U.S. Department of Health and Human Services
Health Resources and Services Adminstration
HIV/AIDS Bureau

301.443.1993
http://hab.hrsa.gov




The AIDS Epidemic and the Ryan White CARE
Act
Past Progress, Future Challenges

>

2002-2003
Health Care, Counseling and Testing, Health Insurance Continuation, Home-Based Care, Adherence Support, Medications, Case Management, Risk Reduction,
Permanency Planning, Client Client Advocacy, Counseling, Specialty Care, Substance Abuse Treatment, Mental Health Care, Dental Services, Primary Health Care,
Emergency Financial Assistance, Food Banks, Health Education, Housing Assistance, Outreach, Referrals, Transportation, Health Care, Counseling and Testing,
Health Insurance Continuation, Home-Based Care, Adherence Support, Medications, Case Management, Risk Reduction, Permanency Planning, Client Advocacy,
Counseling, Specialty Care, Substance Abuse Treatment, Mental Health Care, Dental Services, Primary Health Care, Emergency Financial Assistance, Food Banks,
Health Education, Housing Assistance, Outreach, Referrals, Transportation, Health Care, Counseling and Testing, Health Insurance Continuation, Home-Based Care,
Adherence Support, Medications, Case Management, Risk Reduction, Permanency Planning, Client Advocaey, Counseling, Specialty Care, Substance Abuse
Treatment, Mental Health Care, Dental Services, Primary Health Care, Emergency Financial Assistance, Food Banks, Health Education, Housing Assistance,
Outreach, Referrals, Transportation, Health Care, Counseling and Testing, Health Insurance Centinuation,.Home-Based Care, Adherence Support, Medications, Case
Management, Risk Reduction, Permanency Planning, Client Advocacy, Counseling, Specialty (Care, Substance Abuse Treatment, Mental Health Care, Dental Services,
Primary Health Care, Emergency Financial Assistance, Food Banks, Health Education, Housing Assistance, Outreach, Referrals, Transportation,

SHRSA [EIAES

[y ——_— trizn







This report was prepared by Impact Marketing & Communications
and Sandra Macdonald Design under terms of Contract #231-01-
0052.

CARE ACT ADMINISTRATION:
THE HIV/AIDS BUREAU

The Ryan White CARE Act is administered by the
U.S. Department of Health and Human Services,
Health Resources and Services Administration,
HIV/AIDS Bureau. The Bureau provides a wide
range of management and technical services to
CARE Act grantees throughout the country. These
services range from technical assistance and train-
ing to education and evaluation.

For access to Bureau publications and tools, visit
http://hab.hrsa.gov. To order publications, call the
HRSA Information Center at 1-888-ASK-HRSA.
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We think of themas HE R O E S, but they would say that they're simply doing WHAT NEEDS TO BE
D O N E, that their work is just beginning, that more people are living with HIV disease in the United States than ever
before.

America is filled with people who are fighting for what is RIGHT and DE C E NT and HU |V| ANE.

America is a place where a suburban mother pushes herself across her firstA | D S R | D E, where a lawyer packs
a meal in an

AIDS KITCHEN, where a student becomesan AIDS BUDDY.

It is a place where a volunteer gives someone a ride, where a case manager helps a man find housing, where a peer out
reach worker links

an HIV-positive woman to the FIRST HEALTH CARE SHE HAS EVER HAD.







The Ryan White CARE Act: A Nation Responds to AIDS
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AIDS IN THE UNITED STATES
n 40,000 people are infected with HIV every year.*

n  One-quarter are age 21 or younge
n 15,245 died from AIDS in the year 2
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The Ryan White Comprehensive AIDS Resources Emergency
(CARE) Act: A Nation Responds to AIDS

In rural Alabama, women and men receive care
because the community found a way to rebuild
after a match ignited by hate destroyed their
HIV clinic almost 10 years ago.

On New York City’s Madison Avenue, blocks and
light years away from high-end boutiques and
designer showrooms, the North General Hospital
AIDS Center serves 700 impoverished men and
women who are living with a disease most
thought they would never get: Aimost all of them
are heterosexual.

In Tennessee, Chattanooga C.A.R.E.S. combines
CARE Act funds with foundation support and
proceeds from the local AIDS Walk to care for a
client population whose average income is $538
per month.

These efforts are replicated every day across
the country where, with CARE Act support, com-
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munities take care of their own.

AIDS is an epidemic of deprivation—people
lose their health, their ability to work, their
health insurance, and their capacity to provide
for themselves. AIDS can also mean loss of
support when people need it most. Some are
fired from their jobs; others are unable to work.
Many are abandoned by their families and
friends, deprived of the personal and social
relationships that make us human and humane.
Ryan White himself was told to leave town.

For people living with HIV/AIDS, the CARE Act
meets needs that other safety net programs
don't. Its impact is fewer deaths, slower pro-
gression to AIDS, and radical reduction in
infants living with HIV disease. The CARE Act
provides access to the best clinical treatment
anywhere in the world. And it can also mean
access to a food bank, or counseling, or help

Duwiicated Chiests Served, by Suppor Senice, 2000

it | e Tt |1
Hoeseg Asssance R
———
-l
Coumonng

[ron-mented hasth)
Faad Benk

et Advocazy



with finding housing—for what is a protease
inhibitor to someone without a home?

CARE ACT SERVICES

The CARE Act provides services that people
can’t get anywhere else—either because they
can’t pay or don’t qualify, or because the servw
ices themselves aren’t available.

