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TheRyan White Comprehensive AIDS
ResourcesEmergency (CARE) Act pro-

videsfunding to States, cities, and public
or privatenonprofit entitiestoimprovethe
quality and availability of carefor medi-

cally underserved individual sand fami-

liesaffected by HIV/AIDS. Reflecting

thediversity of communitiesacrossthe
country, CARE Act fundsmay beusedto
develop, organize and ddliver an array of
medical, health, and social support ser-

vicesto peoplelivingwith HIV/AIDS.

Withinthisrange of services, the CARE
Act providesfinancial assistancefor ser-
vicesthat, otherwise, would not be avail -
ableto these vulnerable populations.

Every year, recipientsof CARE Act funds
arerequired to report to the Health Re-
sourcesand Services Administration’s
HIV/AIDS Bureau (HRSA/HAB) how
those funds have been used to provide
servicesto low-income and underserved
individualsand familieslivingwith HIV/
AIDS. TheRyan White CARE Act Data
Report (CADR) istheannual reporting
instrument that must be completed by
agencies and organizations receiving
fundsto describe: 1) characteristics of
their organization; 2) the number and
characteristics of clientsthey served; 3)
thetypesof servicesprovided; and 4) the

number of clientsreceiving these services
and thenumber of client visitsby type of
service. Agencies/organizationsthat pro-
vide counseling and testing servicesre-
port on the number of individual sreceiv-
ingtheseservices. Inaddition, providers
of ambulatory/outpatient medical care
provide some information on the out-
comes of their services.

Thisannual summary containsfive sec-

tionsdescribing how CARE Act funds
have been used in communitiesaround

the Nation. The document includes data
from 2,696 provider agencies/organi za-

tionsreceiving CARE Act fundsthat re-

ported CADR datain 2002. These pro-

vidersreceived funding from oneor more
of thefollowing CARE Act programs:

Titlel, Titlell (with ADAPreported sepa-
ratdly), Titlell1-EIS, TitlelV, and/or Title
IVV-Y outh.

Giventhe nature of the CADR, the spe-
cific CARE Act Program (Titlel, 11, 111,
IV or 1V-Y outh) that funded particular cli-
ent servicescan not bedetermined. Al-
though service organizations may be
funded by multiple CARE Act programs,
these providersarerequired to complete
only one CADR that includesinforma-
tion on all servicesprovided regardless

continued on page 2...



HIV/AIDS: A BRIEF
OVERVIEW

HISTORY

AIDS (acquired immunodefi-
ciency syndrome) was first
reported in the United States
in 1981 and has since
become a major worldwide
epidemic. AIDS is caused by
the human immunodeficiency
virus (HIV). By killing or
damaging cells of the body’s
immune system, HIV progres-
sively destroys the body’s
ability to fight infections and
certain cancers. People living
with AIDS may get life-
threatening diseases called
opportunistic infections,
which are caused by mi-
crobes such as viruses or
bacteria that usually do not
make healthy people sick.

DEFINITION

The term AIDS applies to the
most advanced stages of HIV
infection. The Centers of
Disease Control and Preven-
tion (CDC) developed official
criteria for the definition of
AIDS and is responsible for
tracking the spread of AIDS in
the United States.

CDC's definition of AIDS
includes all HIV-infected

continued on next page...
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of thefunding source. Pleaseremember
that CADR Sections 1 and 2 report the
characteristics of providersand clients,

respectively. By contrast, CADR Sec-

tions 3, 4, 5, 7, and 8 describe the types
of sarvicesprovided by CARE Act funded
service organizations and the number of
clientsreceiving these servicesregard-

less of the Ryan White CARE Act fund-
ing stream.

Theutility of CADR dataislimited by

duplicated client counts. CADR dataas
collected and reported by individual pro-
vidersaregenerally unduplicated. How-
ever, sincean individual client may re-

celve servicesfrom morethan one pro-

vider, thereisnoway of knowingthat the
countsof individual s served by one pro-

vider arenot also included in the counts
of another serviceprovider. Thus, aggre-
gating provider datato the national level

resultsin duplicate client counts.

Using datafrom Section 1 of the CADR,
this section of the report describesthe
characteristicsof the CARE Act provid-
ers(n=2,696) that reported databetween
January 2002 and December 2002. The
provider information narrativeis based
on the datatables presented in this sec

tion.

REPORTING SCOPE

CARE Act providershavethe option of
reporting on eligible or funded services.
Whenthey report ondigibleservices, pro-
vidersare reporting on any service per-
mitted under any title of the CARE Act,
regardless of whether or not the provid-
ersuse a specific title to pay for these
services. Reporting digibleservicespro-
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videsacomprehensi ve picture of the ser-
vicesbeing ddliveredto HIVV-positivecli-
ents. More than three-quarters of the
2,696 CARE Act providers (87 percent)
reported on all eligible servicesin 2002.

Conversdly, if providersreport on funded
services, the datareported by providers
includes those servicesthat were actu-

ally paid for by a specific Title of the

CARE Act. Thislatter reporting category
requiresprior gpprova fromHRSA project
officers. Thirteen percent of providers
(n=357) reported only those services

funded by the CAREACt.

PROVIDER TYPE

A variety of different typesof organiza-
tionsprovide CARE Act services. Al-
most half of all CARE Act providers (48
percent) wereidentified ascommunity-
based service organizations (CBOs).
Hospitals comprised 13 percent of all
CARE Act providersin 2002 and 12 per-
cent were health departments. Collec-
tively, publicly-funded community health
and community mental health centersrep-
resented 9 percent (N=245) of providers.
CARE Act providersidentifying as sub-
stance abuse treatment centers, solo/
group privatemedical practices, multiple
fee-for-service providers, peopleliving
with HIV/AIDS (PLWHA) codlitions, or
VA facilitiescomprised 6 percent (n=156)
of providers. Other provider typescom-
prised 12 percent of all CARE Act ser-
viceorganizations(Figureland Table 1,

page4).

Seven percent of all CARE Act provider
organizations (n=181) received Public
Health Service (PHS) Section 330 fund-

ing. Community health centersand com-
munity mental health centers comprised
77 percent of the organizationsreceiving
these 330 funds. Other typesof organi-
zationsreceiving PHS Section 330 fund-
ing included other community-based or-
ganizations, health departmentsand hos-
pitals (datanot shown).

Figure 1. CARE Act Provider Types, 2002+#

Other facility
or provider
type unknown

Hospitals
18% 13%

Publicly
funded
community Community-
health and based service
mental health organizations
ctrs 48%
P n = 2,696

OWNERSHIP STATUS

INn 2002, CARE Act providersreported
varioustypesof ownership status. Of the
2,696 CARE Act providersreporting data
in 2002, 64 percent were private, nonprofit
(not faith-based) organizations. About
six percent of CARE Act providersin2002
(n=151) werefaith-based organizations.
Twenty-three percent of providers re-
ported their ownership statusas publicly
owned (local, State, or Federal) (n=599).

...continued from previous
page

people who have fewer than
200 CD4 positive T cells per
cubic millimeter of blood or a
CD4+ percentage of less than
14 (Healthy adults usually
have CD4 positive T-cell
counts of 1,000 or more). In
addition, the definition
includes 26 clinical condi-
tions that affect people with
advanced HIV disease. Most
of these conditions are
opportunistic infections that
generally do not affect healthy
people. In people with AIDS,
these infections are often
severe and sometimes fatal
because the immune system
is so ravaged by HIV that the
body cannot fight off certain
bacteria, viruses, fungi,
parasites, and other mi-
crobes.

(source: National Institute of

Allergy and Infectious Dis-

ease, National Institutes of
Health. Fact Sheet—HIV
Infection and AIDS: An
Overview. October, 2003.)




SUMMARY OF THE
HIV/AIDS EPIDEMIC

It is estimated that almost
1.5 million people in the
United States have been
infected with HIV since the
start of the HIV/AIDS epi-
demic.! More than 500,000
people have already died
and another 850,000-
950,000 are estimated to be
living with HIV/AIDS.?"?

The number of people living
with HIV and AIDS in the
United States continues to
increase.* The increase is
in part the result of treat-
ment advances that have
significantly reduced AIDS
mortality. Concurrently, the
number of new infections
has not decreased and
there are indications that
HIV infections may be on the
rise among some popula-
tions.

