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2/16/00

RYAN WHITE CARE ACT
Specs (DRAFT)

Cross Title

1) Allow CARE Act providers to use CARE Act funds for early intervention services. Expand the
flexibility of service parameters for grantees and service providers to include HIV early intervention activities to
support early diagnoses and linkages into care among populations at high risk from HIV which are accessing
other services.

Allow funds to be used for early intervention services, Expand use of funds to include early intervention
services, as defined in section 2651(b)(2), in Titles I and II. HRSA wauld limit the use of Ryan White funds for
carly intervention services to only those pravider sites serving as key poinis of entry to Ryan White services as
established as condition of award (see Recommendation #2) or current Ryan White funded medical sites, Tn
addition, these sites would be required to demonstrate other federal, state, or local funds are unavailable to
support these early intervention services; essentially camplying with payer of last resort requirements. (see
NASTAD recommmendation under Title 1)

2 )Provide resources for quality management.
Creates a separate 5% cap [or Quality management activitics.

Incorporate quality management into all CARE Act services.
NORA

Require grantees (and grantees to requirc providers, as applicable), across all Titles, including ADAP, through
the contracting process, to develop and implement a program of quality management, as specified by the
Administrator of HRSA, that includes assessments of performance as well as sirategies and programs that
improve performance. Arcas of assessment include: (a) quality of specific services; (b) determining the
effectiveness of efforts to bring into the care system individuals who know their HIV status but are nat in care,
and (c) for those in care, improving access, integration and coordination of services, and, therefore, their health
status.

3) Change administrative caps for Title III 10 percent. Redefine administrative cap for Title II at 10%;
providing limited exceptions for community-based organizatlions and academic health centers. (sec CAEAR
recommendation under Title TIT)

% 4) Ensure that health disparities are addressed in the planning process.
NORA, CAEAR

Direct the Secretary to ensure that mechanisms are in place at the federal department and agency level and at the
grantce and provider level to assess and address disparities in health oulcomes, with particular attention to those
dispanities related to gender and race/ethnicity. The Secretary should ensure that the mechanisms are
appropriate for prantees and providers to assess disparities among (heir local target populations and establish
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plans for addressing them Lhrough access to the full range of CARE Act-cligible services, including pnimary
care, supporlive services, and early intervention services. (NORA)

5) Standardize data evaluation and outcome measures. The Secretary, in consultation with cilies, states and
affecled communities, shall examine the feasibility of developing and implementing a process for the
development of standardized data evaluation and autcome oriented assessments for CARE Act funded programs
with input from representatives of grantces, consumers, planming councils, consortia, subcontractors and
administrative agents. This shall include directing the Sccretary to evaluate the utility, cost, and feasibility of
devcloping a widely available, clicnt-level, reporting system as a possible source of useful data. (NORA,
CAEAR)

¢ 0) Expand and clarify the Title I and 11 requirements that funds be spent in accordance with local
demographies. The set-aside requivement for proportionate allocations for infants, children, and women living

with AIDS should be expanded to include youth living with AIDS. Tn addition, the legislation must clarify
how the set-aside for children, youth and women is to be calculated, monitored and enforced. (APC)

7) Require linkages with key points of entry to the medical system.

Title [

¢ 1) Technical assistance for training of planning council members.
Direct HRSA to use funds from the technical assistance set - aside to provide technical assistance Lo Title 1
planning councils in their efforts to strengthen the available training for all people who serve on them. Plamning
councils work most effectively when their members are knowledgeable of and familiar with both internal and
exiemnal govemning and planning processes. (NORA)

2) Allow Tidle I and II funds to be used for early intervention services.
See “Cross Title"” Above

3) “Severity of Need” should be defined and count for more in Title I supplemental.
AIDS Action
Recommended Language (CAEAR) :

SEC. 2603, TYPE AND DISTRIBUTION OF GRANTS
(b) SUPPLEMENTAL GRANTS. B
(1) IN GENERAL .--

Add in paragraph (1) TN GENERAL .--

By FY 2003, the Secretary shall use an evaluation of the success of grantees n identifying health outcome

disparities and implementing strategies to address outcome disparities in determining Title I supplemental
awards.

SEC. 2603. TYPE AND DISTRIBUTION OF GRANTS
(b) SUPPLEMENTAL GRANTS. B
(2) DEFINITION.--
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(B) PREVALENCE. B
Add afier current (B) PREVALENCE language

By FY 2002, the Secrctary shall develop and implement criteria lor measuring severity ol nced that arc
slandard, equivalent and consistently applied across all Title I areas.

(C) PRIORITY.B

strike subparagraph and replace with:
“The Secrelary shall give the severity of need factors a weight of one third in determining Title | supplemental
grants beginning in FY 2001 and thereafter.”

Alternative Rec:

[n order to assess severe need a standardized definitions, which include co-morbid Factors, should be developed
and implemented. This severe need criteria should play a larger role, at lcast 33% of possible points, in the final
Title T supplemental award decisions. (AIDS Action)

Title II

1) Create a new Title IT supplemental for non-EMA states.

Create a new supplemental (unding portion of the Title Il base appropriation, to be supported with new funding,
not a redirection of existing resources, to enhance the availability of comprehensive health care services for
under served individuals living in cligible states that do not have principal Title 1 EMA grantees. (NORA)

¥ 2) Enhance States ability to coordinate HIV/AIDS health systems.

a) Institute consistent federal grant periods for Title T and II grantces to facilitate closer coordination of
programs, objectives and reporling requirements.

b) Streamline the planning processes by moving to a system of multi-year awards, biannual planning processes
and grant continuation cycles. This will reduce administrative burdens and overhead expenses, and help to
maximize resources available for client services. (NASTAD)

3) Increase the minimum Title 11 base award and eliminate case thresholds.
(NORA, NASTAD)

Increase in the minimum Title 1T base award to $500,000 and eliminate the case thresholds for those minimum
granis in order to support states that have severe infrastructure difficulties and may lack the necessary resources

to pay for antiretroviral therapies for eligible clients. (NORA)

x 4) Allow the use of ADAP funds for medical monitoring, medications adherence support, and laboratory
testing.

These services are key components of HIV treatment and should be considered allowable ADAP expenses at the
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discretion of individual stales in their planning and priority-setling processes. (NASTAD)

¥ 5) Reqnire HRSA to notify Title IT grantees when Title IIL, Title 1V, or SPNS programs are elapsing so
thal states can consider using Title IT funds to continue effective programs.

Title 11

1) Increase the Title TI1 administrative cap to 10 percent.
(CACGAR)

Other rec:

The administrative cap tor the directly funded Title III programs should be increased to 10 percent from their
current level of 7.5 pereent to correspond to the similar 10 percent cap on individual contractors in Title [.
(CAEAR)

2) Target special populations with recognized limited medical care capacity and infrastructure. The
Sccretary would give preference in the awarding of planning grants to organizations that are bascd in
minority communities and that have a history of serving minority populations.

¥ 3) Give grant-fu nding preference to non-EMA areas.

Additional language is needed under the Title III of the legislation to allow HRSA to give Title LI planning
grant-funding preference to non-EMA areas. This will allow for “preferential” rather than “equitable”
allocation of CARE Act resources to areas that are under served, especially rural areas.