In 2000 the CARE Act funded more than 4 mil-
lion health care visits through its two largest
programs alone (Title | grants to Eligible
Metropolitan Areas and Title Il grants to States
and Territories).®

Although most CARE Act dollars are spent on
medical care and treatment, services that are
essential to well-being and survival are also
funded—services like housing assistance for a
runaway youth, case management for a moth-
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er struggling to stay in care, and transportation
for HIV-positive patients for whom bus fare is a
luxury.

Hundreds of thousands of CARE Act clients
receive support services each year, although
those costs account for only a small percentage
of CARE Act spending, because such services
are less expensive to provide than medical care.
Support services are essential to the long-term
health of people living with HIV disease. Without
support services, people served by the CARE
Act—people commonly dealing with a constella
tion of severe socioeconomic and health prob-
lems in addition to HIV infection—cannot hope to
stay in care over time.

THE PAYER OF LAST RESORT

Consider a low-wage worker living with HIV
disease. Suppose that he or she is fortunate
enough to work for an employer who provides




at least some health insurance, but the cover-
age only extends to hospitalization expenses.
The worker is not eligible for Medicaid yet can-
not afford outpatient medical expenses—office
visits, laboratory tests and,
of course, medications, which for highly active
antiretroviral therapy (HAART) alone can cost
$15,000 annually.

Ryan White CARE Act services are available to
help this patient. The CARE Act is the payer of
last resort—that is, when all other options have
been exhausted and there is still no other source
of payment, the CARE Act may be used to pro-
vide services. Even for the sickest, poorest indi-
viduals, however, the CARE Act is not an enti-
tlement. The need for services far surpasses
the CARE Act's resources.

CARE ACT CLIENTS

Every year, the Ryan White CARE Act reaches
533,000 individuals in the United States and its
Territories.

Some people rely on CARE Act resources for all
of their medical and support services. Others
depend on the CARE Act for just a few, or per-
haps only one, of the services they need.

The CARE Act exists because many people
lack the insurance and financial resources to
pay for care; they also may not have the social
and familial

TREATMENT COSTS

In 1996, before the proliferation of HAART, the average
annual cost of HIV care was $21,504, or $1,792 per
month. In 1997, as HAART therapy became more
widely used, the average annual cost of HIV care
dropped to $16,308, or $1,359 per month. But in 1998,
the average annual cost rose to $18,300 or $1,525 per
month: On average, 55 percent of a patient’s total
expenditure was for medication, 15 percent was for
outpatient services, and 30 percent was for hospital-
ization?

support that is essential for coping with a debil-
itating and stigmatized disease. Even those
with private health insurance may depend on
the CARE Act for essential support services.
Women and minorities make up significant por-
tions of the CARE Act client base, which is not
surprising, because both groups are at a dis
proportionate risk for poverty and lack of insur-
ance.

In 2000, 25 percent of new AIDS cases were
among women.® That year, 33 percent of all
CARE Act clients were women, an increase
from 29 percent in 1997. Likewise, the propor-
tion of CARE Act clients who are minority con-
tinues to grow, from 66 percent in 1997 to 69
percent in 2000.*°

The demographics of CARE Act consumers are
changing in other important ways. For exam-
ple, the average age of clients is rising. More
and more clients are in a comparably late stage
of disease when they enter care. And providers
are reporting that clients increasingly are poor
and have serious health problems in addition to
HIV/AIDS. These developments represent
challenges for providers and communities
striving to help. The CARE Act gives them the
tools with which to meet those challenges and
position themselves to respond to an epidemic
that continues to evolve.
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AIDS: An Epidemic in Transition
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AIDS IN THE UNITED STATES*?
Every 13 minutes: Someone is infected with HIV.

Every 13 minutes: Someone is diagnosed with

AIDS.
Every 34 minutes: Someone dies from AIDS.




AIDS: An Epidemic in Transition

The AIDS epidemic has changed dramatically
over the past 20 years.

»  From 1981 to 1987, 92 percent of reported
AIDS cases were among men, compared to
74 percent during the period 1996-2000.*

»  The proportion of new AIDS cases among
African Americans almost doubled over the
same 20-year period, from 25.5 percent
(1981-1987) to 44.9 percent (1996-2000).*

»  Although gay and bisexual men continue to
become infected with HIV in catastrophic
proportions, fewer than 4 in 10 (39.6 per-
cent) reported AIDS cases were related to
the HIV exposure category “men who have
sex with men” in 2000.*

The epidemic has changed not just in terms of
who has AIDS and how they contracted HIV
infection but in how the disease is treated. First
there was the introduction of treatments for
() U © NfE U @S i ®
infections, and then the introduction of AZT.
By 1995, AZT-based regimens were dramatical-
ly reducing the number of infants contracting
HIV infection. And then came something called
HAART.

HAART, or highly active antiretroviral therapy,
has changed the way we think about AIDS. For
many people it has transformed a fatal disease
into a chronic, manageable condition. Deaths
from AIDS have plummeted, and progression

AIDS SURVEILLANCE: WHERE WE ARE NOW

Although treatments for HIV disease
are more effective than ever, 40,894
new AIDS cases were reported in the
United States from July 2000 to June
2001. Nearly 7 of every 10 cases were
among minorities **¢

At the end of 2000, the Centers
for Disease Control and Prevention
estimated that 338,978 people in the
United States were living with AIDS. A
total of 793,026 AIDS cases have
been reported in the United States
since the onset of the epidemic. *

CHILDREN

In the United States, 3,787 children
under age 13 were believed to be liv-
ing with AIDS in 2000, and an
unknown number were living with HIV
infection; " 194 new AIDS cases were
reported in children between July
2000 and June 2001 And despite

what is known about preventing peri-
natal transmission, 206 new HIV infec
tions were reported in children over
the same period; this number
excludes new infections in several
large States without confidential HIV
reporting systems.°

Since the start of the epidemic,
8,994 AIDS cases have been reported
in children in the United States, and
more than four of every five (82.6 per-
cent) have been among minorities.
Approximately 25 percent of those
cases were reported in the State of
New York, and 16 percent were report-
ed in Florida*®
ADULTS AND ADOLESCENTS
Most new AIDS cases are among
men, but an increasing proportion—
about 25 percent in the most recent
year—are among women. Of these
women, four of every five are minori-

ties.”