AIDS cases have been
reported in all 50 States, the
District of Columbia, and the
United States territories. In
the United States, by region,
the Northeast had the
highest AIDS case rate in
2002, followed by the South,
West and Midwest.> In 2002,
the South had the greatest
number of people living with
AIDS and AIDS cases
diagnosed, followed by the

continued on next page...
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Table 1. Provider Type and Ownership Status of CARE Act Providers, 2002

Provider type (n=2,696) Total Per cent
Hospital 355 13%
Publicly funded community health ctr 214 8%
Publicly funded community mental health ctr 31 1%
Community-base service organization 1284 48%
Health department 330 12%
Substance abuse treatment ctr 55 2%
Solo/group private medical practice 50 2%
Reporting for multiple fee-for-service providers 32 1%
PLWHA codlition 16 1%
VA facility 3 *
Other facility 321 12%
Missing 5 *
Owner ship status (n=2,696) Total Per cent
Public/local 344 13%
Public/state 248 9%
Public/Federal 17 1%
Private, nonprofit (not faith-based) 1736 64%
Private, for profit 156 6%
Unincorporated 4 *
Faith-based organization 151 6%
Other 36 1%
Missing 4 *

* Lessthan 0.1 percent.

SOURCE OF CAREACT
FUNDING

Organizations completing a 2002
CADRwereasked toindicatewhich
CARE Act programsprovided fund-
ingfor servicesddivery. Thesepro-
vidersreceived funding from oneor
more CARE Act programs. Organi-
zations may have received funding
directly fromthe Federal government
asaRyanWhite CARE Act grantee,
through asubcontract withaCARE
Act grantee and/or through Titlell

funding from aconsortiaagency. Of
the 2,696 providers submitting data
in 2002, 1,554 providersreceived
Titlel funds; 1,422 providersre-

ceived Titlell funds; 442 providers
received Titlell1-ElSfunds; and 265

providersreceived Title 1V funds. Thirty-
six providersreceived Titlel'V-Y outh funds
(Table?2).

Table 2. Source of CARE Act Funding, 2002

Source of CARE Act

funding (n=2,696) Total | Percent
Titlel 1,554 58%
Titlell 1,422 53%
Titlelll 442 16%
TitlelV 265 10%
TitlelV, youth 36 1%

Asprevioudy mentioned, CARE Act provid-
ersfrequently receive fundsfrom morethan

oneTitle of the CARE Act. Many of these
same providersaso may havereceived funds
from additional, non-Ryan White CARE Act
sources. 1n 2002, 20 percent or 545 providers
received fundsfrom two CARE Act sources,
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Table 3. Distribution of CARE Act Funding Sources Among Providers, 2002*

N;g:ﬁi;:f Sour ce of Funding Number Per cent N-Il;gwtgler Pgroé:rln
Title | 966 35.8%
Title 1l 825 30.6%
1 Title 111 (EIS) 86 3.2% 1933 71.7%
Title 1V 48 1.8%
Title IV-Youth 8 0.3%
Titles 1, 11 298 11.1%
Titles 1, 111 99 3.7%
Titles |, 111 76 2.8%
Titles1, IV 29 1.1%
2 Titles I, IV 20 0.7% 545 20.3%
Titles 111, IV 15 0.6%
Titles 1V, IV-Y outh 5 0.2%
Titles |, IV-Youth 0.1%
Titles 11, IV-Youth *
Titles1, 11, 111 66 2.5%
Titles 1, 11, IV 41 1.5%
Titles 1, 111, 1V 34 1.3%
Titles I, I11, 1V 29 1.1%
3 Titlesl, 1V, IV-Y outh 3 0.1% 179 6.8%
Titles I, IV, IV-Y outh 2 0.1%
Titles 11, I11, 1V-Y outh 2 0.1%
Titles 1, 11, IV-Youth 1 *
Titles 11, 1V, IV-Y outh 1 *
Titles |, 11, 111, 1V 28 1.0%
Titles1, I, 1V, IV-Youth 5 0.2%
4 Titles 1, 11, 111, IV-Y outh 1 * 36 1.3%
Titles 11, I11, 1V, IV-Y outh 1 *
Titles1, 111, IV, IV-Y outh 1 *
5 Titles |, 1111, 1V, 1V-Youth 3 0.1% 3 0.1%
Total 2696 100.0% 2696 100.0%

*Less than 0.1 percent

approximately 7 percent of providers
(n=179) received fundsfrom three
CARE Act sources; and 1 percent of
providers(n=36) received fundsfrom
four CARE Act sources (Table 3).

Threeprovidersreceived fundsfrom
all five CARE Act sources. Thepro-
viders receiving funds from one

CARE Act source numbered 1,933
providers(or 72 percent).

GRANTEE SUPPORT

Organizationsmay receive CARE Act fund-
ing to provide supportive servicesto grant-
ees. |n some cases, organizationsonly pro-
vide granteeswith these supportive services.
In others, organi zations provide both grantee
supportive servicesand direct client services.
Inthe2002 CADR, providersreportedif they
provided any of thefollowing servicesto their
granteeof record: planning or evaluation, ad-

...continued from previous
page

Northeast, West and Mid-
west.b

Thirty percent of the esti-
mated new AIDS diagnhoses
among adults/adolescents
are attributed to hetero-
sexual sex, 40 percent to
sex between men, and 24
percent directly to injection
drug use.” AIDS among
women continues to grow.
In 2002, women comprised
26 percent of the new AIDS
cases reported. In compari-
son, seven percent of the
new AIDS cases in 1986
were among women.® The
perinatal transmission rate
in the United States has
significantly declined.® In
2002, perinatal transmis-
sion accounted for approxi-
mately 0.2 percent of all new
AIDS cases.!?

Since the beginning of the
epidemic HIV and AIDS has
disproportionately affected
racial and ethnic minorities.
This trend continues;
minority Americans now
represent the majority of
new HIV and AIDS cases,
Americans living with AIDS,
and deaths among persons
with AIDS in the United
States. In 1990, 30 percent
of those diagnosed with
AIDS were African American.
In 1998, African Americans

continued on next page...

P5




accounted for 48 percent of
new AIDS cases and 60
percent of cases among
women. In comparison,
African Americans ac-
counted for 50 percent of
new AIDS cases and 67
percent of cases among
women in 2002.%?

FOOTNOTES

! Fleming, P., et al. HIV
prevalence in the United
States, [Abstract]. In:
Program and abstracts of
the 9" Conference on
Retrovirus and Opportunistic
Infections; Seattle, Washing-
ton; February 24-28, 2002.

2 CDC, HIV/AIDS Surveil-
lance Report, Vol. 14, 2002.
(Hereafter “CDC Report
2002.")

% Fleming, P., et al. 2002,
supra n 1.

4 CDC, HIV/AIDS Surveil-
lance Report , Vol. 13, No. 2,
2001.

5 CDC, HIV/AIDS Surveil-
lance Report, Vol. 14, 2002,
cited in Kaiser Family

continued on next page...
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ministrative or technical support, fiscal
intermediary services, technical assis-
tance, capacity devel opment, and/or qual -
ity management. Three of thesesix ser-
viceswere most frequently provided to
the grantee of record by a provider
agency: planning or eval uation support
(539 providers), qudity management sup-
port (437 providers), and administrative
or technical support (406 providers).
These categories of support are not mu-
tudly exclusive, i.e., an organization may
have provided morethan one of thesesup-
port servicesto the grantee.

TARGET POPULATIONS OF
INTEREST

Providerswereasked toindicateif one
or more specific population groupswere
targeted for special emphasis, outreach
effortsor serviceddivery during the2002

Table 4. Characteristics of CARE Act Providers, 20022

reporting period. Among thepopulations
of special interest for the CARE Act

grantees, thefour most frequently targeted
populations included communities of

color (61 percent of providers), women
(58 percent of providers), injection drug
users (46 percent), and homel ess persons
(41 percent). The remaining targeted

population areshownin Table4.

RACIAL/ETHNIC GROUP
REPRESENTATION GREATER
THAN 50%

Thirty-five percent or 945 of all CARE
Act provider organizationsreported that
membersof racial/ethnic minority groups
comprised more that 50 percent of the
organization’ sprofessional staff provid-
ing direct HIV services. Among CARE
Act providers, 25 percent of the organi-

Target populations of interest (n=2,696) Total | Percent
Migrant/farm workers 219 8%
Rural population other than migrant workers 509 19%
Women 1553 58%
Children/child 771 29%
Communities of color 1649 61%
Homeless 1113 41%
Gay, lesbian, bisexual youth 632 23%
Gay, lesbian, bisexual adults 1208 45%
Incarcerated persons 588 22%
All adolescents 569 21%
Runaway or street youth 292 11%
Injection drug users 1245 46%
Non-injection drug users 971 36%
Parolees 626 23%
Other 325 12%
Missing 1 <1%
Racial/ethnic group representation greater the 50% (n=2696) Total | Percent
Board members 673 25%
Professional staff members 945 35%
Solo/group private health practice 65 2%
"Traditional" provider serving people of color 911 34%
Other agency type 463 17%
Missing 1 <1%
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zationsreported that racial/ethnic minori-
ties comprised more than 50 percent of
their Board of Directors. Thirty-fiveper-
cent of all providers(n=515) reported that
their professional staff consisted of more
than 50 percent racial/ethnic minority
group members. A small number (2 per-
cent; n=65) were solo or group health
practices. Thirty-four percent of provid-
ersreported that although their board and
staff werenot composed of amgjority of
racial/ethnic minority group members,
they historically serveracial/ethnic mi-
noritiesin communitiesof color (Table4).