Title IY

1) Remove the requirement that Title IV grantees enroll a “significant number” of patients in research
project.(APC)

Other Rec:

Title IV projects should no longer be required to enroll 4 “significant number” of clients into research protocols.
This requirement creates an improper incentive for health care providers to encourage their clients to enrol] in
experimental research protocols. Access to health carc under any part of the CARE Act should never be
contingent upon enrolling in rescarch. Title TV projects should continue to be required to provide education
about and access to HIV-related rescarch opportunities. Replace current language with:

“Title IV grantees should be evaluated on the requirement fo demonstrate appropriate linkages 1o research and
be required to document that access to research was offered lo women, infants, children, and adolescents and
report results.” (APC)

Drop significant enrollment requirement. Current law requires Title [V grantees projects 1o enroll a
significant number of women, infants, and children, and youth in clinical research. HRSA would maintain the
obligation of the Title IV program to offer and encourage voluntary participation in clinical trials. but the
agency proposes 1o drop ihe requirement of significant enrollment.
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THE SECRETARY OF HEALTH AND HUMAN SERVICES
WASKHINGTON, D.C. 20201

APR 12 2

The Honorable James Jeffords

Chairman

Senate Health, Education, Labor and Pensions Committee
428 Dirksen Senate Office Building

Washington, DC 20510

Dear Chairman Jeffords:

I am pleased to express my support for S. 231 1, The Ryan White CARE Act Amendments of .
2000, under consideration by the Committee today. This legislation sustains the longstanding
bipartisan tradition of support for the Ryan White CARE Act, and I applaud your leadership and
that of Senator Kennedy in its development. The reauthorization of the Ryan White CARE Act
in FY 2000 is a high priority for the Administration, and it is my hope that S. 2311 will be
reported out with the unanimous support of the Committee.

I commend you for including several important provisions in S. 2311 that respond to the
evolving characteristics of the HIV/AIDS epidemic. Careful attention is given to increasing
access to care among vulnerable populations, and to reducing disparities in health outcomes.
The inclusion of early intervention services at key points of entry into the health care delivery
system will help to enter individuals in care so that they may benefit from these treatments and
delay the onset of severe illness.

The legislation will also enhance the ability of States and local communities to support the
development of primary care capacity in low income, historically under served, and rural settings
where such need exists. S. 2311 also contains new measures that will promote the delivery of
high quality HIV/AIDS care, consistent with treatment guidelines. New advances in
antiretroviral therapies and services to assist persons in sustaining their correct use can now
extend both the quality and length of life for persons with HIV disease.

The Ryan White CARE Act has provided a lifeline of essential health and related support
services to individuals infected with this disease and their families. I know you share my strong
support for the reauthorization of this program. I fully recognize the interest and commitment of
Health, Education, Labor and Pensions Committee members as they have participated in the
development of this legislation. 1 would look forward to working with them on any future
refinements to this legislation. S. 2311 will set a strong bipartisan foundation for action by the
full Senate and ultimately enactment by the Congress this year.
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I'look forward to working closely with you as you consider reauthorization of the Ryan White
Care Act, and urge your continued efforts to ensure expedited consideration of S. 2311 by the
full Senate with final enactment this year.

Thank you very much for your consideration.
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National Organizations Responding to AIDS
(NORA)
FAX MEMORANDUM

To:  Full NORA Coalition
From: Juanita Gallion, NORA Coordinator

Date: May 10™, 2000

Re:  Reauthorization Letter (this fax is 4 pages)

Last week, the Ryan White CARE Act Reauthorization working group sent a
letter, co-signed by aimost 30 organizations, to the full Senate, asking for co-
sponsors on the S.2311 Ryan White CARE Act Amendments of 2001.

This important letter urges Senators to lend their support to the
reauthorization of the CARE act.

Thank you to all of the organizations that signed on to this letter. Your
support in this matter is greatly appreciated. We would like to urge
organizations to send their own letter encouraging their Senators to co-
sponsor this bill.

A copy of the letter, with the names of the organizations that signed-on, is
attached for you to view. If you have any questions, please feel free to
contact Juanita Gallion at 202-530-8030 x3030, or by e-mail at

noratzzaidsaction.ore
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Co-Chaire

Terje Anderson
NATIONAL ASSOCIATION OF
PeopPLE WITH AIDS

Rose Gonzalez
AMERICAN NURSES
ASSOCIATION

Executive Committee

David Harvey

AIDS ALLIANCE FOR
CHILDREN, YOUTH AND
FAMILIES

Jetff Jacobs
AIDS AcTiON

Seth Kilbourn
HUMAN RIGHTS CAMPAIGN

Miguelina Maldonado
NATIONAL MINORITY AIDS
COUNCIL

Matthew McClain
CAEAR COALITION

Julie Rocechio
NATIONAL ASSOCIATION OF
PuBLIC HOSPITALS

Jane Silver
AMERICAN FOUNDATION FOR
AIDS RESEARCH

TIME:

07:56 aM TO: Sarah Holewinski ¢ 4562438 202-530-8031

May 5, 2000

United States Senate
Washington, DC 20515

Dear Senator:

On behalf of the undersigned members of the National Organizations
Responding to AIDS (NORA), a coalition of over 175 national
organizations, we urge you to lend your support for reauthorizing the Ryan
White CARE Act by cosponsoring S. 2311, the Ryan White CARE Act
Amendments of 2000, introduced by Senators Jim Jeffords and Edward
Kennedy on March 29, 2000.

[f you are already a cosponsor, we thank you for your support and ask for
your help in moving this bill through the legislative process. Since its
enactment in 1990, the Ryan White CARE Act has played an unparalleled
role in providing health care and related services to people living with HIV
and AIDS. In 1999 alone, over 500,000 individuals were served by programs
and services supported through the Ryan White CARE Act.

The CARE Act has been the nation’s primary health care response to the
HIV/AIDS epidemic and this reauthorization will allow the program to
continue this success. By providing critically needed medical care, life
prolonging treatments, and support services to eligible individuals and
families, the CARE Act has played a major role in the dramatic decline in
AIDS deaths that our nation has enjoyed since in 1996.

The Ryan White CARE Act provides federal resources directly to the most
highly impacted cities and all of the 50 siates, the District of Columbia and
the territories. It also targets funding to provide primary care and support
services in underserved geographic areas and to historically underserved
populations, including people of color, women, children and families.
Finally, the CARE Act helps to ensure that health care providers have access
to HIV/AIDS medical and dental education and training.

NORA sincerely appreciates the commitment you have demonstrated to the
CARE Act in the past. Your co-sponsorship of S. 2311 will assist our
nation’s communities, both urban and rural, in their efforts to continue to
address this public health crisis.