Among both men and women,
declines in new AIDS cases and in
deaths from AIDS have been substan-
tial over the past 8 years. A primary
challenge for the CARE Act communi-
ty has been that those declines have
never been equally distributed across
populations: Minorities and women
have tended to fare worse than white
men. Although substantial improve-
ments have been accomplished, dif-
ferences still exist.

1 Estimated new AIDS cases fell by
less than 1 percent among
African Americans from 1999 to
2000, and estimated deaths from
AIDS fell 9.3 percent, compared
with 11.2 percent among whites.
The disparities were similar
among Hispanics.?

Estimated deaths from AIDS
decreased 62.4 percent for men
from 1996 to 2000, but just 47.5
percent for women.* Over the
same period, the number of new
AIDS cases fell almost twice as
much among men as among
women (37.4 percent and 21.8
percent, respectively)*



from HIV infection to AIDS has slowed. The
result? A mother sends her children off to
school; a migrant farmworker holds his daugh-
ter; a reading teacher stands before his second-
grade class; a man living in poverty continues
the struggle for a better life.

But the issue of what has been achieved—and
what hasn’'t—is not always well understood.
Some people believe a cure has been found.
Others assume that everyone has access to
life-saving medications. Still others believe that
AIDS Kkills only where resources are in short
supply.

Nothing could be further from the truth.

THE MIRACLE OF HAART IS ONLY PART
OF THE STORY

HAART costs more per year than many CARE
Act clients earn.

HAART is complex. Patients may be required to
take perhaps dozens of pills in a single, 24-hour
period, some with food, some without; some in
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TREATMENT FAILURE AND ADHERENCE

Adherence to treatment regimens for
all diseases generally ranges between
20 and 80 percent. People exactly fol-
low their doctor’s orders only about 50
percent of the time.*® Patients com-
monly cite forgetfulness and misun-
derstanding instructions as reasons
for not taking their medication
as prescribed?®

HAART demands much higher adher-
ence rates. The treatment’s success
can begin to
diminish when patients are less than

a single dosing, some 4 times daily; some 4
hours before eating, some 30 minutes after.
Even a single missed dose can threaten the
regimen’s efficacy.

And the list of HAART's side effects is neither
short nor pleasant. In fact, the effects of the
drugs can feel more devastating than the dis-
ease they were created to stop.

HAART requires intensive medical manage-
ment and substantial commitments from both
the patient
and the care team. It may require more frequent
monitoring than otherwise would have been
necessary. And all of these challenges exist in

95 percent compliant—and this for
drugs that come with many unpleasant
side effects and must be taken accord-
ing to a complicated schedule.

Studies have shown that adherence to
HAART regimens averages about 70
percent—much better than average
adherence rates, but still below the
threshold needed to have the best
chance for beneficial results.*®

Adherence, however, does not guar
antee treatment success. No drug reg

the context of health care inflation that affects
even the best insured patients and best funded
providers.

THE CHANGING EPIDEMIC

Beyond HAART lies a domestic AIDS epidemic
that might not be widely recognized by the aver-
age citizen.

It is an epidemic in which not everyone is living
with restored health and is back at work. It is an
epidemic in which people contracting HIV dis
ease are often young and dauntingly misin-




formed about AIDS. It is an epidemic in which,
increasingly, those affected are poor. It is an
epidemic of treatment success and, tragically,
treatment failure. And it is an epidemic in which
people cannot afford to pay for drugs, providers
are underfunded, and hundreds of thousands of
Americans do not benefit from HAART—or any
other treatment—because they are not in care.
uu A Poorer HIV-Positive Population uu
The AIDS epidemic in the United States is expand
ing among individuals living in poverty. And
although certainly not everyone contracting HIV
today is poor, the relationship between the dispro

SIDE EFFECTS OF HAART =
(Partial List)

Anorexia (loss of appetite or aversion to food)
Asthenia (weakness or debility)

Cough

Diarrhea

Fever

Headache

Insomnia

Lipodystrophy

Malaise

Nausea, vomiting

Pancreatitis

Peripheral neuropathy (numbness in extremities)
Stomatitis (inflammation of the mouth)

Rash

portionate burden of poverty borne by minorities
and the fact that minorities now constitute the
majority of new AIDS cases reported each year
cannot be denied.

Five years ago, results from the HIV Cost and
Services Utilization Study, the Nation’s most com-
prehensive study of HIV-positive individuals receiv-
ing care, indicated that compared with the general
population, individuals in care for HIV disease “were
about half as likely to be employed, to have house-
hold income above the 25th
percentile, or to have private insurance.” The study




revealed that

" 63 percent of people in care were
unemployed;

» 72 percent had annual household incomes
of less than $25,000, and 46 percent had
incomes of less than $10,000;

» only 32 percent had private health insurance;
and

» 20 percent had no insurance at all, either
public or private.*

CARE Act clients are poorer than HIV-positive
people who do not rely on the program, and cur-
rent data suggest that they have become more
so. Consider the incomes of new clients who
entered the CARE Act's Title Il Early
Intervention Program over the past 5 years (see
chart, page 13). Of the 25,060 new patients
served in 2000, 74 percent had incomes equal
to or below the Federal poverty level for a fami
ly of four (which in 2000 was $17,050), an
increase of 10 percentage points since 1996.3

