Programs).
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August 14, 1996
% Health Division ik
Office of Management and Budget

Executive Office of the President
Washington, DC 20503

. ‘ : Decision nce(lcd’
Please route to: Beth Berman)»%w 490 ",225CT Plcase sign
: Nancy-Ann Min Per your request  _ X__

. o ‘ ~ Tlease camment
o ’ : FYI
Through: Barry Clendenin , )
. . With Copics for: HD Chron, HFB Chron,
- Mark Milley Meg
L Richard Turmang(™
. Phone:  202/395-7831 .

Fax: 202/395-3910

Sub ject: HCFA Fact Sheet on Room: #7026
Medicaid and AIDS
o B
< From: Bonnie Washington &

Greg White ond

‘Attached, per your request is a HCFA fact sheet on Medicaid coverage of people with AIDS.
These estimates are outdated and will likely change in the next few months. The actuaries at
HCFA are currently in the process of revising the estimates of Medicaid coverage and spending
for AIDS in light of more recent data from CDC.

‘}Pl_éase call Bonnie Washington at extension 5-7788 if you have any questions about this fact
‘sheet. ’

,VAttachment
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Jupe 1996 £7 .. . Medicaid Bureau - (410) 786-4577

MEDICAID AND ACQUIRED IMMUNE DEFICIENCY SYNDROME (AIDS)

" AND HUMAN IMMUNODEFICIENCY VIRUS (HIV) INFECTION
Serving at least 50‘percent of all persous living with AIDS (PLWA) and up to 90 percent of
all children with S, Medicaid is the largest single payer of direct medical services for
PLWAs. Estimated combiiied Federal and State Medicaid expenditures will be $3.5 billion
in fiscal year 1996, or about 25 percent of the aggregate cost of AIDS-related medical care.

States may provide optional services that are often appropriate for people with

. HIV/AIDS, such as targeted case management‘and hospice care. All States cover
prescribed drugs, mcluding various drugs-for prophylactic treatment of AIDS- :
related opportunistic infections, FDA-approved drugs for treatment of primary HIV
disease, such as reverse transcrifitase inhibitors, FDA-approved protease inhibitors,
and zidovadine (AZT). AZT can be provided-to HIV-positive pregnant women and
their infants to help prevent the transmission of HIV to these infants.

0

0 When cost-effective, States must pay the cost of premiums to.continue employer-
based health insurance policies of PLWAs eligible for Medicaid, or with low income

and resources. ‘

o Fifteen States have elected to provide PLWAS cost-effective alternatives to
confinement to a medical facility and expanded services through home and
community-based services waiver programs, as optional services.

0 Most adults with AIDS or HIV-related ilinessés who qualify for Medicaid do so
- because they are disabled, have low income, and limited assets. Individuals not
considered disabled may qualify for Medicaid as a parent/caretaker relative or child
" receiving benefits under Aid to Families with Dependent Children (AFDC) or as a
poverty-related pregnant woman or child. - . :

o  HCFA works with the Public Health Service (PHS) to enhanice collaboration.
between State Medicaid programs and grantees funded under the Ryan White
Comprehensive AIDS Resources Emergency (CARE) Act of 1990.

0 HCFA kném’i’tors devéldpfxxénts in'nati&:al“a;t& State healtﬁ;céi'é reform, Sudf as
managed care programs, to assess their impact on persons with HIV/AIDS.

o States also work with BCFA and other Federal agencies to assure that pemoni-*‘with
HIV infection and AIDS are not subject to discrimination in seeking access.to
Medicaid and Medicare services. RS S ,

o HCFA seeks to assure appropriate care for PLWAs through the development of
national consumer information initiatives for HIV-positive pregnant women, and
the issuance of letters to State Medicaid Agencies on priority AIDS issues (e.g.,
access to protease inhibitors and othet prescription drugs, encouragement of HIV
counseling and testing, etc.,) - R R T

TOTAL P.B2
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 EXPANDING ELIGIBILITY
- FOR MEDICAID TO
' PERSONS WITH HIV DISEASE

More Informatlon about this pr03ect can‘be obtamed by contactmg R LS
v Chnstlhe Lubinski, AIDS Action Council of Washington, D.C. at (202) 986- 1300 or o T
-~ Robert Greenwa.ld AIDS ACthIl Committee of Massachusetts at (617) 450- 1257 c




e fthe progressmn of cytomegalowms (CMV) retinitis, 2 commor complication of AIDS which causes

AR ‘ DRAFT

EXPANDING ELIGIBILITY FOR MEDICAID
- TO PERSONS WITH HIV DISEASE

INTRODUCTION

. Recent research has shown that a long-held assumption about AIDS was wrong—-thereis no’
initial dormant phase of HIV infection. Instead, the virus attacks the body’s-immune system from
the outset. This improved understanding of how HIV functions, along with the advent of -
powerful new medications, has led to new recommendations for care and treatment. Specifically,
experts now advise comprehensive care and treatment, often with comblnatlon drug therapy,
from the earhest stages of HIV disease.

Despite the experts’ recommendatiens for early treatment and the existence of effective drugs,
significant obstacles to accessing care and medications remain for low income people living with
HIV. Existing programs cannot meet the need for comprehensive health care and preventive
services. The current Medicaid requirements force most HIV positive individuals to wait until
they develop full-blown AIDS to become eligible for coverage a model whrch is inconsistent
w1th clinical standards \inhumane, and costly. ~

FEARLY INTERVENTION WORKS, SAVING LIVES AND DOLLARS

The new standard of care for people with HIV emphasizes early clinical intervention, calling for
both primary care and combination drug therapy, including protease inhibitors, at earlier stages-
of infection. The National Institutes of Health (NIH) report that «...it has been suggested that the
best opportunity to eradicate HIV infection is provided by the 1mt1at19n of potent combination
antiretroviral therapy during primary infection.”" According to Dr. David Ho, director of the
Aaron Dlamond AIDS Research Center, mathematical models suggest that patients caught early
enough and treated with combination drug therapies could be free of HIV in two to three years.?

While complete eradication of the HIV virus from the body has not yet been dernonstrated, ‘
combination drug therapies have proven effective for many, driving viral loads (the amount of virus
in the blood) below detectable levels, and mamtarmng or dramatically improving overall health
Combination therapies can slow the progression from HIV to AIDS, and can help prevent :
opportumstlc infections (Ols). For example, researchers: at NIH’s National Eye Institute recently .
-dlscovered that a combination of protease inhibitors and other antl-H[V drugs ‘can prevent or delay

R e Carpenter eL al “Report of the NIH Panel to Defme Pnncrpals'of Therapy of HIV Infectlon
June 1997 : : . - o

2L Altman, “With AIDS Advance, More Disappointrrlenr,’? New Yerfc Times, January 19, 199‘7:


http:researchers:.at

. blindness without proper treatment Some pattents in the study were able to stop standard CMV
retinitis treatment, which can be cumbersorne toxic, and extremely costly (between $50-100,000 per
patient per year), without advancement of their disease.*

Combination drug therapies including protease inhibitors are expensive, with costs ranging from
$8,000 to $10,000. But several studies have indicated that the dollars spent “up front” on these
medications are offset by later savings on hospitalizations and other expensive care and treatment for
AIDS-related illnesses. A study by Dr. Peter Ruane of the Tower Infectious Disease Medical
Associates in Los Angeles found that each dollar spent on combination drug therapies resulted in at
least two dollars of savings on overall treatment costs, which declined 23 percent.’ The same study

" reported a 57 percent drop in the average number of days patients spent in the hospital. Data from -
Saint Vincent’s Hospital in New York support the conclusions of the Tower study, showing a
significant decrease in 1npatlent care, both in terms of the number of peOple hospitalized and the -

average length of stay.®

- The findings of the protease inhibitor studies—that early intervention and treatment can prolong

“health and reduce the need for more expensive treatment later—are consistent with earlier studies on
the cost-effectiveness and beneficial impact of preventive treatment. Researchers at Johns Hopkins
Hospital compared the outcomes of patients who received prophylactic treatment for the - :
opportunistic infection Preumocystis carinii pneumonia (PCP) with those who did not receive stch
treatment. The patients not taking prophylaxis accounted for all of the deaths attributed to PCP, 85
percent of the hospital days, 100 percent of the Intensive Care Unit days, and 89 percent of the
inpatient charges. The study concluded that those “who developed PCP despite prophylaxis had a
better outcome and used fewer resources than patients not receiving preventive therapy.”” Another
study examining preventive treatment for PCP found that prophylaxis resulted in longer life and a
savings of $16,503 for each patient, as compared with no prophylaxis.®

3 NIH News Release, “Combination Drug Therapy for AIDS Found to Control Blinding Eye Infection,”
May 20, 1997 (reporting study results published in the Journal of the American Medical Assocxatzon May 21
1997).

‘i

: 3P, Ruane, “Dramatn: Reductions in Use of Healthcare Servnces by Patients with HIV Result from Use of
Combmauon Therapy w1th a Protease Inhlbltor Tower Infecnous Dlsease Medxcal Assocxates Inc January 23,

: s ‘. ! .The Impact of Prophylams on Outcome and Resource Utlhzatlon in Przeumocys:zs Ly
carinii Pneumoma ? Ches( Apnl 1995 1018-1023. Fo

E A. Castellano and M. _Nettleman, “Cost and Benefit of Secondary Prophyluxis for Pneumocystis carinii
Pneumonia,” Journal of the American Medical Association, August 14, 1991: 820-824.
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Comprehensive care and treatment which prevents or delays the progression from HIV infection
to AIDS can both improve quality of life and save money. A survey of the costs of care for
Medicaid patients with HIV in Baltimore found that monthly costs for people with CD4+ T-cell
counts under 50 (generally a sign of more advanced HIV disease) were more than twice those of
people with more than 500 T-cells. As noted above, spending money in the early stages of HIV
disease for treatment with combination drug therapies can reduce more expensive interventions
later. Yet under the present Medicaid system, many living with HIV must wait for their T-cells to

drop and their illness to worsen before they can receive coverage and access care.

