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Executive Summary

Purpose

Background

Acquired immunodeficiency syndrome (AIDs) is a relatively new and
incurable infectious disease with profound implications for health care
delivery, financing, and public policy. Since AIDS was first identified in
1981, nearly 100,000 people have been diagnosed with the disease ard
more than 55,000 have died. By the end of 1992, the Public Health Ser-
vice predicts that 365,000 people will have been diagnosed with AIps

“and 263,000 of them will have died. Medical care costs related to AIDS

are projected in the range of $6 to $13 billion in 1992,

Not only is the AIDs epidemic continuing to spread, but the patient popu-
lation is expanding to include more intravenous (1v) drug users, minori-
ties, women, and children. And, as medical science progresses, people
with AIDS are living longer and requiring more chronic care services.

At the same time, AIDS is spreading geographically to hundreds of
smaller American cities. Little is known, however, about how communi-
ties outside New York City and San Francisco finance and deliver care to
people with AIDs. To help fill this information void, GAO examined AIDS
health services in five communities—New Haven (Connecticut), Phila-
delphia, Baltimore, New Orleans, and Seattle. The review focused on:

how the communities delivered and financed health services for people
with aAtps, and

the federal implications of community and state actions.

AlIDS is the final stage of a disease process caused by the human immu-
nodeficiency virus (HIV). As a result of damage to the immune system
caused by Hiv, people with A1Ds are vulnerable to a wide range of life-
threatening infections and cancers. The health care needs of AlDs
patients vary widely depending on multiple medical problems and the
stage of iliness. For example, AIDs patients may need acute care in a hos-
pital. regular treatment through outpatient clinics, or chronic care in an
institution or at home during the course of the disease.

The federal government has invested most of its Albs funding in
biomedical research, education, and prevention activities. Viewed
largely as a state and local responsibility, service delivery has received
much less federal support. Instead, most federal dollars for patient care
have been spent on Medicaid recipients with s,
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. : The federal government, through the Medicaid program, pays at least 25

RGSUltS In Bnef percent of the nation’s AIDS medical care bill. In communities like San
Francisco, high-quality care is available at lower cost than in other cities
because alternatives, such as home and community-based services, sub-
stitute for hospital-based care. As the epidemic progresses across the
country, Medicaid as well as private insurers will pay for more expen-
sive AIDS health services if communities have not developed lower-cost
alternative delivery systems. Therefore, the federal government has a
strong financial incentive to encourage less costly, quality-conscious AIDS
delivery systems.

GAU's review indicates that communities will experience different prob-
lems in providing AlDs services. Over the next several years, many com-
munities will need help developing and coordinating health services to
meet the needs of their growing AIDS caseloads. Modest federal and pri-
vate demonstration projects, such as those now underway in some cities,
allow communities broad flexibility to develop alternative services tai-
lored to their unique needs. Expanded assistance to more communities
and wide dissemination of results from Ams-related demonstration
projects have the potential to help many communities replicate success-
ful ains delivery systems or create their own. Such assistance and shar-
ing of information can help to control the costs of caring for people with
AIDS,

G AO's Analysis GAU rcviv\_vcd ;\!l.)’.*:o populi‘x.t ion charawt.o!'istics, service availapility, and
payvment for services in five communities. Demand for certain AIDS ser-
vices in some communities alteady has exceeded capacity, and other ser-
vices were not available at all.

Growing AIDS Populations The size of the ‘-\um.;mpulatinn.s" ntj the fivc cummm.\iti.cs had doubled

Differ m-;u'ly‘vvm'y year since 1981. Mlm'myuh_\ AlDS statistics t'e{lded to mask
the uniqueness of Atbs populations in individual communities, which
ranged from those made up almost exclusively of homosexuals to those
predominantly made up of or related to v drug users. Racial character-
isties of the AIps populations also varied considerably among the com-
numities. Most cities, even those with primarily homosexual AIDs
populations, expected growth in their v drug cases. (See ch. 2.)

Page 3 GAO HRD-84 120 AIDS: Health Services in Five Communitles



Executive Summary

Service Gaps Remain

The availability and adequacy of health services for people with AIDS
varied according to the nature of the communities’ AIps populations and
their health resources. (See ch. 3.)

Hospital care was generally available for people with AIDS. Increasing
AiDs caseloads were straining inpatient capacity, however, in part.
because only a few hospitals in each community were treating AIDS
patients. (See pp. 28 to 29.)

Outpatient medical care provided by physicians and clinics was reaching
capacity, and some clinics had waiting lists. (See pp. 30 to 33.)

In most of the communities, nursing homes did not admit people with
AIDS because of limited capacity, lack of facilities and staff to care for
infectious patients, and low Medicaid reimbursements. (See pp. 33 to
37.)

Many home and community-based services were not available to AIDs
patients who needed them because both capacity and insurance cover-
age were limited. These services included home nursing and attendant
care, case management, mental health services, substance abuse treat-
ment, and dental care. (See pp. 36 to 42 and 32 t0 33.)

The lack of housing for AIDs patients was a serious problem in all five
communities. (See pp. 42 to 43.)

Medicaid Is Leading Payer

Although data on AIbs care costs and financing were poor, it appeared
that Medicaid paid for 30 to 50 percent of Al hospitalizations in the
five communities. In some communities, Medicaid’s share may be
increasing. As the epidemic grows and affects increasing numbers of 1v
drug users, minorities, women, and children, state and federal govern-
ments can expect increasing Medicaid expenditures for AlDs care. (See
ch. 1)

State Medicaid programs are complex systems for Alps patients to nego-
tiate, as they are for other recipients. Government and health officials in
the five commumities reported problems with eligibility, limited service
coverage, and low reimbursement rates that in some cases prevented
Medicaid programs from serving Albs patients as effectively as possible.
These problems were not unique to AIDs patients, but sometimes were
accentuated for them. (See pp. 48 to 54.)

Page 4 GAO HRD-S9-120 AIDS: Health Services in Five Communities



Executive Summary

Recommendations This report contains no recommendations.

mm GAO did not request official agency comments on a draft of this report.

Agency Co ents However, key officials and providers from the communities that GAo
studied reviewed draft summaries of findings for their sites, and their
views have been incorporated in the report where appropriate.
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Chapter 1

Introduction

Background

Human immunodeficiency virus (HIv) disease, of which acquired immu-
nodeficiency syndrome (AIDS) is the end stage, is a serious, rapidly grow-
ing public health problem in the United States. First, HIv infection is
spreading throughout the country to smaller communities that have had
little experience with the epidemic. Second, national statistics show an
increasing proportion of cases among intravenous (1v) drug users and
their sexual partners and offspring—people who are more likely to be
uninsured. Finally, although there is no cure for the disease, emerging
treatment patterns (including antiviral drugs and rigorous medical mon-
itoring to prevent and treat infections) are prolonging life for some peo-
ple with AIDS who in turn require more long-term care and outpatient
services for chronic Hiv disease.

The combined effect of these trends places new demands on health ser-
vice delivery and strains already overburdened public financing systems
in many locations. Outside New York City and San Francisco, however,
little is known about how communities are responding to the epidemic
and providing patient care services for people with AIbs. Specifically,
the President’s Commission on the Hiv Epidemic, the National Academy
of Sciences’ Institute of Medicine, and other health experts have noted
the serious and persistent lack of data and research about the need for

AIDS services, appropriate settings of care, and service costs across the
country.

To develop information on local and state respaonses to the AIDS crisis
and analyze the implications of these responses for federal policies and
expenditures, we reviewed five U.S. communities that had relatively
large AIDs populations but were considered to be in the second wave of
the epidemic.! These were New Haven, Connecticut; Philadelphia; Balti-
more; New Orleans; and the Seattle-King County area of Washington.

The AIDS epidemic is a serious national publie health problem, and it is
getting worse. Through the end of May 1989, the Centers for Disease
Control (¢be) reported nearly 100,000 cases of AIDS and more than
55,000 deaths since the epidemic was recognized in 1981. The Public
Health Service (phis) predicted in 1988 that as many as 365,000 AIDs
cases may be reported by the end of 1992, and, at that time, 1 to 1.5
million Americans may be infected with v, Research suggests that at

TAIDS first hit hardest in New York City, San Francisco, Los Angeles, and Miami. The second wave of
the epidemic refers to cities with smaller but significant AIDS caseloads.
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least 50 percent, and perhaps all of those infected, eventually will '
develop AIDS.