STAFFING

CARE Act providersreport the number
of paid, full-timeequivaent staff (FTES)
that werefunded by the CARE Act along
with the number of volunteer, full-time
equivalent positions dedicated to HIV
careduring the 2002 reporting period. Of
the CARE Act providersreporting paid
staff members (n=2,339), the mean num-
ber of paid FTEswas8.42 persons(Table
5). Among CARE Act providersreport-
ingvolunteer gaff FTES(n=746), themean
number of volunteer staff FTEswas11.82.

Table 5. CARE Act Provider Organization Staffing, 2002

CARE ACT FUNDING
AMOUNTS

Theamount of CARE Act fundsthat pro-
viders report receiving is presented in
Table6. It must be noted that thefollow-
ing funding amounts are asreported by
CARE Act providersand may not match
fiscal year awards. Differencesbetween
actual fiscal year funding and provider
reported funding are dueto carry-over
from the previous funding period and
supplemental funding. A total of
$610,095,979 wasdistributed to 1,438 pro-
vidersthrough Titlel of the CARE Act.
Themean amount awarded to these pro-
viderswas$424,267 (with some provid-
ers being awarded as much as
$29,479,811) todeliver CARE Act ser-
vices. In2002, 1,277 Titlell providers
reported receiving atota of $502,396,509.
Themean amount awarded to these Title
Il providerswas$393,419. Providersin
Titlel1-EIS(n=397) reported receiving
atota of $174,570,230, withameanaward
of $439,723. ProvidersinTitlelV (n=247)
reported receiving atotal of $68,943,223
withamean award of $279,122.

Staff No. of providers | Mean staff per provider (Min-Max values)

Paid 2339 8.42 (.01-780)

Volunteer 746 11.82 (.02-750)
Table 6. CARE Act Funding Amounts, 2002

CARE Act Program Total (dollars) Mean (Min-Max values)
Title| (n=1438) $610,095,979| $424,267 ($19-$29,479,811)
Title Il (n=1277) $502,396,509| $393,419 ($50-$133,000,000)
Title 11 (n=397) $174,570,230 $439,723 ($450-$1,142,974)
Title 1V (n=247) $68,943,223| $279,122| ($1,765-$2,274,327)
Dental expenditures (n=544) $39,906,041 $73,356 ($8-$2,461,363)

...continued from previous
page

Foundation, HIV/AIDS in the
United States, Fact Sheet,
March 2004.

¢1d.

7 CDC Report 2002

8 CDC, HIV/AIDS Surveil-
lance Reports, 1986-2002,
cited in Kaiser Family
Foundation, HIV/AIDS in the
United States, Fact Sheet,
March 2004.

°1d.
10 CDC Report 2002.
2d.

12d.




THE RYAN WHITE
CAREACT

The AIDS epidemic has taken
an unspeakable toll since its
onset in the early 1980s. The
epidemic has hit hardest
among populations at risk for
poverty, lack of health insur-
ance, and disenfranchise-
ment from the health care
system.

Congress enacted the Ryan
White Comprehensive AIDS
Resources Emergency Act
(CARE Act) in August 1990 to
improve the quality and
availability of care and
treatment for low-income,
uninsured, and underinsured
individuals and families
affected by HIV disease. The
CARE Act, which is adminis-
tered by the HIV/AIDS Bureau
of the Health Resources and
Services Administration, was
reauthorized in May 1996 and,
again, in October 2000.
Biomedical research into HIV/
AIDS is carried out by the
National Institutes of Health.
The collection of surveillance
data and the development of
prevention programs are
handled by the Centers for
Disease Control and Preven-
tion.

The Ryan White CARE Act
programs work with cities,

continued on next page...
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Theinformation for dental expenditures
(excluding fundsfromthe Dental Reim-
bursement Program and the Community
Based Dental Partnership Program) re-

quiresadditional explanation. Thisline
itemincludesall CARE Act fundsfrom
all Titlesthat wereused to pay for dental

expensesincurred by CARE Act provid-
ers. A total of 544 CARE Act providers
reported $39,906,041 in dental expendi-
turesfor CARE Act clientsin 2002. The
mean amount of dental expendituresre-

ported by dental providerswas $73,356
(with some providersreporting as much
as$2,461,363 in dental expenditures)

Using datafrom Section 2 of the CADR,
this section of the report describes the
characteristicsof CARE Act clientsas
reported by CARE Act providers
(n=2,696) that reported databetween Janu-
ary 2002 and December 2002. Theclient
information narrativeisbased onthedata
tables presented in this section.

CLIENTS SERVED

In 2002, CARE Act providers served

1,044,172 duplicated clients. Serviceor-
ganizationsreported atotal of 370,059
duplicated, new clients. Of thetotal cli-
ents served, 844,687 (81 percent) were
HIV-positivewhile 199,485 duplicated cli-
ents (19 percent) were HIV-affected®.

Among new clients, 256,467 duplicated

clients (69 percent) were HIV-positive,
and 113,592 (or 31 percent) of duplicated
clientswere HIVV-affected (Figure 2).

GENDER

Overall, 64 percent of clientsweremale
while 33 percent werefemale. One per-
cent of the clients served in 2002 were
transgender. Interestingly, thegender dis-
tribution variesby HIV status (positive
or affected). Among HIV-positivedupli-
cated clients receiving services by a
CARE Act provider, amajority (68 per-
cent) were male and a smaller propor-
tion of clients (31 percent) werefemale.
Thisisin contrast to the clientsthat were
HIV-affected: 48 percent weremaleand
42 percent werefemae(Table 7, pagel 0).
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Figure 2. Total Duplicated Clients Served, Ryan White CARE Act, 2002%45

50,291
HIV status unknown - 81,761

. 63,301
HIV-negative/affected - 117,724

256,467

mAIl Clients " New Clients

e | 5551

AGE

Overal, 55 percent of theclientsserved
in 2002 werein the age group 25to 44
yearswhile 29 percent wereintheage
group45to64years. Findingsweresmi-
lar for HIV-positiveclients: 60 percent
were in the age group 25 to 44 years
while 32 percent of the clientswerein
theagegroup45to 64 years. Thesitua
tion wasdifferent for HIV-affected cli-
ents: 35 percent wereintheagegroup 25
to 44, 18 percent werein agegroup 45to
64, and about the same percentage were
inthe unreported group (17 percent) and
inthe 13to 24 agegroup (16 percent).

ETHNICITY

Twenty percent of all clientsserved were
Hispanic/Latino(a) and 72 percent were
non-Hispanic/Latino(a) (Figure3). Simi-
larly, 20 percent of all HI'V-positivecli-

entsserved were Higpanic/L atino(a) and
75 percent werenon-Hispanic/L atino(a).
Among HIV-affected clients, 23 percent
were Hispanic/Latino(a) and 59 percent
were nhon-Hispanic/Latino(a). Ethnic

identity wasunknown for alarge percent-
age (19 percent) of HIV-affected clients.

Figure 3. Total Ethnicity, 2002

Unknown ) )
8% Hispanic /

Latino(a)

20%
Non-
Hispanic
2%
n = 1,044,172 clients
RACE

For clientsoverall and among thosewho
wereHIV-positive, over 50 percent of the
clientsserved by CARE Act providers
weremembersof racia minority groups$
(Figure4, page 11). Racewasunknown
or unreported for asizeabl e percentage
of clients (Table 7, page 10). Whites
comprised approximately 34 percent and
35 percent, respectively, of clients
served both overall and among thosewho
wereHIV-positive. For clientswhowere
HIV-affected, race was unknown or un-
reported for alarge percentage of clients
(26 percent).

...continued from previous
page

States, and local community-
based organizations to
provide services to approxi-
mately 533,000 individuals
each year who do not have
sufficient health care cover-
age or financial resources for
coping with HIV disease. This
estimate of 533,000 individu-
als served by the CARE Act is
derived through statistical
modeling to estimate the
extent of duplication in
provider reports of clients
served. The majority of CARE

Act funds support primary

medical care and essential
support services. A smaller,
but equally critical portion is
used to fund technical
assistance, clinical training
and research on innovative
models of care. The CARE
Act, first authorized in 1990, is
currently funded at $1.9
billion.




THE PROGRAMS
THAT MAKE UP THE
CAREACT

TITLE |

Title | provides grants to 51
Eligible Metropolitan Areas
(EMAs) disproportionately
affected by HIV/ AIDS. These
areas must have at least
500,000 residents and have
reported at least 2,000 AIDS
cases in the previous 5 years.
Title | funds may be used to
provide a continuum of care
for persons living with HIV
disease. Services include:

:: Outpatient and ambulatory
health services including
substance abuse and mental
health treatment.