GAPS IN HEALTH CARE COVERAGE REMAIN

The advances in overall health care and drug treatments have broﬁght renewed health and
unprecedented hope to many people living with HIV disease. For the first time in the 15 years of
the AIDS epidemic, there has been a decrease in the numbers of Americans dying from AIDS.
- The U.8. Centers for Disease Control (CDC) reported a 13 percent decline in the number of
*AIDS deaths for the first six months of 1996, as compared to the same period in 1995, and
attributed this decline to 1mpr0ved medical care, prophylax15 for OlIs, and the use of combmatlon

 therapies.'

In the same reportv-,‘ however, the CDC noted that AIDS continues to be the leading cause of death
of Americans aged 25 to 44, and that the “increased prevalence of AIDS [in the U.S.] indicates
the need for medical and other services for persons with HIV infection.” While the new
medications make obtaining care more 1mportant than ever, challenges in expandmg access to
pnmary care and treatment remain.

Medicaid provides access to health care coverage for low income, uninsured, disabled people:
Individuals who are HIV positive but have not been diagnosed with AIDS, however, are often
not eligible for Medicaid, because they do not meet the program’s disability standards or other

- categorical eligibility requirements. To qualify for Medicaid, people must meet income
requirements and the disability criteria of the federal Supplemental Security Income (SSI) -
program. The Social Security Administration uses the CDC’s definition of AIDS, along with
evidence of functional impairments, as proof of disability.!' Despite the fact that early clinical
intervention—including primary care, preventive services, and medication therapies—has

L OR Moore and R. Chalsson “Costs to Medicald of Advancmg [mmunosuppresswn inan Urban HIV

Infected Patient Populatlon in Maryland, Journax’ of Acquzred Imm e Def czency Syndromes and Human } L _.

Retrovzrofogy, 1997 14 223-231

10 Centers for stease Control Morbzdzty and Morzazay Weekly Repor: February 28, 1997 46: 165-173.

n The CDC definition of AIDS for surveillance purposes is: documented CD4+ T-lymphocyte counts
<200 per microliter or percent of total lymphocytes <14 percent or a variety of opportumsnc mfectlons

LFR]
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been shown to improve healthand delay the onset of expensive opportunistic infections,
most HIV posntwe individuals must wait until they “get sicker” and develop AIDS before

they can receive Medicaid.

This is particularly devastating because the populations in which HIV infection is increasing are
the ones likely to enroll in Medicaid once their HIV infection becomes full-blown AIDS. The

‘ epldermc is growing fastest among groups which have traditionally been socioeconomically
disenfranchised, including racial and ethnic mmontles mjectlon drug users; and women. In
1996, for the first time, blacks accounted for more AIDS cases than whites (41 percent versus 38
percent).'” Women represented 20 percent of new AIDS cases in 1996, up from seven percent in
1985. While overall AIDS deaths declined 13 percent in the first half of 1996, deaths among
women increased by three percent.” : A

These populations are also the groups less likely to have health insurance and access to -
treatments, and more likely to face barriers in obtaining health care, according to a survey by the
. Agency for Health Care Policy and Research." People who are uninsured or underinsured not
‘only lack access to expensive combination therapies, but also to basic primary care and’
-preventive services. Without i insurance, people are more likely to wait until they have serious

health problems before seeking care—problems which are then more expensive.to treat. At this
point, people would likely become eligible for Medicaid, but it is both inefficient and inhumane
to require people to progress to an advanced stage of illness when we could offer access to
effective and less costly care and treatment at an earlier time in the disease.

A Medicaid expansion also promotes public health, by giving uninsured and underinsured people
with HIV an opportunity and an incentive to enter care earlier. Reaching people who would not
otherwise have contact with health care systems provides the chance to teach and reinforce
behavior changes which can prevent HIV transmission. [Reducing viral load through the use of
combination drug therapies may also reduce infectiousness, although there is not yet conclusive
scientific da@a on this issue.] The ongoing primary care and medical case management funded
through Medicaid helps support patients in following complex treatment plans. If patients do not -
- strictly comply with their combination therapy regimens, they are likely to develop drug-resistant
strains of HIV. The existence of such drug-resistant HIV mutations may further comphcate

public health efforts to combat AIDS: v ‘

Despite the existence of federal AIDS programs, such as the AIDS Drug Ass1stance Programs
(ADAPs) and the other components of the Ryan Whlte CARE Act Medlcald serves as the

2 Centers for Diséasc ‘Co"ntrol., Mb}bidity and Morralizy\ Weekly Report, fEebmé:y 28, 1=997,f46:"1 5’5-’/15?3.; L
.13 Id :

14 p. Mohr, Patterns of Health Care Use Among HIV-Infected Adults: Preliminary Results " AIDS Cost and
Services Utilization Survey, Agency for Health Care Policy and Research, September 1994: 3. .
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. 5
foundation of AIDS care through.its provision of both comprehensive health care and ‘drug
therapies. ADAPs provide limited prescription drug coverage for some uninsured and
underinsured people with HIV and AIDS. But these programs cannot (and are not designed to)
meet the need for comprehensive primary care and diagnostic services. In spite of their limited
mission—to provide access to a limited formulary of proven AIDS med1cat10ns-—ADAPs face
severe financial pressure in many states, and often cannot meet the growing demand for new
combination-therapies. In some states, ADAPs do not even cover protease inhibitors, and many
offer a very limited formulary of antiretroviral and OI drugs. In other states, there are lotteries,
long waiting lists, and increasingly restrictive eligibility criteria for ADAP participation. "

While other Ryan White CARE Act programs pay for some primary care and drug
reimbursement, they are not intended to provide widespread comprehensive health care. Ryan
White funding is used for a range of care and services, including food, transportation, and case
management for people living with AIDS. Additionally, many ADAPs and Ryan White-funded
primary care programs have eligibility criteria which exclude people in the earlier stages of HIV
disease. These programs lack the ﬁnancral resources to broaden thelr eligibility criteria to'cover
such individuals. :

Even if a person with HIV were able to obtain medications through an ADAP or Ryan White
program, without primary care and services like medical case management, it is impossible to
monitor that person and assure that the prescribed treatment regimen is appropriate and effective.
An expansion of Medicaid can provide such care and services.

Some may question whether it is appropriate to have a disease-specific expansion of Medicaid,
even as a demonstration project. We believe that it serves the interests of public health, scientific
knowledge, and fairness to broaden Medicaid coverage to include people with HIV.

Public health: With earlier health care and treatment, as mentioned above, people living
with HIV are more hkely to avoid behaviors which can spread the virus, and are more
likely to adhere to complex treatment plans, which can both prolong health and prevent
development of drug~resrstant strains of HIV. ’ -

Saenttﬁc Jmowledge: Protease inhibitors and other new medrcatlons received rapid FDA
approval, have not yet been in long-term use, and have been researched mainly by . ‘
studying people in more advanced stages of HIV disease. There are many remaining
questions about the benefits, risks, and best way to use combination therapies in people:
who are HIV. positive, but do not have AIDS. A Medicaid expansion demonstratio
~ project which brmgs people with HIV inito care provides the opportumty to gather at;
- . and conduct research stud1es de51gned to answer these quesuons

‘ F airness: The current Medmald system requlres most people wuh HIV to develop AIDS®,
in order to gain access to health care and new combination therapies. This is unfair and -
inhumane, especially when the government provides treatment for other communicable
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diseases, such as sexuaily.transmitted diseases and tuberculosis. Principles and guidelines
recently released by the Department of Health and Human Services and the NIH call for
earlier intervention with combination drug therapies as the standard of care for the
treatment of HIV in most cases. The government should ensure that this standard of care,
endorsed by its own agencies, is accessible to those who have no other way to obtain it.

The Medicai(i eligibility framework—requiring total disability to qualify for coverage— is at
odds with current clinical and public health knowledge. Many low income HIV positive
individuals with relatively intact immune systems are not presently eligible for Medicaid, but
will eventually qualify for Medicaid after developing AIDS. Unable to afford adequate treatment
early in their HIV disease, they cannot obtain the range of health care services necessary to
manage the disease, and will be more ill when they do enroll in Medicaid. Ironically, earlier
access to these medical services and treatments would enable them to preserve their health, learn
how to prevent transmission of HIV to others, and avoid more costly care such as inpatient
hospitalization. For humane, financial, and public health reasons, it is time to make Medicaid’s
eligibility requirements consistent with the clinical realities of HIV disease. . -

A COLLABORATIVE RESPONSE

In response to the contradictions between current Medicaid disability criteria and AIDS clinical
evidence and care standards, which call for early treatment of HIV disease, representatives from
the AIDS Action Council, community-based AIDS service organizations, the Health Care
Financing Administration (HCFA) and the Office of Management and Budget (OMB) have
begun to work collaboratively to address these issues. Response from the administration has been
unequivocally supportive, culminating in endorsements from Vice President Al Gore, who has
asked HCFA to find ways in which to expand Medicaid and allow more low-income Americans
with HIV to access care and therapies. Gore is quoted as saying “[Medicaid expansion] can ease
suffering, it can increase hope, and it can get new drug therapies into the hands of people who
need them.” As a result of these collaborations, we are all working together under HCFA’s
leadership to develop a plan for expanding eligibility to Medlcaid for persons who are HIV
positive. .