AIDS has not spread evenly through the population, but has dispropor-
tionately affected young men, minorities,? and people at risk—homosex-
ual and bisexual men or 1v drug users. Between 1981 and the end of May"
1989, 61 percent of the reported cases have been diagnosed in homosex-
uals; 20 percent in iv drug users; 7 percent in homosexuals who use Iv
drugs; and 5 percent in heterosexuals.” Over 70 percent of the homosex-
ua’ cases were white men. Nearly one-half of all AIDS cases reported to
cpc through May 1989 were diagnosed in people 30 to 39 years old.

cpc surveillance data also show that although women now comprise
almost 10 percent of AIDS cases, nationwide about one-half of them were
infected through their own 1v drug use and nearly 30 percent contracted
AIDS through sexual contact with infected men who most often were 1v
drug users. Eighty percent of Iv drug-related AIDS cases have been found
among minorities, and most women (73 percent) and children (77 per-
cent) with AIDS are minorities. They are much less likely to have ade-
quate access to primary health services, including prenatal care, and
more likely to be uninsured or on Medicaid.

Medicaid is already the leading public payer for AIDs care and covers
about 40 percent of AIDs patients at some time in the course of their
illness. According to cstimates prepared by the Health Care Financing
Administration (1iCFA),' the program pays about 25 percent of the
nation's AIDS health care bills. The federal Medicaid share for AIDS care is

estimated at $490 million for fiscal year 1989, and could reach $870 mil-
lion by 1991.5

“Blacks and Hispanics are overrepresented in the national AIDS population, relative to their shares of
the general popatation. As 12 percent of the general population, according to the 1980 census, blacks
make up 27 percent of cumudative AIDS cases reported to CDC through May 1989. Hispanics, as 6
percent of the 1980 general population, account for 15 percent of the cumulative cases.

30f the remaining cases, 2 percent have been transmitted through transfusion of blood or blood prod-
ncts. Since 1985, screening of the blood supply and treatment of plasma products have significantly
reduced such 1V transmission. In about 3 percent of all cases, the means of transmission cannot be
determined.

AThese estimates are based on extrapolations from Medicaid benef| iciary and AIDS patient character-
istics, not on Medicaid claims data, according to HCFA's Office of the Actuary.

SHCFA estimates federal -nd state Medicaid expenditures for AIDS care in fiscal year 1989 will be

$950 million ¢ $490 million federal, 5460 million state) and in fiscal year 1991, $1.69 billion (3870
million federal, $820 millic.n state).
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AIDS Spreading to Smaller
Communities Throughout
the United States

Major urban areas have been hardest hit by the Aips epidemic, bnt him—-
dreds of midsize and smaller U.S, communities that have had little:
experience with the epidemic can expect to face the problems of AIDS in’
the near future. Before 1385, 44 percent of all U.S. cases were diagnosed
in the New York City or San Francisco metropolitan areas; but in 1986,
the proportion fell to 31 percent, and in 1987 and 1988, to 25 percent, -
according to PHS. By 1991, pHS expects that 80 percent of new AIDS cases
will be reported in communities outside New York City and San
Francisco.

The overwhelming response to the second Robert Wood Johnson Foun-
dation (RWJF)" AIDS grant program in 1988—aAiDps Prevention and Service
Projects—indicates that many communities of all sizes are now aware of
the need to prepare for AIDS. The foundation received over 1,000 AIDS
project proposals from 48 states, 2 territories, and the District of Colum-
bia, requesting a total of $537 million. Eighty-three percent of the appli-
cations came from outside the New York, San Francisco, and Los
Angeles metropolitan areas. Many came from much smailer communi-
ties, such as Statesboro, Georgia; Ames, lowa; and Fargo, North Dakota.”
Including its AIDS service demonstration grants awarded in 1986, RWIF
has provided about $44 million for AIDs services delivery in communities
across the country.

IV Drug-Related AIDS
Cases Increasing

Although homosexual men were the first population group in the United
States to be severely affected by AlDS, the disease is increasingly being
spread through iv drug use. Subsequent transmission from drug users to
their heterosexual partners has also been well-documented. Qutside of (v
drug users, however, relatively few AIDS cases (about 5 percent) in the
United States so far have been spread heterosexually. Public health
experts are tracking epidemiological trends, which neither preclude nor
predict a major heterosexual epidemic.

Of all AIps cases reported to €bC in the United States from 1981 through
June 1988, 19 percent were people whose only risk factor was v drug
use. But for new cases reported from June 1988 through May 1989, 23

"RW.JF in Princeton. New Jersey, is the nation's largest health care philanthropy.

“The AIDS response was the largest in RW.JF's 15-year history. The requests for $537 million equaled
more than ene-half of the PHS AIDS budget for fiscal 1988. and more than five times the amount
RW.JF awards annually to improve health car~ for such groups as the elderly, the homeless, the men-
tally iil. infants. and other populations in the United States. The foundation's president said “The
response reveals what is, in effect, a national assessment of community needs in the fight against
AIDS.” AIDS/HIV Record, Vol. 2 (Aug, 17, 1988), p. 2,
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‘percent were in IV drug users. Health experts are concerned that the rate

of HIv infection among drug users may continue to increase. A recent
review of HIV infection in Iv drug users indicates that 60 percent of 1v
drug users in New York City, and nearly 30 percent in central New
Jersey and Baltimore, have already been infected with the virus.

Public health officials are worried that the crack cocaine crisis may also
be contributing to the spread of Hiv. As indiscriminate sexual activity
and prostitution related to crack drug habits become more prevalent,
officials are especially concerned that the spread of HIV may increase in
the heterosexual population. '

The occurrence of pediatric AIDS and HIV infection is increasing as more
women of childbearing age become infected through their own or their
sexual partners’ drug use. Through May 1989, nearly 1,300 (79 percent)
of the AIDS cases in children under 13 years of age reported to CDC were
related to parental risk factors. Children account for 1.7 percent of all
AIDS cases reported nationwide. Fifty-three percent of children with AIDS
are black; 23 percent Hispanic; and 23 percent white. Infants and young
children have been among the most difficult and expensive AIDS cases to
treat.

Cost of New Treatments
for AIDS Care Likely to
Increase

Early in the epidemic, people with AIDS tended to be treated aggressively
in research hospitals where they had relatively long stays. Conse-
quently, estimates of lifetime hospital costs for AIDs cases reported
through May 1985 were as high as $147,000 per patient. With reduced
hospitalization and increased outpatient care, average treatment costs
per AIDS patient have declined.

Current estimates are in the range of $50,000 to $60,000 average life-
time medical costs per patient, nationwide. When many services have
been supplied by volunteers, as has been the case in San Francisco,
reported lifetime costs have been as low as $30,000 to $35,000 per
patient. But as the epidemic spreads to areas where community-based
groups are less organized or as the capacity for volunteers to meet the
demands of AIDS patients is exhausted, these services will have to be
provided through the marketplace or not at all. Future trends in AIDS
care costs are difficult to predict because the natural history of the dis-
ease and medical treatment options are changing dynamically. Assuming
no medical advances that reduce the costs of care, however, sheer
growth in the number of cases will drive total treatment expenditures
upward over the foreseeable future.
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Objectives, Scope, and
Methodology

National forecasts of the costs of AIDS medical care depend on caseload
projections; but, based on pus’s 1988 projection of 365,000 cumulative
cases by 1992, medical care costs in that year will be in the range of $5
to $13 billion. Medical costs, however, are overwhelmed by the indirect
costs of productivity losses associated with premature death of people
in their prime working years. According to a chx-funded cost study in
1987, annual indirect costs could exceeed $55 bitlion in 19913

AIDS and HIV treatment protocols are developing rapidly. Because no cure
for AIDs is in sight, however, long-term palliative treatment, even on an
outpaticent basis, will probably add to the unavoidably high costs of the
terminal stage of Atps. For some, who may develop both cancer and
dementia resembling Alzheimer's disease, AIDS care will be especially
costly in both its acute and chronic care phases.