Sincerely,

T Qo

Rose Gonzalez
Co-Chair

Terje Anderson
Co-Chair

PAGE:
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AED-Center for Community-Based Health Strategies
Advocates for Youth

AIDS Action

AIDS Alliance for Children, Youth & Families

AIDS Legal Referral Panel

AIDS Nutrition Services Alliance

AIDS Vaccine Advocacy Coalition

Advocates for Youth

American Academy of Pediatrics

American Association for World Health

American Association on Mental Retardation

American Dental Education Association

American Federation of State, County and Municipal Employees
American Foundation for AIDS Research

American Nurses Association

American Psychological Association

American Public Health Association

American Social Health Association

Americans for Democratic Action

Association of Maternal and Child Health Programs
Association of Reproductive Health Professionals
Association of Schools of Public Health

Center for Women Policy Studies

Center for Health and Gender Equity

Childreach/Plan International

Cities Advocating Emergency AIDS Relief Coalition
Committee of Ten Thousand

Elizabeth Glaser Pediatric AIDS Foundation

Gay Men's Health Crisis

Global Health Council

HIV Quality Care Network

Human Rights Campaign

National Alliance of State and Territorial AIDS Directors
National Association for Victims of Transfusion-Acquired AIDS
National Association of Community Health Centers
National Association of County and City Health Officials
National Association of People with AIDS

National Association of Protection & Advocacy Systems
National Association of Public Hospitals & Health Systems
National Association of State Alcohol and Drug Abuse Directors
National Catholic AIDS Network

National Gay and Lesbian Task Force

National Mental Health Association

National Minority AIDS Council

National Youth Advocacy Coalition

Parents, Families & Friends of Lesbians & Gays

Planned Parenthood Federation of America

Project Inform
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Service Employees International Union

Sexuality Information and Education Council of the United States

The AIDS Memorial Quilt

The American Dietetic Association—HIV/AIDS Dietetic Practice Group
The National Episcopal AIDS Coalition

The National Latina/o Lesbian, Gay, Bisexual & Transgender Organization
The Partnership for the Homeless

The United States Conference of Mayors

Title IT Community AIDS National Network

Union of American Hebrew Congregations
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LRM ID; RJP279

EXECUTIVE OFFICE OF THE PRESIDENT @b Pollic ¢
OFFICE OF MANAGEMENT AND BUDGET 0
Washington, D.C. 20503-0001

Tuesday, April 11, 2000

LEGISLATIVE REFERRAL MEMORANDUM /l//‘

TO: Legislative Liaison Officer - See Distribution below
FROM: Ingrid M. Schroeder (for) Assistant Director for Legisiative Refere@
OMB CONTACT: Robert J. Pellicci

E-Mall: Robert J._Pellicci@omb.sop.gov
PHONE: (202)395-4871 FAX: (202)395-6148

SUBJECT:; HEALTH & HUMAN SERVICES Report on $2311 Ryan White CARE Act
Amendments of 2000

DEADLINE: x 4:00 P.M. Tuesday, April 11, 2000 *

e —————————— ——

In accordance with OMB Circular A-19, OMB requests the views of your agency on the above subject
before advising on its relationship to the program of the President. Please advise us if this item will
affect direct spending or raceipts for purposaes of the “Pay-Ag-You-Go" provisions of Title XiIl of
the Omnibus Budget Reconciliation Act of 1990,

COMMENTS: Senate Heaith, Education, Labor, and Pensions Committee is marking up S. 2311
TOMORROW - April 12th. DEADLINE IS FIRM. '

DISTRIBUTION LIST

AGENCIES:
Executive Office of the President - EOP Review Only See Distribution -

EOP:

Jeanne Lambrew
Sandra Thurman
Cheryl S. Bauerle
Christopher C. Jennings
Devorah R. Adler
Barry T. Clendenin
Thomas Reilly
Stefani J. Pashman
Jennifer M. Forshey
ingrid M. Schroeder
James J. Jukes
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LRM ID: RJP279 SUBJECT: HEALTH & HUMAN SERVICES Report on $2311 Ryan White
CARE Act Amendments of 2000
! —— - — A —— —"
RESPONSE TO
LEGISLATIVE REFERRAL
MEMORANDUM

If your response to this request for views is short (e.g., concur/no comment), we prefer that you respond by
e-mall or by faxing us this response sheet. If the response is short and you prafer 10 call, please call the
branch-wide line shown below (NOT the analyst's line) to leave a message with a legisiative assistant.

You may also respond by:

(1) calling the analyst/attorney's direct lina (you will ba connected to voice mail if the analyst does
not answer); or

(2) sending us a memo or letter
Please include the LRM number shown above, and tho subjoct shown below.

TO: Robert J. Pollicei Phone: 395-4874 Fax: 3956148
Office of Management and Budget
Branch-Wide Line (to reach legislative assistant): 395-7362

FROM: (Dato)

(Name)

(Agency)

(Telephone)

The following s tha response of our agency to your request for views on the above-captioned suhject:
Concur
______No Objaction
No Comment
. Sae proposed edits on pages

Othar:

FAX RETURN of pages, attached to this response sheet
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The Honorable James Jeffords

Chairman

Senate Health, Education, Labor and Pensions Commirtee
428 Dirksen Senate Office Building

Washington, DC 20510

Dear Chairman Jeffords:

I am pleased 1o express my support for S. 2311, The Ryan White CARE Act Amendments of
2000, under consideration by the Committee today. This Jegislation sustains the longstanding
bipartisan tradition of support for the Ryan White CARE Act, and [ applaud your leadership and
that of Senator Kennedy in its development. The reauthorization of the Ryan White CARE Act
in FY 2000 is a high priority for the Administration, and it is my hope that S, 2311 will be
reported out with the unanimous support of the Committee.

I commend you for including several important provisions in S. 2311 that respond to the
evolving characteristics of the HIV/AIDS epidemic. Careful atention is given 1o increasing
access to care among vulnerable populations, and to reducing disparities in health outcomes.
The inclusion of early imervention services at key points of entry into the health care delivery
system will help to enter individuals in carc so that they may benefit from these treatments and
delay the onsel of severe illness.

The legislation will also enhance the ability of States and local commuaities to support the
development of primary care capacity in low income, historically undeserved, and nural setlings
where such need exists. 8. 2311 also contains new measures that will promote the delivery of
high quality HIV/AIDS care, consistent with treatment guidelines. New advances in
antiretroviral therapies and services to assist persons in sustaining their correct uge can now
extend both the quality and length of life for persons with H1V disease.

The Ryan White CARE Act has provided a lifeline of essential health and related support
services to individuals infected with this disease and their families. I know you share my strong
support for the reauthorizaton of this program. 1 fully recognize the interest and commitment .
of Health, Education, Labor and Pensions Committee members as they have participated in the
development of this legislation. S. 2311 will set a strong bipartisan foundation for sction by the
full Senate and ultimately enactment by the Congress this year.

[ look forward 10 working closely with you as you consider reauthorization of the Ryan White
Carc Act, and urge your continued cfforts to ensure expedited consideration of S. 2311 by the full
Senate with final enactment this year. :

Thank you very much for your consideration.
Sincerely,

Donna E. Skalala

TOTAL P.B3
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Foreword

By the end of 1989, aimost 90.000 Americans had died from AIDS, The following year the Ryan White Compre-
hensive AIDS Resources Emergency (CARE) Act was passed. In the nearly |0 years since then, the CARE Act has
been a refuge for hundreds of thousands of HIV-positive Americans who could not afford the care they needed.

Today, the epidemic sl rages. There have been more than 400,000 AIDS-refated deaths, and the number of Americans
living with HIV disease is on the increase. Many are poor and suffer significant medical problems in addition to HIV disease.
Many never see a physican. Others receive care only in an emergency room, or live in communities with few health care
providers of any kind, much less those who are qualified to treat HIV disease. For these reasons and others discussed in )
this report, never has there been a greater need for a collaborative public and private respense to AIDS.