PROPOSAL DESIGN

The objective of this program is to expand Medicaid eligibility to low-income individuals who -
have tested positive for the presence-of HIV and who would be otherwise eligible for Medicaid. -

" demonstrate that the provision of earlier aceess to care‘and treatment will extend the period of .
time that a person who is HIV positive remains asymptomatic;-defer the onset of opportunistic -
infection, and delay. hospitalization, all of which will result in significant cost savings and life-- 3 S
enhancing benefits. The followmg section describes what we believe are the core components of .
th.lS initiative. '




A

Eligibility A

S

Any and all individuals who meet the following criteria will be eligib_le under this program:

* test positive for the presence of HIV; and
* have income at or below 200 percent of the federal poverty level.

State demonstrations will coordinate resources with other private, state, and federal programs.
Individuals with private insurance can apply for and become eligible for Medicaid as a “wrap
around benefit” thereby maximizing private insurance participation. State proposals will specify
the state specific eligibility guidelines and coordination of other state and federal programs.

Covered Benefits

Ideally, states will provide the full benefit package (i.e., mandatory and optional Medicaid
services) to individuals eligible through this program. In any case, benefit packages must be
flexible to accommodate new treatment advances and changes in standards of care that become
available during the course of the demonstration. Through this prOJect states, at a minimum,

must provide:

 primary care,

« prescription drugs, |

« diagnostic and laboratory services,
+ mental health services, and .

« substance abuse treatment services.

Options to Participate in the Demonstration Projects

- Section 1115 of the Social Security Act allows the Secretary of Health and Human Services to
grant waivers from the usual federal Medicaid requirements' to states which want to create
demonstration projects to test new approaches to Medicaid. These demonstration projects must
be designed to promote the objectives of Medicaid;'® and must include a research and evaluation

‘component. Generally, demonstration projects created under a Section 1115 waiver are supposed
to be “budget neutral” over the life of the project, meaning that costs under the demonstration -
project do not exceed what costs would have been without the waiver in place. Sectlon 1115 also

. authorizes matchmg federal funds for certain expenthures

S 15 As defined-in Seétion 1902 of theSocxalSecuntyAct,andotherprovxslons ihcd_rporated through Section

16 As set out in Title XIX of the Social Security Act.
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This initiative will be designed o provide states with the maximum flexibility possible in
participating in a Medicaid expansion demonstration project. The project does not necessarily
need to meet the traditional definition of “budget neutrality,” since there can be federal and/or
state subsidies. Also, budget neutrality should be measured within a time frame which is
appropriate for assessing the clinical impact and cost-effectiveness of the new combination
therapies (e.g., over a period of five to ten years). .

Options for participatién include the creation of a free-standing demonstration program or new or
~ amended 1115 waivers. New 1115 waivers could provide the vehicle to expand Medicaid

-eligibility and/or allow a Medicaid buy-in option for those individuals otherwise ineligible for
coverage. Amending an approved or pending 1115 waiver could also be used to expand
eligibility. In addition, states could increase the income standards for their Medicaid buy-in
programs, allowing more persons who are HIV positive to qualify. For example, states could set
the income standard at 200 percent of the federal poverty level or they could use a graduated
systern to make more individuals eligible.

NEXT STEPS

0ver the next several months the AIDS Action Council will work with HCFA to develop and
refine a solicitation process for states to successfully participate in the HIV Expanded Eligibility
Demonstration Initiative. It is important for community-based AIDS service organizations to
urge their state governors and Medicaid directors to advocate for this initiative with HHS and
HCFA. While we expect that this initiative will offer states tremendous opportunities to provide
cost-effective access and coverage to its most vulnerable populations, we also recognize the
range of development and design issues that need to be resolved. Over the next several months,
the AIDS Action Council will work with states and HCFA to complete the following tasks:

+ Continue to work with HCFA to design a program that includes adequate incentives.
- for state participation in this initiative. - - :

» Build consensus among federal and state leadership, elected officials, and government
staff, including representatives from Medicaid programs, Departments of Health, and
Departments of HIV Services.

¢  Work with HCFA to develop a process that allows states to efﬁcxently design and .
~_implement a vehicle for eligibility expansion that responds to the unique envlronment
" and situations of each state (wmver amendment or new waiver subm1551on)
el De51gn a process to sohc1t mput from consumers, AIDS service orgamzatmns
- primary care and other health care providers, and [health care ?] agencies regardmg
program design and program effectiveness, on an ongoing basis.




Work with HCFAstp develop-a methodology that allows states maximum flexibility in
measuring cost efféctiveness. The goal will be to have HCFA resolve methodology
issues related to baseline measurements, the measurement of savings in other
government programs, and evaluation time frames.

Work with HCFA to identify and develop data bases that provide the information
needed to estimate current expenditures and projected ‘costs for the purposes of
assessment and future planning. Necessary data includes the number of newly eligible
individuals by state and service area (persons who are HIV positive with incomes
below state defined eligibility criteria), utilization of services, and cost.
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Issue 1: Work Incentives Bill Sails Through
‘House Commerce Committee

The Work Incentives Improvement Act (H.R. 1180), which now has 157 cosponsors, was approved
yesterday by voice vote ia the full House Commerce Committee. No amendments were offered to the
legislation. ‘I‘his step is truly a victory in moving this nnportant bill further along the 1egzslatwc road
toward final passage. However, one crucial step remains before H.R. 1180 can be considered by the
full House: it must also be approved by the Honse Ways and Means Committee. Furthermore, the bill’s
Senate companion, S, 331, is still awaiting floor debate by the full Senate, as Senator Trent Lott (R-MS)
has not yet scheduled the bill for consideration, and has indicated his strong opposition to the Medicaid

Demonstration Program, which would extend Medicaid coverage to workers who have a disability such as
HIV/AIDS,

Take AIDS Action:

1. Contact the House Commerce Committee (members listed below) to thank them for their favorable
- vote at the markup and for their support of FL.R.1180.
2. Contact members of Congress serving on the House Ways and Means Committee (listed below) and
urge them to support H.R.1180 as passed by the House Commerce Committee.
3. Contact Senator Lott’s office to urge him to bring 8.331 to the Senate floor for full debate.
(Phome: 202/224-6253, Fax: 202/224-2262)

. House Committee on Commerce;
Thomas Bliley, (R-VA) — Chairman

Repuoblicans:

-Joe Barton, TX Robert Ehrlich, MD James Rogan, CA
Brian Bilbray, CA Vito Fossella, NY John Shadegg, AZ
Michael Bilirakis, FL. Greg Ganske, 1A Jobn Shimknus, IL.

Ed Bryant, TN Pau) Gillmor, OH Cliff Stearns, FL.

Rey Blunt, MO James Greenwood, PA Billy Tauzin, 1A

Richard Burr, NC Steve Largent, OK Fred Upton, MI

Tom Coburn, OK Rick Lazio, NY Edward Whitheld, KY

Christopher Cox, CA Charlie Norwood, GA Heather Wilson, NM
- Barbara Cubin, WY Michael Oxley, OH

Nathan Deal, GA Charles Pickering, MS:

Democrats: i

Thomas Barrett, W1 Lois Capps, CA i John Dingell, Ml

Sherrod Brown, OH Rick Boucher, VA | Ron Klink, PA

Diana DeQette, CO Peter Deutsch, FL Tom Sawyer, OH
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Eliot Engel, NY
Ralph Hall, TX
Ted Strickland, OH
Anna Eshoo, CA
Bill Luther, MN
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Bart Stupak, MI
Bart Gordon, TN

Karen McCarthy, MO
Edolphus Towns, NY

Gene Green, TX

House Committee on Ways and Means:

Bill Archer, (R-TX) — Chairman

Republicans:

Philip Crane, IL

Bill Thomas, CA
Clay Shaw, FL, .
Nancy Johnson, CT
Amo Houghton, NY
Wally Herger, CA
Jim McCrery, LA
Dave Camp, Ml

Democrats:
Charlcs Rangel, NY
Pete Stark, CA
Robert Matsui, CA
William Coyne, PA
Sander Levin, MI

Benjamin Cardin, MD

Jim Ramstad, MN
Jim Nussle, 1A
Sam Johnson, TX
Jennifer Dunn, WA
Mac Collins, GA
Rob Portman, OH
Philip English, PA
Wes Watkins, OK

Jim McDermott, WA
Gerald Kleczka, W1
John I ewis, GA
Richard Nesl, MA

Michael McNulty, NY

(NOTE: Issue #2 on following page...)

202-586-1345

. Frank Pallone, NJ

@005

Henry Waxman, CA
Edward Markey, MA

Bobby Rush, IL
Albert Wynn, MD

J.D. Hayworth, AZ
Jerry Weller, IL

Kenny Hulshof, MO

Scott Mclnnis, CO
Ron Lewis, KY
Mark Foley, FL

Willism J. Jefferson, LA

Joho Tanner, TN
Xavier Becerra, CA
Karen Thurman, FLL
Lloyd Doggett, TX

PAGE: 002-



0 s
ST GO







ooz

AAC/AAF

WED 16:50 FAX 202 986 1345

10708797

S18YYS ON XM/YLI

LG/790/7010

LOTZT Qdwn

~ WEDNESDAY, OCTOBER 8, 1997

Medicaid’s outdated AIDS policy

Life expectancies for peaple infected with the
WAIDS virua continue to improve thanks lto early
Heteclion and treatment with expensive new com-
bination drug therapies uging protease inhibitors.

ecognizing this, the Netional {nstitutes of Health

ave isgued new guidelines ealling for earlier treat-
,ment of HIV infections, But the government's own
wequirementa for Medicaid coverage of AIDS con-
flict with these principles, It is time for the Clinton
administretion Lo make good on & promize to ex-
tend Medicaid coverage to eligible patients at the
varliest stages of the disesse.
- Under current Medicaid regulations, patients

jtncome requirements and qualify for cne of the

' ldisabih’tiea covered by Lhe federal government’s

iBupplemnental Security Income program. Early in-

fection with HTV ~ the stage st which protesse

fhitors are most effective - i3 nol on the list
Rather, an infected individual must wait Lo develop
full- blawn AIDS to quahf:, for Medicaid. By that

time the immine system is often compromised.