As AIps patients live longer, they are more likely to exhaust their private
insurance and turn to Medicaid or," alternatively, become eligible for
Medicare benefits through the Social Security Disability Insurance (ssbi)
program. Few AlDs patients have survived through the 2-year waiting
period to qualify for Medicare benefits. New data from Seattle and else-
where, however, indicate that Ais patients are living longer and more of
them, although under 65 years old, may become Medicare beneficiaries.
It is too early to project the potential effects of Atbs on the Medicare
program,

Objectives

Basic information on how most communities have financed and deliv-
ered health services to people with AlDs has been scarce. With the excep-
tion of studies of New York City, San Franciseo, Los Angeles, and

SSeitovsky, Anne A and Dorothy Rice, “Estimates of the Directand Indireet Boonomic Costs of
Acquared Emmune Deficieney Syndrome.” Pablie Health Reports, Vol [02 2 fan -Feb. 1987 ), pp. 117,
“Peaple with THV ifection meeting CHOC™s definition of ALDS are presamed to be disabled and thus
are eligible for Supplemental Security Income nSSHL which i taen giadiies ceciprents for Mediceaid

Ponefits i many states,

' About one-hilf of persons with AIDS i the Seattle-King County e who were dugnosed in 1987
will strvive at least 20 months before dearh
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Miami—the four cities initially hit hardest by the epidemic—Ilittle has
been reported on the effects of growing AIDS cascloads.

We reviewed AIDs service delivery and financing in five communities
experiencing the second wave of the epidemic. These communities
reflected a broad range of state and local responses. Our objectives were
to examine the (1) responses of cities and states to the challenge of pro-
viding health services to people with AIDS and (2) federal implications of
community and state actions. Specifically, we

reviewed factors affecting each community’s response to AIDS, especially
AIDS population characteristics;

compared how the five communities developed Albs service systems; and
identified the availability and adequacy of nonhospital services.

We also explored the potential implications for federal programs and
policies by

reviewing how Medicaid programs serve people with AIDS, and
identitying public and private sector interventions designed to deliver
quality care at lower cost.

o)

ope

To develop data from relatively in-depth case studies, we limited our
review to five communitics—New Haven, Connecticut; Philadelphia;
Baltimore: New Orleans; and the Seattle-King County area of Washing-
ton. Although these communities all have relatively large caseloads,
they vary with regard to geographic locatior. ..ad population size; AIDS
caseload size and transmission characteristics; supply of health
resources; sources of payment, including Medicaid programs and public
hospitals: and the availability of supplemental public and private fund-
ing for AIDS service projects.

Like most Albs researchers, we used AIDS case counts from the ¢nC AIDS
surveiltance system because these counts were the most consistent and
accurate figures available. AIDs experts, however, are increasingly using
broader terms, such as “Hiv disease” and “1v infection,” to represent
the full range of the disease. It is important to stress that the burden of
HIV disease on health delivery and financing systems greatly exceeds
that of the AlDs cases that are reported as meeting CIxC's surveillance
case definition. Therefore, to the extent that the scope of this study is
limited primarily to afbs patients, the health delivery and financing
problems identified in the five communities are likely to be understated.
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Methodology

After reviewing the literature, we identified federal, state, and private
organizations active in AIDS service delivery and financing programs and
interviewed their representatives about community-based AIDS services
and potential data sources.

We selected a judgmental sample of cities (defined by city or county lim-
its or both to coincide with the service areas of local public health
departments) to provide a wide range of observations representative of
diverse situations. From ¢pC's list of the top 20 cities ranked by absolute
number of cases, we eliminated the four with the largest AIDS caseloads,
then picked communities ranging from relatively large caseloads (Phila-
delphia) to the smaller caseloads of Seattle, Baltimore, and New Orle-
ans.” New Haven, which is not one of the top 20 cities, was selected
because it is a much smaller city, and the majority of its cases are
related to v drug use. We included in our sample two communities with
RW.IF projects (New Orleans and Seattle-King County), one with a Health
Resources and Services Administration (HRrsA) project (Seattle-King
County), and three others without supplemental funding (New Haven,
Baltimore, and Philadelphia).

We collected general and demaographic information on the five communi-
ties from available sources. Detailed data on community aips popula-
tions were obtained from the coC AIDS surveillance systems in the state
health departments. National Albs service directories provided initial
lists of contacts in each community.

During field work, we spent 2 to 3 weeks on site interviewing key state
and local officials involved in the development and delivery of services
to people with atbs, These respondents included representatives of state
health department a1s offices and Medicaid programs; city or county
health department amns officials; spokespersons for leading hospitals
and clinies; physicians caring for people with AIbs; officials responsible
for spectal projects. such as RWIF and HRsA demonstrations; staff at
community-bised Albs voluntary organizations; and representatives of
AlDS advocaey groups.

We obtained professional assessments about the availability and ade-
quaey of a comprehensive range of inpatient and nonhospital services
that A patients need, and we corroborated and expanded upon inter-
view information by reviewing available documents. Through content

CrNee fgtnre 21 ter w map et the Tive commumties we reviewed agud the 20 U S cities defined by
CIC s metropolitan arvas with the Lirgest AIDS casedoads,
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analysis of the in-depth interviews and supporting documents we (1)
drafted summaries on the basis of the consensus of these local and state
respondents and (2) sought comments on these drafts from key partici-
pants in the communities, incorporating their views as appropriate.

From the outset, we recognized that the quality and consistency of avail-
able data among our five communities would be uneven, especially on
sources of payment and costs and charges for AIDS services. Because
data on local service capacity and AIDS patient service utilization did not
exist by type of service, we developed an inventory of AIDS services and
sought informed judgments about the availability and adequacy of these
services as well as sources of payment. The often limited nature of
available data notwithstanding, the information presented here pro-
vides a broader base from which expansion of the general level of
knowledge can proceed.

We conducted our review between January 1988 and March 1989 in
accordance with generally accepted government auditing standards.
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Chapter 2

AIDS Populations and Community Health
Responses Varied

AIDS statistics aggregated across the United States tend to mask the
range of differences among AIDS populations in particular communities,
and thus do not reflect the nature and extent of local problems. AIDS
population characteristics, as well as the number and impact of AIDS
cases, varied significantly in New Haven, Philadelphia, Baltimore, New
Orleans, and Seattle-King County, although AIDS caseloads were increas-
ing rapidly in all five areas. The most striking differences were in the
racial distribution of cases and the percent caused by tv drug use.

The five communities we reviewed also differed in their general popula-
tions and health resources. These differences, along with the unique
characteristics of local AIDS caseloads, appear to have influenced the
ways communities developed and provided services for people with

AlDS,
: Figure 2.1 shows the geographic dispersion of the five communities we
General P(,)pljllatlon studied as well as the locations of the 20 cities with the largest reported
Characteristics Albs caseloads in summer 1988. Total population size in the five commu-

nities ranged from about 124,000 people in New Haven to 1.6 million in
Philadelphia.

As indicated in table 2.1, there are significant differences among the five
communities in terms of ractal mix and median inceme. Seattle-King
County most nearly resembled the 11,8, population in racial distribution,
but differed strikingly from the other communities. Baltimore and Phila-
delphia had the largest proportions of black residents, while New Haven
had the largest concentration of Hispanics. Moreover, median per capita
income in 1983 was lower than the U8, average in all communities we
reviewed except Seattle-King County.

.- .|
Table 2.1: Selected Population Indicators in Five Communities (June 1988)
General population

Seattle-King

indicators New Haven Philadeiphia Baltimore New Orleans County  United States
Population (1984) 124 188 1646 713 763 570 1 318,759 1.323.950 236._4_9{;_.999
Racial distnbution (1980)
White 63% 58% 447 65% 88% 83%
Black 32% 38% 55°, 33% 4% 12%
Span(sh 801.\ 4% 1", 4% 20/0 6%
Median per capita income
{1983) $8 071 $7 870 37673 39245 $11878 $9.496

‘Haciar aistrhut:ons do not tatal 106 perient tecause the 1980 census detnes "Spamsh * as persons of
Spamsh ongin who may be of any race

Seurce Bureau ot the Census State ana Motrspnttan Area Data Book 1986 New Orleans general pop-

SR GO 13N e S e et et 3 g e e ity with AlDS epulatien data reported in table
23
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AIDS Populations and Community Health
Responses Varied

Figure 2.1: Five Study Communities and 20 Cities With Largest AIDS Caseloads (June 1988)

Seatlle

New Orieans

- Location of a community GAO studwed
@ Location ol the 20 cires with largest AIDS caseloeds
@' Location of a community with iarge caseioad that GAO studed

e e e ——— =

New Haven

Philadelphia
Baltimore

Note San Juan, Puerto Fico, had the 18th largest AS caseload
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: Selected health resource indicators (see table 2.2) describe the supply of
Communlty Health physicians as well as hospital and nursing home occupancy in the five
Resources communities. Hospital occupancy rates in the communities were as high
or higher than the national average of 64 percent. Occupancy rates in
community nursing homes ranged from just below the national average

of 91 percent to a high of 97 percent, suggesting limited access for new
admissions.