:» Early intervention services
that include outreach, coun-
seling and testing, and
referral services designed to
identify HIV-positive individu-
als who know their HIV status.

:» Outpatient and ambulatory
support services including
case management to the
extent that these support
services facilitate, enhance,
support or sustain delivery,
continuity or benefits of health

services.

. Inpatient case management
services that expedite dis-
charge and prevent unneces-

continued on next page...
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Table 7: Gender, Age, Ethnicity, and Race of Clients Who Received CARE Act Services, 20021256785

HIV-positive HIV-affected Total
Number | Percent [ Number | Percent | Number | Percent
Gender
Mae 571,378 68% | 95,928 48%| 667,306 64%
Female 264,562 31%| 84,225 42%| 348,787 33%
Transgender 4,085 1% 3,781 2% 7,866 1%
Unknown/unreported 4,662 1% | 15,551 8% 20,213 2%
Total 844,687 100% | 199,485| 100% |1,044,172| 100%
Age
Lessthan 2 years 3,230 <1% 7,581 4% 10,811 1%
2-12 years 13,105 2%| 17,005 9% 30,110 3%
13- 24 years 34,529 4%| 32,630 16% 67,159 6%
25 - 44 years 504,665 60%| 70,437 35% | 575,102 55%
45 - 64 years 267,270 32%| 34,934 18%| 302,204 29%
65+ years 11,260 1% 2,752 1% 14,012 1%
Unknown/unreported 10,628 1% | 34,146 17% 44,774 4%
Total 844,687 100% | 199,485| 100% |1,044,172| 100%
Ethnicity
Hispanic/Latino(a) 167,439 20%| 45,090 23%| 212,529 20%
Non-Hispanic 631,102 75%| 117,252 59%| 748,354 72%
Unknown/unreported 46,146 6% | 37,143 19% 83,289 8%
Total 844,687 100% | 199,485| 100% |1,044,172| 100%
Race
White 299,123 35%| 57,076 29%| 356,199 34%
Black or African American| 388,835 46%| 82,336 41%| 471,171 45%
Asian 7,988 1% 1,688 1% 9,676 1%
Pacific Islander 1,204 <1% 108 <1% 1,312 <1%
Qf‘“;g’(i‘ﬁlgie\r/[:a”/ 5500 1% 702|  <1w| 6202 1%
More than one race 30,365 4% 6,698 3% 37,063 3%
Unknown/unreported 111,672 13%| 50,877 26% | 162,549 16%
Total 844,687 100% | 199,485| 100% |1,044,172| 100%

HOUSEHOLD INCOME

Overadl, the percentage of clientswithin-
comesequal to or below the Federal Pov-
erty Level (FPL) was44 percent (Table8).
Housesholdincomestatuswasunknown or
unreported for athird of clients. Inexam-
ining householdincomeby HIV gatus, 65

percent of HI'VV-positive clientshad house-
holdincomesequal to or below FPL or be-
tween 101 to 200 percent of the FPL . By
contrast, only 22 percent of clientswhowere
HIV-affected had houssholdincomesinthe
samecategory. CARE Act providersdid not
report thehoussholdincomestatusfor most
HIV-affected dients(sxty-seven percent).
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Figure 4. Total Race, 2002*°

Other
2%

Morethan one race
3%

Unknown
16%

White

Black or African 34%

American
45%
n = 1,044,172 clients

HOUSING ARRANGEMENTS

Permanent housing arrangementswere
reported for 49 percent of clientsoverall

and 55 percent among clientswho were
HIV-positive. Among thosewho were
HIV-positive, 11 percent of theclientsre-
ceiving servicesfrom CARE Act provid-
ersin 2002 wereliving in non-permanent
housing. Eight percent of theHIV-affected
clients served were non-permanently

housed. The housing statuswas unknown
for 57 percent of HIV-affected clients.

HIV/AIDS STATUS

Overdl, most clientsreceiving CARE Act
services were recorded in one of three
categories. 1) HIV-positive, not AIDS
(34 percent); 2) AIDSasdefined by CDC
(28 percent); or 3) HIV-positive, AIDS
unknown (19 percent) (Table9).

ENROLLMENT STATUS

Among theHIV-positiveclientswho re-
ceived CARE Act servicesin 2002, 59
percent were active and had ahistory of
receiving CARE Act careand treatment
serviceswith the CARE Act providers
while 24 percent were active and new to
the CARE Act provider (Table9). By
contrast, 19 percent of HI'VV-affected cli-
entswere active and continuinginthepro-
viders programs, 28 percent were active
and new to the programs, and 43 percent

...continued from previous
page

sary hospitalization.

TITLE Il

Title Il provides grants to
States and Territories to
improve the quality, availabil-
ity, and organization of HIV/
AIDS health care and support
services. Services include:

:: Ambulatory health care.

:: Home-based health care.
: Insurance coverage.

:: Medications.

> Support services.

:» Outreach to HIV-positive
individuals who know their
HIV status.

:» Early intervention services.

:: HIV Care Consortia, which
assess needs and contracts
for services.

Title 1l also provides access

Table 8: Household Income and Housing Arrangements for Clients Who Received CARE Act Services, to medications through the

20021, 3,510, 11, 12, 13, 14

AIDS Drug Assistance Pro-
gram (ADAP).

HIV-positive HIV-affected Total
Number | Percent | Number | Percent [ Number | Percent
Household Income AIDS DRUG ASSISTANCE
Equal to or below FPL 424430 50% 38094 19% 462524 44%

PROGRAM (ADAP)

101-200% FPL 125608 15% 6444 3% 132052 13%

201-300% FPL 42051 5% 2159 1% 44210 4%

Greater than 300% FPL 31409 4% 19133 10% 50542 5%

Unknown/unreported 221189 26% | 133655 67% 354844 34% ADAP povides medications for
Total 844.687 100% | 199.485 100% | 1.044.172 100% the treatment of HIV disease.

Housina Arranaements Program funds may also be

Permanently housed

463,992 55% 50,870 26% 514,862 49%

Non-permanently housed 90,712 11% 16,484 8% 107,196 10%
Institution 24,902 3% 2,610 1% 27,512 3% continued on next page...
Other 14,183 2% 16,168 8% 30,351 3%
Unknown/unreported 250,898 30% | 113,353 57% 364,251 35%
Total 844,687 100% | 199,485 100% | 1,044,172 100%
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used to purchase health
insurance for eligible clients.
Amendments to the Ryan
White CARE Act in October
2000 added additional lan-
guage allowing ADAP funds to
be used to pay for services that
enhance access, adherence,
and monitoring of drug treat-
ments. The program is funded
through Title 1l of the CARE Act,
which provides grants to States

and Territories.

TITLE I EARLY INTER-
VENTION SERVICES (EIS)

Title Il EIS supports outpa-
tient HIV early intervention
services and ambulatory care.
Title 11l grants, in contrast to
grants under the previous
Titles, are awarded directly to
providers. Services include:

:: Risk-reduction counseling
on prevention, antibody
testing, medical evaluation,
and clinical care.

:: Antiretroviral therapies;
protection against opportunis-
tic infections; and ongoing
medical, oral health, nutri-
tional, psychosocial, and
other care services for HIV-

infected clients.

:: Case management to

continued on next page...
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HIV-affected clients had an unreported
or unknown enrollment status.

MEDICAL INSURANCE

insurance (25 percent). Insurance status
was unknown or unreported for 30 per-
cent of all clients. A mgjority of thecli-
entswith unknown or unreported medical
insurancewere HIVV-affected (Table9).