The intersection of the AIDS epidemic and
poverty is clearly illustrated in the need for
housing. The problem is revealed in studies
both of people living with HIV disease and of the
homeless. A 1997 Los Angeles study of 785
people living with HIV disease found that 65 per-
cent had been homeless and 53 percent had
had to move in the past year? In Philadelphia,
people admitted to public shelters had HIV dis
ease at rates 9 times higher than the city’s gen-
eral population.* In 2001, the National Low
Income Housing Coalition (using the Federal
guideline that housing should cost no more than
30 percent of individual income) reported that
on average in the United States, “a worker earn-
ing minimum wage would have to work 108
hours per week to afford the median fair market
rent for a two-bedroom rental unit, or a house-
hold must have the equivalent of two and a half
minimum wage workers.” *’

uu A More Isolated HIV-Positive Population w
Fueled by rapid expansion of the epidemic in
Texas and Florida, the South is now the region

THE AIDS EPIDEMIC AND PEOPLE OF COLOR

Today, 69 percent of all CARE Act clients are
minorities, reflecting both the disproportionate
level of need that this community bears and the
Health Resources and Services Administration’s
(HRSA) commitment to reach out to individuals
whose barriers to health care have often been
insurmountable (see chart, page 26).

The national tragedy of AIDS cannot be separated
from another tragedy: the stigma, disenfranchise-
ment, poor access to health care, and lack of eco-
nomic opportunity borne by minorities in the United

States. The results are all too telling; in the year

ending June 30, 2001:

n  three of every five new AIDS cases in men
were among minorities (63.8 percent);*

» four of every five new AIDS cases in women
were among minorities (81.9 percent);*

» four of every five new AIDS cases in children
were among minorities (85.6 percent):

Despite persistent study and analysis of the prob-
lem and implementation of initiatives to address
it, disparities remain, and minorities—especially

African Americans—are suffering a terrible toll.
According to a recent Institute of Medicine report,
African Americans with HIV infection are less like-
ly than their nonminority counterparts to receive
antiretroviral therapy, to receive prophylaxis for
pneumocystis pneumonia, and to receive pro-
tease inhibitors. These disparities remain, even
after adjusting for age, gender, education, and
insurance coverage.”



with the most reported AIDS cases in the United
States each year?® While in real terms most
infections still
occur in urban regions, the proportion occurring
in rural areas has increased.**

Whether people with HIV live in a small town in
rural Vermont or a sprawling southern city, they
are increasingly isolated from health care and
from the support they need to access care,
stay in care, and thrive. The isolation persists
for several reasons.

Although AIDS is not confined to any particular
part of a city, a substantial portion of regional
services and expertise is sometimes located in
neighborhoods where the epidemic has been in
the past, but not necessarily where it is going.
People in rural areas and minority neighbor-
hoods may have limited access to health care
providers—whether they have health insurance
or not. They are also less likely to have access
to providers with experience in treating HIV
infection and providing the support services
that are absolutely essential for long-term sur-
vival. Even in areas where services are avail-
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able, HIV-positive individuals living in small
communities may be reluctant to pursue them,
not wanting to be seen sitting in the “AIDS doc-
tor's” waiting room or standing in line at the
pharmacy.

Where distance is not a factor in accessing
care, cultural factors, stigma, and fear often
are. Consider the plight of an individual who
would never consider seeking care at an organ-
ization perceived to be “gay oriented,” either
because of his or her own feelings or because
of the perceived feelings of friends,
families, and neighbors. Consider the plight of
the person who has lost his job—or fears losing
it—because he is gay. Consider the plight of a
mother who is determined that her children not
discover strange medicines on the bathroom
shelf, or of the young person who still lives at
home—infected, afraid, and with nowhere to
turn.
uu An Aging HIV-Positive Population uu

Changes in the age of CARE Act clients reflect
the benefits of HAART and an aging HIV-positive
CARE Act client base: 26 percent of the people
served through Title 1l grants to States and
Territories were age 45 or older in 2000, up from
20 percent in 1998. The growth in the number of
such clients among Title | Eligible Metropolitan
Area clients was even greater—from 20 percent
in 1998 to 29 percent in 2000.”

HIV-positive people in higher age brackets
experience the same health problems as their




HIV-negative peers do—higher rates of hyper-
tension, high cholesterol, diabetes, and heart
disease—but the treatment of more than one
chronic illness at a time poses several chal-
lenges. How chronic illnesses affect the course
and treatment of HIV infection is not entirely
understood. One issue is the interaction of
treatments for diverse chronic health problems.
Another consideration is how the side effects
and symptoms of one illness affect a person’s
ability to tolerate treatment for another condi-
tion.

The development of age-related conditions
affects not only patients but also CARE Act

providers. Often, they are the only source of
health care for their clients, but they generally
specialize in infectious disease, not rheumatol-
ogy or cardiology. Providers are increasingly in
the position of having to develop new skills.
Thus the benefits of HAART—as reflected in an
older HIV-positive population—are placing new
demands on the CARE Act system.

uu An HIV-Positive Population Increasingly uu
Suffering From Multiple Diagnoses

It is not surprising that as people live longer

and the epidemic continues its shift toward

those who have historically lacked access to




health care, many people living with HIV, regardless
of age, have multiple health problems. For example,
25 percent of the HIV-positive population is estimated
to be co-infected with hepatitis C*

Of all conditions commonly found among the HIV-
positive population, perhaps substance abuse and
mental illness loom largest. In 2001, the Archives of
General Psychiatry published this startling estimate:
Of the 231,400 HIV-positive individuals estimated to
be in care during a 6-month period in 1996, 61.4
percent used mental health or substance abuse
services.* In fact, one need look no further than sur-
veillance data to begin to see the scope of the sub-
stance abuse problem: Of the 338,978 people living
with AIDS in 2000, 27.4 percent are believed to have
contracted HIV through injection drug use, and of
the 15,245 who died in 2000, 34 percent contracted
the virus through this transmission mechansim.”