Table 2.2: Selected Health Resource Indicators in Five Communities (June 1988)

Seattle-King

Health resource indicators New Haven Philadelphia ~ Baltimore  New Orleans County Ut__l_ilq_q §_tp_t_g_s_
Physicians per 100,000
population (1986) 32 330 534 398 298 - 184
Hospital occupancy rate
(1986} 3% 74% 74% 64% 67% S 64%
Nurstng home occupancy
rate (1982) 97°% 92% 96% 97% B9% 91%
Sources Amencan Medical Association. Physician Charactenstics and Distnbution in the United States,
1987 eaitron Amencan Hospital Association. Hospital Statistics, 1987 edilion, and Bureau of the Cen-
sus State and Metroruitan Area Data Book 19 _
P Table 2.3 shows selected atbs population characteristics in the five com-
Characteristics of ‘ AL PO ‘

. maunities as of June 1988, The table indicates that national Al popula-

Communlty AIDS tion statistics from the Centers for Disease Control (Cix:) AIDS

Populations surveillance system do not retlect demographics and predominant
means of v transmission in the five corumunities we reviewed, In Fact,
some communities differed strikingly from the national picture. For
example, the proportion of Iv drug-related Alps cases ranged from 55
pereent in New Haven to 2 percent in Seattle, compared with a national
average of 19 percent inJune 1988, Nationwide, 81 pereent of AlDS cases
in v drug users were i minorities, compared with 41 percent of all Albs
cases in minorities, But in Philadelphia, although more than one-half of
the AIDS cases were in minorities, the leading means of transmission was
homosexual contiet rather than v drug use. (See app. 1 for more infor-

mation on the unigue characteristics of Albs populations in the five
communitics.)
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. - |
Table 2.3: Selected AIDS Population Characteristics in Five Communities (June 1988)

Seattle-King
Size of AIDS population . NewHaven  Philadelphia =~ = Baitimore = NewOreans ~~  County United States
AIDS cases reported
(cumuiative to June 1986) 16 %8 %S 2 T 65,780
Cumulative AIDS cases per
100000pcpulatton 142 57 _ /0 46 T c S, -..
AIDS population
characteristics
Race
White (not Hispar:c) 20% 41% 32% 67% 9% 59%
Black {nol Hispanic) 65% 52% 67% 30% 5% 26%
Hispanic 14% 6% 2% 3% 2% 15%
Other 1% * ! ! 1% o
Sex
Male 73% 94°% 87% 95% 8% S1%
Female 27% €% 13% 5% 9%
Pediatric cases” 6% 1% 3% 1% oo %
Transmission category
Homosexual/bisexual 25% 75% 61% 76% 84% 63%
IV drug user 55% % 23% 5% 2% 19%
Homosexual/misexual and
{V drug user 5% 9% 5% 3% 10% 7%
Heltercsexual 1% 2% 5% 2% 1% 4%
Other or urdetermined 3% 5% 4% 8% 3% 7%

‘Inchcaltes ress thar 1 percent

"Children younger than 13 years old

Scurces AIDS case data from reports to CDC AIDS surveillance system by crty and state health depar!-
ments i Connechicut Pennsylvama. Marylang. Lowrsiana and Washington Note that New Orleans AIDS
populahon data are tor the metropohtan area because they were not avalable separately for the city

US data are trom CDC s AIDS Weekly Surventance Report United Stales. 'une 27, 1988 Percents may

nat g to 100 due 1o rounding

Total comulative nmmbers of reported A cases doubled nearly every
year through 1987 in the communities we reviewed (see fig. 2.2). In June
1988, total reported cases ranged trom 176 in New Haven to 938 in Phil-
adelphia.! As measured by cumulative cases per 100,000 population,
however. New Haven's rate of 112 cases per 100,000 population greatly
exceeded the impaet in the other commumnities. In all five communities,
cumulative cases per 100,000 population exceeded the average 28 cases
per 100,000 in the U S, population.

i ll dm-s not ]ﬂlhll\ll dﬂ.nlwi \llh;npnl ien d.nl.n af the community level, but we obtamed data
tor the comnumties we revieswasd from state surv eillanee of fices that teport to CDC In thess commu-
ke, hosprtads and phssioans report o the state anthortues these cases of BV infection that meet
the CDC surverllance detimuon of ATDS Inturn, the anthonties ceport these cises 1 CHC where they
are aggireatend o the state and national levels and prblished monthly
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Figure 2.2: Growth in Cumulative Total
AIDS Cases Reported in Five
Communities (1981-87)

1000 Cumuiative Number of Cases

Source: Reports to CDC AIDS surveillance system by oily and state health departments in Connecticut.
Pennsylvaria, Maryland. L owsiana, and Washington

In planning for the delivery of health services, however, estimated num-
bers of living A1ns patients are needed. According to cbc’s surveillance
system, over 57 pereent of people with Albs ationwide have died. Alps
mortality rates in the communities we reviewed somewhat exceeded the
national rate, and were highest in Philadelphia, Baltimore, and New
Haven at about 65 percent. In June 1988, reported numbers of people
living with AIbS ranged from about 60 in New Haven to over 320 in Phil-
adelphia. At the same time, approximately 6,500 people were living with
Al in New York City and 2,500 were living in San Francisco.
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Community Reactions
to AIDS Varied

By June 1989, nearly 100,000 Aibs cases had been reported nationwide.?
From June 1388 to June 1989, the number of people living with AIDS
rose from about 29,000 to more than 46,000. In our review, cumulative
reported cases increased most rapidly over the past year in Philadel-
phia, from 938 to 1,389 cases; and growth was slowest in Seattle-King
County, up from 710 to 951 cases in June 1989. Also last year, the com-
position of community AlDS caseloads by sex and race appeared gener-
ally stable. Between June 1988 and June 1989, however, the percent of
cumulative AIDS cases caused by 1v drug use rose from 9 to 12 percent in
Philadelphia and from 23 to 28 percent in Baltimore. New Haven contin-
ued to report about 55 percent of its cases transmitted through iv drug
use,

In summary. we tound signiticant differences in the five community AIDs
populations that can be expected to affecet health service needs and com-
munity response. The problems of providing services to black and His-
panic drug users with a8 in New IHaven and, to a lesser extent, in
Baltimore are quite different from those of serving white, homosexual
men in Seattle and New Orleans. And because of v drug-related cases,
New Haven and Baltimore also have more women and children with AIps
than the other communities we reviewed. Hiv-infected children, in par-
ticular, require a broad range of specialized medical and social support
S50TVICeS.

Underlying differences in demographics and health resources influenced
when and how the five communities began to develop needed AlDs ser-
vices., Although all five communities reported their first AlDs cases in
1981 or 1982, we found variations in the timing of actions by commu-
nity organizations, medical providers, and local and state governments.
The degree of cooperation and coordination among those respoending to
the epidemic also varied and, in Seattle and New Orleans, was aug-
mented by demonstration grants.

ilealth experts believe additional research needs to be conducted on how
to organize and deliver health services to people with aips. Community
demonstration projects and health services research can identify cost-

Praple with MIDSare connted mthe survedfance system il their condition meets the CDEC definition
o ADS Many others hinve detahrating and semetimes Fatad HIV infections that do not, however,
mevt the survelbaneoe detinion GAO reported that underreporting of bath CDC-defined ALDS and
other fatal HIV related diseises undeestates the eprdenmie by as much as 50 percent. ( AIDS Forecast-
mg Vndereonnt and Lack of Key Data Weaken Existing Estimates, GAO PEMD-8O9-13 June T,
PS5 Tnddition” many athers e b ted wath TV bt bave ot ot developed any symptoms of
i
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effective approaches to AIDS service delivery that are targeted to differ-
ent AIDS populations, and help answer questions about the types of ser-
vices most appropriate for AIDS patients. In the five communities we
reviewed, for example, opinions differed on the appropriateness of
traditional nursing home care and hospice services for AIDS patients. We
believe that sponsoring research initiatives and disseminating findings
on these subjects would help communities provide better care to AIDS
patients by improving the planning and development of AIDS services.

