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Obj‘ective: To estimate the patterns and costs of HIV/AIDS inpatient and outpatient care at a
700 bed urban hospital in the era of highly active Retroviral therapy (HAART).

Methods: Evaluation of utilization of inpatient and outpatient hospital services: all patients
with HIV/AIDS related admissions identified by ICD-9 coded discharge diagnoses; outpatients
identified by attendance at hospital-based HIV-specific primary care clinic. Cost of care
determined by Resource Information Management System (RIMS), a computerized fiscal .
data system which assigns costs for all inpatient and outpatient hospital-related services.
Antiviral and nursing home costs were estimated from separate patient matched databases.
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Conclusion: During the period of introduction and availability of HAART, acceleration of already-
occurring favorable shifts in utilization of services and associated costs occurred. Outpatient and non-
hospital utilization/cost and antiviral costs increased, but were offset by dramatic decreases in
utilization/cost of inpatient care. Although the total number of patients in care increased, overall costs
remained level and cost/patient/year decreased. Our analysis suggests that HAART is cost-effective.
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Executive Summary

AIDS Drug Assistance Programs (ADAPs) are state-administered drug reimbursement
programs that provide access to HIV/AIDS medications for low income, uninsured and
underinsured individuals. Funded through the federal Ryan White Comprehensive AIDS
Resources Emergency (CARE) Act and by many states, these programs form one link in
the continuum of publicly financed health care for lower income individuals living with

. HIV/AIDS, along with other CARE Act-funded programs, Medicaid, Medicare and local

indigent health care programs. ADAPs operate in all ﬁﬁy states, the District of Columbia
and Puerto Rico.

These programs, initially intended to provide a safety net of temporary prescription drug
coverage for lower income, uninsured or inadequately insyred people living with
HIV/AIDS, are now being called upon to fill a steadily growing gap in drug coverage for
the HIV-infected population. Increases in numbers of clients utxhzmg ADAP services,
the approval of new, promising and expensive anti-HIV treatments, the acceptance of
combination therapy as the standard of care, rising ADAP expenditures, and restrictions .
on access to other public health care programs have moved ADAPs to further expand
their umbrella of coverage. This raises the concern of whether ADAPs are able to
adequately fill the growing gap in prescription drug covcragc for people 11v1ng with
HIV/AIDS.

The National Alliance of State and Territorial AIDS Directors INASTAD), in
collaboration with the AIDS Treatment Data Network (ATDN), was commissioned by
the Henry J. Kaiser Family Foundation to conduct a two-year National ADAP Monitoring
Project. This Interim Technical Report provides an update of the data presented in the
first National ADAP Status Report, released July 1997, and continues our efforts to track
developments in the rapidly changing environment surrounding HIV/AIDS health care
and therapy access. The update describes trends in the number of individuals served by
ADAPs; drug expenditures; the fiscal status of ADAPs; and responsiveness to changes in
treatment recommendations. A comprehensive update rev1ew of these programs is
scheduled for release in Fall 1998.

In September 1997, a National ADAP Update survey was distributed to the 52
« jurisdictions receiving Ryan White CARE Act Title Il ADAP funds. The survey

response rate was 100%, with all fifty-two jurisdictions reporting. Here are the major
findings: ‘ : L .

Update in the Number of Clients Served

The overall number of clients served by ADAPs continues to increase, although program
growth is occurring at different rates across states, including some declines:



Expenditure Update | N

Nationally, states report that 43,494 unduplicated clients were served by ADAPs
during July 1997 compared to 37,506 clients in January 1997 — a 16% increase.
When compared to data from the July 1996 penod there has been a 39% increase in
the number of clients served. ;

Thirty-nine states report increases in the number of clients served in July 1997
compared to January 1997. Six states report increases in clients served of 50% or

more: Alaska, Delaware, Georgia, Louisiana, Rhode Island and South Carolina.

Ten states report no growth or actual decreases in clients served: Connecticut, Idaho,
Massachusetts, Mississippi, Montana, North Dakota, Oregon South Dakota,
Tennessee, and Vlrgxma S
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ADAP program expendltures including expenditures for antiretroviral drugs, contmue to
grow as do the number of prescriptions filled by ADAPs

Forty-two states report increases in monthly ADAP expenditures, when July 1997
data-are compared to January 1997. Fifteen of those states reporting increases of 50%
or greater. Those states are Alaska, Delaware, Florida, Indiana, Iowa, Louisiana,
Missouri, Nebraska, New Hampshire, North Carohna, Ohio, Rhode Island, South
Carolina, Vermont and Wisconsin.

Monthly ADAP expenditures increased 36% nationally, from $19.5 million in
January 1997 to $26.6 million in July 1997. A comparison with data from the
previous national ADAP survey indicates a 78% growth in monthly expenditures by
ADAPs nationally when July 1996 are compared to July 1997 data.

~ States report that the total number of prescriptions filled for all drugs on ADAP

formularies increased by 24% from 105,236 in January 1997 to 130,336 prescriptions
filled in July 1997. Notably, the number of protease inhibitor prescriptions filled by
state ADAPs increased by 75% from 12,530 to 21,951 when comparing the same time
periods. ‘

States report a 38% growth in expenditures for antiretroviral drugs from $15 million
in January 1997 to $20.7 million in July 1997. There was a reported 20% growth in
expenses related to other formulary drugs (including drugs for the prevention and
treatment of opportunistic infections) from $4.8 million in January 1997 to $5.7
million in July 1997.



ADAP Budget Update Since the Last Report

The total national ADAP budget (including all sources') increased from $385 million to
$422 million since the last report. This represents an overall increase of 9.6% or $37.1
million. The increase includes a 9% increase in federal and state funds, from $358.5
million to $3%0.8 million.? Moreover, a number of state programs secured additional FY'
1997 funding:

o Thlrty-31x states now supplement federal dollars with! state-spec1ﬁc ﬁscal support (6
additional states smce the last report). ‘

e Thirteen states realized increased state/local general revenue support over the six-
month period — Arizona, the District of Columbia, Florida, Indiana, Kentucky,
Louisiana, Massachusetts, Minnesota, Nevada, Oklahoma Penr;pylvama Tennessee,
and Vermont. !

: ‘ ! ‘

¢ Six states provide'the vast majority (78%) of ADAP funds provided by states—

Califomnia, Illinois, Louisiana, Massachusetts, New York, and Pennsylvania. .

o Sixteen states do not'provide any funds specifically for ADAP and therefore rely
- solely on federal funding to provide ADAP services. These 16 states are: Alaska,
Arkansas, Delaware, Idaho, Iowa, Kansas, Michigan, Mississippi, Montana,
Nebraska, New Hampshtre North Dakota, Oregon, Rhode Island, South Dakota and
Wyoming. :

. Emergency Cost-Containment Measures Continue -

* Despite an overall increase in the national ADAP budget, there continues to be disparity
_in the diversity of funding sources that are-available to and utilized by ADAPs and many
states are relying on emergency measures to continue to meet client demand and
expenditures. Twenty-three states are currently curtailing ADAP services or facing -
budget shortages which may result in reduced services early in 1998. For example:

o Thirteen states report that they will exhaust their ADAP budgets before the next
round of federal funds is available on April 1, 1998. These states are: Alabama,
Alaska, Arizona, Colorado, Idaho, Kansas, Kentucky, Maine, North Carolina, Puerto
Rico, Texas, West Virginia and Wyoming. At the time of the last report, eleven states
reported anticipated budget shortfalls, six of which continue to do so. ‘

' All sources include federal (Ryan White CARE Act Title II base and supplemental funds and Title I
funds), state/local funds, and other funds such as drug rebates and insurance recovery. '

2 The largest category in the 1997 national ADAP funding system, the FY 1997 federal Title Il ADAP
supplemental fundmg ($167 million), remained constant since the last report Federal increases therefore
are from increases in Ryan White Title II base funding and Ryan White Title I eligible metropolitan area
(EMA) contributions.



e Fifteen states report that they are maintaining waiting lists for entry to ADAP or for
access to protease inhibitors (this is the same number of states which reported such
waiting lists at the time of the first report, 12 of which continue to do so and three
report waiting lists for the first time), The nine states which currently report waiting
lists for entry to ADAP are: Alabama, Florida, Georgia, Indiana, Mississippi,
Montana, Nevada, South Carolina and South Dakota. In addition, North Carolina has
stopped authorizing new clients for program participation since September 1997,
although the program does not maintain a waiting list. The seven states which
currently maintain waiting lists for clients to access protease inhibitors from the

- ADAP are: D.C., Idaho, Kentucky, Maine, Mississippi, Oklahoma, and Nevada
(Nevada also has a waiting list for entry to ADAP).

AY

ADAP Formularies and Responsiveness to Evolbfng Standards for Clinical Practice

‘, At a time of fapid advancés in the clinical management of HI.V/}‘AJDE3 and finite
resources, states report efforts to: expand formulary coverage, broaden provider and
community input in formulary development, and respond to federal treatment guidelines.

e Forty-five states report that they have formal ADAP advisory bodies in place that -
assist in making formulary decisions and, in some cases, dccmons regarding the
administration and structure of the ADAP.

o Forty-two states have changed their formularies since our previous report. Forty-nine
' states now cover the most recently FDA-approved protease inhibitor, nelfinavir
(Viracept). Two ADAPs (Arkansas and South Dakota) currently do not cover any
~ protease inhibitor. Forty-four states cover the first approved NNRTI, nevirapine
(Viramune).

o Fifteen states report expanding the ADAP formulary to cover the eleven approved
anti-viral drugs referenced in the antiretroviral guidelines, in addition to the states
already providing coverage for these treatments. States have taken other actions in

. response to the PHS/NIH guidelines, including updatmg state/local treatment
‘guidelines and developing provider education programs

e Ten states added drugs for the treatmentvand prevenuon of opportunistic infections
(OlIs). However, there continues to be significant disparity among ADAPs in their
coverage of Ol treatment/prophylaxis. Only two state ADAPs cover the 14 drugs
strongly recommended for the prevention of OIs in the PHS/IDSA guidelines.