Overall, 38 percent of clientsreceiving
servicesfrom CARE Act providerswere
covered by publicly-funded medical in-
surance, 21 percent of clients had no
medical insurance, and 8 percent had pri-
vate insurance. HIV-positive clients
weremorelikely to be Medicaid recipi-
ents (28 percent) or to have no medical

Table 9: Disease Status, Enrollment Status, and Medical Insurance Status for Clients Who Received

CARE Act Services, 200213 51516

HIV-positive

HIV-affected

Total

Number | Percent

Number | Percent

Number | Percent

HIV/AIDS Status

HIV positive, not AIDS
HIV positive, AIDS

359,773 43%

195,398 23%

unknown

CDC-defined AIDS 289,516 34%
HIV-negative - -
Unknown/unreported - -
Total 844,687 | 100%

359,773 34%
195,398 19%

289,516 28%

90,992 46% 90,992 9%
108,493 54% 108,493 10%
199,485 | 100% | 1,044,172 | 100%

Clients Enrollment Status

Active, new to program | 204,740 24%

Active, continuing in

55,110 28%

259,850 25%

program 500,564 59% | 37,279 19% | 537,843 52%
Deceased 13,858 2% 344 0% 14,202 1%
Inactive 70,707 8% | 21,132 11% 91,839 9%
Unknown/unreported 54,818 7% | 85,620 43% 140,438 13%
Total 844,687 | 100% | 199,485 | 100% | 1,044,172 | 100%
Medical Insurance
Private 72,026 9% 6,535 3% 78,561 8%
Medicare 69,911 8% 2,056 1% 71,967 7%
Medicaid 236,001 28% | 28,119 14% | 264,120 25%
Other public 56,568 7% 6,273 3% 62,841 6%
No insurance 207,151 25% | 11,676 6% | 218,827 21%
Other 15,335 2% | 16,989 9% 32,324 3%
Unknown/unreported 187,695 22% | 127,837 64% | 315,532 30%
Total 844,687 | 100% | 199,485 | 100% | 1,044,172 | 100%




RYAN WHITE CARE ACT

Using datafrom Section 3 of the CADR,
this section of the report describes pro-
vider services utilized by clientsthrough
the CARE Act between January 2002 and
December 2002. The service utlization
narrativeisbased onthedatatablespre-
sented in thissection.

SERVICE UTILIZATION FOR
HEALTH CARE SERVICES

Organizations providing one or more
health care and/or case management ser-
vicereport the number of clientsreceiv-
ing each serviceaswell asthetotal num-
ber of visits per service. Table 10 pre-
sentsthetotal number duplicated clients
served and the number of visitsreported
by CARE Act providersduring 2002 for
each health care service and case man-
agement. Case management servicesand

outpatient/ambulatory medical care ser-
viceswere the most frequently utilized
CAREAct servicesin 2002. CARE Act
case management providers reported
serving 332,377 HIV-positive clients.
Morethan 3.6 million client visitswere
recorded by the CARE Act providersde-
livering case management services to
HIV-positive clients. Case management
servicesinclude activitiessuch asinitial
assessment of serviceneeds, devel opment
of acomprehensive, individualized ser-
vice plan; coordination of client services;
and periodic re-eval uation and adaptation
of theindividualized service plan over the
lifeof theclient.

Next, CARE Act providersreported that
outpatient/ambulatory medical care ser-
viceswere used by 319,295 clientsina
littlemorethan 2 million client visits. In

Table 10. Health Care and Case Management Services, Ryan White CARE Act, 2002

Number of
Duplicated Clients

Health Care Services Served Total Visits
Ambulatory/Outpatient Medical Care 319,295 2,099,774
Mental Health Care 81,437 609,314
Oral Hedlth Care 71,504 219,045
Substance Abuse Services, outpatient 36,084 630,175
Substance Abuse Services, residential 3,292 153,250
Rehabilitation Services 1,300 14,530
Home health: paraprofessional care 3,865 171,991
Home health: professional care 2,998 55,226
Home health: specialized care 858 10,448
Case management services

HIV-positive clients 332,377 3,689,838

HIV-affected clients 23,854 124,254

...continued from previous
page

ensure access to services
and continuity of care for HIV-
infected clients.

:: Attention to other health
problems that occur fre-
quently with HIV infection,
including tuberculosis and

substance abuse.

TITLE 1 PLANNING
GRANT PROGRAM

Title Il Planning Grant
Program funds eligible
entities in their efforts to plan
for the provision of high
quality comprehensive HIV
primary health care services
in rural or urban underserved
areas and communities of
color. Activities can include
but are not limited to:

:: Identifying key stakeholders
and engaging and coordinat-
ing potential partners in the
planning process.

:: Gathering a formal advisory
group to plan for the estab-
lishment of services.

:» Conducting an in-depth
review of the nature and
extent of need for HIV primary
care services in the commu-
nity. This should include a
local epidemiological profile,
an evaluation of the
community’s service provider

continued on next page...
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capacity, and a profile of the
target population(s).

:: Defining the components of
care and forming essential
programmatic linkages with
related providers in the
community.

;2 Researching funding
sources and applying for
operational grants.

TITLE Il CAPACITY
BUILDING GRANT
PROGRAM

Title Il Capacity Building
Program funds eligible
entities in their efforts to
strengthen their organiza-
tional infrastructure and
increase their capacity to
develop, enhance or expand
high quality HIV primary
health care services in rural
or urban underserved areas
and communities of color.
Title Ill Capacity Grant activi-
ties fall into three infrastruc-
ture development categories:
Management Systems,
Service Delivery Systems, and
Evaluation Systems. Activities
can include but are not limited
to:

:: Identifying, establishing and
strengthening clinical,
administrative, managerial,
and management information
system (MIS) structures.

continued on next page...
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additionto HIV primary care, this cat-
egory of service utilization includesdi-
agnogtictesting, early intervention and risk
assessment, preventive care and screen-
ing, practitioner examination, medica his-
tory taking, and other related activities.
Clientsfrequently used three other health
care service categories. First, outpatient
substance abuse services are defined as
the medical treatment and counseling to
address substance abuse problems pro-
vided in an outpatient setting rendered by
aphysician or under the supervision of a
physician. Slightly morethan 36,000 cli-
entsreceived outpatient substance abuse
treatment servicesfrom providersin 2002.
Thisservicecategory reported 630,175 cli-
ent vistsduring thereporting period. Sec-
ond, mental health serviceswere utilized
by 81,437 clientsin 609,314 visits. Fi-
nally, atotal of 71,504 clientsreceived
oral health care services (excluding ser-
vicesfunded by the Dental Reimburse-
ment Program and the Community Based

Dentd Partnership Program) in2002. Pro-
vidersof ora hedth carereported 219,045
client visits. Serviceutilizationfor other
health care servicesin 2002 is presented
inTable10, page13.

NUMBER OF VISITS PER
CLIENT BY SERVICE
CATEGORY

Theaverage number of visits per client
by type of serviceispresentedin Table
11. Itisimportant to notethat for each
servicetype, the actual number of pro-
vidersserving clientsishigher. How-
ever, the average number of visits per
client was calculated only for those pro-
vidersreporting valid datafor both the
number of clients served and number
of visits. Please notethat providers may
offer multiple services; thus, aprovider
may beincluded in more than one ser-
vice category. Inaddition, the median
number of visitsper clientsis presented
for health care servicevisits per client.

Table 11. Number of Visits per Client by Service Category, 200217181520

Average Median

Number of | Number of| Number of
Health Care Services Providers* | visitdclient| visits/client Range
Ambulatory/Outpatient Medical Care 837 6.96 5.06 1-166.67
Mental Health Care 813 7.97 5.12 1-96.77
Oral Health Care 510 2.79 2.20 1-67.83
Substance Abuse Services, outpatient 407 20.42 6.13 1-321.52
Substance Abuse Services, residential 79 27.41 7.83 1-360.00
Rehabilitation Services 55 11.43 2.67 1-160.00
Home health: paraprofessional care 137 37.03 12.00 1-320.91
Home health: professional care 90 17.73 5.96 1-163.85
Home health: specialized care 45 11.92 6.06 1-72.00
Case management services 1,235 14.63 9.20 1-292.45

*Data reported in thistable are based on valid reports only. Valid data are defined as providers
reporting complete data for both number of clients served and number of visits.
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Aspreviously noted, case management
and outpatient/ambul atory medical care
serviceswere the most utilized CARE
Act servicesin 2002. For case man-
agement services, the average number
of visits per client was 14.63 (me-
dian=9.20; range=1- 292.45). Amongthe
outpatient/ambul atory medical services
utilized in the previous year, the aver-
agenumber of visitsper clientswas 6.96
(median=5.06; range=1 - 166.67).

Of the outpatient substance abuse ser-
vices utilized in 2002, the average num-

ber of visits per clientswas 20.42 (me-
dian=6.13; range=1 - 321.52). For men-
tal health care services utilized, the av-
erage number of visits per clientswas
7.97 (median=5.12; range=1 - 96.77).
Finally, for oral health care services (not
including servicesfunded by the Dental

Rei mbursement Program and theCom-
munity Based Dentd Partnership Program),
theaveragenumber of visitsper clientswas
2.79 (median=2.20; range=1- 67.83).