The Heaith Resources and Services Administration (HRSA) works with a host of organizations and individuals to imple-
mentthe CARE Ac. We are bound together by our common concem for individuals iving with HIV disease who, on their
own, cannot mest treir health care needs. Our collaboration is key in a nation with escalating treatment costs, hundreds of
thousands of undiagresed HIV infections, unegual access to care, and a need that far surpasses resources.

This report is provided to give you a sense of the epidemic and the CARE Act today. Where is the epidernic moving? Who
is being served by the CARE Act? What services are being provided? How are developments in treatment and coverage
affecting people living with HIV disease and the CARE Act programs? These are just some of the questicns we address in

this report.

We hope that the infcrmazion we have provided will help you draw your own condusicns about the epidemic, the )
respense embodied in the CARE Act, and the response that is needed as we entar the third decade of AIDS in America.

We lock forward to ceilaberating with you on behaff of the individuals wha, supported by the CARE Act, have the chance
forimproved health and a betrer fife.

Claude Earf Fox, M.D., M.PH. Joseph £ O'Neiil, M.D., M.PH.
Administrator, HRSA Associate Administrator for HIV/AIDS, HRSA
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There s stll no vaccine and stiil no cure for AIDS, but antiretroviral therapy is dramatically improving heaith and quality of life for many
individuals iving with HIV diseasa, and AIDS mortality is decreasing. However, the number of HIV-positive individuals in Americais

growing, and most are not reczvng the full benefit from advances in treatment. Consider the following:

*  Uptoone-third of all HiV-positive individuals remain unaware of their serostatus and are receiving no treatment whatsoever.”

*  Asmany as 200,000 incividuals know they are HIV-positive but are receiving subsandard care.”

*  Aslateas 1998, less than haif of all individuals living with HIV disease had ever been treated with new antiretrovirals (protease
inhib'rtors or non-nuciecside reverse transcrptase inhibitors [NINRTTs]). Many individuals who have access to these

mecications do not berefit from them because of side effects and drug resistance.

Inthe United States today, the number of people living with HIV
disease is between 650,000 and 900,000, and the prevalence of

_,.“Epldemlologual Terms e

the disease is increasing since he number of HiV infections N :
. Prevalence - Towt number ofindi viduals _
(40.000 per year) s greater than the annual deaths from AIDS F U ining with a disease
(approximately 17,100in 1998). With so many pecple infected * Incidence - Number of na~ Gses in
LT T geenyear
but unaware, with many cthers underserved, and with rising M'om'liéy_' . Deaths in 2 g,ven year

HIV/AIDS prevalence, the provision of health care for individuals
lving with HIV disease will remain a critical issue well into the next

millennium.

" The HIV Cost and Servces Uniizaton Saucy esomated ™ 335.000 HIV-postive individuals recerved care dunng a typical 6-month penod in 1996 (95 percent confidenca interval [CT]
292,000 to 172.000). Comparing thrs essmame with COC estimatas that there s an HIV/AIDS prevalence of 650,000 t $00.000—and that up to one-third of all HIV infecions are
undiagnoseg—provdes nsight imo the sreportion of the adult HV-infecied population natin care.'2
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The Face of the Epidemic

Oata indicating decreasas in AIDS incidence and mortality and a

levefing of HIV incidenca give an incomplete picture of the AIDS

epidemic because they mask important demographic shifts

occumng inthe HiV-infectad copulation. Today, an individual

diagnosed with AIDS is more likely than ever to be African

American, Latino, and/cr emale: *

>

In 1998, more than 66 percent of new AIDS

diagnoses were ameng minorities. Morlity has dedined
less significandy armeng blacks, Hispanics, and females than
among white males. *

The AIDS rate—ie number of cases per 100,000
individuals—is mare than eight imes higher for blacks

than for whites. *

Man of color recresented 45 percent of new infections
among gay and bisexual men in 1998, compared with
37 percentin 19$5.

More than 23 percent of AIDS diagnoses reported in

1998 were amerg females. *

Initiative to Combat AIDS in Afncan Amenca.ns

" In 1999 the Deparrment of Health and Human Serv«cs
and the Congressional Black Caucus announced a i a2
$156 million initiative to address the AIDS arisis among

. minorities. Through this endeavor, CARE Act programs
received $12 million in new funds and $5.8 milion in

o emergency ﬁmds

*  Thres outofevery five females diagnosed with AIDS
in 1998 were black, and one of every five was
Hispanic. *

*  Twooutofevery three women living with HIV disease
are estimated by the Ceanters for Disease Control and
Pravention (CDC) tc have at least one child under the

ageof I9.

Other segments of the population at high risk for HIV disease
include homeiess indivicuals, substance abusers, young gay

men, and individuals in the comrectional system.

. Young Pebple and HIV/AIDS
"~ One-fourth of all new HN mfecuons are estimated to be
. among indiiduals 2! years of age or younger.’ One-h:
- are among individuals under age 25 HIV mfecnon_ a’
-~ particular threat ameng those already coping with maj
. Issues—homeless and runaway youth, youth wha are
" vidims of abuse and sezually active mxnontyyouth !

*COC celleats surverdiance can ‘or the following populanons: wite ncn-Hispanic, black non-Hispanic, Americn Incrarn/Alaska Natve, and Asian/Pacrfic isiander. To be consistert with COC. the

terms "black” and “Hispanic” ae used when refernng to COC dam. Eserwnere, these populations are refermed to as Afnn Amencan” ang "Lanno, " respectvely.




New AIDS Cases, 1998 !
(N=47,887) ;

Black

i)

Hispanic

White

American indian/Alaska Native
Asian/Pacific Islander :

45.1%
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AIDS Rate, 1998 i
(Cases per 100,000 adults/adolescents)

Black

Hispanic

White
American Indian/Alaska Native
Asian/Pacific Islander
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Poverty

Low nceme, lack of privare insurance. unemployment, and low
education level are precicors of pocrar health and less access to
health care for pecple iving with HIV disease. These are of
growing concern because minorfties and women, who compose
an increasing proporticon of the HIV-ocstave community, suffer

high rates of these prcCiems.

The HIV Cost and Serices Utilizasen Study is the largest and
Most comprenensive ssessmert i HIV-positive individuals ever
undertaken. Although the study exzmined patients in care in
1996, its findings. putiished in the December 1998 New
England Journai of Medicine,' provice important insights into the
HIV-pesitve populaton today. The study estimated thatonly

335,000 indivicuals were receiving at least some care in 1996,

Ryan White CARE Act Client Demonstration’
Project, HRSA” R

Insurance: Only |2 percent of dients at project sites”

had any private insurance in 1998; 39 percent had
 noinsurance, private or public. e

. Income: Eighty percent of dients at project sites h

" incomes less than 300 percent of the Federal poverty

 levelin 1998 sk

simultaneously, the CDC estimated HIV/AI DS prevalence at

650,000 to 900,000. Of the individuals in care:

« 20 percenthad no public or private insurance:

e 29percentwere enrolledin Medicaid:

« 32 percenthad private insurance:

« 72 percent had annual household incomes of less than
25,000, and 46 percent had annual household
incomes of less than $10.000; and

o 63 percentwere unemployed.'