L1

e not eligible for coverage unless they meet low-

' butresucracy to catch up with medical progress.

There i8 no question thal expanding Medicaid
€0 that more HIV-infected patients can gel access
to the protease inhibitory will be expensive: Costs
range from 28,000 to 810,000 e year for the druga
alone, and many thousands more peaple would
qualify. But dollars spent up front on thege medi-
cines save enormous gums down the line in hospi-
lalization. Medicaid coversge varies from atate to
state, but at & minimum it should include the eost
af the drugs, lab lests, and support services need-
ed to muaintain the strict drug regimen; primary
vere to avoid simple infections that can he life-
threalening; and subalance-sbuse treatment,
which zccounta for increasing numbers of AIDS
cases in the first place. A conference on accesa and
ethics in the new AIDS landscape takes place at
the Kennedy Library today.

In Apri, Vwe Premdent (}are ordered the

plan to extend Medicaid to HIV-infected patienls
within 30 daye. 1t shouldn't take so long for the
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On one wall hangs the hard reality: A small, hand stitched quilt
commemorating the members of the District's homeless community lost to AIDS.
With the quilt, Health Care for the Homeless, which established this day center
in a Northeast strip mall for the 01ty s HIV- p031t1ve homeless, mourns its dead.
Last year's tally: 42.

I

On another wall hangs the hope: A sign llstlng "Rules for Protease
Inhibitors." The reference is to the new AIDS drugs that, in "combination
therapy" with older medications, are transforming AIDS into a disease that while
not yet curable, is at least containable ~-- one that can be lived with. Between
the two walls, men play pool and foosball, make art or small talk.

Which tableau reflects their destiny is a matter of chance -- and social
compassion. ’

The denizens of this center have what one doctor calls "special barriers to
treatment® -- no money, no home, no family, quiﬁe often a drug or alcohol-filled
history and mental illness to boot. Their situations are extreme, but there are
plenty of people with some measure of their circumstances. HIV has a mainstream
-- insured, educated gay white men; and it has margins -- the poor and homeless
and minorities, the drug addicted and mentally troubled. So while discussion of
combination therapy's potential is often scientific -- some people's systems
respond to protease inhibitors, some don't, no one knows why -- socioeconomics
ultimately may have as much to say as biology about who benefits from this and
other medical breakthroughs. ;

The problem is not that the poor or uninsure§ have no access to care and
medication, including the pricey protease inhibitors. The problem is that the
access is so unpredictable, so labor-intensive :-- so capricious. Doors open ‘and
close, programs start and stop, hope is parceled out. By lacking the will to
change that, we sanction the role of randomness' in people's chances of recovery.
Morality aside, evening out and extending coverage makes economic sense, too:
Study after study has shown that treating HIV and AIDS early and aggressively
saves money. !

Because more than half of those with AIDS reiy on the Medicaid program for
the poor, and many more have no insurance at all, the disease offers a case
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study in the vagaries of American health care, and a snapshot of the holes in
the social safety net. The system's patchwbrk nature is well-conveyed by the
fact that every doctor or social worker seems to have a different frustration
in their attempts to provide their poorer patients with the newest, most
sophisticated treatments for AIDS. ,

‘At the day center, for example, the Holy Grail of treatment is the viral load
test, a relatively new way of measuring the level of infection. The traditional
measure of illness, the T-cell count, indicates only how equipped your body is
to fight disease. A viral load tells you how much disease there actually is -- a
more accurate gauge of mortality's proximity. The test, which ought to be done
at least every three months, also reflects changes in the body more quickly than
a T-cell count, thus allowing treatment to be adjusted. But a viral load test
costs at least $§ 80 and can be as much as $ 300,;and the center hasn't been able
to get them through Medicaid. "Poor people don't ‘have the same opportunity to
get the viral load as rich people, and their quality of care is enormously
diminished, " Doug Morrison, the head of the day center, says with unconcealed
frustration. ;

The immediate future is brighter: Whitman-Walker Clinic has obtained a
federal grant to provide D.C. residents with viral load tests, and Medicaid may
begin covering them sometime this year. |

* |

In many instances, however, the system seems more mercenary than merciful.
Getting on Medicaid, for example, is not as simple as proving your poverty;
there are medical criteria as well, which have gotten stricter as the numbers
with HIV have grown. Having the AIDS virus isn't enough; having a T-cell count
below 200 isn't either, though it once was. You must have had at least one
opportunistic infection, sometimes more. "You have to be pretty darn disabled to
qualify," says Roxanne Cox-Iyamu, director of medical resources at
Whitman-Walker. ' X

[

If you do qualify for Medicaid, you can get medicine not just to prevent

opportunistic infections, treat high blood pressu#e, etc. -- but also protease
inhibitors. That's no small thing: Combination therapy costs at least & 10,000
annually -- indefinitely. : ’

That figure is most troubling for those'caught{in the middle -~ uninsured and

Medicaid-ineligible. This is the limbo inhabited by the working poor or middle
class, those denied insurance with their job and unable to buy it. It's a
yawning gap: At D.C. General Hospital's HIV/AIDS clinic, for example,
approximately two thirds of the 900-patient population falls into that category;
at Whitman-Walker, two-thirds of the 1,500 patients. For them, protease
inhibitors and other expensive new medications are like fruit to Tantalus --
within sight, but not necessarily within reach. :

Care for the uninsured is paid for mainly by tﬁe federal Ryan White CARE Act,
which provides grants to clinics and hospitals; it is also the primary funder of
gstates' AIDS Drug Assistance Programs (ADAP), which provide medications for the
uninsured and Medicaid-ineligible. In the District, ADAP had always been
fragile, prone to temporary shutdowns when funds ran low, but it buckled when
word began to spread about protease inhibitors in mid-1996. In June of last
year, ADAP was spending $ 6,466 per day on drugs. In July, daily spending soared
to $§ 8,460. By August, it was at $ 9,387 per day and the program went into
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"cost-containment" mode. No District resident has since been able to start on
protease inhibitors through the program; and ADAP had to establish a waiting
list -- now 113 names long -- even for the drugs:it still provides.

So what to do if you want to live but can't afford it? Throw yourself on the
mercy of the four pharmaceutical companies who make protease inhibitors. Each
company has some form of support or lndlgent patlent program to provide the
drugs to uninsured patients. Merck & Co., which makes the protease inhibitor
Crixivan, has given the drug to some 10,000 people in the United States, even as
it strives to help them to find coverage through Medicaid or their local ADAP
program. "It was a given that in this field it was critical to provide temporary
assistance, " especially given the gaps in coverage the uninsured face, says
Michael Seggev, a company spokesman. '

But charity can work -- or not work -- in mysterious ways. The companies
don't release their income criteria for eligibility, and while several local
doctors said they had never had a patient applicétion denied, Prinzi Kumar, an
assistant professor of medicine in Georgetown Unfversity Medical Center's
Infectious Disease Division, says that eight of every 10 patlents of hers who
have applied have been rejected. i

Kumar's desperate need to fill in the gaps has prompted morbid ingenuity:
"When patients die we ask their families to bring in their [leftover] supply of
protease inhibitors," she says; she also calls on patients who prove intolerant
to the drugs. But such scavenging can't guarantee a sufficient supply.

For anyone who has HIV or AIDS, staying well is a lot tougher than getting

sick was -- a moment of carelessness with a lover. or needle compared to a
lifetime of taking pills, monitoring vital signs. But imagine trying teo do that
without a fixed address or its accoutrements -- a'pill box to store your

medicines in, a calendar to remind you of doctors| appeointments. Imagine being
told that you must take your medicine on a full stomach, knowing that if your
children are to eat three meals, you may not be able to. Imagine trying to
answer to one narcotic taskmaster -- your medications -- even as another -- your
12-year drug habit -- angles for your soul. Imagine being unable to read the
litany of instructions with your medication. K

Lacking the ballasts of stability -- home, food, family, routine -- makes any
treatment tenuous, but none more so than combination therapy. The pills demand a
carefully clocked regimen: Martin Vasquez, a Mount Pleasant resident on
triple-drug combination therapy, wearily spells out his daily routine of
Crixivan and two other anti-retrovirals: two pills upon waking at 7 a.m.,
‘another two at 8 a.m, yet another at 9 a.m.; repeét in the afternoon after
lunch; then take two more pills before bedtime. He is lucky -- he takes only 12
pills a day. Benjamin Norris, an HIV/AIDS outreach worker, says he takes 45
pills a day: protease inhibitors; two other ant1v1rals, medicines to prevent
infection, for pain, for peripheral neuropathy; vxtamlns

Erraticism can be fatal: Take protease inhibitors incorrectly, or start and
stop, and you may develop a strain of HIV resistant to all known treatments -- a
strain you could spread. Doctors, ‘therefore, must decide whether patients can be
"compliant, " based on their ability to keep app01ntments or take other
medications. ;

Even when doctors decide to proceed with protease inhibitors, they watch

!
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nervously, knowing that discipline doesn't come naturally to people more
accustomed to dissoluteness. "Don't take a drug hollday," warns the first on the
list of protease inhibitor rules at the day center. Simple ignorance can be
life-threatening, too: Vasquez, who works as an butreach worker at La Clinica
del Pueblo in Mount Pleasant, recounts watching, horrified, as a friend downed a
day's dose of protease inhibitors all at once, instead of spacing them
correctly. "He said, 'That's the way I do it,'" Vasquez recalls.