UTILIZATION OF SUPPORT
SERVICES

CAREAct providersalsodeliver an ar-
ray of supportive servicesto HIV-posi-
tiveand HIVV-affected clients (Table 12,
page16). Supportiveservicesareoffered
by CARE Act programsto promote entry
into and retentionin HIV primary medi-
cal care. CARE Act providersdelivered
thehighest number of support services(du-
plicated client counts) to HI'VV-positivecli-
entsinthefollowing categories of ser-
vice: food bank/home-delivered meals
(113,673 dients), dient advocecy (113,363
clients), health education/risk reduction
(111,716 clients), transportati on services
(100,185 clients), and treatment adher-
ence counsaling (91,948 clients). Utili-
zation of support serviceswas somewhat
different among HIV-affected clients.
The highest number of support services
(duplicated client counts) delivered by
CARE Act providersto HIV-affected cli-
entsincluded outreach services (86,116
clients) and health education/risk reduc-
tion (76,045 clients). Outreach and health
educati on/risk reduction servicesendeavor
to prevent further transmission of HIV
among CARE Act clientswho are HI V-
positive, HIV-affected, and those for
whom HIV/AIDSstatusisunknown. No-
ticethat for all categoriesof supportive
services, CARE Act providersreported
serving larger numbersof HIV-positive
clientsthan HIV negativeclients.

...continued from previous
page

:: Developing a financial
management unit of the
organization.

:: Developing and implement-
ing a clinical continuous
quality improvement (CQI)
program.

:: Purchasing clinical supplies
and equipment for the
purpose of developing,
enhancing, or expanding HIV
primary care services.

:: Developing an organiza-
tional strategic plan to
address managed care
changes or changes in the
HIV epidemic in the commu-

nity.

2 A package of activities that
includes the development of
an organizational strategic
plan for HIV care, education of
Board members regarding
the HIV program, and staff
training and development

regarding HIV care.

TITLE IV

Title IV provides family-
centered comprehensive care
to women, infants, children,
youth, and their families, and
helps improve access to
clinical trials and research.

All CARE Act programs are

continued on next page...
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required to serve women,
infants, children and youth
living with HIV disease, but
Title IV addresses the needs of
these populations specifically.

Services include:

:: Primary and specialty

medical care.
:: Psychosocial services.

:: Logistical support and
coordination.

:: Outreach and case man-

agement.

Title IV also provides support
services to affected family
members of HIV-infected
clients.

SPECIAL PROJECTS OF
NATIONAL SIGNIFICANCE
(SPNS)

SPNS support the demonstra-
tion and evaluation of innovative
models of HIV/AIDS care delivery

for hard-to-reach populations.
The SPNS Program is consid-
ered the research and develop-
ment arm of the Ryan White
CARE Act and provides the
mechanisms to 1) assess the
effectiveness of particular

models of care, 2) support
innovative program design, and
3) promote replication of
effective model.

continued on next page...
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Table 12. Number of Duplicate Clients Receiving Support Services From the CARE Act, 2002

Support Services

Buddy/companion services

Child care services

Child welfare services

Client advocacy

Day/respite care for adults
Developmental assessment

Early intervention services/Titles | & 11
Emergency financial assistance
Food bank/home-delivered meals
Health education/risk reduction
Housing services

Legal services

Nutritional counseling

Outreach services

Permanency planning
Psychosocial support services
Referral: health care/support services
Referral: clinical research
Hospice care: residential/in-home
Transportation services
Treatment adherence counseling

Other services

Total Duplicated Total Duplicated
HIV-positive Clients| HIV-affected Clients
8,729 494
3,230 2,932
939 565
113,363 9,382
5,049 493
2,856 1,277
9,638 2,641
74,965 5,290
113,673 6,758
111,716 76,045
46,037 1,698
21,679 934
73,089 2,649
49,247 86,116
5,596 1,593
87,414 12,792
86,690 36,291
20,745 1,245
1,245 119
100,185 5,486
91,948 2,676
84,707 13,069

Using datafrom Section 4 of the CADR,
this section of thereport describesHIV
counseling and testing services utilized
by clientsthroughthe CARE Act between
January 2002 and December 2002. The
HIV counseling and testing narrativeis

based on the datatables presented in this

section.

PROVIDER-RELATED DATA

In 2002, 28 percent of all CARE Act
funded organization reporting CADR data
(n=753) provided HIV counseling and
testing services (Table 13). These ser-
vices include activities such as pretest
counseling onthe benefitsof testing (in
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cluding the medical benefits of diagnos-
ing HIV diseaseintheearly stages); and
providing HIV antibody testsand posttest
counseling (including the benefitsof re-
ceiving early primary careintervention).
Of those providersdeivering HIVV coun-
seling and testing servicesto clients, 43
percent of providers (n=320) used CARE
Act fundsto providethese serviceswhile
58 percent of providers (n=433) did not
use CARE Act funds. 1n 2002, 38 per-
cent of providers(n=283) offered partner
notification services. Certain Statesand
local jurisdictions mandate that only
health department personnel perform
partner notification activities. Thedata
reportedinthe CADR may includeinfor-
mationfrom Ryan White CARE Act pro-
viderswho must refer partner notifica-
tion activitiesto health department per-
sonnel for action.

CLIENT-RELATED DATA

CARE Act providersoffering HI'V coun-
seling and testing reported important utili-
zation data concerning theclientsrecei v-
ingthese servicesin 2002. Thenumber of
infantstested during thereporting period
was13,024.

INn 2002, HIV pretest counsdlingwas pro-
videdto 773,170 personswith 626,739 per-
sonsor 81 percent receiving confidential
HIV pretest counseling services and
146,431 personsor 19 percent receiving
anonymousHIV pretest counseling ser-
vices. Of the 773,170 persons who re-
ceived HIV pretest counsdaling, 92 percent
(n=707,812) weretested for theHIV anti-
body during thereporting period. Ninety-
one percent (N=569,646) of the626,739in-
dividualswho received pretest counsaling
underwent confidentia testingwhile94 per-
cent (N=138,166) of the 146,431 individuds
whorecalved anonymouspretest counsdling
weretestedfor HIV antibodies(Table14).

Table 13. Number of CARE Act Providers Offering HIV Counseling and Testing, 2002

Provider-related Data

Number| Percent

Program provides HIV counseling and testing services

Yes

No
Missing
Total

CARE Act funds used to support HIV counseling services

Yes

No

Total

Program offered partner notification
Yes

No

Total

753 28%
1,942 72%
1 <1%

2,696] 100%

320 43%
433 57%
753] 100%
283 38%
470 62%
753] 100%

Client-related Data

Number| Percent

Number of infants tested during reporting period

13,024

...continued from previous
page

AIDS EDUCATION AND
TRAINING CENTERS
(AETC)

The AETCs support education
and training of health care
providers through a network
of eleven regional centers
and four national resource
centers. The program goal is
to increase the number of
health care providers who are
educated and motivated to
counsel, diagnose, treat, and
medically manage individuals
with HIV infection and to help
prevent high risk behaviors that
lead to HIV transmission.

HIV/AIDS DENTAL REIM-
BURSEMENT PROGRAM
(DRP)

The DRP provides reimburse-
ments to dental schools,
post-doctoral dental educa-
tion programs, and schools
of dental hygiene for uncom-
pensated costs incurred in
providing oral health treat-
ment to patients with HIV
disease. The Dental Reim-
bursement Program awards
funds to support these institu-
tions in providing comprehen-
sive oral health care to indi-
viduals with HIV. This care
includes diagnostic, preventive,
oral health education and

continued on next page...
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health promotion, restorative,
periodontal, prosthodontic,
endodontic, oral surgery, and
oral medicine services.

COMMUNITY-BASED
DENTAL PARTNERSHIP
PROGRAM (CBDPP)

The CBDPP funds eligible
entities in their efforts to
increase access to oral
health care for unserved and
underserved rural and urban

HIV positive populations.
Programs funded by the
Community-Based Dental
Partnership program are to be
collaborative efforts between
the eligible entity and com-

munity-based dental providers
that propose to:

. Provide oral health services
for individuals with HIV.

:: Establish and manage
clinical rotations for students
and residents in community-
based settings.

:: Collaborate and coordinate

between the dental education
programs and the community-
based partners in the delivery
of oral health services.

:: Collect, manage, and report
data that will assess/describe
the service delivery and
educational components of
the funded programs.

:: Ensure patient confidentiality
and the establishment and
review of a system for control of
records of HIV-positive patients.
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CARE Act providersreported that atotal
of 15,691 individua shad apodsitivetest re-
sultfor theHIV antibody amongthosewho
received pretest counsaling and weretested.
Thismeansthat among thosewhoreceived
HIV pretest counsaling and weretested for
theHIV antibody, 2.2 percent of individu-
astested positivefor HIV antibodies.

CARE Act providerswered so concerned
with providing prevention and/or treatment
servicesto individualsafter testing. Over-
all, CARE Act providers reported that

436,661 individua sor 62 percent of those
whoreceived HIV pretest counselingand
weretested for theHIV antibody returned
for posttest counseling. Amongthosere-

turningfor posttest counsdling, 340,467 indi-
vidua sor 78 percent received confidential

ocounsdingand 96,194individua s(22 percent)
rece ved anonymouscounsaing services.