* In June 1997, “Draft Guidelines on the Use of Antiretroviral ‘Agents in HIV-infected Adults and
Adolescents” were released by the Public Health Service (PHS), in collaboration with the National
Institutes of Health (NIH) and the Henry J. Kaiser Family Foundation. Also in June 1997, the PHS in

- collaboration with the Infectious Disease Society of America (IDSA) released “Guidelines for the
Prevention of Opportunistic Infections in Persons Infected with HIV.”



Relationship of ADAP to Medicaid and Private Insurance Coverage

The relationship between ADAP, Medicaid and private insurance has come under
increased scrutiny as states seek to maximize non-ADAP sources of pharmacy benefits in
order to reduce the burden on ADAP. Some states utilize insurance continuity programs
to reduce the burden on their ADAP and provide stable access to health care services. In
order to monitor emefging trends, states were asked to describe efforts to ensure that
ADAP is the payer of last resort, discuss areas of cooperation between Medicaid and
ADAP, and assess the impact of Medicaid coverage on the state ADAP 2 For example:

» Approximately 7 percent of ADAP clients served in July 1997 were also current
Medicaid beneficiaries (including those in the spenddown process). The reported
percentage of ADAP clients estimated to have Medicaid benefits varies greatly from

_state to state. Twenty-one states reported that no active ADAP clients were Medicaid
beneficiaries. { + '

. Thiriy-nine ADAPs indicate that they have mechanisms to cross-check/coordinate
client eligibility with the state Medicaid program. Twenty ADAPs report that they
routinely back-bill Medicaid when an ADAP client receives retroactzve Medicaid

4 beneﬁts ' o

. Approximately 7 percent of ADAP clients served in July 1997 had private health
insurance that provides some level of prescription drug coverage, although this
percentage varied greatly by state. ~

4 State AIDS programs were asked to identify Medicaid policies in their states that may result in increased
demand on ADAP. An analysis indicates that nineteen of the twenty-three states identified as having less
expansive Medicaid coverage (i.c., no medically needy eligibility category, low spenddown threshold
and/or prescription drug limits) are also states with restricted access to ADAP.



Penny Wise, Pound Foolish

Medicaid for HIV is an idea too simple for its time

here’s an old

saying  that
every crisis
creates oppor-
tunities. But
every opportunity also cre-
ates its own crises. The
arrival of potent combina-
tion therapies for HIV
promises to stabilize the
disease for many, vastly
increasing the popularity of
early treatment and spark-
ing a sharp drop in new
AIDS diagnoses. At the
same time, these drugs are
expensive, and exacerbate
the crisis in our nation’s
patchwork system of health
care. We want people (0
stay healthy, yet who will
pay for years of antivirals?
Hundreds of thousands
who lack insurance but are
ineligible for Medicaid fall
through the cracks. The
federally funded, state-run
AIDS Drug Assistance
Programs (ADAPs} - help
those not so poor, not so
sick. But by failing to
finance overall medical
management (e.g., lab
tests and doctor visits),
ADAPs encourage improp-
er use of antivirals and
increase the likelihood of
drug failure. And since
funding does not automat-
ically grow with demand
for weatment, ADAP peri-
odically faces bankruptcy.
In spring 1997, Vice
President Al Gore endorsed
a community proposal to
provide coverage for most
of those in medical freefall:
Instead of waiting for a per-
son to develop AIDS and
qualify for disability, why
not have Medicaid include
everybody with HIV below a
certatn  income level?
Medicaid is more complete
than ADAP and provides
more care with less hassle

BY DAVE GILDEN

than the deteriorating pri-
vate-insurance system.

This plan was apparently
too simple for our times.
Under the current bal-
anced-budget regime in
Washington, you can only
save a life if you save a dol-
lar, it seems. When health-
department actuaries pro-
jected expenses over the
next five years, they found
that Medicaid for HIV

In America, you can only save a

after the federal rejection.
States can apply for waivers
to add exura Medicaid cow
erage for. HIV, so long as
they promise to fool any
extra bills. At present,
Massachusetts is moving to
apply for such a waiver, with
Florida, Mississippi and
Maine like;ly to soon follow.
The state efforts would
apply to people with HIV
who earn less than twice the

life 1f you can save a dollar.

would be too costly. This
conclusion was prediciable
enough: Even if denied
treatment, most people
with HIV won't require
expensive medical care in
this short term. More valid
assumptions—for example,
using a 10wyear time
frame—might drastically
alter the financial outlook.

Advocates for this pro-
posal turned to the states

poverty level. Most benefi-
claries woul;d be childless
adults with 'an income of
$14.,000 or léss and who for-
inerly would have been on
“home relief,” a program
largely eliminated by so-
called welfare reform.
Others would be household
heads cut off from tempo-
rary aid to n¢edy families.
At best, such stae pro-
grams would constitute

demonstration projecis

showing how a comprehen-’

sive approach to early HIV
care would work. They
would provide solid data on
the demand for such pro-
grams and the required ini-
tial layout. Far from auto-
matically sponsoring the
most aggressive therapy, as
ADAP might, their compre-
hensive nature would allow
physicians to  monitor
patients and treat when
their best judgment recom-
mends it. Such systematic
health care could accelerate

- medical research by tracking

the outcome of various ther-
apeutic strategies. Sull, it
sounds like the state waivers
just continue the patchwork
system, doesn’t it?

Inival annual outays of
several billion dollars proba-
bly are needed to extend
Medicaid nationally, but
Clinton's 1999 budget con-
wains only an additional
$100 million for ADAP.
Daniel Zingale, director of
the AIDS Acton Counal in
Washington, says, “Everyone
in the administration knows
extending Medicaid makes
no sense, but they think
they can only make changes
if they’re budget neutral.”

Washington’s misers can
quibble forever over how
much money might ul
timately be saved through
more early treatment. It all
depends on such im-
ponderables as the rate of
disease progression despite
the drugs and the future
costs of caring for those who
get AIDS. Yet the epidemic
provides a grand opportunity
10 recognize the social dam-
age inflicted by death and
disease. AIDS will remain a
crisis until we seize that op-
portunity and move to con-
ol HIV in all Americans.
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they become sick enough to qualify as

. "' Jo ensure that tens of thousands of

jl'y‘Ihealthy could aiford

Acomes exght months
sident Gore annovnced

S, Department of

«Servxces to ex— :

. not -add to_the: programs expendi- -
”tzures
HW-mIected Americans ‘who

be tment sources smd yesterday

that, although officials had hoped that
by paying for more people to get
-~ - therapies, they could reduoe the cost
."of their medical ¢are in the long run,
they had concluded that the drugs

- were simply too’expensive.
AIDS activists that he

" “No matter how , we isliced 1t, we

onie senior department official. “We

_might have to take responsibility for
. being to6 optimistic at the beg‘ummg

F orAIDS activists and pubhc health

' ofﬁc:als ‘the prospect had been herald-

‘disabled, but—in many cases—it will
‘not- ¢over treatments that- may keep

them healthier.
- The issue focuses attention on a

-fundamental problem as the AIDS epi-.

demlc in the United States has reached

‘a'new phase.-Research has made im-
k;porfant stridés- lately developing new
sClasses of drugs and new drug combi-

‘nations that have | proven “effedtive ‘at .
' could not come up with a way,” said

slowing the virus's ravaging effects. At
the same time, those benéfits are-riot
reaching all Americans alike, particu-
larly as the epidemic has tilted heavﬂy
toward minorities and the poor.

- Between 1995 and: last year, the

d, "ed as an endto what they: have com

* percentage of people who developed

- the drop was just 5 pereeut among

Hxspamcs, and there fvas ‘no m:iprov&

ment among African Americans

To try to make drugs.more accessi-

ble, the administration persuaded

“Congress_this year to-increase its

funding of the AIDS Drug Assistance
- Program_ (ADAP) 'by. 70 tEercent to
$285 million. But during the last two

yearS—s word of the néw, more,
eﬁechve drdgs: sprsad--many states :
ran out of theu‘ ADAP funds. Even

. now, AIDS activists say they dre un-
certain whether that infusion will cov-
er the escalating demand for the new
combinations of drugs, which cost an

. average of $12, 000 a year for each
patient.

stease Conu'ol; and Prsvenuon Butv ;

 Yesterday, federl heal

per-*

. ~emphasized that they would conhnue
~to. search for other" ways: to -use the
‘Medicaid program to, provide AIDS

drugs to healthier people,. such as
encouraging individual states to apply
for experiments or asking- Congress
to appropnate more money.;.

- But one senior department official

a¢know1edged “We don’t have a plan
B atthe moment” . .
Another official said’ that, before

'abandonmg the nationwide ‘expan-

sion, the Health Care Financing Ad-

‘ministration, which oversees ‘Medic-
aid, had studied four scenarios under .
which Medicaid' would provide the’

benefits to HIV-infected pedple at 100
percent, 200 percent, 250 percent or
300 percent of the poverty level.