Economics and. HIV-Positive Women
HIV-positive wormen tend to be even poorer than.
- HIV-positive men: In one study, 30 percent hiad:
annual household incomes of less than $5,000:
These women are aiso less educated and less kely .
to be employed than their male counterparts.!

*The SyanWhie CARE Ac Jiert DemorsTzien Project represents 2 sarmple of providers that recerve funcing from Titles [, 1. 1ll. and IV, These providers served approximately 41,000

Li-posinve censin 1353, These stes 272~ “epresentative of 2l CARE Act provders nagonwide. Nonetheless. data from these sites have historically been reflective of national trends.
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Muitiple Diagnoses

HIV often is just one of the health problems present in an

HIV-positive individual.

Mendl iliness

Psychiatric disorders are common among HIV patients, and the
inadence of mental iliness is espedially high among HIV-positive
substance abusers. Several psychiamic treatment fadilities reportan
HIV/AIDS prevalence rate of 5 percent among their patients,

compared to a seroprevalence rate of 0.3 percent in the general

populason.®’8

Substance Abuse

Substance abuse has been reported as a factor in well over half of
AIDS cases in some areas of the country. Injection druguseis
acknowledged to be a major transmission mechanism for HIV, but
the role of non-injected recreational drugs—alcoho! and cocaine,
for example—in influencing behaviors that increase risk of infection

is too often forgotten. Substance abuse and addiction severely

compromise an individual's ability to stay in care. Without
substance abuse treatment, the chances of mantaining beneficiat

HIV treatment are reduced to almost zero.

Other problems abound as well, such as tuberculosis, malnutri-
tion, sexually transmitted diseases, and various strains of hepatitis,
Physical and mental health problems concurrent with HIV greatly
complicate delivery of care and can have a serious impact on

treatment outcomes.

HIV/Hepatitis Coinfection

Conservatively, |4 percent of HIV-positive individuals i xn
the United States are infected with the hepatitis C vu'us
(HOV).? HIVHCV coinfection rates are several times :
higher among injection drug users. The best course of
treatment for coinfected pauems is only beginning to be
understood.

HCY Facts

* HCVis the Nation's leading cause of liver disease .
and the leading indication for liver transplants. .

. 'I'here is no ture and treatment is effective in a o
minority of patients. g

* Approximately 4 OOO 000 Americans are xnfected ’
with HCV. Between 8 000 and 10,000 Amencans
die from HCV each year '0
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Exposure to HIV

New AIDS cases are reported to CDC in terms of an
individual's “exposure ctegory” to HIV. These data do not reveal
current or future trends. For examgple, they do not anticipate the
feared new wave of infections among young gay men. But they

do reveal trends that have occurred in the past.

Men who have sexwith men is the leading exposure category in
AIDS cases reported in the United Swtes. Despite prevention
efforts, the number of new AIDS cases among men who have
sex with men was only slightly lowerin 1998 (16,642)thanin
1989 (19.891).

Injection drug use was the exposure category in 23 percent
(11,070) of AIDS cases reported in 1998, as it was in 1989
(8.089). Four percent (1,984) of new cases in 1998, down
from 6 percent (2,214)in 1989, were among men who
have sex with men and inject drugs. Determining which of
these two transmission routes was the mechanism for

transmitting HIV in these individuals was not possible.’

Gay and Blsaxual Men
:...'f_"uMen who have' sex with men remams' e
R leading HIV exposure category for new AIDS
;" diagnoses. Forty-five percent of these men are”
) "'racal/ethnlc mlnonnes ' s

I 6 | The AIDS Epidemic and the Ryan White CARE Act

Heterosexual contact with an it -infected individuat has
become the exposure category n a growing number of
reported cases over the last |0 yaars—6 percent (2,010)

in 1989 versus 14 percent (6.726)in 1999.*

In 1998, the exposure category was not identified in

23 percent (11,000) of new AIDS cases. *




Treatment Advances

No treatment for HIV disease has had the power and promise of
highly active antiretroviral therapy (HAART), commonly known as
“combination therapy " or adrug “cocktall.”
HAART is an antiretroviral regimen that can reasonably be
expected to reduce the viral load to less than 50 ¢/ml in
treatment naive patients.'!
An estimated 85 percent of HiV-positive individuals in care in 1996
had, by 1998, received a protease inhibitor or NNRTI (two drugs
used in HAART).? For many of these individuals, HAART has
altered the impact of AIDS by achieving sustained suppression of
viral load and improvement of immune response. Often, those
treated with HAART retum to work and have a dramatically

improved qualty of life.

HAART is nota cure, and its benefits have not reached everyone
living with HIV disease. A patient's stage of disease and treatment
history can temper its benefit. Side effects can be severe, and
exacting dosing requirements have made adherence a problem for
many, causing some individuals to forego this therapy altogether.
Moreover. hundreds of thousands of HiV-positive individuals are
notin care or receive substandard care and receive no benefit from
these medications. For individuals who are in care, treatment
costs—about $12,000 per year for HAART alone—can be

prohibitive without public assistance.

Pediatric HIV Disease

Between 6,000 and 7,000 HIV-positive women give birth to
children in the United States each year. Without intervention, the
transmission rate from mother to infant has been in the range of
I 5to 30 percent. However, treatment of mother and newbom
with AZT-based regimens can cut transmission rates to 8
percent.'? When these treatment findings first emergedin

1994, the Health Resources and Services Administration (HRSA)
disseminated them to providers across the country, and in most
CARE Act-funded sttes, the vertical transmission rate has dropped

dramatically.

Poverty, Race, and Pediatric AIDS

* 62 percent of pediatric AIDS cases reported
during 1998 were among African Americans.*

* 90 percent of HiV-positive children are enrolled
in Medicaid. :

Atthe end of 1998, 3,509 children under the age of | 3 were
believed to be living with AIDS in the United States. * AIDS
incidence in children age |3 and under has decreased, from 947

new cases in 1992 to 382in 1998.
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The Ryan White CARE Act

The Ryan White CARE Act was passed in 1990 in response to the AIDS epidemic in America. The CARE Act was designed to serve
HIV-positive individuals who fell through the exsting public safety net. It is officially "the payer of last resort” for hundreds of thousands
of indmiduals whose financial status leaves them unable to pay for health care or basic subsistence needs. HIV disease, like many
health probtems, strikes disproportionately at those in poverty. But one of the devastating resufts of HIV disease progression is that it
also causes poverty: Those infected often lose the ability to work and, with it, health.insurance and any hope of carrying the financial

burdens of HIV disease on their own.