Differenceswere noted intherate of re-

turnfor posttest counsealing betweenindi-
vidualswho received confidential testing
and thosewho underwent anonymoustest-
ing. While 60 percent of individualswho
received confidential HIV pretest counsdl-
ingandtesting servicesreturned for posttest
counsding, ahigher percentageof individud
receiving anonymousservices (70 percent)
returned for posttest counsdling.

CARE Act providersreported that atotal

of 2,638 individualshad apositivetest re-
sultfor theHIV antibody and did not return
for posttest counsaling. Thismeansthat

among thosewho received apositivetest
resultfor theHIV antibody throughaCARE
Act provider, 16.8 percent of individua sdid
not return for testing resultsand post test

counsealing services.

Table 14. Number of Persons Receiving HIV Counseling and Testing from CARE Act Providers, 2002

Confidential Testing [ Anonymous Testing Total

Number | Percent

Number | Percent | Number | Percent

Number of individuals who
received HIV pretest
counseling

626,739

146,431 773,170

Of theindividuals
receiving pretest
counseling, number

and percent who were
tested for HIV antibodies

569,646 | 90.9%

138,166 | 94.3% | 707,812 | 91.5%

Of the individuals who
received pretest
counseling and were
tested for HIV antibodies,
number and percent who
had a positive test

15691 | 2.2%

Of the individuals who
received pretest counseling
and were tested for HIV
antibodies, number and
percent who received
posttest counseling

340,467 | 59.8%

96,194 69.6% | 436,661 | 61.7%

Number and percent of
individuals who tested
positive for HIV antibodies
but did not return for post-
test counseling

2,638 | 16.8%
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CLIENTS SERVED

INn2002, 52 Stateand U.S. Territory AIDS
Drug Assistance Programs (ADAPS)
served 136,345 enrolled clients. Twenty-
four percent of the clients served by
ADAP (n=32,221) were newly enrolled
during thereporting period. The number
of clientsserved by ADAPIn 2002 can-
not becompared to previousyearsbecause
two programsfailed toreport ADAPdata
in 2002. However, inthefollowing section
onclient characteristics, the proportion of
clientsserved by gender, ethnicity, race, and
ageare compared to previousyears.

CLIENT CHARACTERISTICS

GENDER

AsseenintheFigure5, themagjority of
clientsserved by ADAPweremales (79
percent, n=107,185). In comparison, 78
percent of theclientsserved by ADAPINn
2001 were males. In 2002, the 52 pro-
gramsthat reported ADAP dataserved
29,013 females. Lessthan one percent
of the clients served by ADAP were
transgender (Table 15).

Figure 5. Gender of Clients Served by ADAP,

2002
Femae

21%

(n=136,198)

ETHNICITY

Persons of Hispanic/Latino(a) ethnicity
comprised 21 percent of theclientsserved
by ADAPIN2002. Seventy-one percent
of ADAP clients were non-Hispanic/

L atino(a) and ethnicity was unknown or
unreported for eight percent of those

served by ADAP (Table 15, page21).

RACE

In 2002, African Americans/Blacks
comprised 38 percent of the clients
served by ADAP. In comparison, 37 per-
cent of ADAP clients were African

American/Blacksin 2001. Asian/Na-

tive Hawaiian/other Pacific Islander and
American Indiang/AlaskaNativescom-
bined accounted for less than two per-
cent of ADAPcclientsin 2002, and cli-
ents reporting more than one race com-
prised one percent of ADAP clients
served. Forty-three percent of thecli-
ents served by ADAP in 2002 were

DATA COLLECTION,
REPORTING, AND
LIMITATIONS

The CARE Act Data Report
(CADR) is an annual data
report form used to collect
information from grantees
and service providers funded
under Titles I, II, Il and/or IV of
the Ryan White CARE Act
(CARE Act). The CADR
collects general information
on provider and program
characteristics including the
types of organizations provid-
ing services (such as owner-
ship status), sources of
revenue, expenditures, paid
and volunteer staff. Each
provider reports information on
the demographic, medical and
support service utilization,
prescription drug use, and
health insurance status in total
and for different client groups
using the CADR.

WHO COMPLETES THE
CADR

The CADR should be com-
pleted by all Ryan White
CARE Act Title I, II, 11l, and V-
funded grantees, and provider
agencies.

Providers who receive funds
under more than one Title
should complete this form
once and submit copies to all
grantees from whom they
receive CARE Act funds.

continued on next page...
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Each grantee of record should
assemble all report forms
completed by their providers,
then complete one cover page
and attach it to the as-
sembled batch of completed
forms. The grantee should
then submit this entire
package to the HRSA data
contractor. CAREWare, a free
software package assists
grantees in collecting client-
level data and generating the
annual CADR. Download the
latest version of CAREWare
online at:
http://hab.hrsa.gov/careware/

SUMMARY OF CADR DATA
LIMITATIONS

:: CADR data are descriptive

:: CADR data may contain
duplicate client counts when
combined to the grantee or
national level

:: CADR data are aggregate in
nature

For more details see "Making
the CADR Work for You: A
How-to Manual for Using the
CARE Act Data Report to
Address Your Data Needs"
online at http://hab.hrsa.gov/

tools/cadrpublication/toc.htm

White. Race was unknown or unre-
ported for 17 percent of ADAP clients.
(Figure6).

Figure 6. Race of Clients Served by ADAP,

20027 Other
2%

Unknown
17%
African
White American/
43% Black
0 8%
n=136,345
AGE

In 2002, 64 percent of the clientsserved
by ADAP were 25 to 44 years of age.
Persons age 45 to 64 years comprised
32 percent of the clients served by
ADAP and an additional two percent
were age 65 yearsor older. Itisinter-
esting to note that the proportion of cli-
ents served who were 45 yearsor older
continuesto increase. In 2002, 34 per-
cent of ADAPclientswereage45years
or older compared to 29 percent in 2001.
Three percent of ADAP clientsin 2002
were 13 to 24 years old and less than
one percent of clientswereage 12 years
or younger (Table 15).

ADAP FUNDING AND
EXPENDITURES

ADAPsreceive funding from multiple
sources. InadditiontotheTitlell ADAP

earmark and ADA P supplemental fund-
ing, ADAPsmay receivefunding from
Ryan White CARE Act Titlel, Titlell

base, and other CARE Act funding. To-
tal ADAPfunding may includeMedic-
aid; Medicare; other Federal, State and
local government funding; other public
payments, manufacturer rebates, pri-

vate contributions, and client payments
aswell asCARE Act funding. 1n 2002,
theRyan White CARE Act Titlel! ear-
mark wasthe primary source of fund-

ingfor ADAP.

InFY 2002, atotal of $639,000,000 was
awarded to State and territories for
AIDSDrugAssistance Programs; an 8.5
percent increasefrom FY 2001. ADAPs
reported receiving additional funding of
$287,921,065 from other sources. This
included State and local contributions
of $154,265,290 in 2002.

In 2002, the 52 ADAPs submitting
CADR datareported drug expenditures
totaling $820,298,784. State ADAPs
spent 87 percent or $710,113,962 of the
total drug expenditureson antiretroviral
medications (proteaseinhibitors (Pl),
nucleoside reverse transcriptaseinhibi-
tors (NRTI), non-nucleoside reverse
transcriptase inhibitors (NNRTI), and
nucleotide reverse transcriptase
(NtRT)).

AsseeninFigure7, nucleosidereverse
transcriptaseinhibitors accounted for 53
percent of all drug expendituresin 2002
followed by proteaseinhibitors (17 per-
cent) and non-nucleoside reverse tran-

continuted on page 22...
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Table 15. Demographic Characteristics of Clients Served by ADAP, 2002

Demographic Characteristics Number Per cent
Gender

Male 107,185 79%
Female 29,013 21%
Transgender 96 <1%
Unknown/

Unreported 51 <1%
Total 136,345 100%
Ethnicity

Hispanic/L atino(a) 28,470 21%
Non-Hispanic 96,403 71%
Unknown/Unreported 11,472 8%
Total 136,345 100%
Race

White 58,975 43%
African American/Black 51,288 38%
Asian/Native Hawaiian/Pacific | slander 1,292 1%
Native American/Alaska Native 568 <1%
More than one race 969 1%
Unknown/Unreported 23,065 17%
Total 136,345 100%
Age

Lessthan 2 years 164 <1%
2-12 years 450 <1%
13 24 years 3,468 3%
25 —44 years 86,388 64%
45 — 64 years 43,119 32%
65+ years 2,167 2%
Unknown/Unreported 89 <1%
Total 136,345 100%

Figure 7. Total Drug Expenditures by Drug Class, 2002
Protease I nhibitor

(P) Non-Nucleoside
$135,882,234 Reverse
1% Transcriptase
Inhibitor
(NNRTI)
Nucleoside $110,964,632
Reverse 14% Nucleotide
Transciptase Reverse
Inhibitor (NRTI) Transcriptase
$432,280,662 (NtRT)
33% Opportunistic $30,986,434
Infection Drugs 4%
Other Drugs ©n
$66,819,161 $43,365,661
8% 5%

RYAN WHITE
CAREWARE

In order to meet funding
requirements, CARE Act-
funded service providers must
complete the CADR to provide
detailed information on all
clients served during the past
calendar year.