They concluded that, in- the first

?eu. that expansnon awould help 44 000”
:.to 114,000 HIV-infected - Americans.

“Unfortimately, none. of [the scenari-
bs] are revenue neutra]—-or close
the source'said. -+

According to one- AIDS actmst,,
health ‘officials said it would" cost
about - $800 million a year to cove;
people at 100 percent of poverty.

“In the scheme of thmgs, this isn ta‘
whole lot of money,”sald Ioseph

: Kelly deputy director of thié/Nati

Directors. “What we nee
calwilltodoit” oo ;

- But Daniel Zingale, executxve d:rec
tor of the AIDS Action Council, said; “I
still believe we -can work with the
admmxstratxon to address the pr0b~
lem.” .




EXPANDING ELIGIBILITY
FOR MEDICAID TO
PERSONS WITH HIV DISEASE
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More information about this project can be obtained by contacting
Christine Lubinski, AIDS Action Council of Washington, D.C. at (202) 986-1300, or
Robert Greenwald, AIDS Action Committee of Massachusetts, at (617) 450-1257.

The duplication and distribution of this report is supported in part by a generous grant from The
George Gund Foundation, Cleveland, Ohio. |



EXPANDING ELIGIBILITY FOR MEDICAID
TO PERSONS WITH HIV DISEASE

INTRODUCTION

Recent research has shown that a long-held assumption about AIDS was wrong—there is 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, oﬁen with combination drug therapy,
from the earliest stages of HIV disease.

Despite the experts’ recommendations 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 which is inconsistent
with clinical standards, inhumane, and costly.

P

!

EARLY 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 initiation of potent combination
antiretroviral therapy during primary infection.” According to Dr. David Ho, director of the
Aaron Diamond 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 demonstrated,
combination drug therapies have proven effective for many, driving viral loads (the amount
of virus in the blood) below detectable levels, and maintaining or dramatically improving
overall health. Combination therapies can slow the progression from HIV to AIDS, and can
help prevent opportunistic infections (Ols). For example, researchers at NIH’s National Eye
Institute recently discovered that a combination of protease inhibitors and other anti-HIV
drugs can prevent or delay the progression of cytomegalovirus (CMV) retinitis, a common
complication of AIDS which causes blindness without proper treatment.’ Some patients in

I'C. Carpenter, et. al., “Report of the NIH Panel to Define Principals of Therapy of HIV Infection,” June,
1997. ' ' :

‘ L. Altman, “With AIDS Advance, More Disappointment,” New York Times, January 19,
1997. ‘

3 NIH News Release, “Combination Drug Therapy for AIDS Found to Control Blinding



the study were able to stop standard CMV retinitis treatment, which can be cumbersome,
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 per year. 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 inpatient 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 Pneumocystis carinii pneumonia (PCP) with those who did not receive
such 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.®

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

Eye Infection,” May 20, 1997 (reporting study results published in the Journal of the American
Medical Association, May 21, 1997).

‘1d
5 P. Ruane, “Dramatic Reductions in Use of Healthcare Services by Patients with HIV Result
from Use of Combination Therapy with a Protease Inhibitor,” Tower Infectious Disease Medical

Associates, Inc., January 23, 1997.

® R.Torres, “Impact of Potent New Antiretroviral Therapies on In-Patient and Out-Patient Hospital
Utilization by HIV-Infected Persons,” Saint Vincent’s Hospital and Medical Center, January 23, 1997.

7 J. Gallant, et.’al., “The Impact of Prophylaxis on Outcome and Resource Utilization in
Pneumocystis carinii Pneumonia,” Chest, April 1995: 1018-1023.

¥ A. Castellano and M. Nettleman, “Cost and Benefit of Secondary Prophylaxis for Preumocystis carinii
Pneumonia,” Journal of the American Medical Association, August 14, 1991: 820-824.




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.” Stated simply, providing care for those who are
seriously ill costs more than caring for healthier people. 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 brought 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.S. 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 thlS decline to improved medical care, prophylax1s for Ols, and the use of combination
therapies.'

In the same report, 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 important than ever, challenges in expanding access to
primary 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
been shown to improve health and delay the onset of expensive opportunistic infections,
most HIV positive individuals must wait until they “get sicker” and develop AIDS before
they can receive Medicaid.

I

% R. Moore and R. Chaisson, “Costs to Medicaid of Advancmg Immunosuppression in an
Urban H1V-Infected Patient Population in Maryland,” Journal of Acqwred Immune Deficiency
Syndromes and Human Retrovirology, 1997, 14:223-231.

' Centers for Disease Control, Morbidity and Mortality Weekly Report, February 28,
1997, 46: 165-173. For the first nine months of 1996, AIDS deaths declined even more
dramatically, by 19 percent over the same period in 1995.

"' 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
opportunistic infections.
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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
epidemic is growing fastest among groups which have traditionally been socioeconomically
disenfranchised, including racial and ethnic minorities, injection drug users, and women. In
1996, for the first time, blacks accounted for more AIDS cases than whites (4] 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 19 percent in the first nine months of 1996, deaths
among blacks decreased 10 percent and deaths among women, only seven percent."

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 Pelicy and Research." People who are uninsured or underinsured not
only lack access to expensive combination therapies, but also to basxc primary care and
preventive services.

Additionally,‘ current Medicaid requirements undermine public health efforts by preventing many
people with HIV from receiving care earlier in their disease. Under the present system, we are
often not reagﬁhing these people to teach and reinforce behavior changes which can prevent HIV
transmission. Even if people are able to obtain the new combination therapies, they may lack
access to the primary care and medical case management needed to ensure that the prescribed
treatment regimen is appropriate and effective, and to support them 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 complicate public health efforts to combat AIDS.

Despite the existence of federal AIDS programs, such as the AIDS Drug Assistance Programs
(ADAPs) and the other components of the Ryan White CARE Act, Medicaid serves as the
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 medications—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

2 Centers for Disease Control, Morbidity and Mortality Weekly Report, February 28, 1997, 46: 165-173.
" B. Seitz, “AIDS Sufferers Living Longer,” ABC News.com, July 15, 1997,
'“ 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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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 financial resources to broaden their eligibility criteria to cover
such individuals. ' '

The Medicaid 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 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 pre%serve 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 an endorsement 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 Medicaid for persons who are HIV
positive. i

AN AIDS-SPECIFIC EXPANSION

As participants in these discussions, we have recognized several reasons for an AIDS-specific
expansion of Medicaid. We believe that it serves the interésts 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 likely 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-
resistant strains of HI'V. Earlier access to care can also serve as an incentive for people to learn
their serostatus for the first time, and then take steps to avoid either contracting or transmitting
HIV. '



Scientific knowledge: Protease inhibitors and other new medications 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 demonstration project which-brings people with HIV into

care prowdes the opportunity to gather data and conduct research studies designed to answer
these questions.

Fairness: The current Medicaid system requires most low-income people with HIV to develop
AIDS in order to gain access to health care and new combination therapies. This is in conflict
with principles and guidelines recently released by the Department of Health and Human
Services and the NIH, which 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. Our federal government has always recognized the importance of ensuring access to
treatment for other communicable diseases, such as sexually transmitted diseases and
tuberculosis—it is unfair and inhumane to deny such treatment to people with HIV.

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 otherwise be eligible for Medicaid
once their health status met an AIDS-defining diagnosis. States participating in this initiative will
demonstrate that the provision of earlier access 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-
enhancing benefits. The following section describes what we believe are the core components of
this initiative.

Eligibility
Any and all individuals who meet the following criteria will be eligible 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 w1th 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. f

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. Section 1115 also
authorizes matching federal funds for certain expenditure:s.

This initiative will be designed to 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 participation 1nclude 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
system to make more individuals ellglble ,

!

'* As defined in Section 1902 of the Social Security Act, and other provisions
incorporated through Section 1902.

'* As set out in Title XIX of the Social Security Act.



NEXT STEPS

Over 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 Medxcald programs, Departments of Health, and
Departments of HIV Services. ’

Work with HCFA to develop a process that allows states to efficiently design and
implement a vehicle for eligibility expansion that responds to the unique environment -
and situations of each state (waiver amendment or new waiver submission).

Design a process to solicit input from consumers, AIDS service organizations,

primary care and other health care providers, and health care agencies regarding
program design and program effectiveness, on an ongoing basis.

Work with HCFA to develop a methodology that allows states maximum flexibility in
measuring cost effectiveness. 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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AIDS STATISTICS

AFRICAN AMERICANS i

Men

|
Represent only 13% of total U.S. populatfion but were 45% of the total
number of reported AIDS cases in 1997. (They are 36% of all HIV/AIDS cases
which shows that these numbers are increasing).

62 percent of reported pediatric AIDS cases are African-American.

An estimated 240,000 to 325,000 Afrlcan-Amerlcans are estimated to have
HIV/AIDS. «

AIDS is the leading killer among Africani American men age 25-44.

]
1 in 50 African American men are believed to be HIV infected.
!

Women

AIDS is the second leadmg killer among Afrlcan American women age 25-44.

African American women represent 60% of total number of reported AIDS
cases in women.

1 in 160 African American women are b(?lieved to be in HIV infected.

HISPANICS

21% of the total number of reported cases in 1997, although 10% of the
population.

OVERALL HIV/AIDS STATISTICS

650,000 to 900,000 American are currentﬁly living with HIV.

Since 1981 more than 640,000 American ihave been diagnosed and more than
385,000 have died from AIDS.