Federal HIV/AIDS Spending: Care and Assistance by Program, 1998
(Total: $7,180 million)

CARE Act

Medicare

Medicaid (Federal share only)

Other

Housing Opportunities for Pecple with AIDS
Veterans Affairs

Sodal Security income

Social Security Disability income

DO 9@ mm

Seurce: Henry |. Kaiser Family Foundation
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The CARE Act funds:

Care for individuals living with HIV disease; Mare than 2,500 local arganizations provide
Support for HIV-positive mothers, children, and their services funded by the CARE Act.
families;
Training for dinicians who treat HiV-positive individuals; The CARE Act appropriation has increased with HIV/AIDS
The development of innovative programs that improve prevalence and treatment costs over the last decade.
freatment outcomes; and The congressional “earmark” for medications under the AIDS
Techrical assistance for organizations providing HIV/AIDS Drug Assistance Program (ADAP) represents 70 percent of the
senvices across the country. appropnations increase from 1996 to 1999.
Ryan White CARE Act Appropriations
FY 1991 - FY 1999
($ thousands)
$1.411,300

1991 1992 1993 1994 1995 1996 1997 1998 1999
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CARE Act Clients Education and Employment
CARE Act clients are less likely to have llege education. In
HIV-positive indviduals in care are poorer than the general Aatc arelessikely any college o

1996, 30 percent had not leted high school, com
population. Individuals served through the CARE Act are even pe completed high pared

with |9 percent of all HIV-positive individuals in care. Sidty-six
poorer.
percent were unemployed. '

Income
Stage of Disease

In one CARE Act program (Title lIf)in 1997, 25 percent of

The annual income of more than 50 percent of CARE Act

dients had never exceeded $25,000 per year, compared with

. ' dients were symptomatic when the
27 percent of all HIV-positive clients in care in 1996 22,545 new primary care dle sym Y

entered care. Aimast 75 percent had T-cell counts below 499/uL.

Ryan White CARE Act Clients, 1997
(By percent)

Gender Race/Ethnicity
782

%0-
o
w-
850 -
%0
50
-
10-
. } <1 <1 <1 «1
0 Wale Female ™ Black Mispanic  White  American indian/ Asian/Pacific

Alasica Native  idander

B CARE Act clients
B Reported AIDS cases, 1997

Note:

The mean was used in ranges estimated for CARE Act clients. Ranges are as follows: Male, 70-72%; Female, 28-30%; Black,
43-45%. Hispanic. 19-24%: White. 32-37% Amencan Indian/Alaska Native and Asian/Pacific Islander. < |-1%.
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The Payer of Last Resort
Most CARE Act clients rely on several sources of funding for

services. For example, | 2 percent have some private insurance
and about half are eligible for Medicaid. The CARE Act meets

the need for services not covered by other payers. Although
concerns regarding anonymity and discrmination preclude tracking
services to individual dlients, it is estimated that 500,000
Americans receive at least one service funded by the CARE Act
eachyear. }

Ryan White CARE Act Clients
Type of Insurance, 1998

Private Public®*  No Insurance

Source: Client Demonstration Project, HRSA

° Public insurance includes Medicaid. Medicare. Social Securty
Drsability income, and Social Securty Income.

’ |4| The AIDS Epidemic and the Ryan White CARE Act

CARE Act Services

The majority of CARE Act funds are used for medical care and
treatment. An additional portion is used to fund support services
that improve quality of life and increase the potential for individuals

to stay in care and benefit from treatment.

CARE Act grantees are gven significant focal autonomy to allocate
resources in their communities. Spending decisions for
approximately two-thirds of 1998 CARE Act funds were made

not in Washington, DC, but in States and local communities.

State and local health planning bodies allocate funds to provide
services based on needs in their areas. Need varies by region

and can also change from year to year, so allocations differ
considerably by area and over ime. However, allocation decisions
are based on common principles: ( | ) the service is essential to
sustaining the individual's health and well-being, and (2) no other

funding source is available to pay for the service.



Ryan White CARE Act Expenditures, 1998
($1.5 billion)

Set-asides for Planning,
Evaluation, and Technica
Assistance

* The Title IV program targets women, children, and Support Services, 1998
famibies. but does not represent total CARE Act
spending for these populations. Counseling

Day/Respite Care — %
Note: 5%
Spending in one program, representing approximatety
6 percent of the 1998 CARE Act appropriation, had
rmbwvaﬂmdaﬂ:mﬁumpaxmmed
Therefore, 1997 aliocation percentages for this
program were factored into the total.

1%

Other*
0%

“COther” represents spending in 26 separate service categories. each
composing less than | percent of total spending ‘or support servicas.
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CARE Act Programs

The CARE Act funds several unique grant programs, each with tts
Own awards crtenia. Some grants are based in part on regional
demographics. Other grants are entirely competitive and are
awarded to applicants based on their ability to meet the needs of
HiV-positive individuals in the areas they serve.

Ryan White CARE Act Grants
(FY 1999 Funding)
$ miilions
Title I:  Grants to Bigible Metropolitan Areas 5052
(EMAs)
Title it:
Grants to States and Territories 2770
AIDS Drug Assistance
Program (ADAP) 461.0
Total 7380
Title 161:
Early intervention Grants 943
Title IV:
Women, Infants, Children,
and Youth 460
Part F:
Special Projects of
National Significance (SPNS) 250
AIDS Education and
Training Centers (AETCs) 200
HIV/AIDS Dental
Reimbursement Program 78

ts’ The AIDS Epidemic and the Ryan White CARE Act

Tide I: Grants to Eligible Metropolitan Areas

Metropolitan regons with a populator larger than 500,000 and at
lestZ.OOOreportedAlDSQsesinﬂweprwiomSyeafsareeﬁgble
to receive grants under Tre | ofthe CARE Act. In |99, there
were |6 EMAs; by 1997, there were 49. Today there are 51

EMAs use funding to meet needs for medical and support
services that are not met by anty other program. Dedisions about
which CARE Act services to fund are made by each EMAs HIV
Heaith Services Planning Counal and are based on service gaps in
thewr region. In addition to direct services, the Planning Coundil
may elect to fund technical support for providers in the service
systern.

Eligible Metropolitan Areas
1998 Allocations

B Medcal Case B Suppost Services

B Medications = Planning, Program Suppost.
and Admiristration

H Case Management

Note:

Bxpenditures through Title | are approximately 96 percent of their
congressional appropriatien because of sat-asdes for SPNS. avaluanon
and technical assistance.



Tide ll: Grants to States and Territories

Every State in the Nation, along with the District of Columbia,
Guam, PuertoRico, and the U.S. Virgin Islands, receives HIV care
grants through Title Il of the CARE Act. HIV Care Consortia
allocate funding based on needs for services in these jurisdictions.

In recent years, however, an increasing portion of Title Il grarts
has been “earmarked"” by Congress to fund medications through
ADAPs. The amount grew from $167 millionin 19970 § 46 |
million in 1999—33 percert of the total CARE Act appropriation.

States and Yenitories
1998 Allocations and Medications Earmark

W Health Care B Support Services
B Medications (Discretionary) Program Support
B Medications (Earmark) T Case Management

Note:

Bxpenditures through Trtte il are approximately 96 percent of thewr
congressional appropriation because of set-asides for SPNS. evaluation.
and techmcal assistance.