Among the underfed and overcrowded, and in hoﬁeless shelters in particular,
there is the added danger of tuberculosis. While 'TB rates are dropping
nationwide, they are increasing in the District -- by 36 percent last year --
and one third of District residents with confirmed tuberculosis also have HIV.
You can't take protease inhibitors and the TB medicine at the same time, so if a
patient contracts TB after starting on combination therapy, he's facing an
enforced drug holiday -- and, potentially, lethal resistance.

Yet inadequate funds, and the District's poor administration of the funds it
does have, mean there are few services to move people into the mainstream. There
is a severe shortage of affordable housing for people with AIDS, for example --
a situation aptly symbolized by the fact that thdse vying for the limited
housing placements must compete in an annual lottery.

For addicts, the threat of relapse is a constaht undertow threatening to pull
them down and out. But, in the words of Beverly Jones, a case worker at the day
center, "In this city there are so few substance abuse programs it's almost a
joke." The ideal is to move people from short-terw detox programs into in-house
treatment -- thus removing them from drug-infested shelters and streets -- but
the slots aren't there. "We refer and refer and refer," Jones says, "knowing
people will probably not get in. . :

Caregivers, advocates and social workers for tﬁe poor, meanwhile, struggle to
help uneducated and sometimes mentally ill patients navigate the byways of care.
Fred Pardo, a social worker at D.C. General, notes that he is providing help
with housing, finances and SSI benefits, transpor@ation to medical appointments,
child care, health education not to the 50 or 60 clients that the Agency for

HIV/AIDS recommends for each social worker -- butfto 109. With that load, he has
only one chance -- the initial assessment -- to teach a patient the ARCs of HIV:
nutrition, medication, the disease's progression,;what can be done. to outsmart

it. !

1
Whether someone doesn't start on combination tHerapy or any other treatment
because they can't afford it or their lifestyle cah't countenance it, the result
is the same -- a longer shot at recovery. Some of the variables in people's
lives are immune to good intentions or society's ihtervention; individuals
choose how they want to live, and sometimes how they want to die.

But some are not immune. Equal access to treatment and tests. Expansion of
affordable housing. An increase in substance abuse‘programs More social
workers. All of these things would signal this 5001ety s commitment to equal
opportunity to life. ;

i

To grasp why these things'matter, it helps to visit the Health Care for the
Homeless Day Center. The men there unspool life stories seemingly sliced from
the same film: Born into unforgiving, or unloving, circumstances, they devoted
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their lives to self-obliteration through drugs and alcohol. An HIV diagnosis
triggered denial, but then, a desire for redemption and revival. It's as if once
these men knew they might lose their lives, theyfbegan, for the first time, to
believe they deserved them. One man tells me of starting on drugs at age six --

Page 6

following in his mother's footsteps -- and then descending into homelessness,
of days chasing a fix and nights sleeping in a '68 Volvo. When I meet him, he is
HIV posgitive ~-- and handsome and fit, clothed smartly in jeans, a fitted

T-shirt, a beret. "I smell good," he says. "I've got my complexion back. I've
got shoes on my feet for the first time in six years."

Most of the men there aren't on protease inhibitors -- for reasons both
financial and circumstantial -- but Benjamin Noriis is. He incarnates the ideal:
One eye wanders, one tooth is missing, but otherwise, he looks healthier than
the doctor sitting next to him. The pills he takes daily, religiously, have
multiplied his T-cells, restored his weight, boosted his optimism. This once
homeless man has settled into an apartment; at age 50, he's hatching life plans.
"I might be old one day," he beams -- although, wagging an elegantly manicured
finger, he sternly reminds me that he isn't old xet.

Amy Waldman is an Outlook editor. ' i,

GRAPHIC: PAYING FOR AIDS CARE MEDICAID Provides care to at least 53 percent of
adults and more than 90 percent of children with AIDS. In FY 1997, federal
Medicaid costs for people with AIDS are estimated to be $1.8 billion, with
approximately 104,000 people with HIV and AIDS reéeiving benefits. AIDS DRUG
ASSISTANCE PROGRAMS Monthly ADAP expenditures increased by 32 percent during the
second half of 1996 with the introduction of protease inhibitors. Thirty-four
ADAPs reported implementing some kind of emergency measures to cut costs during
fiscal year 1996, including stopping enrollment or limiting access to protease
inhibitors. In the region, Both Virginia's and Maryland's ADAP programs are
open to anyone who meets their income criteria. Protease inhibitors are
available through both programs. Virginia ADAP is currently serving 1,507
people; of those 497 are on protease inhibitors. Maryland ADAP has 700 patients
enrolled; 50.to 70 percent of those are on protease inhibitors. SOURCE: AIDS
Action Council, Maryland and Virginia ADAPs

(
1

LANGUAGE : ENGLISH

LOAD-DATE: April 27, 1997

LEXISNEXIS @) LEXISNEXIS @ LEXIS-NEXIS

’&A membcer of the Reed Elsevicr ple group

@

&A member of the Reed Elsevier ple group &A member of the Reed Elsevier plc group



_~17/10/96 ®ED 14:41 FAX 202 986 1345 AAC-AAF R

1873

COnRECricur Ate Nw
Sufte 700
Wasbington DC
LN

Fax 202 086 1345
Tel 2002 Y86 130

SunbiNG S0R ADS. @IUU L

. FY eElAEE Suents
/ é { ; FONNING spaciAL ANNOU

i
{

FAX TRANSMISSION COVER SITEET
TO: /L/ ot e J /%m~ // ) i)
FAX #: /D‘?S / / é & (7
FROM: (.'.J'/[’L ‘14774
DATE: / 10 / ;é

e )8 /%l/ /U/yé

NUMBER OF PAGES (including cover).

r
f
i
i
i

SRS EUEEINRAIEERNEEREAR I b AR

|
i
{
)

If you experience difficulty in receiving this fax, please call 202/986-1300.
[

Confidentislity ¥ote: The information vuntained in this facsimite message is legaliy privileged
and confidential inforwation intended only for the use of the addressce named asbove. 1f the
reader of this message is not the intended rec(ment. you are hereby notifiad that eny
disseminatfon, distribution or copy of this telecopy iz strictly prohibited. If you have
received this telecopy in error, pleede immediarely notify us by telephone- and return the
orininal message tu g At ths ﬂﬁms tigsted via tho United States Pogtol Service. e will
reimburse any costs you incur in rotifying us and . returmng the message to uz. Thank you.

'

i



@7/10/96 WED 14:41 FAX 202 986 1345 AAC-AAF

FY 1996 HOPWA Forraula Aﬂ&uﬁm

The FY (996 appropriation of $171 million provided $153.9 nmim for formuia allocations o 76

grants, inciuding 49 Eligible Moaupolitan Statistical Areas (EMSAs) sud 27 Stetec. The eleven fhmi-
gme tecipicnts arc aotad by *; the scrvics wrea of aix prior State grantees is reduced dus to these new
EMSAS. The applicent ks the Steic of, for the EMBA., the most popudous iy in that sres. which js the
mmmmwmm(ﬂmum mﬂhﬂmmmddﬂma

| Connecticw (otside of e Hanford and New Haven EMEAS) | a0 | crameTO0)
[Tm’ CT MSA , | 05 | CT26H96-FOGL
Now Haven-Mariden CT PMSA ¢ ‘ ; 403 | CT26H96-F00
Massachosst (wtside the Boston EMSA) | i 198 | MADGH96-FOO4
Boson MA-NH FMEA ' j 1,613 | MADEHIE-FOOS
i New Voek, New Jersy Region
New Jersny (oniside of & EMSAY) ' Q‘ 617 | 299m9s-Foos
| Paceson for Bergas-Passake NIPMSA. | 1044 | 03SHI6FO0T
[ 1arey Ciy 25 paasa 2.378 |  NT3sHive-rooe
I Woodbriige o the mmm NI MM3A , 556 | PUSHHDS.ROOY
Duver Township for the Meamesh-Ocesn NI PMSA * an | sssvsroio
Newark NI PMSA o8 | Nrssmosro1s
New York Statc (ootabde the New York Clty and Nusaau FMSAs) | 1.979 | NYSGH96-FoI2
nlip for o Nastas-Suffolk NY PMSA - g 1.0e3 | svseuseron
New York NY PMSA ; 15,840 | NY36H96-FUL4
Mid-Atlantis Region | )
Peonsylvania (outaide the Philadciphia and Pitishurgh EMSAS) , 193 | PAIRNP6-HOLS
Phiiadeiphia PANT PMSA ' % 2682 | PAZ6HOIS-FOIG
Pinsburgh PA MSA *. ‘ : 0 | PAMPEFOLT
Virginia (ousids of DC and Norfolk EMEAL) 61 | vAssHS6-FOI
Virginia Beach for the Norfolk-Visginia Beack-Nowport ; a6 | VASEH9S-HO19
News VA-NC MSA * |
Batmors MD PMSA f a5k | MDOSHIS F020
‘Washingion DC-MD-VA-WV FMSA . 5026 | DCISHSE-FO2

Wuuzg


http:JiMIA.iI
http:o.m.,.....rp

i
THE WHITE HOUSE
WASHINGTON|

JUL 1 - 1906

MEMORANDUM FOR NANCY ANN MIN

FROM: Patsy FM

SUBJECT: National Strategy for HIV and AIDS

The National Strategy for HIV and AIDS is in its final fstages of review. Attached are the text and
the appendices, including budget tables. The appendices are not complete pending the receipt of
final comments from several departments and agencies. However, we wanted you to have as’
much opportunity as possible to review the text and begin reviewing the appendices. We will
send the remaining department and agency infonnationias soon as we have it, probably the

beginning of next week. |

-

The base set of budget figures in Appendix G are broken down in three different ways:

(D Overall HIV-related expenditures by Department and Agency,
(2)  HIV-related expenditures for Departments and Agencies by Area and Goal (only
: for those Departments and Agencies where HIV activities are not classified as part
of the overall operating budget); and .
(3)  HIV-related expenditures by area (i.e. prevention, research, care and services, etc)

The timeline for completion is as follows:

July 1 Draft to OMB for review
July 15 Final editing
July 22 Final draft sent for copying

August 8 Release date

We will brief the media, the AIDS organizations and key Congressional staff around the release

- date. ‘

If you have any questions or comments please do not hesitate to call.