These data say nothing of those who used non-
injected substances, such as alcohol, cocaine, ecsta-
ub

FACTORS INCREASING DEMAND
FOR OUTPATIENT SERVICES

uu A Growing Need for Services uu
Deaths from AIDS dropped to 15,245 in
2000,°* but 40,000 new HIV infections are esti-
mated to have occurred.* Therefore, approximately
24,000 more people were living with HIV disease at
the end of 2000 than at the beginning, and all of
them need to be receiving care. Other factors are
also at work.

The level of need among people living with HIV
disease is growing while the Nation experiences an
ongoing health care crisis: 30 million adults and 9
million children are uninsured, millions more are
underinsured, and health care costs continue to
soar.**

All these factors combined—the growing number of
people living with HIV disease, a poorer population
that is living longer but with higher rates of a whole
range of health problems, and crises in both insur-
ance and health care costs—are bringing ever-
increasing demands on CARE Act services.

THE CARE ACT AND MEDICAID

oo, v, Y 0

People are living longer and thus require care
and services for longer periods of time.

People now entering care have high levels of
economic and social needs.

The number of people living with HIV disease is

growing.

The aging of the AIDS population is leading to
an increased need for services associated with
the aging process.

People with HIV disease increasingly have
other health problems—hepatitis, mental illness,
and substance abuse, among others.

Federal and State Medicaid expenditures for
people living with HIV disease are estimated to
be $7.7 billion in FY 2002, almost 4 times that of
the CARE Act ($1.9 billion in FY 2002).

Yet the CARE Act reaches more than twice as
many people—an estimated 533,000 people,
compared with 212,000 for Medicaid—keeping
them out of expensive hospital beds and emer-
gency rooms by providing comprehensive out
patient care and the support services essential
for helping people stay healthy over time.
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CARE Act Programs: Addressing Local Needs

Health Care, Home-Based Care, Adherence Support, Medications, Case Management, Risk Reduction, Permanency Planning, Client Advocacy, Counseling, Specialty Care, Substance Abuse Treatment, Mental
Health Care, Dental Services, Primary Health Care, Emergency Financial Assistance, Food Banks, Health Education, Housing Assistance, Outreach, Referrals, Transportation, Health Care, Counseling and
Testing, Health Insurance Continuation, Home-Based Care, Adherence Support, Medications, Case Management, Risk Reduction, Permanency Planning, Client Advocacy, Counseling, Specialty Care, Substance
Abuse Treatment, Mental Health Care, Dental Services, Food Banks, Health Education, Housing Assistance, Outreach, Referrals, Transportation, Health Care, Counseling and Testing, Health Insurance
Continuation, Home-Based Care, Adherence Support, Medications, Case Management, Risk Reduction, Permanency Planning, Client Advocacy, Counseling, Specialty Care, Substance Abuse Treatment, Mental
Health Care, Dental Services, Primary Health Care, Emergency Financial Assistance, Food Banks, Health Education, Housing Assistance, Outreach, Referrals, Transportation, Health Care, Counseling and

¥z — Testing, Health Insurance Continuation, Home-Based Care, Adherence
Support, Medications, Case Management, Risk Reduction, Permanency
Planning, Client Advocacy, Counseling, Specialty Care, Substance Abuse
Treatment, Mental Health Care, Dental Services, Primary Health Care,
Emergency Financial Assistance, Food Banks, Health Education, Housing
Assistance, Outreach, Referrals, Transportation, Health Care, Counseling
and Testing, Health Insurance Continuation, Home-Based Care, Adherence
Support, Medications, Case Management, Risk Reduction, Permanency
Planning, Client Advocacy, Counseling, Specialty Care, Substance Abuse
Treatment, Mental Health Care, Dental Services, Primary Health Care,
Emergency Financial Assistance, Food Banks, Health Education, Housing
Assistance, Outreach, Referrals, Transportation, Health Care, Counseling and
Testing, Health Insurance Continuation, Home-Based Care, Adherence Support,
Medications, Case Management, Risk Reduction, Permanency Planning, Client Advocacy, Counseling, Specialty Care, Substance Abuse Treatment, Mental Health Care, Dental Services, Primary Health Care
Emergency Financial Assistance, Food Banks, Health Education, Housing Assistance, Outreach, Referrals, Transportation, Health Care, Counseling and Testing, Health Insurance Continuation, Home-Based Care,
Adherence Support, Medications, Case Management, Risk Reduction, Permanency Planning, Client Advocacy, Counseling, Specialty Care, Substance Abuse Treatment, Mental Health Care, Dental Services,
Primary Health Care, Emergency Financial Assistance, Food Banks, Health Education, Housing Assistance, Outreach, Referrals, Transportation, Health Care, Counseling and Testing, Health Insurance
Continuation, Home-Based Care, Adherence Support, Medications, Case Management, Risk Reduction, Permanency Planning, Client Advocacy, Counseling, Specialty Care, Substance Abuse Treatment, Mental
Health Care, Dental Services, Primary Health Care, Emergency Financial Assistance, Food Banks, Health Education, Housing Assistance, Outreach, Referrals, Client
Transportation, Health Care, Counseling and Testing, Health Insurance Continuation, Home-Based Care, Adherence Support, Medications, Case Management, Risk Reduction, Permanency Planning, Client
Advocacy, Counseling, Specialty Care, Substance Abuse Treatment, Mental Health Care, Dental Services, Primary Health Care, Emergency Financial Assistance, Food Banks, Health Education, Housing
Assistance, Outreach, Referrals, Transportation,

AIDS IN THE UNITED STATES
n  Every 1.8 days a child is diagnosed with AIDS.

n The child is 4.5 times more likely to be black
than white.*®




CARE Act Programs: Addressing Local Needs

The United States is one of the largest coun-
tries on Earth, and one of the most diverse. We
come from every corner of the globe. We live in
cities and on farms, we are full participants in
our community and disenfranchised, we are
affluent and living on the brink. Some of us are
hungry. Some of us are homeless. Some of us
are living with HIV.