Age-adjusted death rate from HIV infection dropped 47% from 1996 to 1997.
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reported since the begmmng of the"‘

nt for more than 54 percent of the total AIDS cases
. We recogmze that the epidemic continues to shift

> April 29. Secretary Shalala"?? G

_‘ep'uty Secretary Thurm met with Congressional Black
Caucus (CBC) 1o dzscuss theDes i

t s legxslanve agcnda for the second session of

stated the CBC will be ho :
HIV/AIDS crisis in the A erican community.

issued a press release calli
Emergency” to combat the;

“atlve Waters have contmued to urge the Secretary to
0, makc the pubhc health emergency declaranon The

calls.

v

July 30, HHS staff met ; staff to dlscuss an HHS draft proposal in response to
the CBC request ;

» August 3. CBC sent lctter- stﬁjting that they are pleased to see that the agency has
: done some preliminary, w T '
proposal a good beginqi

i
H

S5

> August 7. Secretary’s call‘ P sentative Waters was postponed due to scheduling

confhcts

t

> August 7. HHS announ
Ryan White CARE Act t.
living with HIV/AIDS. Theinew ants dlrectly addrcss HIV/AIDS in providing critical
health and dental services,’ services and ‘access to research opportunities.
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ik ere is a need to spearhead a comprehensive strategy to
*engage our leadership and the federal government to
mbat anti-gay bias.

can American women and children make up the fastest
ng AIDS/HIV caseload. AIDS/HIV resources and
tegies must be targeted towards them.

iere is an absence of healthcare professionals and
earchers with an interest and commitment to serve
can American communities.

Next Step

ng concluded with 100 percent agreement that there is an
ncy in our communities. Therefore, we believe it is
ry for a formal declaration of a public health emergency.

pared to meet with you to further discuss what we

believe ccessary to address the crisis.

7

_ Sincerely,

Zotie /Mzw

Maxirfe Waters, Chair
Congressional Black Caucus

CcC.
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ssional Black Caucus
the United States

2344 RGySUiniBuilding « Washington, DC 20515 + (202) 225-2201

June 1, 1998

5, 1998, we sent the attached formal request to you to

requestisthatVou declare the HIV/AIDS crisis in the black community a

‘gency' " To date, | have not received a response from

ise me of your decision or when your decision will be
let the orgamzauons know the rcaults As you can

S 3

Sincerely,

Maxine Waters, Chair

Congressional Black Caucus
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Alcee Hastings, FL-9

Earl Hilliorg, AL . ‘93

Eddie Bernice Johnson, 1X . ‘3
Cynthio McKinney, GA - '3
Carie Maek, Fi .03

8obby Rusn, 1 - 93

Roten C, Scon. va - ‘93
Melvin Wott, NC 93

Albett Wynn, MO - 93

Bennie G. Thompson, MS - 93
Choko lFottgh, PA - 95

Sheilo Jackson Lee, TX . '05
Jesse Jockson, Jr 1L 05
Juanito Millender-McDonald. CA  '96
gan Cummings. MO 98
Julio M, Cortson, IN 97
Donng Christion-Green, Vi "9}
Danny K Dgvis i G/

HOrold E Ford, o IN 97
Corolyn Kipatick M1 ‘9,

Us. Senglo
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he United S ta{tes

May 15, 1998

042 U.S.C, § 247(d), the Congressxona | Black Caucus
Quests that you declare the HIWAIDS crisis in the black

'ée annual AIDS case rate for Afncan American men (s 6
'te men and for Afncan American women it 1s 16 times that

er. an alarming | in SO African American men and | in 60
an women are. infected with HIV. The numbers are cven
i when we ook at HIV mfecnon from the use of 1ainted
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ified the following problems in the AIDS healthcare
Impede the ability to adequately address the crisis:
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’%ggngagc our lcadershtp and the federal government to
“combat ann-gay bias.

igg&earchers wath an mtcrcst and commitment to serve

&ff
Y

Next Ste
y in our communities, Therefore, we believe it is

.}for a formal declaration of a public health emergency.

Sincereiy

; Maxuﬁ: Watcrs Chair

ccC!
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HMEALIH AND RUMAN SERVICES
«INGTON, O.C. 20201

JN 10 1998

LR LN

A:
A

‘The Honorable Maxine Water
Congressional Black Caucus

U.S. House of Representatives
2344 Raybum Building
Washington, DC 20515

Dear Representative Waters:
Thank you for your letter ofMa
€xamine its current response to
the African-Amencan commu

There is no question that the fa
American and other minority ¢

ature and demographics of HIV/AIDS. In addition, the
ation factors other than funding and infrastructure,
onomic and commurmty resources, cultural beliefs
in the African-American community. The linkagces
ention, treatment and substance abuse providers will

and perceptions about the healtf
and collaborations between HI
also be examined. \‘
ed to be carefully designed in order to help

the necessary capacity to enhance services to those
\[DS in the African-American community. New
llaborations may need to be formed.

Ncw technical assistance resour:
community based organization
individuals’infected and affected:b)

JE

do15
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page 2

Within the next scveral weeks weip iscuss with you a detailed strategy which will outline
the Department’s rcsponse. Th 3 ill include a two-pronged approach--those items
immediately implementable and’ mis which will require more long-term planning. The

scope of what we are undertaki
to accomplish our shared goals;
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Maxine Walony
Cror

Earl Hilliard
At Vica Chatt

Eddie Bemice Johnson
Secrevs Vice Ot

Confne Brewn
Sacrolary

. Shalka Jacksan Loe
wip

MELBERS
U5, Nous of Represantstivas
John Conyers Jr, MI - 65
Wilam Chay, MO - 69
Louis Stckas, OH -9
fRomaia V, Delluma, CA -7}
Cnatles B. Rgngel NY- 71
Julan C.Oon, Ca 79
Majer 2. Owens, NY - 83
faolphut fowns NY - '8}
Floyd Fiake, NY - 27
Johntewis GA - 87
Danaid M. Poyre, NS - 89
Sleaney Holmas-Norton, OC - '9)
witlom Jeffemson LA - 9]
Moxine Watems CA - 91
Eva Cloylon RC« 92
Sanfond Bihop, GA - 93
Corine Brown, FL- 93
Jim Cvburn, SC -9
Axcos Hastings FL- '3
Eoif Hflamt AL '®3
£qddie Beinice Johruon, TX . 51
Cynthig McKinney, GA - 63
Carlg Meek FL- 93

Sobby Quan, IL-9)

Robet C. Scofl, VA - 93
Malvin Watt NG - 93

Alzed Wynn, MD - 43

Barnia G. Thompton, MS - '03
Chekalatah, PA - 95

Sheio Joclaon Les, TX - 65
Jesse Jocxson Ji, iL- 795

anfia MAerderdicOonald, CA - 08
Eljoh Cummings MD - %8
Jlio M. Carson, N - 97
Conna Chighon-Graen VI - 07
Danny ¥, Oavig 1L - 97

. Heuold B, fFoxd, J, TN - 97
Carolyn Kipamck, M - 97

U, Sorxte

Coso! Moseigy -raun. i - 93

AT PRINIEQ OK MAILED
Al PUBLC LXPERSE

Y TI
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i@fqaavgg Director, SAMHSA
SR

Rahm E el Senior Advxsor to the Presxdcnt

Ms. Man hg Sste, Director of Public Lisison
Mr. BhiIGhasen, Depmy Direetor for Public Lisison
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£acprus Towrm NY =83
Foya Ficke. NY - 82
Jorniees GA- 87
Damaua M Paoyre, NJ -89
Bagror marngyNoaon, OC « 91
wWacm Jsflersan, LA « 91
Mosre vaatens Ca - "9t
EBea Cayrn NC 92
Sorvorg Bnop. GA - 93
Conird Bown FL- 93
am Cyum, 5C- 73
Alcee Rostogs FL-"9)
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Corotyrr Kepamek, M - “97
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iewed the proposals your agency submirted for discussion
Congressxeml Black Caucus’ call for 8 “public hcakh

essional Black Caucus
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Mg\,‘ can be ﬁneiy tuned in identified h@h impact areas. CBC
cin help promote the issue by attending public meetings and

Ma;xine aters, Chair
Congesszonal Black Caucus

1
H
1
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U.5. DEPARTMENT OF MEALTH AND:

FOR IMMEDIATE RELEASE’
Friday, Aug. 7, 1998

HHS ANNOUNCES $1

HHS ‘Secretary Donn
health care and dental
targeted to women, chil
with HIV/AIDS. The new
underserved areas and r
providing critical hea‘
access ‘to research opp

The awards are fu
{Comprehensive AIDS Re
and Access to Research bl
program ($10.2 million
Reimbursement Program .{
of projects funded unde
care for 63,000 patien
unreimbursed costs of t

t

4

“The awards we ann
targeted assistance desigr
vulnerable citizens and

- families in minority comm
- said Secretary Shalala
uninsured %nd1v1duals l
quality care.” -

Racial and ethnic Bt
percent of the total AI
epldemlc. ' :

. In-1897, the faste
reported- among women o
accounted for 80 perc
Sixty three percent o
among African Americans,

DEPUTY SECY.!

ion} .
V.

HRSA Press Office
,(30;) 443-3376.