The experiences of San Francisco and New York City are well-known,
but they may not be applicable to communities in the second wave of the
epidemic. San Francisco is recognized nationwide for its success in
developing appropriate AIDs services while minimizing expenditures.
The city’s success is a result of coordinated public and private support
and extensive volunteer services for its predominantly homosexual AlDS
population. In New York City, on the other hand, developing community
support and volunteer services for its large v drug-related and minority
AIDs caseload has been difficult.” AIDS care, therefore, has remained more
heavily hospital-based and costly in New York, The five communities we
reviewed reflect the diversity of U.S. communities in the second wave of
the AIDs epidemic as well as how they are responding to the needs of
people with v infection and as,

Efforts of Volunteers,
Providers, and
Governments Varied

In all five communities, most of the first Albs cases were diagnosed in
homosexual men, whose community-based health and advocacy organi-
zations initiated many of the early community responses to Albs in 1982
and 1983. Far example, Seattle’s Northwest Albs Foundation was a
major contributor to AlDS services, providing an estimated 70,000 hours
of volunteer effort in 1987, In New Orleans, a gay community organiza-
tion spearheaded the response to atbs, The Health Education Resource
Organization (HERD), the leading voluntary AlDs organization in Balti-
more, broadened 1ts scope by developing an outreach program to edu-
cate IV drug users about AlDs.

Volunteer support, however, may diminish in the future as AIDs spreads
beyond the homosexual community to include more v drug users. The
original gay AlDs organizations in Seattle, New Orleans, and Baltimore
have expanded their programs to serve minorities, drug users, and

‘Ao and Hughes as etted e A E Bengamun, Philp R Leeand Sharon N Solkowitz, "Case Manage-
ment of Persons with Acquired Immunaodeticieney Syndrome in San Franciseo,” Health Care Finane-
ing Review . anmid supplement (1988, pp 6973
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women. The gay organization, AIDS Project New Haven, tried to expand
its programs to the city’s minorities, but had mixed success. A city AIDS
Task Force formed in 1986, and eventually established separate pro-
grams for blacks, Hispanics, and women. The leading gay AIDS organiza-
tion in Philadelphia split in 1986 to form separate organizations for
homosexuals and minorities. Public and private officials in Philadelphia
agreed that the response to AIDs has been slow, due to a lack of leader-
ship and negative community attitudes about homosexuality.

When community-based AIDS volunteer groups were getting started in
1983. local medical providers in New Haven, Baltimore, and Seattle also
hegan to develop AIDS care programs. In most cities, however, only 4 few
health service providers have been active in caring for persons with
Alps. This has resulted in the lack of some types of services, notably
nursing home care, and an inadequate supply of other services that is
exacerbated by increasing AIbs caseloads.

The numbers and types of hospitals that provided inpatient AlDs care
also varied in the five communities, The public hospitals in New Orleans
and Seattle-King County have been important providers of AIDS inpatient
services. In Philadelphia, a city without a public hospital, none of the
hospitals developed a comprehensive, organized AIDS care prograig; but
in New Haven and Baltimore, the teaching institutions developed com-
prehensive AlDS care programs,

There were differences in the timing of local government responses to
AIDS in the five communities. For instance, in Seattle-King County, where
there was an extremely homogeneous AIDs population and a history of
cooperation between the gay community and city government, loval
funding initiated an AIbS program in the public health department in
1983. In Philadelphia, on the other hand, the city did not commit sub-
stantial funds for AIDS service development until July 1987.

State governments for the five communities we reviewed generally
became involved in Albs service delivery later than private organizations
and local governments. A recent national survey of state-only spending
on A (excluding Medicaid, public hospitals, state-only indigent cavre
programs, and support for city and county health departments), how-
over, shows steady growth in state support to more than 3156 million in
1988, According to the same survey, states are spending an increasing

Mowe, Monad L and Catlin C Ryan, “Comparing State-Only Fapendituares tor AIDS Amertean Jour-
nal of Publie Health, Vol T80 NocbeApr 19880, pp 424424
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share of general revenues on AIDS patient care and support services, rel-
ative to AIDS education and prevention.

AIDS Demonstration
Projects Helped Two
Communities

In summer 1988, only two of the five communities we reviewed—New
Orleans and Seattle—had outside funding to help coordinate available
health resources in developing AIDS service systems. Both communities
received Robert Wood Johnson Foundation (RWJF) project grants in
1986. In 1987, Seattle-King County also won supplementary funding for
3 years from the federal AIDS Service Demonstration Program in the
Health Resources and Services Administration (HRSA).

Although the Seattle-King County area’s AIDS services were considered
well-organized before its HrsSA and RwJF awards, New Orleans officials
told us that the RWJF grant was crucial to the development of an AIDS
care network in that city, where local and state governments did not
fund AIDS programs. AIDS services were organized around the grant-
funded AIDS outpatient clinic through cooperative arrangements and
contracts with other providers. Officials in other cities told us that the

lack of special project funding slowed the development of coordinating
mechanisms.

RWJF provided the first substantial funding for AIDS service demonstra-
tion projects in 1986." The nine 4-year AIDs service demonstrations,

5 As demonstration programs, both the RWJF and HRSA AIDS service programs had specific demon-
stration objectives and limited available funding levels, The nine RW.JF grants were awarded to com-
munities whose applications documented organized local support, a commitment to future funding,
and likely success in implementing a continuum of services and case management. HRSA awarde? its
first four grants to the cities most affected by AIDS (New York. San Franciseo, Los Angeles, and
Miami}, and then considered applications only from a list of large metropolitan areas. New Haven, for
example, was too small an area to apply for an HRSA grant regardless of its need for assistance.
Independent evaluations of the AIDS demonstration programs are underway. The RWJF projects are
being evaluated by researchers at Brown University, and the four largest HRSA demonstrations are
being evaluated by Systemetrics and Project Hope.

“In 1986, RWJF funded AIDS service demonstration projects in Atlanta: Dallas; New York City; Palm

Beach and Dade County. Florida: Nassau County. New York; the state of New Jersey; New Orleans;
and Seattle-King County.
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modeled on the San Francisco AIDS service system, were designed to sup-
port community coalition-building and promote case managerent and
home and community-based care.”

HRSA has awarded about $60 million for community AIDS services,?
including (1) service demonstration grants to 21 metropolitan areas with
the largest AIDS caseloads in fiscal years 1986 through 1988, (2) addi-
tional demonstration projects in fiscal year 1989 and a new program to
assist low-incidence cities and states in planning AIDS services, and (3)
projects to renovate and construct long-term care facilities for people
with AIDS,

TNeither Battimore nor Phitadelphia had obtained RWIF or TTIRSA adult AIDS demonstrations by
summer 1988, Philadelphia wis the only major ity that did not apply for HRSA funding in 1987, but
it did win funding in September 1988, The Pew Charitable Trusts provided $250,000 for the Philadel-
phia Commission on AIDS (September 1987 through October 1888), which sponsered AIDS education
activities for community business and church groups, as well as locat AIDS research, needs assess-
ment, and planning. New Haven did not obtain outside AIDS funding until late 1988, when the city
was awarded a National Institute on Drug Abuse AIDS outreach project and an RW.JF special project
grant for 1984,

“HRSA funding for AIDS patient care has beenincluded in the PHS budget. Specifically, patient care
servives aecounted for only 5 pereent of the $1.3 billion fiscal yeir 1989 PHS AIDS budget. In con-
trast. iabout 45 pereent of the PHS budget was allocated for biomedical research and 49 percent was
for epidemiology and public health control measures.
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At their current AIDS caseloads, the five communities we reviewed were
experiencing demands for AIDs services that frequently exceeded
existing delivery capacity. Some outpatient health and support services,
especially, were in very limited supply. And ¢bC’s recommendation that
people testing Hiv positive be monitored and treated preventively could
greatly increase demand for outpatient services. Because AIDS caseloads
are nearly doubling every year, current service delivery problems will
likely be more severe in the future.

Despite variations in community response and differences among local
AIDS populations, officials and health providers in the five communities
reported that as of summer 1988, inpatient services were generally
available for adult and pediatric Aips patients. Relatively few hospitals
and physicians, however, were providing AIDS services. This resulted in
strains on capacity in some communitics as AIDS caseloads increased.