AIDS Drug Assistance Programs

Outpatient costs have nisen in recent years, largely due to
HAART. These changes have resuited in considerable financial
pressure on each State’s ADAP that. in ! 999, will spend
approximately 90 percent of their funding on antiretrovirals. a

dramatic increase from 43 percent in 1993

Total ADAP Clients
FY 1996 - FY 1999

108000 110000

Orher pressures exist as well. Of particular concern is the
availability of drugs through Medicaid. Medicaid eligbility criteria
vary from State to State. Drug selection, refills, and/or total
spending per person may be limrted. The risk of lapse in access
to medications as individuals wart for Medicad eligibiiity or leave
the Medicaid program akso s a problem. All of these issues
impact the demand for medications through the ADAPs,
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States and EMAs may contrbute discretionary funds to their for drugs. But these measures have not completely offset the
Ste's ADAP and have increasingly done so in recent years. And. financial demands on ADAPs, and restrictions on access to

through a vanety of initiatives, HRSA has secured deep discounts medications sometimes result.

Access to Medications Through State ADAPs, 1999
Financial Eligibility Criteria, Medical Eligibility Criteria, and

Drug Faormularies
Financial Eigibility
Number of
Percent of Federal Poverty Line ($8,240) ADAPy
< 100% 2
101-200% 20
201-300% 19
>300% 12
Medical Higibility
Number of
Medical Criteria ADAPs
HIV diagnosis 43
HIV diagnosis and CD4 count 10
Specific criteria for protease inhibitors 9
Formulary Coverage
Number of
Number of Drugs ADAPs
11-50 38
51-100 10
101-200 4
>200 1
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Tide Iii: Earty Intervention Grants
New Title Ill Clients in 1997

Tite Il had 25,764 new dients in 1997, of whom:
providing primary care services to indigent HIV-positive individu- e Two-thirds lived at or below the Federal
als. There were 9645 HI\-positive primary care clients among poverty level ($16,050 for afamily of four);
*  About one-half received Medicaid; and
*  Approximately one-quarter had private
The number of HIV-posttive pregnant women served by Titee I insurance of some kind.

Trde 1l grants expand the service capacity of organizations

Title il} grantees in 1997 (data for 1998 are not yet available).

grantees increasedto |.180in 1997, up more than 60 percent

from 1996. Itis unknown which portion of this large increase Ofthe 174 organizations that recenved Tl grants in 1997,

reflects hrgher HIV incidence in women of childbearing age and 37 percent were federally supported communéy and migrant

which reflects improved outreach. Tttle Iil grantees also reported health certers; 39 percent were university of medical

asu . | 2 percent—inthe number of centers; 20 percent were non-Federal community heaith

HIV-infectied infants and children who were dients from centers; and | 7 percent were Gty or courty health departmernts.
1996 to 1997 All Tttle Il grantees receive funding from mulbple sources, and
most receive funds from other CARE Act programs.

Title Il Grantee Expenditures, FY 1997

Number of Cost Per Amount of
Clients Person Title Il Funds
163) (%
Primary care 96,451 1,780 46,823,070
Case management 70,378 334 5,991,923
Counseling and testing 344,583 61 5,022,929
Referrals 29,663 136 2,173,354
Qutreach 718,699 19 2,295,381
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Title IV: Women, Infants, Children, and Youth

Several factors distinguish pediatric HIV disease from that in
adults. It requires the attention of a specialist experienced in
treating HiV-positive children and intensifies the responsibilities

of parenting and care giving.

HIV infection in mothers, fathers, and adutt family members can

stretch afamily's resources to the break;mg point. The heavy tol!

on families with an HIV-positive care giver or child is antiapated

and responded to in the services funded through Title IV of the

CARE Act. Other CARE Act programs provide services for these

populations, but the Title IV program funds grants addressing their

needs specifically:

¢ Neonatal and pediatric specialty care;

*  Care for women of childbearing age—including pregnant
women,

*  Care for care givers of HIV-positive children;

*  Coordination of care for the ertire family; and

s Accessto research and dinical trials for women, infants,

children, and youth.

Lz 0 | The AIDS Epidemic and the Ryan White CARE Act

Inaddition to 58 grants, in 1999 Title IV funds were used for
specia initiatives to address problems in children, adolescents,

and women living with HIV disease.

The African American Children's Initiative was
created to reduce perinatal HIV transmission and to increase
access to quality care for African American children threat-
ened by HIV disease. The program increases resources in
predominantly African American communities and finks
current Tile IV providers with local health and sodal service

organizations.

Grants for Adolescent Services consists of five grants
totaling $2 million annually that were awarded spedifically

to improve networks linking adolescents with counseling
and testing, primary medical care, support services, and
opportunities for dlinical research. The goal isto increase

the number of HIV-positive youth in care.

The REACH Project (Reaching for Excellence in
Adolescent Care and Health) is a collaborative project of
HRSA, the National Institutes of Health, and several
adolescent care sites across the country. The objective is
to better understand HIV disease in youth and to design
and implement mechanisms for bringing these youth into

care and keeping them there.



Other Programs (Part F)

Special Projects of National Significance
The Special Projects of National Significance (SPNS) Program

implements and evaluates innovative models of reaching
underserved populations and delivering HIV care. Unique Federal
expertise in program development and evaluation is combined
with organizations with experience in the local community to
assure overall program effectiveness. SPNS models are designed
to be replicated throughout the country. Resutts are used to
redirect resources into service delivery methods that yield the
greatest return. Findings are disseminated to grantees and help to

improve outcomes for dients everywhere,

Eachyear, either 3 percent of the total CARE Act appropriation or
$25 million, whichever s less, i§ invested in the SPNS Program.

Since the program’s inceptionin 1991, projects have focused on
improving services to particular segments of sodiety, as well as on

systerms issues like comprehensive care,

Currently, there are 54 SPNS grants that vary in duration from
. | to 5 years, as well as approximately 30 additional care delivery

activities. New projects are addressing palliative care, adherence,

care for individuals leaving correctional institutions, care for

substance abusers, and HIV care in managed care networks.

AIDS Education and Training Centers
The national network of AIDS Education and Training Centers

(AETCs) provides national leadership in clinical education.

The program leverages HRSA relationships with leading teaching
institutions to defiver the latest in clinical training to clinicians across
the country. Thousands of dinicians, many of whom may not
have received HIV/AIDS education during their medical training or
anticipated providing care for HIV-positive individuals, have been
educated through the centers.

As HIV/AIDS care has become more complex, the need for
AIDS education and training has become more acute. Currently,
there are |4 AETCs that provide education in every State.
Anational AETC is being funded for the first time to disseminate
the most recent advances in treatment and to coordinate the
development of training materials. A national minority AETC also
is being funded to build 2 network that includes historically black

colleges and universities, as well as other institutions.
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HIV/AIDS Dental Reimbursement Program
Because of impaired immune response, oral heaith is greatly
affected by HIV disease. It is also an important component of
HIV diagnosis and treatment, since oral health problems often are
the first indication of HIV infection. Prevention and treatment of
oral health problems common among HIV-positive individuals are

crudial for maintaining good nutrition.

The objectives of the Dental Reimbursement Program are to
offset the cost of uncompensated HIV care in teaching
institutions, improve access to oral health care, and ensure that
dental students and residents are trained to care for persons living

with HIV disease.

The Dental Reimbursement Program provides funds to
postdoctoral dental programs and accredited dental schools.
Between June 1996 and July 1997, participating institutions
reported that 90 percent of their 65,934 HIV-positive patients
could not pay for the care they received. In 1998, the program
funded 101 dertal institutions. These funds heiped provide care
to approximately 66,500 individuals, covering about 48 percent

of the cost of this care.