Attachments
cc: Richard Turman : |

n:\min.f96
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Treatment Access WOfkgroup

Agenda ‘l
July 15, 1998 |
‘ |
Introductions
Purpose of Workgroup — Sandra Thurman ?

VReview“ of Information Provided — Todd 'Summers;;
Perspective of the Secretary of HHS — l\‘ﬁarsha_Mva;rtin
Work tq Date | i

Health Care Financing Administration — Nancy-Ann Minn Deparle

Health Care Resources Services Administration — Joseph O'Neill

, Analysié of Options — Sandra Thurman and Dan Mfendelson

|

Next Steps :
List of Participants
David Beier (Office of the VP) Gordon Agress (OMB)
Nancy-Ann Minn Deparle (HCFA) Sarah Bianchi (White House)
Earl Fox (cannot attend) (HRSA) Toby Donenfeld (Office of the VP)
Eric Goosby (cannot attend) (HHS/OS) Robin Funston (HHS/ASMB)
Chris Jennings (White House) Kathy King (HRSA)
Marsha Martin (HHS/OS) - John Palenicek (HRSA)
Dan Mendelson (OMB) - Todd 'Summers (ONAP)
Joseph O'Neill (HRSA) Richard Turman (OMB)
Sandra Thurman (ONAP) , Deborah vonZinkernagel (HHS/OS)

Greg White (OMB)



Treatment Access Workgroup
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lssues Bnef from OMB
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Better Coordmatlon Between Ryan White and Medlcard

' .

Problem: = The HHS Inspector General has recently pomted out that Medicaid managed

care organizations and Ryan White programs do not adequately coordlnate the services they
provnde to persons wzth HIV/AIDS T & ,
Solutxon The IG recommended that HCFA and HRSAI disseminate technical assistance
and guidance on strategies Medacald programs can use to éstablish appropriate managed care
contracts for needed medical services and costs related to these services. HRSA and 14CFA

‘have begun to meet on these issues. The agencies could prowde states with model contract

language requiring coordination between Ryan White and Medleald providers.

Discussion: Although Ryan White providers and Med cald MCOs often serve the same
population, they often do not coordinate services. For instance, the medical providers are
often not aware of the Ryan Whlte services, such as nutrition counseling and supplements,

_psycho-social services, home attendant care and case management, that the person is also
- getting. These social services, however, can help to support clients' ability to access health

care and comply with health maintenance routines. Better coordlnatton could result in better
drug comphance and htgher quality health care. ; :

. i

ngher Quahty of HIV/AIDS Care in. Medxcard o 1

- care compared to whites and men. : :

Problem: ~ A recent study by the Agency for Health Care Policy and Research (AHCPR)

~ has found that HIV+ persons with Medicaid received srgmﬂcantly inferior health care compared

to privately insured persons. African-Americans, Latinos and women also received inferior -

+

l

' Solutlon Medicaid providers should be prowding care based on the HHS g”wdelme's on

combination therapy that were released last year. HCFA and the States should ensure through

“contracting with managed care organizations or through dtrect contact with providers that all

providers who serve the HIV+ population are aware of and adhere to the guidelines. Providing:
more services to HiV+ Med caid recipients could impact the Medncald baseline,

.
Dlscusswn At a time when it is possxble to dsmlmsh radloally the’ mortallty and morbldlty
associated with HIV, this: study suggests that Medicaid is not providing as high quality care to
the HIV+ population as the insured populatlon receives, even taking into account CD+4

" lymphocyte counts. For instance, while only 13% of privately insured persons had one or more

emergency room visits without an associated hospitalization,  almost one third of Medicaid
recipients had such an ER visit. Likewise, while 28% of privately insurance patients did not

I
|
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receive protease inhibitors, almost one half of Medicaid beneficiaries did not. Differences in
outcomes and quality between Medicaid recipients and pnvate msured persons may oceur
between HiV-negative persons as well.

HCFA cuirently estimates that there are 50,000 asymptomatic persons who know their status
plus 41,000 persons who are asymptomatic and do not know their status on Medicaid. Most of
these people would be women eligible through the AFDC/TANF program. Providers should be
encouraging all at-risk women to be tested for HIV. ! .

t

Consumer Bill of Rights Could Improve Care for HN{' Persons

Problem: Although privately insured HIV+ persons had the best health care access
indicators in the AHCPR study, many privately insured persons are still not receiving adequate’
care. From the study, it is unclear whether the lack of adequate care is related to limited
insurance coverage for appropriate care or poor provision of care by health providers.

E ‘ o .
Solution: Just as government employees in the Fedéra| Employees Health Benefits
‘program (FEHBP) have a guarantee to high quality care through the ‘adoption of the Consumer
Bill of Rights, all private employees and members of health plans'should have a guarantee of
high quality care consstent with the Consumer Bill of nghts .

Discussion: The President's Consumer Bill of Rights cajls for improvements in the quality of
managed care that would enhance care for persons with HIV. For instance, the Corisumer Bill
of Rights requires that consumers with complex or serious medical conditions have direct
access to qualified specialists. Consumers who are undergomg treatment for a chronic:
condition, such as AIDS, at the time they involuntarily change health plans or when a provider
is terminated by a plan should be able to continle to see their original spécialty provider for up -
to 90 days. Consumers should have the right to considerate, respectful care and should not

be discriminated against based on race, ethnicity, national Jorigin, religion, sex, age, mental or
physical disability, sexual orientation, genetic information ?r source of payment.

Reductions in AIDS Deaths Vary by Race and Gender 1

Problem:  AIDS death rates for women and African-Americans have not fallen as
dramatically as have AIDS death rates for men and for whites -- possibly because women and
African-Americans may not be receiving the same quality and!or amount of care as men and
whites.

Possible Solutions: Exactly what improvements would be most efficient is not yet clear from
the data, but there are some potential starting points. P ’

= Address the inexperience of many physicians by better disseminating HHS clinical
practice guidelines, or by referring patients to more experienced doctors.

= Imposition of some "quality of care" standard among Ryan White grantees.

* Use Ryan White's AIDS Education and Training Center component to ndentnfy and
address gaps in physicians' knowledge of care for I-IIV/AIDS.

= Increase awareness in community of benefits from early intervention.
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Data: - . CDCAIDS data show that death rates have not fallen as dramatlcally among
women and blacks as they have among whites and men. ; V

i

| ’ .
Merck data show that "women and mrnorrtres are more. hkety to be. HIV symptomatrc than whlte

- men when starting HIV treatment,” and “a smaller proportlon of women and mmontres than

" white men are treated- by the most experienced physrcrans i

!

_-Access to Combmatron Therapy May Vary By State

Probtem Some Southern and Western states tend to have wartrng lists for ADAP and/or
combination therapy. T - , , ji : '
Possible Solutions: If the access problems in these»St'ates are driven by resource levels,

- then finding more resources --'either from individuals, companies, the State or local .
governments or the Federal government -+ is probably the only way to address the problems

‘We could seek to increase the contnbutrons made by the States States wrth AIDS cases
greater than 1% of the national total* are currently ‘required to provide State resources equal to
50% of the Title 11 grants (whsch include ADAP), but States can.meet this requirement with "i
kind" contributions such as facilities and staff. States could be required to i increase the match
they make to ADAP grants, or could be required to make their matching contributions in cash.
This has been dlscussed in the past, and would be fairly controver5|al but it is worth thlnklng
about B : , ;
Increased fundrng for Title 11 and ADAP woutd help, but because these funds are drstnbuted
by formula, increases to them are unlikely to have a large |mpaot in the States with problems.
We could increase funding for Title 11, which makes grants drrectly to clinics, and target the
funds to States with access problems. We could also propose changes to the Title 11 and
ADAP formulas but these are unllkely to occur qurckly, | :

E
D|scussmn Nationwide, States provided 30% of the funds used by ADAPs in FY 1997
States that AIDS Action lists as having waiting lists for combination therapy contributed 20% of
ADAP funds in thetr State -- less than the national average for ADAP. :

Insurance Continuation

H
t
i

t o . t
Problem: States cannot use ADAP funds to pay premiums for clients' health insurance
even when that health insurance would cover combination therapy, and the cost of the
premlums is less than the cost of buying the drugs dlrectly ‘

Solution: Let States use ADAP funds to pay for health i msurance when the insurance is
the chcapest way of providing access to combination therapy, and when clients cannot afford
to pay for such insurance themselves. . As in any other publrc insurance program, the public -
insurance may be substituting for private insurance that people would have purchased if the -
public insurance was not available -- a phenomenon known as "crowd-out." Policy could be
proposed which would reduce the level of “crowd-out.”