Contact

‘LLION IN GRANTS FOR HIV/AIDS CARE

ala today announced $17.5 million in -
ts throughlthe Ryan White CARE Act
ith and families and others living
irectly adgress HIV/AIDS in

ethnic mlnorlty communities,
ental servxces,

support services and

|

r-Title v of the Ryan White CARE
ergency) Act,
'dren, .Women,

the Coordinated Care

Youth and Families

F of the?ACt, the HIV/AIDS Dental
They bring to 49 the number

- The Part F program funded dental

coverlnggabout 47 percent of the

ensure that low~-income

have access to high

account for more than 54
Lnce the beginning of the

AIDS cases | reported among women.
cases among children under 13 are
percent are among Hlspanlcs.

@o21
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easmngly becoming a disease of people
orities -- people who often do not
‘treatment,” said Surgeon General

i
‘ , |

“Improving access HIV/AIDS care is essential and a key

objective of the Ryan W ZARE Act programs,” said Claude Earl
Fox, M.D., Administrat the Health Resources and Services
Administration, the HH that oversees the CARE Act. Nearly
80 percent of clients .§ rough the Title IV program in 1996
were from racial and e

“The AIDS epidemic
of color, of the young
have access to quallty
Dr. David Satcher.

The Department ha rking within its HIV/AIDS programs to
develop a focused resp: he changing demographics of the
epidemic and the specia erns which these changes present. Last
February, President Cli %‘punced a six-point initiative to help
close the health gap be cial and ethni¢ minorities and non-
minority Americans. Thi '
HIV/AIDS. :

working WIth the Congressional Black

In addition, HHS \
5%»alogue with mlnorzty community

Caucus to expand its o
leaders, community repre
sustained and coordina e
ongoing HIV/AIDS crisi ﬁggmmunltles of color. Particular issues
of concern have been t edito mobilize effective prevention
efforts in minority comm and bringiabout equal benefits for
minority populations fror able theraples. HHS is developing a
set of immediate strat: onses to support essential
infrastructure capacit these communltles.

any des;gned to increase the
treatment services, support
rastructure, and expand research
thnlc minorlty communities. 1In

855 the Department is committed to
nvestment in future years.

]

Today/s awards ar
availability of preven
community-based outreas
opportunities in racia
addition to resources-
sustaining and expandi

-

In recognition of’
organizations and relig
HIV/AIDS and providin
be investing an additior
resources to enable thes
HIV/AIDS crisis. Thes
Minority AIDS Council -an

”partnerships‘with the National
tongress of National Black Churches:
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‘ the Congress of National Black
riety’ of HIV/AIDS education and
‘black churches. The Department’s

- Substance Abuse and Mental Health
AMHSA) and ithe NIH Office of Research
laboratmg lon this project;

p

m HRSA to the National Mmorlty AIDS
texisting agreement, for technical
unity-based organizations so that

A $225,000 initiat:
Churches to mobili;
outreach projects:
Office of Minorit:
Services Administ
on Minority Healt

An additional $10
Council, as part o
assistance to min
they can better c«
with HIV/AIDS. T
and private sources

An investment of §

a strategic plan t . ‘
activities with specificicomponents geared to racial and ethnic

minorities. :

Note: HHS press releases: available orfx the World Wide Web at:
http://www.hhs.gov. ' |

: |
Title IV FY 1998 New Grant Aw f v
Grantee ’ Award
Albany Medical College, Albany, 1 $250,000
Maricopa Integrated Health Systems nix, Ariz. P 252,000
Methodist Healthcare - Memphis Ho emphis, Tenn. | - 277,400
Metropolitan Low Income Housin ton, N.C. i 378,894
University of Florida, Jacksonville" : a o ; 242,194

s Vegas, Nevada 250,000

$1,650,488

ido

2

3


http:Congr.ss
http:http://www.hhs.gov
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Title IV.FY 1998
Competing Contmuahon Awards

;f $1,647,692
! 537,000
S ! : 405,443
Public Health Foundation Enterpns ’ Angeles, Calif. ’ 950,000.
Research Foundation of SUNY, B‘” ok o : 1,447,000
The Family Center, Inc., New York ' f . - 494,743
University of Colorado Health Scxen «Denver, Colo. 532,000
" University of South Florida, Tampa, g i 880,000
University of Texas Southwestern M ier atDallas, | ‘ 872,714
 Dallas, Texas ‘ ' !
j 720,000
| ,
| $ 8,486,592
" Total $10,137,080
| !
HIV/AIDS Dental Reimbursement :
Grantee i ‘ Award
University of Alabama School ofDenn hi ngham, Ala. " $ 23,769
University of Southern California School Dentstry, Los Angeles, Calif. $330,552
University of California, San Pmnczéco San'‘Erancisco, Calif i $154,087
Highland General Hospital, Oaldand, | $159,964
King/Drew Medical Center, Los Ange $160,583
University of Cafifornia Los Angeles Sch $102,709
University of the Pacific, San Francis $ 69,908
Loma Linda University, Loma Linda, : g . 893
University of Colorado School of Denti olo. ; - 4,937
Childrens Hospital, Denver, Colo. ‘ $ 10,492

University of Connecticut Health Ccntc ] : gtoh, Conn. $£107,906

Yale New Haven Hospital, New Haven: al $159,889

Saint Francis Hospital, Hartford, Co $ 33,656
Washington Hospital Center, Washin R < $115,459
Childrens National Medical Center; Washington“D.C. . $ 65,980
Howird University School of Dentsty on, D.C. f $ 36,571
. University of Miami/Jackson Mcmcn spitalyMiami, Fla. ‘ - . $251,882
Dade County Dental Research Clinic, MiamiEla i - | $ 16,543

University of Florida School of Denti ., Fla. ! $ 47,287
$ 48,058

Medical College of Georgia. Augusta,
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Umversmy of IOwa College of Den K $ 17
Northwestern University Dental Schoo : $247,613
University of Illinois, Chicago, Il . $ 73,0586
University of Louisville School of Dentist ; $ 46,620
University of Kentucky College of Deﬁ"ﬁ:&f”’! ! $ 9,072
Louisiana State University School 6fD. : - $125,165
Boston University Goldman School ! $351,143
Boston Medical Center, Boston, Mass i - $125,767
Tufts University School of Dental Medic; ' © 8225782
Beth Israel Deaconess, Boston, Mas i i $ 3,460
Harvard School of Dental Medicine, Bést $ 20,881
: $ 33,678

! $ 55,457
! $ 52,593

| - § 56,791

; $ 10,250

‘ $ 36,903

; $ 24,235

i $ 7,878

1 * '$ 3,143

University of Mnsstssxppl Jacksorl,.,beﬁssi’g}% $ 10,143
University of North Carolina, Chapel Hill $ 42,371
Wake Forest/Bowman-Gray, Winstan-S . $ 3,578
University of Nebraska, Omaha, Neb.’ ? $ 5,064
UMD New Jersey, Newark, N.J. i $248,728
St. Joseph's Hospital & Medical Centc f $ 60,368
Hackensack University Medical Cente; | $ 23,149
St. Mary's Hospital of Brooklyn, B $343,512
Saint Barnabas Hospital, Bronx, N 1 . $126,386
Lutheran Medical Center, Brooklyn;: N h : . | - $254,647
Woodhull Medicine & Medical Hmlth &ggr yn, N.Y. $264,206
Montefiore Medical Center, Bronx, N-Y? ‘ $185,576
Interfaith Medical Center, Brooklyn, N R $£175,800
Kings County Hospital Center, Brooklyr ‘ $223,914
Coney Island Hospital, Brooklyn, L ; $129,720
Bronx-Lebanon Hospital Center, Bron: [ $ 92,383
Brooklyn Hospital Center, Brooklyn; : $ 57,816
Columbia University, New York, N. i § 72,019
Our Lady of Mercy Medical Ccntcr Br $ 82,101

New York University Kriser Denu;try ter New:York, N.Y. | -  $132,349 .

Morrisania D&TC, Bronx, N.Y. : f $ 99,661
University of Rochester, Strong M ochester, N.Y | $ 70,229
North Central Bronx, Bronx, N.Y. : $ 35,288
Eric County Medical Center, Buffalg; N’ | $ 68,459

; $ 89,483

Segundo Ruiz Belvis/Lincoln Hospital
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Office of the Msistani Secretary .
far Public Affairs -

Washington, D.C. 20201 -

I Prepared Videotaped Statement of
o ' Donna E. Shalala; Secretary
U.S. Department of Health and Human Services
“to the Congressional Black Caucus Health Bramtrust Town Hall Meeting on
HIV/AIDS and the Afrxcan-Amer}man Commumty
September 17, 1998

Good morning.

“\

I regret that I'm unable to be with you in person. Butl am certainly there in

And I am there in sohdanty with your efforts, your energy, and your call to action
on the severe and ongomg crisis of HIV/AIDS in thc African-American community.

~ This is an emergency in many communmes o{ color.

history.

You’ve chosen 1o hold this town hall meetinglon a notable day in American

!

i

Today -- September 17th-- is a day of milesiénes — and miles toAg,d.

l
t

On thls day in 1787, the US (,onstxtunon was|approved -- but with three clauses

protecting slavery

On this day in 1861, the first day school for fx;eédmcn was founded -- but almoéi a

century would pass before Brown versus Board of Education.

And on this day, today, we can celebrate living in a nation with the best health

care in the world -- but not for everyone.

\ B

Because our nation continues to suffer from persxste:nt and unforgwable racial

health disparities.