\
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HRSA has identified the following as critical issues for the effective provision of care to individuals with HIV disease or AIDS.

These issues will require the attertion of all those concemed with HIV/AIDS care in the years to come.

I. Training and Experience, and Their Impact on Quality of Care
More than ever before, HIV disease requires expert care. But many dinicians do not deliver care that meets current
standards because they lack essential experience and training in HIV/AIDS medicine. A response to training needs isa

necessary componert of improving health outcomes for HIV-positive individuals.

2. Care in Underserved Communities
Many HIV-positive individuals live in communities with few health care providers in general and even fewer HIV/AIDS
dinicians. The lack of both general and specieﬂized care jeopardizes the health of infected individuals. Greater capacity to
provide quality care in minority communities is essential for eliminating the health disparities suffered by African Americans

and Hispanics.

3. Comprehensive Care
The incidence of concurrent heatth problems in individuals fiving with HIV is common. The presence of multiple diagnoses
complicates the delivery of health care and increases costs. Of particular concem is that many individuals who have multiple
health problems—especially the poor—currently are not being treated for serious diagnoses like addiction, tuberculosis, and
merttal health disorders. Without comprehensive health care, the poterttial for effectively treating HIV is reduced significantly.

4, HIV-Positive Individuals Not in Care

Ofthe 650,000 to 900,000 individuats living with HIV disease in America, up to one-third do not realize they are
HIV positive. Many others have tested positive for HIV but are not receiving care regularly. Still others may begin treatment
only when they become symptomatic. Poverty, the stigma attached to HIV infection, and multiple health problems are all part

of the problem. Lack ofinformation afso is a major factor:
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. Quantifiable Outcomes Data

A better system for measuring service outcomes is essertial for allocating CARE Act resources. The HIV/AIDS Bureau is already
responding, but there is much left to be done. Improved outcomes data are needed for all CARE Act programs, but are particularty
impértam for State and local CARE Act planning bodies, which must allocate limited resources to meet the overwhelming need for

medical and support services.

6. Treatment and Adherence

HAART has improved the lives of thousands living with HIV disease, but its costs are prohibitive, its side effects are severe, and
its dosing regimens are very complicated. In one test using placebos, even clinicians often failed to take medications as prescribed.

As scientists continue to achieve breakthroughs in their labs, we must simultaneously work with dients to make the promise of

today's best treatments a reality in the lives of all HIV-positive individuals.

Health Insurance and Financing

In recent years, health care financing has changed significantly, and eligibility for public benefits varies greatly by State. The impact of
these changes on quality of care has not always been positive. Managed care, now the country’s predominant form of health
insurance coverage, also has implications for access to quality care. CARE Act grantees and providers must anticipate and contend

with changes in demand resutting from these developments. They must also ensure appropn'afe care and services for their clients,

regardless of the source of payment for the services they provide.
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bout the HIV/AIDS Bureau

Through the HIV/AIDS Bureau (HAB), HRSA provides national leadership in HIV/AIDS care and in training dlinicians serving
HiV-positive individuals. The consolidation of administrative responsibility for all CARE Act components into a single Bureauin 1997
has resutted in greater administrative effidiency, enhanced collaboration among grantees and providers, and improved services to

individuals living with HIV disease.

With its public, private, and individual partners, HAB is positioned to respond to an evolving epidemic. In addition to working with
hundreds of organizations to implement grants more productively, HAB is providing capacity building and technical support where it
is needed. This includes support for minority communities, for adolescents, and for grantees who represeﬁtthe only source of
care for the individuals they serve. HAB aiso is responding to systemwide issues like managed care and telemedicine. itis also
working with experts to discover and implement more effective systems for supporting adherence to today's promising but

exacting treatment regimens.

The SPNS Program continues to lead the search for new approaches to service delivery that can reach more individuals and
improve health outcomes. Today, SPNS findings are being utilized throughout the country. The AETCs represent the Nation's
only program solely dedicated to the education of diinicians treating HIV-positive patients. Through | 4 institutions across the
country and through technology that can reach dinicians wherever they are, the most advanced dinical training is available to all those
providing HIV/AIDS care. Through these activities and others, the Bureau is at the forefront of HIV/AIDS care for individuals who

have nowhere else to tum.

To find out more about HAB, corttact our office at 301 -443-6652 or visit our Web site at www.hrsa.gov/hab.
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Appendix A: CARE Act Grant Awards by Jurisdiction

As shown inthe maps that follow, CARE Act funds reach HIV-positive individuals in need in communities across the country. Since Title || funds are
distnbuted to every State, amap has not been induded for the Titie Il program.

Title I: Grants to Higible Metropolitan Areas (FY 1999)
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Title 11i: Early intervention Grants (FY 1999)
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Title IV: Women, infants, Children, and Youth (FY 1999)
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Part F: SPNS and AETC Grants (FY 1999)
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Grant Recipients by State and Territory

State/Territory Title! Titlell Titlelll Title IV Part F (SPNS) Part F (AETC)
v

Alabama v

Alaska v v v

Arizona v v v v v

Arkansas v v v

California v v v v v v
Colorado v v v v v 4
; Connecticut v A v v v

Delaware v v

. District of Columbia . v v v v S

Florida v v v v v v
Georgia® v v v v o v
Guam v v a '
Hawail! 5 4 v

idaho v v

*Hifinois, v V. v e 7 v
fowa v v

“Indiana’ v v N

Kansas v v

+Kentucky- v v

Louisiana v v v v e
Maine - v v . I

Maryland. v v v v v

i Massachusetts : e v v. v SRR e
Michigan v v v v v v
' Minnesota : v 4 LV

Mississippi v v v

Missouri . - v v v v, .

Montana v v

“Nebraska* v v :

Nevada v v v v L

‘New Hampshire v v e ’ Do

New jersey v v v v v v
New Mexico v v e -

New York v v v v v v
North Carofina " v v v CE

North Dakota v

Ohio - v v v v

Oldahoma v v

Oregon v v v

Pennsylvania v v v v v
Puerto Rico v v v v v
Rhode island v v v v

South Carolfina v v v o

South Dakota v

Tennessee . v v v. ‘

Texas v v v v v v
Utah v v o

Vermont v 4 v

Virginia v v v .

Virgin Istands v

Washington v v v v v v
West Virginia v

Wisconsin el v v

Wyoming v

Key:

¥ = grant recipient
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Glossary

AIDS Drug Assistance Program

AIDS Education and Training Center

AIDS acquired immunodeficiency syndrome .

AZT zidovudine; azidothymidine; Retrovir®

CARE Act Ryan White Comprehensive AIDS Resources Emergency Act
CcbC Centers for Disease Control and Prevention

a confidence interval

CMV cytomegalovirus

ddl didanosine; Videx®

EMA eligible metropolitan area

FDA Food and Drug Administration

HAART highly active antiretroviral therapy

HAB HIV/AIDS Bureau

HCV hepatitis C virus

Hiv human immunodeficiency virus

HRSA Health Resources and Services Administration

NNRT1 non-nucleoside reverse transcriptase inhibitor

PCP Pneumocystis carinii pneumonia

REACH Project Reaching for Excellence in Adolescent Care and Health Project

SPNS Special Projects of National Significance
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