Long-term care and support services for people with Alps—especially
nursing home. hospice care, mental health services, home health, and
housing itself—were difficult to develop in the communities we
reviewed. In particular, the health services most needed to support
patients in nonhospital settings and at home were missing, very limited,
or nearing or exceeding capacity. Consequently, AIDS patients, especially
those without private insurance, either were not always able to obtain
needed services in the most appropriate settings or they faced waiting
lists. Coordinating health and social services was especially difficult
when entire families had Hiv infection as the result of 1v drug use and
heterosexual or mother-to-child transmission,'

Availability of AIDS
Services Varied, but
Gaps Remained in All
Communities

We asked key health officials and providers in each of the five commu-
nities what in their judgments were their most critical AIDs service
needs. In approximate order of importance, they reported the service
gaps listed in table 3.1—housing options, home health nursing and
attendant care, mental health services, nursing home services, dental
care, drug abuse treatment, hospice, and case management services.
Other services, although available, were cited as needs due to limited
supply.

'See Pediatric AIDS: Health and Social Service Needs of Infants and Children (GAO/HRD-89-96,
May 5, 1989 )
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Table 3.1: Most Criticat AIDS Service Needs Reported in Five Communities (Summer 1988)

Seattle-King

New Haven Philadelphia Baltimore New Orleans County
Most critical needs Substance abuse Adult housing Dental care Nursing home care  Mental health
treatment options services
{methadone slots) -
Hospice care w!—_k_)_[pe atte_n_g_a_r_wt cq;g__ﬂqrpﬂe attendant care Home attendant care
Adult housing Dental care
options

Important needs

Otherneeds

Nursing home care

Case management

Dental care

Hdiﬁe attendant care
Hbsblce care

Mental health
services

Social work

Horne nursing and

‘Home nursing care  Adult housing Adult housing

attendant care options _ options
Mental health Hospice care Dental care Substance abuse
services treatment

AZT

Mental health
services

Nursing home care

Nursing home care  Nursing home care  Mentalhealth  Outpalient medical

_ _ services care
Outpatient medical  Outpatient medical  Substance abuse Social work
care care treatment

Substance abuse -
treatment
Case management

Outpatient medical
care
Case management

Case management

Adult housing
options

Substance abuse
treatment

‘Pediatric foster care “Social work T

Although the specific gaps and shortages varied with the community,
the continuum of health services needed by people with AIDs was incom-
plete in all five of the communities we reviewed. The gaps were attrib-
uted to a combination of factors, including reluctance of some providers
to serve AIDS patients, inadequate capacity, low reimbursement rates,
inability to pay on the part of patients, and regulations that impeded
access. When a full range of home and community-based services was
not available, appropriate referrals could not be made to less intensive
and less costly levels of care, and community volunteer services were
not always able to fill the gaps.

Service delivery problems, such as those reported in communities we
reviewed, will likely worsen as Albs caseloads increase. We describe
below how the communities provided some of the services required for
people with albs,
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Inpatient Services
Available but Reaching
Capacity

Inpatient hospital services were available for adults and children with
AIDS in all five communities, although in some communities increasing
AIDS caseloads were filling available capacity (see table 3.2). None of the
communities we reviewed, however, had a general shortage of inpatient
beds, such as has developed in New York City.

Table 3.2: Availability of Inpatient
Services for People With AIDS in Five
Communities (Summer 1988}

Available Available
hutreaching  but limited Not
~Available capacity capacity available

New Haven

Inpatient services foradults ~ «

Inpétlént services for chidren T h

Pubichosotal . R
Philadelphia o e e
ln'pétnent services for adults e T
inpatient services for children e T T
Public hospital ' “ T ’ .
Batimore U
Inpatient services for adults T T
inpatient services for chiidren . ' o T
Public hospiial . . . S
New Orleans o U .
Inpatient services for adults . T
Inpatient services for children . ‘_—_
Public hospital . T
Seattie-King County o T
inpatient services for aduits . i
Inpatient services for children ' o T
Pubtic hospital . o

In the comununities we reviewed, the hospitals that cared for Als
patients early in the epidemic have seen their caseloads grow rapidly.
Inpatient services have tended to develop in a few hospitals and remain
concentrated there as other physicians and hospitals refer their AlDs
patients and patients themselves seek out the most experienced pro-
grams. Integrating or mainstreaming AIDS patients—that is, caring for
them in existing facilities and programs along with other patients—was
promoted in the states of Maryland and Washington. A larger number of
hospitals in cach community needs to become active in AIDS care in order
to keep up with the increasing demand.
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In two hospitals with designated AIDS inpatient units, caseloads some-
times exceeded unit capacity. The 9-bed designated AIDs unit at Johns
Hopkins Hospital in Baltimore was often full in summer 1988, resulting
in AIDS patients being treated elsewhere in the hospital.? Charity Hospi-
tal of New Orleans operated an inpatient unit with about 25 beds, but -
capacity varied with staffing levels. As a public hospital, Charity has -
been under state budgetary restrictions for at least 2 years. It served an
average 12 to 20 AIps patients a day.

According to many officials we interviewed, inpatient care was available
to AIDs patients regardless of their insurance coverage or ability to pay.
Those who were uninsured or on Medicaid, however, were more likely to
use public hospitals or hospitals affiliated with university medical
schools. In the two communities with public hospitals, those hospitals
were providing substantial AIDS care. In New Orleans, for example, AIDS
patients with private insurance were admitted to private hospitals;
those without private insurance were much more likely to be treated in
Charity Hospital, which provided three times the volume of AIDS inpa-
tient care of any private hospital in the city. Seattle-King County also
had a public hospital, which was one of the area’s three leading hospi-
tals caring for AIDS patients.

In Philadelphia, private pay Aibs patients used a number of private hos-
pitals, while Medicaid patients primarily used Temple University Hospi-
tal and Giuffre Medical Center. Yale-New Haven lospital's
comprehensive AIDs care program was the leading provider of inpatient
care in that city, regardless of patient source of payment. Likewise, in
Baltimore, Johns Hopkins Hospital and the University of Maryland Hos-
pital treated nearly all AIbs patients, both paying and nonpaying.

Inpatient pediatric AIDS care was available in all five communities.
Although long inpatient stays were reported for a few babies in Balti-
more, none of the communities reported a problem such as exists in the
New York City area, where babies have lived in hospitals for extended
periods of time when no foster homes could be found for them. With the
exception of New llaven and Baltimore, the communities had relatively
few reported cases of pediatric AlDs. Numbers of cases meeting CDC's
reporting definition, however, may understate the need for pediatric
Albs services, according to public health officials in some communities.

~Johns Hopkins Hospital expanded us designated AIDS inpatient unit to 15 beds in December 1088,
and planned another expansion te 21 beds in spring 1989,
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Outpatient Medical
Services and AZT
Available, but Dental Care
Limited

People with AIDS in the five communities could usually obtain outpatient
medical care in a variety of settings, as well as the expensive prescrip-
tion drug azidothymidine or zidovudine (AzT). Dental care, however, was
not generally available and was considered a critical need in two com-
munities (see table 3.3).

Table 3.3: Availabliity of Outpatient
Services for Pecple With AIDS in Five
Communities (Summer 1988)

Available Available
butreaching butlimited Not

Available capacity capacity available

New Haven

Outpatient ser\inées .

AT - ‘ -

DentalSevices :

Philadelphta
Outpatientservices .

Dentalservices . . ... .. %

Outpahent serwces ' o S ST
Dentalserwces Xt
Nowomam A_ o _ _ o B
Oulpanem servuces ' ] .

Demal semcos

Sunic-Klng cOunty

Oulpahenl services ' _ ' .
APt o oo .

Dental services ' .

‘Respondents reported cntical need fof services
YAvaiabiity imited by payment problems

Outpatient Care

Outpatient medical care for people with Albs includes general physician
services, health monitoring, and ambulatory medications, among other
services. This care may be provided in hospital-based AIDS clinics, hospi-
tal general ontpatient departments, public and private freestanding A1ps
clinics, community health centers, and private physician offices. In four
communities, outpatient medical resources were reported to be available
but at or reaching capacity. Often only a few physicians and facilities
cared for the majority of Albs and niv cases. Moreover, according to offi-
cials in the communities, services were not always well-coordinated to
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assure, for instance, that 1v drug users, minorities, and the poor were
referred for other needed services.

AIDS outpatient medical clinics, which may monitor and treat people in
all stages of Iv infection,® were heavily used. For example, all three cen-
ters for outpatient AIDS services in Baltimore—two university hospital-
based AIDS clinics and a freestanding clinic—were reported to be at
capacity, with waiting lists for new patients. Hospital officials said low
Maryland Medicaid reimbursement rates made it difficult to expand
their outpatient AIDS services, and the University of Maryland was limit-
ing new admissions to its outpatient clinic.