The HIV/AIDS Bureau offers
Ryan White CAREWare free of
charge to grantees and/or
service providers seeking a
Management Information
System (MIS) solution to the
collection and reporting of
client-level data. The software
package provides an easy,
user-friendly platform for
entering, collecting, and
reporting demographic,
service encounter, and clinical
information for clients receiv-
ing services through a Ryan
White CARE Act funded- and
eligible-program.

REASONS SERVICE
PROVIDERS CHOOSE
CAREWARE

:: Affordable. The software
and technical assistance is
free, so it's accessible to
those providers who have
limited resources.

:: Reporting simplicity.
CAREWare was designed

continued on next page...
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specifically to capture/collect
all of the data elements
required by HAB for the
CADR.

:: Tracking capabilities.
Enables users to track a
range of services (HIV primary
care) and aspects of care
including medications, lab
and screening tests, immuni-
zations, opportunistic infec-
tions, and referrals to sup-
portive care.

:: Quality Assurance. Con-
tains edit checks on inputted
data for quality assurance.

:: Customizable. It is easily
customized so that users can
satisfy unique data collection
and reporting needs

:: Client monitoring. Pro-
duces information that
enables individual client

monitoring.

Learn more about CAREWare
or download the software at
hab.hrsa.gov/ICAREWare/

...continued from page 20

scriptaseinhibitors (14 percent). Nucle-
otide reverse transcriptase drugs com-
prised four percent of drug expenditures.
Drugs used to prevent or treat opportu-
nistic infections comprised five percent
of ADAPdrug expendituresin 2002.

Antiretroviral medications(Pls, NRTIs,
NNRTIs, and NtRTs) were the most
commonly prescribed HI'VV medications
provided by State ADAPs in 2002
(Table 16). Itisimportant to note that
these drugs are prescribed in combina-
tion; therefore, asingle client may have
received multiple drugs. Stavudine,
combivir, and lamivudine (NRTIs) were
the most commonly prescribed drugsin
2002, asthey werein 1999, 2000, and
2001.

In 2002, combivir and nelfinavir were
the most frequently prescribed HIV
medi cations by expenditures, asthey

werein 1999, 2000 and 2002. (Table
17). Together, these two drugs ac-

counted for nearly aquarter of thetotal
drug expendituresin 2002. It should
again be noted that these drugs are pre-
scribed in combination; therefore, a
single client may have received mul-
tipledrugs.
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Table 16. Top Ten HIV Medications Prescribed by Number of Clients, 2002

Number
Generic Drug Name Drug Class| of Clients Expenditures
Stavudine NRTI 44,816 $61,415,240
Combivir NRTI 43,785 $123,917,630
Lamivudine NRTI 40,826 $53,315,661
Efavirenz NNRTI 36,334 $67,060,188
Trimethoprim-sulfamethoxazole 0] 34,384 $1,336,355
Nelfinavir Pl 23,500 $74,402,923
Didanosine NRTI 23,188 $28,691,619
Ritonavir NRTI 22,753 $65,002,382
Tenofovir DF NtRI 22,702 $30,986,434
Nevirapine NNRTI 22,119 $31,969,720
Abacavir NRTI 20,635 $37,016,236
Table 17. Top Ten HIV Medications Prescribed by Expenditure, 2002
Number of
Generic Drug Name Drug Class Expenditures Clients
Combivir NRTI $123,917,630 43,785
Nelfinavir P $74,402,923 23,500
Efavirenz NNRTI $67,060,188 36,334
Ritonavir NRTI $65,002,382 22,753
Stavudine NRTI $61,415,240 44,816
Trizivir NRTI $55,436,010 17,246
Lamivudine NRTI $53,315,661 40,826
Abacavir NRTI $37,016,236 20,635
Nevirapine NNRTI $31,969,720 22,119
Tenofovir DF NtRI $30,986,434 22,702

ADDITIONAL DATA
ON HIV/AIDS

MORE CARE ACT DATA

Summary data describing the
primary health care and
enabling services provided
through the CARE Act, the
demographic characteristics
of persons receiving these
services, and the types of
providers can be found on the
HIV/AIDS Bureau Web site at:
hab.hrsa.gov/reports/
data2a.htm

INTEGRATED GUIDELINES
FOR DEVELOPING EPIDE-
MIOLOGIC PROFILES

These guidelines have been
developed by the CDC and
HRSA to assist the persons
who compile and interpret HIV
prevention and care data for
State, territorial, or local HIV/
AIDS epidemiologic profiles.
Visit the Centers for Disease
Control and Prevention’s Web
site at: cdc.gov/hiv/
Epi_guidelines.htm

STATEHEALTHFACTS

Information about new and
cumulative AIDS cases, AIDS
case rates, persons living
with AIDS, AIDS deaths, HIV
infections, HIV policies, Ryan

continued on next page...
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NOTES

1. Percentages may not sum to 100 percent due to rounding error.

2. Providers may check as many target populations as apply.

3. Affected clients include those who are HIV negative as well as those with unknown HIV status.

4. "New” clients include clients whose first receipt of services from the provider agency occurred
during the reporting period.

5. Client counts are duplicated at the national and/or grantee level.

6. In 2002, HRSA HIV/AIDS Bureau implemented the Office of Management and Budget (OMB)
recommendation that ethnicity and race data are to be collected separately. Due to the fact that Ryan
White CARE Act data are aggregate at the grantee and national levels, these data are unable to be
combined to determine the proportion of minority clients served.

7. The large percentage of clients for whom race was unknown is likely due to the change in federal
reporting requirements to ask race and ethnicity questions separately. It is likely that large proportions
of Hispanics do not identify with a race and are, therefore, reporting that their race is unknown.

8. Clients served include all individuals who had at least one visit for any eligible service during the
reporting period.

9. "Other race” category includes Asian, Native Hawaiian or Other Pacific Islander, and American
Indian or Alaska Native.

10. The federal poverty level (FPL) was $18,100 for a family of four and $8,860 for one person not in
a family in 2002 for the 48 continuous states and D.C. Alaska and Hawaii FPL figures are slightly
higher. (Source: http://aspe.hhs.gov/poverty/02poverty.htm).

11. Housing information as reported in section 2 of the CADR describes the population served and
does not imply CARE Act funding was used for housing.

12. Permanent housing includes apartments, houses, foster homes, long-term residence, and boarding
houses as long as they are not time-limited.

13. Non-permanent housing includes homeless, as well as transient or transitional housing.

14. Institution includes residential, health care, and correctional facilities.

15. Providers report the medical insurance that provides the most reimbursement if a client has more
than one source of medical insurance.

16. Examples of Other Public medical insurance include State-funded insurance plans, military

health care (CHAMPUS), State Children’s Health Insurance Program (SCHIP), Indian Health Ser-
vices, and Veterans Health Administration.

17. Case management services reference HIV positive clients only.

18. (*) Data reported in this table are based on valid reports only. Valid data are defined as providers
reporting complete data for both the number of clients served and number of visits.

19. For each service type, the actual number of providers serving clients is higher. However, the
average number of visits per client was calculated only for those providers with valid data for number
of clients served and number of client visits. Providers may offer multiple services; thus, a provider
may be included in more than one service category.

20. A client may only have one visit for each service per day. For residential substance abuse

treatment, each day in a residence facility equals one visit.

21. Other facility includes substance abuse treatment centers, solo/group private medical practices,
providers reporting for multiple fee-for-service providers, PLWHA coalitions, VA facilities, and pro-
viders reporting provider type as "other".

22. Other includes Asian/Native Hawaiian/Pacific |Islander.

...continued from previous
page

White funding and funding for
HIV prevention, and AIDS Druc
Assistance Programs,
including budget, client, and
expenditure data. Visit the
Kaiser Family Foundation’s
Web site at:
statehealthfacts.kff.org

HRSA
PUBLICATIONS

The HRSA Information Center
currently stores over 200
publications on HIV/AIDS and
thousands more on health
care services for low-income,
uninsured individuals and
those with special health care
needs. All publications are
free of charge.

For access to Bureau publica-
tions and tools, visit http://
hab.hrsa.gov. To order
publications by phone, call
the HRSA Information Center
at 1-888-ASK-HRSA.

U.S. Department of Health
and Human Services

Health Resources and
Services Administration

HIV/AIDS Bureau
Web site: hab.hrsa.gov
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