!

i
i
i
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i
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Discussion: ‘The FY 1999 President's Budget included appropriations language signaling
support for this idea, but this language has been viewed by the community as inadequate to
give States the authority they need. The House Labor/HHS Appropriations Subcommittee
report says States should have the flexibility to do msuirance continuation.

b

Cost of Drugs . | : | !
; ) 4
Problem: Ryan White grantees and Medicaid programs may be spendmg more than they -
have to for AIDS drugs : !
~ Solution: lnsure these acﬂwtres use the minimum prlce avallable to them by makmg
maximum use of HHS 340B program and Medicaid rebates and discounts.
Discussion: We do not have much evidence to suggést that signiﬁcént savings are available
. through cost minimization efforts. However, given the high cost of combination therapy drugs,
small percentage reductions in the prices paid for theseidrugs could resuit in large dollar -
savings. HHS is already publishing a rule that would allow States to use a rebate program to .
capture the savings from this program:(now currently available only as a discount).

.

*CDC estimates that 242,000 people were living with AIDS in 1996, and that 641,000 total

" cases'had been reported by the end of 1996. The law imposes the matching requirement on
States whose AIDS cases are "in excess of 1 percent of the aggregate number of such cases”
-itis unclear whether this refers to living persons or all AIDS cases.
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emergency medical services to acutely ill and seriously injured chil-
dren. .

Black Lung Clinics

The Committee provides $5,000,000 for black lung clinics, which
is $24,000 above the fiscal year 1998 comparsble level and the
gsame ¢ the Administration reguest. The g)mgram supports 14
grantees which treat & declining population of coal miners with res-
piratory and pulmonary impairments. The clinics presently receive
more than one-third of their funding from other sources, such as
Medicaid and Medicare. Of the 14 grantees, three actually receive
community health center funding as well as black lung grants.

Payment to Hawaii for Treatment of Hansen’s Disease

The Committee provides £2,045,000 for the treatment of persons
with Hansen’s Disease in the State of Hawaii, which is the same
as both the fiscal year 1998 comparable level and the Administra-
tion request, The program, which provides a partial matching pay-
ment to the State of Hawaii, dates to the period of Father Damien’s
facility for sufferers of Hansen’s disease (leprosy). That facility now
has only 67 residents who live there by choice, and the grounds.
have been converted to a historical site. Most l;mtient:.s diagnosed
with Hansen’s disezse in Hawaii are now treated in the same man-
ner ag new patients on the mainland; their care is handled on an
out-patient basis, with the program paying for about 5,300 out-
patient visits per year.

'Ryon Whkite AIDS Programs

The Committee provides $1,330,600,000 for Ryan White AIDS
programs, which is $181,088,000 above the fi year 1958 com-
&;%rable level and $17,618,000 above the Administration request.

e

Comrmittee recognizes that each Part of the Ryan White CARE - -

Act provides services, which enable individuals to adhere to HIV

" drug treatments and access needed medical care,

The R{ran White CARE Act Amendments of 1996 requires States
to comply with certain requirements in order to receive Federal

funding for Ryan White activities. There is some concern that the:

Department is certifying States as being in compliance with these
requirements when, in fact, they are not. Therefore, the Committee
requests that the Secretary submit, by October 15, 1998, the follow-
ing information: (1) a copy of the guidelinea that were provided to
State's to comply with section 300ff-21 et. seq. and section 300ff-
47 of the Act; (2) a copg of the criteria used by the Department to
evaluate and certify a State’s ecompliance with these sections; (8) a
copy of what each State submitted to the Department for its com-
pliance evaluation; and (4) a copy of each State's final evaluation
and certification approval document by the Department.

Emergency assistance

The Committee provides $500,200,000 for the Part A, emergency
assistance program, which is 535,464,000 above the fiscal year
1988 comparable level and $11,226,000 above the Administration
request. These funds provide grants to metropolitan areas with
very high numbers of AIDS cases for outpatient and ambulatory

43

health and social support services. Half of the amount appropriated
is allocated by formula and half is allocated to eligible areas dem-
onstrating additional need through a competitive grant process.

Comprehensive care programs

The Committee provides $670,000,000 for Part B, comprehensive
care programs, which is $127,217,000 above the fiscal year 1998
comparable level and $1,130,000 above the inistration request.
The funds provided support formula grants to States for the oper-
ation of HIV service delivery consortia in the localities most heavily
affected, for the provision of home and community-based care, for-
continuation of health insurance coverage for infected persons, and
for ﬁurchase of therapeutic drugs.

The Committee is encouraged by the success of new drugs and
combination therapies for H]%’ antif AIDS, whose purchase is prin-
cipally financed under Part B, and has included bill | e iden-
tigving $385,600,000 sFeciﬁcaJJy for the purchase of drugs.
The fiscal year 1998 bill designated $286,500,000 for this purpose.

The Committee is concerned about the wide variation in State
ADAP and Medicaid policies regarding eligibility, benefits, and
formularies. The Comrmittee is also concerned about the wide vari-
ation in State contributions to funding of ADAP and urges States
that receive more than $1,000,000 under the targeted formula to
match no lesa than twenty percent of the Federal contribution. The
Committee directs the program to use all means necessary to re-
duce the purchase price of AIDS drugs.

The Committee expects HRSA to encourage States to utilize Fed-
eral- ADAP funding in the most cost effective manner possible to
maximize access fo and use of HIV drug therapies. States should
be allowed, with ADAP funding, the flexibility to purchase and

maintain insurance policies for eligible clients, or continue to pay - ~- -- -

premiums on existing insurance policies, which provide a full range
of HIV treatments and access to comprehensive primary care serv-
ices a3 determined by the State. Funds should not be used to pur-
chase insurance which provides inadequate access to HIV treat-
ments or primary care as determined by the State. ‘

Early intervention program

The Committee provides $31,300,000 for Part C, the early inter-
vention pre , which is $15,080,000 above the fiscal year 1998
comparable level and $5,146,000 above the Administration request.
Funds are used for discretionary grants to migrant and community
health centers, health care for the homeless grantees, family plan-
ning grantees, hemophilia centers and other private non-profit enti-
ties that provide comprehensive primary care services to popu-
lations with or at risk for HIV disease. The grantees provide test-
ing, risk reduction counseling, transmission prevention, and clinical
care; case management, outreach, and eligibility assistance are op-
tional services. Approximately 79,000 HIV positive persons or per-
sons at high risk for HIV infection are expected to be served in fis-
cal year 1999,

The Committes is concerned about the continued disparity in -

health outecomes for people with HIV and AIDS in communities of
color and recognizes the need to provide additional services specifi-
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cally targeted to HIV infected individuals in these communities.
The Committee encourages HRSA to give priority consideration to
allocating grants to grantees serving primarily minority popu-
lations.

Pediatric demonsirations

The Committee provides $44,000,000 for Part D, the pediatric
AIDS demonstrations, which is $3,197,000 above the fiscal year
1998 comparable level and $74,000 above the Administration re-
quest, The program supports demonstration grants to foster col-
laboration between clinical research institutions and primary com-
munity-based medical and social service providers for the target
population of HIV-infected children, pregnant women and their
famnilies. The projects are intended to increase access to comprehen-
sive care, as wefl as to voluntary pariicipation in NTH and other
clinical trials.

AIDS denial services

The Committee provides $7,800,000 for AIDS dental services,
which is $37,000 above the fiscal year 1998 comparable level and
$13,000 above the Administration request. The program provides
grants to dental schools and postdoctoral dental education pro-
grams to assist with the cost of providing unreimbursed oral health
care to an estimated 73,000 patients with human immune-
deficiency virus disease. Over one hundred dental schools and hos-
pitals are expected to receive awarde in fiscal year 1999. Dental
students and residents participatin% in this program receive exten-
aivB training in the management of oral care of people living with
AIDS.

The Committee notes that the program funding formula and re-

__ porting requirements have been revised in fiscal year 1998, and _

therefore, requests that the agency provide adequate time and
technical assistance so that grantees can comply with these revi-
sions and any future program changes allowing for their continued
participation in the program.

Edueation and training centers

The Committee provides $17,300,000 for AIDS educsation and
training centers, wgich is $84,000 above the fiscal year 1998 com-
parzble level and $29,000 above the Administration request. The
centers train health care personnel who care for AIDS patients and
develop model education programs.

Family Planning

The Committee provides $202,903,000 for the family planning
program, which is the same as the fiscal year 1998 comparable
level and $15,174,000 below the Administration request. The pro-
‘gram provides grants to public and private non-profit sgencies to
support projects which provide a range of family planning and re-
productive services, as well as screening for ancillary health prob-
lemns such as hypertension and diabetes. The program also supports
training for providers, an information and education program, and
a research program which focuses on family planning service dellv-

“National Praclitioner Datg Bank
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ery improvements. During fiscal year 1999, an estimated 4.6 mil-

lion clients are expected to be served.

_ The bill repeats language from the 1998 appropriations biil mak-

ing clear that these funds shall not be expended for abertions, that
pregnancy counseling shall be nondirective, and that these

funds shall not be used to promote public opposition to or support

of any legislative proposal or candidate for public office.

Rural Heoith Research

The Committee provides $7,500,000 for rural health research,
which is $4,166,000 below the fiscal year' 1998 comparsble-level
and $4,191,000 below the Administration request. The activity sup-
ports several rural health research centers and the Office for Rural
Health Policy’s advisory committee.