Our communities are as diverse as we are, with
different assets, different challenges, and dif
ferent needs. This diversity demands flexibility,
and the CARE Act provides it. CARE Act grants
help hard-hit urban regions respond to needs
of staggering magnitude. CARE Act grants help
States and Territories reach communities that
other programs don’t. CARE Act grants help

We live in communities with outstanding health teach clinicians how
care systems and in communities without a sin- to provide AIDS care, and they help clinics
gle practitioner. We live in towns where buses gear up

pass near the health clinic and in places where
just getting to the doctor costs 3 hours in
wages.

We are communities of African Americans who
have never had access to health care. We are
Latinos and Asians fighting to become part of
the melting pot, and we are Native Americans
fighting to protect our heritage. We are women
attempting to raise our children. We are men
struggling to find community. We are substance
abusers and athletes, we are young and old.
Many of us living with HIV disease never
thought we would be infected.

to serve overburdened neighborhoods that
no providers have served before. CARE Act
grants support adherence and provide medica
tions, address the barriers faced by minorities
and hard-to-reach populations, and help meet
the specific needs of perhaps the most vulner-
able among us—women, children, youth, and
families.

Solutions to the interwoven set of needs facing
people living with HIV disease require a com-
prehensive set of partners—clinics and med-
i c a |
centers, Community and Migrant Health

(continued on page 22)

RYAN WHITE CARE ACT APPROPRIATION, FY 2002: $1.9 BILLION

Program . . .. ... $ million
Title |  Grants to Eligible Metropolitan Areas. . .. ............ ittt . 619.6
Title Il Grants to States and Territories .. ......... ... .. ... . ittt 338.5
AIDS Drug Assistance Program Grants . .. .................ciuieieen.n 639.0
Title Il Grants for Early Intervention Services .. ........... ...ttt anenn.. 193.9
Title IV Grants to Serve Women, Children, Youth, and Families . . . .................. 70.9
Part F  AIDS Education and Training Centers . . ... ... ... ....outiueueaueneanannn 35.3
Dental Reimbursement Program . .. ... ... .ttt ikEls
Special Projects of National Significance*. ... .......... .. ... ... 25.0

*Not a line-item appropriation.



Solutions to

Adherence Problems:

Baltimore

The Chase-Brexton Health Clinic in Baltimore
provides comprehensive medical care to some
of the city’s poorest HIV-positive residents.
The problems associated with poverty make
adhering to HAART particularly challenging.

The clinic is supported through several
CARE Act programs and has recently received a
grant to support adherence from HRSA's
Adherence Initiative. llse Levin is the project
coordinator. “The clinic has always supported
adherence,” says Ms. Levin, “and with these
new funds, we have the opportunity to provide
additional help to clients who need it.”

With CARE Act dollars, the clinic has added
an adherence nurse to its array of adherence
supports. The nurse regularly meets with clients
who register for the program to address problems
related to HAART. And the nurse collaborates
with others in the clinic—case managers, the
patient’s care team, and the onsite pharmacist—
to measure success. Almost all program partici -
pants fill their prescriptions onsite. “The pharma
cy can tell us if prescriptions have been filled
according to schedule, and we can intervene with
the patient accordingly,” explains Ms. Levin.

Adherence Initiative funds will allow the clin-
ic to measure how the adherence nurse
improves both adherence and patient well-
being. And the results will be applicable to
providers across the country, because the 175
participants in the program reflect the popula-
tions most in need: More than 80 percent are

African American, and one in four is female.




Centers, community-based organizations,
AIDS service organizations, health depart-
ments, and social
services providers—all united in the fight to
deliver health care and life-sustaining support.
And the CARE Act succeeds because it puts
funds in States and communities across the

country, where they can do the most good.
TITLE I: GRANTS TO ELIGIBLE
METROPOLITAN AREAS

Metropolitan regions with more than 500,000
inhabitants and at least 2,000 reported AIDS
cases during the past 5 years are eligible for
Title | grants. The number of Eligible
Metropolitan Areas (EMAs) has grown to 51, up
from just 16 in 1991. The Title | program
reflects that growth. Even though HIV/AIDS is
increasingly a problem in small cities and rural
areas, the preponderance of AIDS cases con-
tinues to be reported in large urban regions. For
example, of new AIDS cases reported in the 1-
year period from July 2000 to June 2001, 80
percent were in metropolitan areas with popula-
tions of at least 500,000 individuals; an addition-
al 11.3 percent were in regions with populations
of between 50,000 and 499,999:°

The Title | program is the CARE Act’s largest,
and it offers a unique approach to addressing a
health care and social crisis. Each Title |
grantee uses funds to contract for services to
meet local needs and local gaps in systems
delivering health care and support services.
Moreover, local government officials alone do
not decide which services are needed; instead,
this task is conducted by a Planning Council,
led by people living with HIV disease and
experts from fields like mental health, substance
abuse, HIV specialty care, public health, and
psychology. Using a comprehensive needs
assessment and other health planning tools, the
Planning Council makes decisions on where to

allocate funds to solve local problems.