-4

The HIV/AIDS epldcrmc among African Amiencans is Exhlblt A.

l

On behalf of the entire Ckn{on-Gore Admmxstranon I apprcmate what the
Congressional Black Caucus is doing to sound the alarm about this deadly epldemlc

Working together, we’ve made real progress
all of the nation.

on critical issues for all of us -- and
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Together, we’ve fought racism, advanced racial diversity and pursued greater
unity. ’ -
. I: . )
Together, we've given our nation a new Surgeon General — Dr. David Satcher —
who has the wisdom, heart and courage to improve the health status of all Americans.

Together, we’ve stepped up the fight against I-{:IV/AIDS, with an 86 percent

~ increase of overall funding for AIDS-related programs since 1993.

I

And together, we’ve devoted a substantial portion of our federal AIDS dollars to
serve racial and ethnic minorities. ' .

63 percent of participants in AIDS clinical trizils sponsored by our National
Institutes of Health are minorities - 40 percent are African—American

And 42 percem of our clients served by Title 1 of the Ryan White Act are African-
Americans. :

Last month, we released 17.5 million dollars i{ln Ryan White grants targeted to
address HIV/AIDS in underserved areas and racial and ethnic minority communities.

Today, I am pleased to announce an additional 4.9 million dol lars in end-of-the-
year funds that will be devoted 10 HIWAIDS related services.

These funds will be directed through commur}ity health ccnters and organiiations,
state and local health departments, and through Healthy Start to help-one million African-
American women of childbearing age. |

’ . i

These are important steps.

But like the other historic milestones of Sepu:émber 17th, wé still have miles to go
before we close the racial divides in our nation and dur health.

We certainly haven’t done enough to fight the HIV/AIDS epidemic in the African

American commumty ;

Not when more than four out of 10 new AIDS cases strike African Americans.
1

Not when six out of 10 new AIDS cases amc:)ng women strike African American

- women. - | |

~ And not when the decline in AIDS deaths in our nation is much smaller among
African Americans than whites. ‘

) “0 . i
This is not only a crisis for African Amenca;ns.

|
!
i

LARUTE
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Itis a crisis for all Americans. For all cbmmmitics. - For all children. - For all of
our futures. ' ' ‘ ' s

Every American must know about it. . And no American should stand for it.

The Congressional Black Caucus is right to hold our feet to the fire.

- Earlier this year, the Caucus challenged the Clinton Administration to escalate our
fight against HIV/AIDS amongminon'lies. ‘

~And for the past several months we’ve been’ dxscussmg with Chairwoman Waters
and the Caucus thc bcst ways to do that.

Today, | have a 'brlef staius report. A i
‘ i ,
Rught now, the Department of Health and Hur?an Services, in conjunction with
thc CBC, is developing better strategies to better target our current resources in response

1o the HIV/AIDS cpldemnc in the Afncan American c}ommumty

Where possﬂ:-le we will buxld up our resources and tools — frorn education to
prevention to treaiment and support

And we are well on the path toward an agreenllent w1th the Caucus that will seta
new course in our fight.

We hope to make a formal announcement abdut this riew effort soon.

We especially need the Congressxonal Black Cauc..us to help us to make this
happen. - , |

We appreciate the ieadershxp of Chairwoman Maxine Waters and Congressman
Louis Stokes. ‘

A

_ They have been clear, consistent and committed voices in this fight fora very
long Limc, : ~

Their determination, dedication and dlhgence has hclped to educate all Amencans
about HIV/AIDS. ~ |

And tlieif'leadé:rship in Congress has helped}to direct more federal resources to
this fighting HIV/AIDS in the African-American community.

More than ever, we need their lc':adership to !take this fight to a new level and to '
win it.’ . '
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Finally, I want to thank every member of the Céngréssional Black Caucus Health
Braintrust, as well as the many HIV/AIDS activists and health care providers who are
here for this forum.

i
i

Your strong, clear voice has raised public awareness about the devastation of
HIV/AIDS in the African-American community. f

On this day -- September 17th, the day the US ;‘Cbnstitution was approved -- let us
rededicate our quest to fulfill its promise. ;

If we are going to form a more perfect union ... establish justice ... insure

domestic tranquility and promote the general welfare, then we must secure the blessings -
- not only of liberty -- but of good health for every American.

Thank you.
S

{
:
i
i
i
)
i
1
!
:
:

H
)
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U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES

: < _ (
FOR IMMEDIATE RELEASE | Contact: HHS Press Office
Thursday, Sept. 17, 1998 (202) 690-6343
FEDERAL HEALTH AGENCY ANNOUNCES ADDITIONAL FY 1998 FUNDS TO
ADDRESS HIV/AIDS AMONG RACIAL AND ETHNIC MINORITIES

|

The U.S. Department of Health and Human Services announced today that an additional $4.9
million is being directed to supplement existing FY 1998 departmental efforts to address HIV/AIDS
prevention and outreach services in racial and ethnic minority communities.

The funding will be used to support a variety of programs aimed at reducing the spread of
HIV/AIDS in minority communities, including community-based prevention services, targeted

- HIV/AIDS outreach services for African-American women already in a federally sponsored prenatal
care program, and a2 model program in Los Angeles County that integrates, HIV/AIDS-related health,
substance abuse and other services for racial and ethnic minorities.

“I am pleased to be able to announce these new grants as part of our continuing response to
the growing HIV/AIDS crisis in communities of color,” Secretary Donna E. Shalala said. “HIV/AIDS
is becoming more prevalent in racial and ethnic minority communities, especially among African-
Americans and Hispanics. This is a severe, ongomg crisis that calls fcr a long-term response that is
comprehensive and sustained.” ; : ‘

The bulk of the resources is coming from the Centers for Disease Control and Prevention
which is providing $3 million in fiscal 1998 funds for this effort including: '

o $2.1 millionto support 30 community-based organizations providing high-priority HIV
prevention services in Affican-American and Latino commumtxes :

e $900,000 for'three state and city health departments to increase access to prevention services
for HIV-infected individuals, cspeaally African-Americans and Latinos, to prevent further
spread of the disease. :

., _ 3 *
" The remaining $1,875,000 of the funding is being proJ'ided by the Health Resources and.

Services Administration, and will be used in the following ways:

e $950,000 for HIV/AIDS outreach activities targeted to African-American women of
childbearing age through the Healthy Start program;

- More - }
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l
.o $790,000 to bolster HIV/AIDS related activities avaﬂable through commumty health centers,
and in public housing programs serving low-income, medically underserved people; and
 $135,000 for a Los Angeles County project that could serve as a national model for targeting
the African-American community through linking health care, mental health, substance abuse
treatment and other critical HTV/AIDS services. | '
i
HHS has been working with the Congressxonal Black Caucus to expand its ongoing dialogue
with minority community leaders, community representanves and AIDS activists to develop a
sustained and coordinated strategy to respond to the severe and ongomg HIV/AIDS crisis in
commiinities of color. Particular issues of concern have been the need to mobilize effective prevention
. efforts in minority communities and bring about equal beneﬁts for minority populations from svailable
therapies. HHS is developing a set of immediate strategic responses to support essential infrastructure
capacity within these communities. An announcement on these targeted strategies is expected soon.
Under the Clinton Administration, HHS has mcreased overall funding for HIVIAIDS related
programs by 86 percent, and stepped up its commitment to Iaddressmg the HIV/AH)S concemms of

racial and ethnic mmomy comumunities.

- Already, a substantial pomon of federal dollars are semng racial and ethnic minority
populatmns For example, 63 percent of participants in NTH-sponsored AIDS clinical trials are
, minorities, of whom 40 percent are African-Americans and more than 20 percent are Hispanic. Also,
some 80 percent of chents of Title IV of the Ryan White CARE Act are racml and ethnic minorities.

Earlier this year, the Clinton Administration unvelled the Imtlanve to Eliminate Racial and
Ethnic Disparities in Health. This $400 million initiative over five years gives special attention and
resources to closmg the gaps between African-Americans and other racial and ethnic minorities and
white Americans in terms of HIV/AIDS and several other major 1llnesses The goal is to close these "
gaps by the year 2010. |

‘| .

Note: Fact Sheets are available on HIV/AIDS and the African-American and Hispanic populations.

HHS press releases are available on the World Wide Web at: . http://www.hhs.gov.
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Impact of HIV/AIDS on Hlspamcs in the United States

|

n

Hispanics in the United States include a diverse mlxture of ethnic groups and cultures.
With more than 25 million Hispanics, the United States has the fifth largest Hispanic
population in the world, following Mexico, Spain, Argentina, and Colombia. Although
Hispanics represent an estimated 10% of the total U.S. population, they account for 18%
of the 641,086 AIDS cases reported in the United States through December 1997.

I
In 1997, 60,634 new AIDS cases were reported to CDC. Of these, 12,466 (21 %) occurred
among Hispanics. The AIDS incidence rate (the number of new cases of a disease that
occurs during a specific time period) among Hispanics was 37.7 per 100,000 population
in 1997, almost 4 times the rate for whites (10.4 per 100,000) and aimcast half the rate of
African Americans (83.7 per 100,000 population).
A recent CDC study examined data from the 25 states” that had integrated HIV and
AIDS surveillance from January 1994 through June 1997. This study showed that HIV
diagnoses increased 10% among Hispanics between 1995 and 1996 {the most recent year
for which overall trends can be examined). However, the number of cases reported
among Hispanics was relatively small, since rnany states with large Hispanic
populations have not -
implemented integrated HIV
and AIDS reporting and were
not included in the study. At Whites, 2%
the same time, HIV diagnoses Afrlcan Americans. 3%
declined slightly among African '
Americans (-3%) and among

Hispanics, +10%

whites (-2%) in these states, Of -10 .’ 0 10
the ?,200 young people ages 13- « Alabwrat Artzona, Aarsas, Coborso, oo, bodiana, Loxlaca, Mictigr, Misnasct. Misaiazige, Easodtl

. Ngvady, Naw Jornwy, Nort Carolng, Nort Do, Onio, Odahomg, Jonth Carofra, Sevin Dokota, Tenfeasan, Wiah,
24 years who were diagnosed Waia W g, v, wromng

with HIV from January 1994 to :
June 1997, 5% were Hispanic. ‘ !