More outpatient medical services were needed for people with Aps and
Hiv infection in Philadelphia. None of the leading hospitals had an
organized AIDS outpatient program. AIDS patients were treated in general
outpatient departments and by a few private physicians. City heaith
department clinics and federally supported community health centers
provided primary care for low-income people, but only one community
health center in Philadelphia offered specialized services for AIDs and
Hiv patients

Outpatient AIDS services were available but reaching capacity in Seattle.
The city’s community clinic system was a primary care resource for low-
income and uninsured people, including those with 1uv infeetion and
AIDS, who received specialized care in three of the clinics. In New Orle-
ans, the largest outpatient care center (the C-100 aws Clinic at Charity
Hospital, which was supported by state and Robert Wood Johnson
Foundaltion grant funds) had a 3- to 4-week wait for new admissions.

The nutional community health centers program, administered by the
Health Resources and Services Administration (LiRsa), currently pro-
vides primary care services for the poor. To a significant extent, the
populations these centers serve include low-income people with Alps as
well as those at risk of v infection. In New Haven, in addition to hospi-
tal-based ontpatient care, two community health centers offered pri-
mary care services to predominantly low-income, minority, and
medically underserved neighborhoods. One of the centers provided
health services and Al education to people with Albs and those at risk
for mv infection, who were mostly minorities, women, and Iv drug users,
aften homeless.

CDC'S recommendation in June 1989 —that adl persons who test HIV posative be monitored o an
outpatient basis-—cotld bring a Qood of new patients to AN clinies and physicians.
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Dental Services

AZT is the only antiviral drug that has been shown to prolong the sur-
vival of people with AIDS. It was available in the five communities with
relatively few limitations, considering the high per patient annual costs
of the drug—$8,000 to $10,000.* AIDs patients, private health insurance,
state Medicaid and other state assistance programs, and a special fed-
eral allocation paid for the drug. -

In 1987, the federal government provided $30 million to help states pur-
chase AZT for AIDS patients who lacked insurance or private means to
pay for it. This was an important source of funding for Azt in all com-
munities, but especially in New Orleans, where AzT was not covered by
the state Medicaid program until March 1988. Another important source
of Azt in New Orleans has been the AIDS drug clinical trials program
funded by the National Instituces of Health at Tulane and Louisiana
State Universities.

State and local officials in Maryland expressed concern about special
public payment for AZT and other AIDS therapeutic drugs. More drugs are
likely to be approved for larger segments of the Hiv-infected population,
and the AzT payment precedent could portend substantial cost increases
for AIDs care as well as raise questions about inequities in pharmaceuti-
cal coverage for patients with other illnesses. In June 1989, cp¢ recom-
mended that, through blood tests, an Hiv-infected person undergo
immune system monitoring every 6 months; and if immune function falls
below aceeptable levels, the person should be given pentamidine to pre-
vent pneumocystis carinii pneumonia. This level of care for asymptom-
atic people iy likely to raise overall costs significantly.

Dental care for people with AlDs or Hiv infection was difficult to obtain
in all but one community. Yet it is an important service for persons with
suppressed immune systems because infections affecting the mouth are
common and can become serious.

Officials in Baltimore agreed that dental care was a major service gap,
available only at the University of Maryland's dental schoot clinic or
from a few private dentists. A similar situation was reported in Phila-
delphia. Access to dental services also was limited in New Haven and
New Orleans. Reported barriers included inability of patients to pay,

YALDS patients are staymg out of the hospital and living longer using AZT, but it is still unclear if the
net effect of tus expensive dnpt waill be to icrease of reduce totad costs of care. A small study
compdeted 1in December 1HE8 by Scitovsky and Cline indicates that AZT reduces overall costs of AIDS
care dunng the first year after dugtnosis.
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lack of Medicaid dental coverage for beneficiaries over 18 years old, and
the reluctance of dentists to treat people with AIDS.

Long-Term Care Services
- Difficult to Develop -

All five of the communities we reviewed had problems providing long-
term care services for people with AIDS, such as nursing home, hospice,
and home health nursing and attendant care (see table 3.4). Early in the
AlDS epidemic, AIDS patients most often were treated in research hospi-
tals where they experienced intensive medical treatment and relatively
long stays. Medical specialists now believe that hospital admissions,
lengths of stay, and their associated costs can be greatly reduced by pro-
viding appropriate care in nonhospital settings. But it has been difficult
in many communities to develop or gain access to some of these services.
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Table 3.4: Availability of Long-Term Care
Services for People With AIDS in Five
Communities (Summer 1988)

Nursing Home Care

- |
Available Available -

butreaching  butlimited
capacity capacity

Not

Available avallable

New Haven

Nursing home %
Hospice . .- - : : ) : - : et :
Home health nursing .

Homeattendant :

Phi!adelphia

Nursing home T R T -
Hospxceuu e e e 5
Home health nursing e i e D
Home anendam [

Baltimore
Nursing home . e e, — .
Hosplce““ S R .
Homehealthnursing e

Home attendant T T T T T e
New Orleans ' B e

Nursmg home ' R PP ] %o
Hosp:ce . e i
Home health nursmg o ' o
Home attendant - o : . o
Seatﬂo-mng County ' ' e '

Nursnhg home

Hospice ' .
Homé health nursing .
Home attendant : . B

‘Respondents reported cntical need for services

“Supported with grant subsidy

Some Al patients require additional nursing care and supervision fol-
lowing discharge from a hospital; nursing home beds may also be needed
for patients whose debilitation or dementia precludes caring for them
elsewhere. Nursing home care has not been available as an option for
most AIDS patients, however, because very few homes admit persons
with AlDs.

A commonly cited reason for not admitting Als patients is that many
nursing homes do not meet state health department facility and staffing
requirements for patients with infectious diseases. Some nursing home

administrators say they are concerned that other residents and their
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Hospice Care

families may object to admission of AIDS patients. Others contend that
Medicaid reimbursement rates are too low for the higher level of care
and infection control measures AIDS patients require. In many parts of
the country, nursing home beds are in short supply in general, and
homes have little incentive to admit AIDS patients.

On the other hand, some health providers and AIps advocacy groups
state that nursing home care is not always appropriate for many AIps
patients. The changeable medical conditions of AlDS patients require var-
ious types and intensities of health services, in contrast to the relatively
stable, chronic conditions typically managed in nursing homes. More-
over, AIDS patients, most of whom are young men, often do not wantto =
be treated in nursing homes.

In New Haven and New Orleans, no nursing homes accepted people with
AIDS. In New tlaven, the lack of nursing home care reportedly resulted in
extended and costly hospital stays and, in some cases, discharges to
shelters for the homeless, the YMCA, or the streets. Louisiana approved a
posthospital acute care facility for people with AIDS in New Orleans,
scheduled to open in 1989, with an increased Medicaid nursing home
reimbursement rate.

In Philadelphia, 16 beds were available only for uninsured AiDs patients
in one nursing home, which was publicly funded. Seattle officials said
people with Albs who needed nursing home care usually were able to get
it and, in addition, a new residential care facility was planned to open in
1991. The Maryland state health department attempted to encourage
nursing homes to admit people with Aivs by (1) offering expedited certi-
fication to admit infectious patients and (2) negotiating a substantially
increased Medicaid reimbursement rate for v patients. Only one nurs-
ing home in Baltimore responded. It opened a new 20-bed unit for AIDS
patients in April 1988, which has drawn patients from Maryland, Penn-
sylvania, Delaware, and Washington, D.C.

Where it is available, hospice care can be helpful to people with Aps in
the terminal stage. Hospice programs are designed to provide palliative
{(pain control) and support services for the terminally ill, either in hos-
pice facilities or through services t- patients in their own homes.

Admission to hospice care generally vequires that the patient is not
expected to live more than a few months, which is not always clear with
AIDS patients. In addition, the hospice patient usually must agree to
forego aggressive medical treatment in exchange for hospice benefits.
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Home Health Nursing Services

These requirements are not suitable to many AIDs patients, both because
(1) their conditions are unpredictably variable and (2) they need medi-
cal treatment for numerous and recurrent infections. Nonetheless, for
reasons of quality of life as well as cost, hospice services for AIDS

patients may be preferable to nursing home or hospital care during the
terminal stage.