TITLE II: GRANTS TO STATES AND
TERRITORIES

uu Care Grants uu

States and U.S. Territories are eligible to receive
CARE Act grants under the provisions of Title II.
Grantees allocate about one-third of Title Il
resources to fund a variety of health care and
support services. The largest portion of Title Il
funds is “earmarked” for the AIDS Drug
Assistance Program (ADAP).

uu AIDS Drug Assistance Program uu

ADAP funds are used, along with funds con-
tributed by the States and Territories themselves
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Building a Future

for Families
with AIDS:
San Diego

Perhaps nowhere are the challenges of survival
more complex than in families where a child or
parent—or a child and a parent—is living with HIV
disease. Families affected by the AIDS epidemic
are often poor. They fight for the kind of “normal”
life that all families want. They struggle to find
safe housing and good schools, to find employ-
ment and childcare, to find health care for the
entire family. AIDS is, for them, another in a long
list of serious challenges.

Programs like the San Diego CARE
Partnership are helping families transcend the
problems of AIDS. A program of the University of
California San Diego Mother & Adolescent HIV
Program, the Partnership is building a united front
of health care providers and social service agen-
cies, so that women, youth, children, and families
obtain the benefits of all that today’s science and
health care has to offer.

With funding from the CARE Act’s Title IV pro-
gram, a countywide network of hospitals, Com-
munity Health Centers, social service agencies,
and consumers is being expanded to deliver fam-
ily-focused care that leaves no one behind. Eighty
percent of people served through the program this
year will be people of color. Twenty-five percent
will be children. Half will be women, more than
one in seven of whom will be pregnant.

By improving access to primary care, mental
health, substance abuse, and dental services, the
San Diego Title IV program is helping vulnerable

families live longer and much healthier lives.




tance programs. Each grantee has wide discre-
tion in establishing eligibility criteria for people
living with HIV disease and in deciding which
drugs to include in their formularies.

With the CARE Act Amendments of 2000, a
small portion of the total ADAP appropriation (3

percent) is set aside for grantees demonstrating

“severe need” for additional resources.
Eligibility is determined by State (or Territory)

client eligibility standards, its formulary, and the

number of people with an income under 200

percent of the Federal poverty guideline.

uu Grants to Emerging Communities uu
Provisions in the CARE Act Amendments of
2000 established “emerging community grants”
through the Title Il program. This new program
reflects the fact that regions that do not qualify
for EMA status (see Title | above) may nonethe-
less face heavy burdens related to the AIDS
epidemic. Metropolitan areas with more than
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500 but fewer than 2,000 reported AIDS cases
in the past 5 years are eligible for these grant
funds.

TITLE I11: EARLY INTERVENTION
SERVICES

uwu Early Intervention Services Grants uu

Title 11l grants are awarded directly to health
care providers, rather than to cities (as in Title
1) or States and Territories (as in Title II). Title
Il funds are generally awarded to university
and hospital medical centers, federally-funded
Community and Migrant Health Centers, and
other clinics.

Many of the Title 11l Early Intervention Services
grants awarded for 2002 are assisting providers
in small towns and rural areas.

uu Planning Grants uu
and Capacity-Building Grants

&%ﬁt%@ﬂ%ﬂ%f&g%‘ic is resulting in increased




Bridging Language

and Culture:
Hudson County,

New Jersey

Asians, Latinos, and immigrants from Eastern
Europe and Africa are a growing proportion of
the U.S. population. They face much that is
unfamiliar in the American medical system.
Language is just one
barrier that keeps many out of care, but it can be
the most difficult to overcome.

Across the river from New York City is
Hudson County, New Jersey, a 46-square-mile
peninsula where 40 percent of the population—
and about 38 percent of those living with HIV
disease—are Hispanic. Through bilingual case
management funded with just a small CARE Act
grant, the Eligible Metropolitan Area (EMA) is
having new success with bringing Latinos living
with HIV disease into care for the first time.

Case management is often an elusive con-
cept for people who have never needed it, but
for those coping with a variety of diagnoses and
a variety of providers—and a variety of subsis-
tence crises related to housing, employment,
and nutrition—it is said to be the glue that holds
the diverse systems together.

In just one year, the bilingual case manage-
ment offered by a single provider in Hudson
County brought 43 non-English-speaking clients
into care for the first time. The proportion of
those clients with access to HAART? 100 per-

cent.




HIV prevalence in areas that have a shortage of
HIV/AIDS care providers. Title Il planning
grants provide funds that organizations may
use to prepare for providing HIV-related servic-
es in the future. Capacity-building grants
expand the capacity of organizations to serve
populations in their community.

TITLE IV: GRANTS TO SERVE WOMEN,
CHILDREN, YOUTH, AND FAMILIES

Several factors, both scientific and social, dis
tinguish HIV disease in women, children, youth,
and families from that found in the adult male
population. Grantees emphasize the crucial role
of coordinating care for families. Households liv
ing in poverty, who have historically lacked
access to health care, face a heavy burden.

That burden is redoubled when a family mem-
ber is HIV positive, and it is heavier still when
more than one person in the family unit is
living with the disease. Through coordinating
what would otherwise be a disjointed array of
providers and services, the Title IV grantees
improve access to care and to the promise of
restored health.

The Title IV program addresses the unique
needs of these populations by providing access
to a range of comprehensive and coordinated
services. These
services include neonatal and pediatric specialty
care, gynecologic and obstetric care, services
for caregivers of HIV-positive children, access to
research and
clinical trials, and support services ranging from
transportation and emergency housing assis
tance to intensive case management and peer
support.