1
H

*Alabama, Arizona, Arkansas, Colorado, Idaho, Indiana, Lolisiana, Michigan, Minnesota, Mississippi,
Missouri, Nevada, New Jersey, North Carolina, North Dakota, Ohio, Okiahoma, South Carolina, South
Dakota, Tennessee, Utah, Virginia, West Virginia, Wisconsin, Wyeming
. ’ L {
!
-1
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Historical Trends in HIV and AIDS Cases
Most HIV and AIDS cases reported to date among Hlspamcs have been among men,
although the proportion of cases among women is nsmg Among Hispanic men, the
majority of reported cases have been among gay and bisexual men and injection drug
users. Among Hispanic women, most cases have been the result of heterosexual
exposures, although drug use also plays a major role in the spread of infection to
women. A large proportion of Hispanic women were infected through injection drug
use or by having sex with an injection drug user. To reduce the toll of the epidemic
among Hispanic men, women, and children, preventlon programs must address the
intersection of qcxual and drug-related risks.

CDC’s HIV Prevention Efforts Targeting Hisi)anic Populations
A !

Since early in the HIV/ AIDS epidemic, CDC recognized that Hispanic populations
were being disproportionately affected and took a number of steps to better target HIV
prevention efforts in these comrnumhes The fo]lowmg is a brief overview of some of
those activities. . , ’

» CDC currently provides $253 million in funding to state and local health
departments for HIV prevention programs. Since December 1993, CDC has funded
a process designed to put more of the decisions about how these prevention funds
are directed in the hands of the communities affected. Under this process, HIV
Prevention Community Planning, health departmentq are required to establish
priorities in conjunction with a planning group that brings together health
department staff, representatives of affected populatmns, epidemiologists,
behavioral scientists, service providers, and other ‘community members to identify
prevention needs and interventions to meet these] needs. This process helps ensure
that HIV prevention efforts are locally relevant and address the unique epidemic
and prevention needs of each community.

i

CDC has conducted several recent assessments to determine what proportion of
these funds are used to reach minority populanons ‘While not all programs are
targeted by race (some, for example, target high-risk communities such as injection
‘drug users or people being treated in STD clinics, which include individuals from
multiple races), it is clear that a significant proportion of funding for major
programs, such as counseling and testing and risk-reduction programs, are targeted
to Hispanics. Of programs identified as specifically targeting a racial/ ethnic group
(representing $143 million), 22% of funds ($31:4 million) target H1spamcs

o CDC also directly funds minority and other commumty -based organizations to
design and implement HIV prevention programs that are highly targeted to high-
risk individuals within racial and ethnic minority populations. Many serve gay and

! .
2. i

-
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bisexual men of color or ln]ectkon drug users as theu' primary focus. ‘CDC currently
provides $18 million to fund 94 community-based orgam/ahons through this
program. Sixty-four of these organizations direct their programs to Hlspamcs CDC
recently announced the availability of an addmonal $4 million in fiscal year 1998 for
community-based organizations for HIV preventmn activities directed to African-
American and Hispanic populauons , §

¢ CDC funds a $9.5 million program to assist National and Regional Minority
Organizations in building capacity to deliver HIV| prevention programs and services
within minority communities. Of these 22 organizations, 8 exclusively serve
Latino/Latina populations and 3 others serve several minority populations
including Latino/ Latinas. , ﬁ J

. Addmonally, CDC conducts a number of behawo’ral research projects aimed at
reducing HIV infection in the Hispanic commumty

» The People of Color [nitiative, designed to reduce the dlsproportlonate spread of
HIV/ AIDS among minority populations, will }develop, strengthen, support, and,
as needed, redesign HIV prevenhon strategies targeting racial and ethnic

' minority communities. f '

» The Women and Infants Demonstration Project is a commumty-kvel behavioral -
intervention rescarch project targeting young women ages 15 to 34, most of
whom are members of racial/ethnic minority| populations. This project is

- designed to improve understanding of factors influencing women's behavior
changes regarding condom and contraceptive use and to 1mprove the
development and delivery of interventions.

» The Prevention of HIV quecnon in Youth at Risk project focuses primarily on young
men of color. This program is developing and evaluating approaches to
encourage young African-American and Hislioanic men who have sex with men
to reduce behaviors that put them at risk for HIV.

]

Bu11dmg Better Prevention Programs for Hlspamcs

While race and ethnicity alone are not risk factors f?r HIV infection, underlying social
and economic conditions (such as language or cultural diversity, higher rates of poverty
and substance abuse, or limited access to health care) may increase the risk for infection
in some H15pamc-Amer1can communmes RIS

b

: f

In addition to addressing these underlying COI‘ldlthI’LS, improved prevention efforts for
Hispanics will require focusing on several key cha%lengee To reduce the risk of
infection for Hispanic women, efforts to prevent drug use and HIV must be better
integrated. And to adequately address the prevenluon needs of Hispanic gay and
bisexual men, homophobia must be confronted on a national, societal. and community

»

3. |
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level. anaily, we must apply. lessons lgarned in designing gcultur.alvkyappropnate‘
prevention efforts to developing effective programs for cornmunities not yet effectively

reached. Despite successes to date, this epidemic is far from over. Aslong as we

continue to see preventable infections occur each year, we can and must do better.:

|
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Cr1t1ca1 Need to Pay Attention tfo HIV Preventlon
| for Afncan Americans
?
Inthe Umted States, African Americans have been dlsproporhonately affected by HIV
and AIDS. Through December 1997, CDC had recuved reports of 230,029 cases of AIDS

among African Americans. Although that is 36% of t'he 641,086 cases reported, Afncan
Americans represent only an estimated 13% of the to{tal U.S. population. '

Researchers es‘amate that 240, 000—325 000 African Ar!nerxcans are mfected with HIV
Approximately 1 in 50 African-American men and 1| Em 160 African-American women

~ are believed to be infected with HIV. Of those infected with HIV, it is estimated that
93,000 African Amencans are 11v1ng with AIDS.. J{ -
In 1997 more African Americans were reported W1th AIDS than any other rac1a1 /ethnic
group. Of the total AIDS cases reported that year, 4{5% (27.075) were reported among
African Americans, 33% (20,197) were reported among whites, and 21% (12,466) were
reported among Hispanics. Among women and chﬂdren with AIDS, African
Americans have been especially affected, representmg 60% of all women reported with .
AlDS in 1997 and 62% of reported pediatric AIDS cases for 1997.

Proportion of AIDS Cases by RaceiEthmcity and
Year of Report, 1985-1997 Umted States
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HIV Data Show These Trends Are Continuing

HIV data from a recent CDC study comparing HIV and AIDS dlagnoses in 25 states
with integrated reporting systems, provide a much clearer picture of recent shifts in the
epidemic, with a larger percentage of HIV than AIDS !cases diagnosed among African
Americans, especially women. During the period from January 1994 through June 1997,
African Americans represented 45% of all AIDS diagnoses, but 57% of all HIV

diagnoses. Among young people (ages 13 to 24), 63% of the HIV d1agnoses were
among African Americans. :

CDC's HIV Prevention Efforts Targeting Afriican Americans

The disproportignate impact of HIV/AIDS on African Americans underscores the
importance of increasing prevention efforts in this community. HIV prevention efforts
must take into account cultural issues, as well as social and economic factors - such as
poverty, underemployment, and poor access to the health care systemn - that impact
many U.S. minority communities. For over a decade, CDC has worked closely with
national-, regional-, and community-based organizations to design and implement HIV
prevention efforts directed to African Americans. Cleéarly, the most effective programs .
are those designed and implemented by the Afrlcan—Arnencan community itself.

CDC is currently supporting, directly or indirectly, h}mdreds of community-based
organizations across the United States to implement programs and provide HIV
prevention services to the African-American community. Programs focus on a wide
range of activities, including risk-reduction counseling, street and community outreach,
prevention case management services, and cfforts to help individuals at risk gain access
to HIV testing and treatment and related services. |

Additionally, to help establish greater capac1ty within the African-American
community to provide HIV prevention services, CDC has instituted a program to assist
national and community-based organizations servmg these communities in building the
infrastructure needed to deliver HIV testing, counseling, health care, and support
services. And because of the critical role the faith community plays in mobilizing
comumunity leaders and in reaching and serving the community at large, CDC
established a collaboration with the faith corrunumty in 1987 as part of multi-sectoral
program to encourage positive response to, and participation in, HIV prevention.
While the effort began modestly, with direct fundmg to faith organizations of roughly

. $100,000 the first year, the program had grown to $500,000 annually by 1994 and to the
current funding level of $900,000 in 1997. Roughly half of this initiative currently
targets the African-American faith commum’cy b

”

|
'CDC has several major initiatives and numerous research projects de51gned to reach the
African-American community including: - |

. ;
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» CDC currently provides $253 million in funding to state and local health
departrnents for HIV prevention programs. Since December 1993, CDC has funded
a process designed to put more of the decisions about how these prevention funds
are directed in the hands of the communities affected. Under this process, HIV
Prevention Community Planning, health departments are required to establish
priorities in conjunction with a planning group that brings together health
department staff, representatives of affected populations, epidemiologists,
behavioral scientists, service providers, and other commumty members to id en‘afy
prevention needs and interventions to meet these needs

~ ~ This process helps ensure that HIV prevention efforts are locally relevant and
address the unique epidemic and prevention needs of each community.