Health Care Facilities

. The~Committee has not included funding for health care facili-
ties. $28,000,000 ‘was provided for this purgose in fiscal year 1998;
no funding was mcl‘uded in the Administration request. This ex-
pired authority provides funds to public and private nonprofit enti-
ties for construction or modernization of outpatient medical facili-
ties. This activity has not been funded by the Committee on a regu-
lar annual basis. ' i

Buildings and Facilities

The Committee provides $250,000 for buildings and facilities
which is $2,248,000 below the fiscal year 1998 %omparable level
and the same as the Administration request. These funds are used
to finance t!ne repair and upkeep of buildings at the Gillis W. Long
Hansen’s Disease Center at Carville, Loulaiana.

The Committee does not provide funding for the national practi-
tioner data bank for fiscal year 1899, whgich is the same ag both
the fiscal year 1998 action on appropriations and the Administra-
tion request. The Committee recommendation and the Administra-
tion request assume that the data bank will be self-supporting,
with collections of $12,000,000 in user fees. ’

The national data bank receives, stores and disseminates infor-
mation on paid medical malpractice judgments and settlements,
sanctions taken by professional societies, and certain profegsional
review actions. Insurance companies, State license boards and pro-
fessional societies are required to report information to the data

- bank within 30 days of each action. The coverage of the data bank

includes dentists .and physicians, and, with respect to malpractice
settlements, other categories of licensed health professionals. Hos-
pitals are required to search the data bank when a health care pro-
vider applies for employment and once every two years thereafter.
State licensing boards and other health care entities also have ac-
cess to the data bank. Traditional bill language is included to en--
sure that user fees are collected to cover all costs of processing re-
quests and providing such information to data bank users,
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disease, kidney disease, and other health problems that dispropor-
tionately afflict the elderly. Last year the Committee encouraged
HCFA to conduct a demonstration project on coverage of medical
nutrition therapy by registered dietitians and other licensed or na-
tionally certified medical practitioners under Part B of Medicare to
investigate its impact on program costs and beneficiary health and
quality of life. The Committee is concerned that no progress has
been made on thir demonstration and urges HCFA to proceed with
thisspmject and provide a report on its status by Decemher 31,
1998. ‘ ?

The Committee notes that congestive heart failure (CHF) has
been identified as the leading  condition regarding readmission,
with the majority of those readmissions occurring through emer-
gency rooms. This problem is particularly acute in the “stroke belt”
region, which encompasses several Southern and Midwestern
states. The Committee encourages HCFA to undertake research to
demonstrate the cost effectiveness of a CHF clinie in reducing hos-
pital admissions and improving compliance and quality of life.

Treatment puidelines issued by the Degartment in 1997 recog-
nize the need to provide early treatment for HIV disease. Several
States are congidering applications for Medicaid waivers for dem-
onstration projects that would extend Medicaid eligibility to HIV
positive individuals who meet State Medicaid income eligibility re-
quirements, but are not diagnosed with AIDS. The Comimittee en-

- courages HCFA to evaluate and provide technical assistance to

states which are preparing waiver applications for these dem-
onstration projects. j

Recent evidence from the states indicates that many Medicaid re-
cipients with the most severe and disabling mental illnesses can
achieve higher levels of recovery if the ap%mpriahe treatment and
supports are available in the community. ile a2 model of inten-
sive case management known as the Program for Assertive Com-
munity Treatment (PACT) has béen successful as part of Medicaid
programs - in many states, there is little information about how
meny states are funding PACT services. The Committee encour-
ages HCFA to unde e a survey of which states are funding

PACT services for adult Medicaid beneficiaries with severe mental

illnesses and develop a model on how states ean successfully inte-
grate PACT into managed care progmms.

The Committee supports the efforts to reach underserved and
vulnerable populations through 'telemedicine and expects that
projects will be supported in both rural and urban communities to
infjet the health care needs of underserved and minority popu-
ations. i

Medicare contractors !

The bill includes $1,269,700,000 to support Medicare claims proc-
essing contracts, which is $53,559,000 above the fiscal year 1998
comparable level and $165,300,000 above the Administration re-
quest. The Committee does not concur with the Administration’s
new user fee proposal. : (

Medicare contractors are responsible for paying Medicare provid-
ers promptly and accurately. In addition to processing claims, cop-
tractors also identify and recover Medicare overpayments, as well

i
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Early Access to HIV Treatments for Underserved Populatlons Found to be Cost

1

"~ Effective : _ |

- AIDS Activists Applaud New Research That Puts Adfded Pressure on

Government Officials to Expand Treatment Access -

t
N f

GENEVA, July 2 /PRNewswire/ -- New pharmacoeco}nomic research presented today
at the 12th World AIDS Conference demonstrates that providing early access to
AIDS treatment for the poor and uninsured would be cost-effective. This study
challenges underlying assumptions supporting current Medicaid requirements
that withhold treatment from HIV-infected patients until they exhibit the
symptoms of full-blown AIDS. Medicaid is the largest payer of HIV-related
medical services in the United States. {
Current Medicaid eligibility rules extend health care coverage to HIV-infected
patients only after they have suffered an AIDS defining illness or after their
CD4 count has declined to below 200. Patients living with the HIV virus but
without the symptoms of full-blown AIDS are ineligible and, if unable to gain
access to AIDS drugs through other means, must delay. treatment until they
experience the symptoms of AIDS. Although federally funded state-
administered AIDS Drug ;
!
Assistance Programs (ADAPs) generally cover the drug costs for patients
ineligible for Medicaid, many state programs have experienced financial
shortfalls due to rapidly increasing enrollments and per patient costs and, as
a result, have responded by restricting access to their pxj‘ograms,

: |

AIDS activists attending the conference characterized the pharmacoeconomic

study as a solid iirst step in the development of a critical policy basis for
the expansion of life-saving AIDS drug therapies to the uninsured and
underinsured. The research, which was conducted by a consortium of academic
researchers, professional pharmacoeconomists, AIDS organizations and research-
based pharmaceutical interests called the Treatment Access Expansion Project
(TAEP), uses established pharmacoeconomic simulation techniques and data from
existing clinical trials (Roche clinical trials NV15182 and NV15355) to draw
two conclusions: |

-- early initiation of treatment with AIDS drug cocktai ls delays the
{

progression of AIDS, and ' |

|

-- providing early treatment (i.e., when the patient has a CD4 count

between 200 and 500 and has never experienced an AIDS defining event)
i
|

|

1
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would result in prolonged survival and would be cost-effective, when

compared to delayed treatment (when the patient has a CD4 count of less

than 200 or has experienced an AIDS defining event). -

"At the most basic level, our research shows that patlents receiving early,

aggressive treatment experience increased lifespan," said Gary Rose,

T.IL.C.AN.N. (Ryan White CARE Act Title II Commumty AIDS National Network)
public policy director and community liaison with the Treatment Access

Expansion Project and a chief researcher on the project.: "Moreover, the

overall cost of providing patients with this survival benefit is negligible."

In April 1997, Vice President Al Gore directed federal health officials to
determine the feasibility of expanding Medicaid coverage to make new AIDS
drugs available to the uninsured for early HIV treatment. In December, the
Clinton Administration announced that an expansion in Medicaid along these
lines would be too costly. "Ability to pay should not ha\;/e to be a barrier to
early intervention for people with HIV," said Daniel Zingale, Executive

Director of the AIDS Action Council. |

The new pharmacoeconomic study shows that early HIV treatment would increase
life expectancy of currently infected asymptomatic patients (patients with a

CD4 count between 200-500 and never having experienced an AIDS defining event)
by 0.43 years (unadjusted for quality of life). The researchers determined

that these gains in life expectancy would result in longer treatment with

protease inhibitors and an expected increase in lifetime costs per patient of

2.2%. Ultimately, however, early AIDS treatment is projected to delay

progression of AIDS-defining events and prolong survival, at a cost well

within the range of generally accepted cost-effective medical interventions.

"This pharmacoeconomic study provides an important addition to any discussion

on early treatment,” said Dr. John Homberger, Director of Health Economics in
Roche Global Pharmacoeconomic Research. "By delaying the onset of the symptoms
of AIDS, early treatment only shghtly Increases medlcal -care costs over the

first 5 years by $241 per patient per year."

The principal sponsor of the TAEP pharmacoeconomic study is Hoffmann-La Roche.
Roche Laboratories, a suBsidiary of Hoffmann-La Roche, markets more than 35
medications in major therapeutic areas including AIDS, oncology,

transplantation, infectious diseases, cardiovascular dlseases and derrnatology
Treatment Access Expansion Project: TAEP was initiated to develop and
disseminate sophisticated pharmacoeconomic models for use by federal, state

and local governments and other entities concerned with;the budget



T

:
implications of providing treatment to people living with HIV/AIDS. TAEP
consists of a consortium of academic researchers, professional
pharmacoeconomists, AIDS organizations and research-based pharmaceutical
interests. :

"T.ILC.AN.N.: The Ryan White CARE Act Title I Conﬁnunity AIDS National

Network (T.IL.C.A.N.N.) is a non-profit organization dedicated to initiating
and supporting activities that ensure access to care for all Americans living
with or affected by HIV. '

Roche Laboratories Inc.: Roche Laboratories Inc. is tthmarketing and sales
subsidiary of Hoffmann-La Roche Inc., a leading research-intensive
pharmaceutical company. Roche Laboratories markets more than 35 medications
in major therapeutic areas including AIDS, oncology, transplantation,

infectious diseases, cardiovascular diseases and dermatoglogy.

i

SOURCE Treatment Access Expansion Project

CO: Treatment Access Expansion Project; Roche Laboxiatories Inc,;
T.II.C.ANN.N. ‘