PART F

uu Special Projects of National Significance uu
Through the Special Projects of National
Significance (SPNS) program, innovative serv
ice delivery methods are implemented and
evaluated in the search for more effective
means of delivering HIV-related services. When
improvements in current service delivery prac-
tices are discovered, findings are distributed to
the service community at large and replicated
throughout the country.

Currently, 106 SPNS grants are being used to
address a variety of problems facing the Nation.
How can we reduce the gap between the num-
ber of youth living with HIV disease and those
who are currently in care? How do we improve
treatment adherence among the various popu-
lations affected by the AIDS epidemic? What is

Ep&ﬁg&éy&yp@gg%? people with multiple diag-



Fighting to Serve

in Rural Areas:
Alabama

The problem of housing for poor people living
with HIV disease is mirrored in the need for
housing for the clinics who take care of them.
“We have all of this care to provide, but we're
running out of space,” explains Dr. Barbara
Hanna of the Health Services Center in rural
Alabama. “We worked with Habitat for Humanity
to build a house for some of our homeless,” says
Dr. Hanna, “because people have got to have a
place to live. Now we're dealing with the ques-
tion of where we are going to house services.”

The Service Center currently receives funds
through the Title Ill and SPNS programs. The
Center has survived arson and, with few excep-
tions, a lack of community support. It is a region
where it still isn't safe to say “Health Service
Center” when answering the phone at the clinic.

Dr. Hanna says, “We're seeing people enter
care late in stage of disease, more hepatitis C,
and more mental illness—so much mental iliness
that we have added a psychiatrist to our team.
And like other providers, we're treating problems
associated with the aging process, like hyperten
sion—good problems, really, in the sense that we
thought [they] would never be an issue—but the
treatment costs money.

We need the funds we can raise locally to
provide help that grants don't cover. At the same
time, we need to expand, which grants don't pay
for. Do we rent? Do we curtail services? Do we
separate our services and provide care at differ-

ent locations?” she asks. “It is a real dilemma.”




noses in care over time?

uu AIDS Education and Training Centers uu

A national network of regional AIDS Education
and Training Centers (AETCs) provides clinical
training for HIV/AIDS care providers. The
regional aspect of the program reflects the
reality that clinical training needs vary from
region to region. Four national programs
address specific problems in HIV/AIDS care
delivery and enhance the work of the regional
centers:

1. The National Minority AETC is improving
access to care in minority communities by
providing training opportunities for local
providers.

2. The National Resource AETC offers materi-
als related to training and care provision.

3. The National Evaluation AETC provides
support for measuring the effectiveness of
training courses and teaching mechanisms.

4. The National Clinicians’ Consultation offers
up-to-the-minute information and individu-
alized, expert case consultation.

The AETC approach to education is innovative.
For example, technology is used to bring serv
ices to providers who want to become better
trained but who cannot easily travel to a distant
university or seminar. Moreover, grantees are
given leeway with which to design training pro-
grams that respond to the particular needs in
the regions they serve.

uu HIV/AIDS Dental Reimbursement Program uu
Oral health problems are often the first manifes-
tation of HIV infection, and a lack of oral health



Responding to

Changing

Demographics:

Detroit

Case Corridor, Lower East Side, and Palmer Park:
three areas in Detroit where HIV-infected people not
in care are likely to reside, and three areas targeted
by the Detroit Eligible Metropolitan Area (EMA) to
receive HIV prevention and care services.

HIV prevention and CARE Act providers in Detroit
have always collaborated to bring the “hard-to-reach”
into care. The EMA now takes medical care to tran-
sient individuals via a mobile vehicle. The
vehicle is then parked near sites frequented by the
target population. From there, they offer a baseline
primary care intervention, linkages to specialty care
sites, and referrals to other services.

But parts of Detroit have been revitalized. Rents
have gone up as neighborhoods have gentrified, and
people engaging in high-risk behaviors have been
dispersed across the city.

“Storefronts wouldn't work with us,” explains
Lydia Meyers, program development coordinator.
“Condos went up in Case Corridor, and they now call
the neighborhood Midtown. Clients and service agen-
cies were forced to move, and police told us to move
our outreach sites.”

To keep reaching the same population, the EMA
capitalized on its strong relationships with substance
abuse treatment providers, a 24-hour walk-in center,
soup kitchens, and outreach workers to locate people
in their new neighborhoods. By responding to the
changing demographics of Detroit, the EMA contin-
ues to reach people for whom a mobile access point

represents the best hope for getting into care.
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Solutions That
Reflect

the Problem:
Philadelphia

HIV-infected individuals often live outside America’s
mainstream; have incomes and educational levels far
below the median; and histories of abuse, addiction,
and mental illness. Many have never had any medical
care and avoid interacting with medical providers.
They may fear disclosure. They may not trust the
medical establishment. They may live with a sense
that an early death is a foregone conclusion.

Grantees like the Philadelphia Eligible Metro-
politan Area (Title 1) are implementing programs that
are bringing HIV-positive individuals into care for the
first time.

“Through our Storefront Initiative,” says Patricia
Bass, Chair of the Communities Advocating Emer-
gency AIDS Relief (CAEAR) Coalition, “we are able to
reach people who are not going to walk into a clinic.”

The Storefront is a street-level, open-access
service site geared to no-appointment-necessary,
walk-in traffic and designed to link the hardest of the
“hard-to-reach” to care. This population includes
people who are disenfranchised to the extent that
they are not going to access medical care through
traditional means. “Our model is to provide a safe
space in affected communities,” Ms. Bass says,
“where people can access services in an environment
that they feel is nonthreatening.”

The result: 275 people were brought into care

last year.
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