CDC has conducted several recent assessments to determine what proportion of
these funds are used to reach minority populations. While not all programs are
targeted by race (some, for example, target high-risk communities such as injection
- drug users or pe0ple being treated in STD clinics, which include individuals from
multiple races), it is clear that a significant pr0port10n of funding for major
programs, such as counseling and testing and r:el§ reduction programs, are targeted
to African Americans. Of programs identified as specifically targeting a
racial/ ethnic group (representing $143 million), 36% of programs ($52 million)

target African Americans. By comparison, 36% target Caucasians, and 22% target
Hispanics. E ;

o CDC also directly funds minority and other commumtywbased organizations to
design and implement HIV prevention programs that are highly targeted to high-
risk individuals within racial and ethnic minority populations. Many serve gay and
bisexual men of color or injection drug users as their primary focus. CDC currently
provides $18 million to fund 94 community-based organizations through this -

program. Seventy-one (76% ) of these orgamzatlons direct their programs to African
Americans.

+ CDC funds a $9 million program to assist Nanonal and Regional Minority
Organizations in building capacity to deliver HIV prevention programs and services
within these communities. Of these, many orgamzatlons directly scrve the African-
American community. Organizations supported through this initiative include the
National Organization of Black County Health Officials ($450,000), the National
Minority AIDS Council ($455,000), the Association of Black Psychologists ($320,000),
the National AIDS Minority Information and Educatmn Program ($291,000), and the
National Council of Negro Women ($451,000). |

o Last year, to further evaluate the current capac1ty of community-based
organizations serving minority organizations, CDC funded the Harlem AIDS
Directors ($400,000) to conduct an assessment to identify unmet needs.

|
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» Additionally, CDC conducts numerous behavioral research projects aimed at
reducing HIV infection in the African-American commumty For example, the
prevention of HIV in Women and Infants Project is 2 community-level behavioral
intervention research project targeting young women ages 15-34. The project is
designed to improve the understanding of factors 1nﬂuenc1ng women's behavior
changes regarding condom and contraceptive use and to improve the development
and delivery of prevention interventions. Another: cxample is the Young African-
American Men's Study. This study is a 2-year formative study to prevent
HIV/ AIDS in young African-American men. Datajare bemg collected in Chicago
and Atlanta through interviews, observations, and group discussions with
community leaders, health care providers, and young men who have sex with men.
In addition to these examnples, there are numerous 'rescarch projects designed to
better understand risk behaviors and design effective interventions for African

Americans at highest risk for HIV infection, mcludmg injection drug users, women
who arc partners of injection drug users, mdlvzdual:, with high rates of STDs, and
young gay and bisexual men of color. :

There is no queshon that as long as the epidemic continues to spread in the African-
American community, these programs must continue, and even more must be done. It
is also clear that the public sector alone can not successfully combat HIV and AIDS in
the African-American community. Overcoming the current barriers to HIV prevention
and treatment in this community requires that leaders in the community acknowledge
the severity of the continuing epxdermc among African Americans and play an even
greater role in combating HIV/ AIDS i in their own commumty =

i
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PRESIDENT CLINTON DECLARES HIV/AIDS IN RACIAL AND ETHNIC MINORITY
COMMUNITIES TO BE A "SEVERE AND ONGOING HEALTH CARE CRISIS" AND
UNVEILS NEW INITIATIVE TO ADDRESS THIS PROBLEM
October 28, 1998 .
\ !
Today, the President will declare HIV/AIDS in racial an(i ethnic minority communities to be a
"severe and ongoing health care crisis" and will unveil a series of initiatives that invest $156 million to
address this urgent problem. Citing the chromc and Ovem'helmmgly disproportionate burden of HIV/AIDS
on minorities, the President will outline a new comprehensive 1n1t1at1ve that includes unprecedented efforts
to improve the nation’s effectiveness in preventing and treating HIV/AIDS in the African-American and
Hispanic communities. The President will also highlight other important increases to fight HIV/AIDS in the -
budget as well as new funding for his initiative to address racial health disparities for a range of dlseases,
mcludmg HIV/AIDS. ;
{
HIV/AIDS in the minority community is a "severe and ongoing health care crisis." While overall AIDS
deaths have declined for two years in a row, AIDS remains the le'ading killer of African American men age
25-44 and the second leading killer of African American women in the same age group. African Americans
comprise more than 40 percent of all new HIV/AIDS cases, and African-American women make up 60
percent of female cases. Hispanics represent over 20 percent of new HIV/AIDS cases and only about 10
percent of the population. This is also a critical concern in Asian ‘American communities, as well as Native
American communities, where many are high risk and hard to reach.
Historic initiatives invest $156 million for HIV/AIDS prevention and treatment in the minority
community. During the recent budget negotlatmns the Clinton Administration and the Congressional
Black Caucus fought successfully to secure a major commitment of funds to address the urgent problem of
HIV/AIDS among minorities through-new prevention efforts, npproved access to HIV/AIDS drug
treatments, and training for health professionals who treat this disease. Over two-thirds of this funding is
from new resources appropriated through the Omnibus Appropriations Act. The rest will be dedicated
from the Department of Health and Human Services’ budget. - |
- Crisis response teams. HHS will make availablé Crisis Response Teams to a number of
highly affected areas. These teams of public health and HIV prevention and treatment
experts, doctors, nurses, and epidemiologists -- from a range of agencies including the
Substance Abuse and Mental Health Services Administration, the Health Resources and
Services Administration, the Centers for Disease Control and Prevention -- will help assess
* existing prevention and treatment services for racial and ethnic minorities and develop
innovative, effective strategies that best meet the needs of these communities. ' This effort
will take place within a period of several weeks aftcr a request for a crisis response team is
received.

- Enhanced HIV/AIDS prevention efforts in raci%al and ethnic minority communities.
These funds will be used for HIV prevention purposes at the Centers for Disease Control . -
such as grants for minority, community-based organizations to work with local health
clinics, make testing and counseling available, conduct community workshops, and develop
HIV and substance abuse prevention programs on the campuses of Historically Black
Colleges and Universities and in institutions of higher learning that predominantly serve
Hispanics. The funding also will help prov1de comprehenswe substance abuse treatment .
programs for African American and Hlspamc women with or at risk for HIV/AIDS and
their children. !



i

-~ Reducing disparities in treatment and health outcomes for minorities with HIV/AIDS.
Studies show that African Americans and Hispanics are much less likely to receive
treatments that meet federally recommended treatment guidelines. This new funding, which
supplements the already large increase in the Ryan White program, will help minorities get
access to cutting-edge HIV/AIDS drug treatments as well as the range of primary health
services needed to treat this disease. Funds also will be used to educate health care
providers who treat largcly mmtmty populatmns on treatment guidelines for HIV/AIDS

Unprecedented Increases in Effective HIV/AIDS Treatment, Prevention, and Research Programs.
Substantial and critical funding increases in a wide range of effective HIV/AIDS programs, include:

- An historic $262 million increase in the Ryan White Care Act, which provides primary
HIV health care services, treatments, and training for health care professionals on HIV.
treatment guidelines. The treatment funding in this investment includes a more than 60
percent increase for the AIDS drug assistance program that provides protease inhibitors and
other life-saving HIV/AIDS treatments to those who cannot afford the cost, which can run
as high as $20 OOanear - , :

-- A 12 percent increase for HIVIAIDS researchat NIH, In FY 1999, research on
HIV/AIDS at-the National Institutes of Health (NIH) will total $1.8 billion, a 12 percent
increase. This increase will enhance both basic research to further our understanding of the
HIV virus as well as applied research that includes clinical testing of new HIV/AIDS
pharmacologlcal therapies. |

A Commitment to Eliminate Racial Health Disparities. Minbrities suffer from a number of critical
diseases, mcludmg HIV/AIDS, at higher rates than white Amerlcans Hispanics are more than four times
as likely to get HIV/AIDS than whites, while African Amencans are more than eight times as likely. The
Congress has taken a first step in investing in the President’s proposal to address racial health disparities
by funding $65 million of this initiative. Congress partially funded the proposed grants for communities
~ to develop new strategies to address these disparities and for increases in other critical public health
programs, such as heart disease and diabetes prevention at CDC that have shown promlse in attacking
these disparities. - |

t

, | '
. Calling on Congress to Pass an Unfinished Agenda for Pe0ple With HIV/AIDS.

-- A Patients’ Bill of Rights. The President and Vlce President have repeatedly urged the
Congress to pass a strong, enforceable Patients’ Bﬂl of Rights that contains critical
protections for people with HIV/AIDS, including access to specialists and continuity of care
to prevent abrupt changes in critical treatment when an employer changes health plans.

-- A Work Incentives Bill for People with Disabilities. Congress also failed to pass the
bipartisan Jeffords-Kennedy bill that would have enabled people with disabilities and other
disabling conditions, such as HIV/AIDS, to return or to remain at work by expanding
options to buy into Medicaid and Medicare and by offering other pro-work initiatives. This
bill was on the list of top Administration prioritie;s in the final budget negotiations.
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