The RWJF AIDS project in New Orleans integrated home-based hospice
services into the AIDS care network by using grant funds to subsidize
care for AIDS patients without private insurance. In New Orleans, the
hospice program made an exception for people with AIDS to the pallia-
tive-treatment-only regimnen in order to fight infections with antibiotics.

Both facility-based and home hospice services were available to many
AIDS patients in Seattle, and a hospice near New Haven reserved five
beds for Albs patients. Hospice services for people with AIDS were not
available in Baltimore and were limited and reported to be a critical
need in Philadelphia. None of the states that the five communities are in
covered hospice care in its Medicaid program at the time of our review.

Although many providers agree that nursing and support services for
people with AtDS can be delivered appropriately in the patient's own
home or in a group home, an adequate supply of home health nursing
services was not available in all of the communities. Officials in some
communities said many home health agencies believe Medicaid reim-
bursement is too low for Albs patients, who generally require longer vis-
its and hence are more costly than other home health clients.* When
home health care is not available, people with Albs may require institu-
tional care, or their family, triends, and volunteers may care for them,

In Philadelphia, home health services were reported to be limited. Such
care was generally not available because Pennsylvania Medicaid only
covered up to 4 hours of home nursing care per week, and reimburse-
ment was reported to be so low that some agencies would not accept
Medicaid patients with Aibs, In other communities, some officials told us
low reimbursement rates and eligibility requirements limited AIDs
patients’ access to home health nursing services. In New Orleans, RWJF
grant funds were used to subsidize care.

“Offictals in Seattbe-King County satd Washimgton Medicad bases its home nursing reimbursement
rate onanaserape 195 10 50 munites per visit, and becaunse ALDS patients may reguire up to 90
minutes per visit some hote health agences are imiting the number of patients they will accept.
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Specific problems can limit the use of home care benefits by Medicaid-
eligible AIDS patients. For example, a University of Maryland Hospital
official reported it takes 6 weeks to receive Medicaid home health bene-
fits, and all forms must be redone after each hospitalization. In addition,
Medicaid regulations require the home health patient to be homebound,
which is unrealistic for the changing conditions of AIDS patients. Balti-
more officials cited home health nursing as a critical service need."

Home Attendant and Chore People with AIDS had more trouble obtaining home attendant services
Services than medically oriented home nursing care. Officials in all five commu-
nities said more home attendant services to help with household and

personal chores were needed so patients could remain at home and
avoid institutional care.

In Baltimore, New Orleans, Philadelphia, and Seattle, home attendant
care was cited as a major service need. Officials in Seattle, New Orleans,
and Baltimore reported that volunteers recruited and trained by gay
community organizations have contributed significantly to home sup-
port for AIDS patients. Many volunteer organizations told us they were
concerned about their ability to meet increasing demand, however, and
volunteer services have been especially difficult to develop for minority
and Iv drug-using AIDS patients.

One Maryland Medicaid initiative for AlDs was coverage for a more
intensive level of personal care services—at least 16 hours daily of non-
medical, home-based assistance and supervision. The new level of care
became available in July 1988, but as of December 1988, no private
agencies offered the service,

Essential Support Services Support servjces that pcuple with ALDS need, such as mgdical case man-

Limited agement, social work services, mental health and psychiatric services,
foster care, and substance abuse treatment, were difficult to obtain in
many of the communities we reviewed (see table 3.5). In most cases, ser-
vices were available to some patients but limited service capacity was a
problem
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Table 3.5: Availability of Support
Services for People With AIDS in Five
Communities (Summer 1988)

Available
but reaching

Available capacity

Available
but limited
capacity

Not
available

New Haven

Case management

Social work

Mental health.

Pediatric foster care .

Substance abuse treatment

Philadeliphia

Case management

Social work

Memal health

ﬁediatrwié foster care

Substance abuse treatment

Baltimore

Case management

Social work

Mental health

xa

Pediatric foster care

Substance abuse treatment

New Orleans

Case managemem o

Social work o

Mental health

Pediatric foster care o

Substance abuse treatmem

Seattle-ng County N T—_m T _

Case management o

Social work T

Mental health T

Pediatric foster care of

Substance abuse tr treatment

*Respondents reported critical need for services
"Capacity for methadone currently adequale.
*New program summer 1988.

ISupported wiih grant suosidy

“Few pediatuc cases
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Medical Case Management

Medical case managementis recommended as an important component
of service delivery for people with AIDS as well as other high-cost acute
and chronic diseases.® AIDS patients may be particularly good candidates
for case management because treatment is costly and the course of the
disease is likely to be unpredictable. They may require a wide range of
support services. Access to nonhospital services is emphasized to ensure
that each patient is appropriately cared for in the least intensive and
presumably least costly setting, although cost savings due to case man-
agement for AIDS patients have yet to be established through research.?

The availability of case management services, however, was very lim- -
ited for people with Alps in New Haven and Philadelphia in summer
1988. In Baltimore, case management was just becoming available to
Medicaid recipients with AIDs. In New Orleans and Seattle, case manage-
ment was available and supported in part by special AlIDS project
funding.

Both the rwirF and HRSA AIDS demonstrations require case management
components. Case managers in the RwJF-funded New Orleans AIDs Pro-
Ject, which provided case management for everyone using its services,
were overloaded in summer 1988. In addition to the Northwest AIDS
Foundation efforts, case management services in Seattle were provided
by staff at the three hospital-based adult AIDS programs and at the chil-
dren’s orthopedic hospital with Medicaid coverage and other public and
grant support.

State Medicaid programs may provide case management services to spe-
cific groups of recipients, such as people with AIDS or HIV infection.
Washington obtained a Medicaid waiver in 1987 to provide case manage-
ment services for people with aibs. In fiscal year 1988, Louisiana Medi-
-aid covered case management services, and Maryland and
Pennsylvania added coverage in fiscal year 1989. Connecticut Medicaid
did not cover case management.

“The dual purpose of case management is to ensure aceess to appropriate services while controlling
costs, principally by preventng unnecessary hospitalization. A case manager (usually a nurse) devel-
ops 4 comprehensive care plan for each person soon after he or she is diagnosed., and then helps the
patient obtain the necessary services.

“Benjumin, Lee, and Solkowitz, “Case Management of Persons With Acquired Immunodeficiency Syn-
drome in San Francisco,” Health Care Finaneing Review, annual supplement, (19581, pp 69-73, See
also lealth Insurance Assoctation of America, “AIDS Case Management: What Health Insurance
Companies Are Doing™ (no publication date). Benjinain reported recently that case management for
the elderly has vresulted in improved quahty of care, but no cost savings. No research specitically on
AIDS case management has been completed, but expertence with the elderly suggests cantion in
expectations for cost savings.
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Social Work Services

Mental Health Services

In addition to covering case management for people with Hiv infection
under Medicaid, in summer 1988, Maryland was implementing a state-
funded as Diagnostic Evaluation Unit demonstration program that
incorporated case management to help distribute the burden of AIDS care
across more providers in the state. Two diagnostic evaluation units for-
Hiv infection—one for adults at Johns Hopkins Hospital and one for chil-
dren at the University of Maryland—were funded to serve as state
referral centers. Physicians may refer miv-infected patients to these
units for thorough diagnosis, evaluation, and medical care plan develop-
ment. Patients then are referred back to their community physicians or
local case managers for monitoring. In addition to a few state-employed
AIDS case managers, the state was contracting for case management ser-
vices from community organizations such as the Health Education
Resource Organization (HERO) in Baltimore,

In all five communities, social work services were available to some peo-
ple with AiDs. Social workers focus on (1) establishing eligibility for pub-
lic or private payment for AiDS services; (2) planning services for
patients discharged from the hospital; and (3) obtaining needed social
support services, such as housing, income maintenance, and transporta-
tion. The services were most often provided by hospital-based social
workers.

Officials in New Orleans and Seattle reported that social work services
for people with AIbs were available, but reaching capacity. In New
Haven, Philadelphia, and Baltimore, more capacity to deliver social
work services was needed.

Mental health and psychiatric services were limited for people with AIDS
in all five communities. In Philadelphia, Baltimore, and Seattle, the lack
of mental health services for AIDs patients was cited as a major service
gap. In Seattle, for example, Medicaid gave priority for psychiatric ser-
vices to long-term chronic and severely mentally ill patients, which left
little publi¢ assistance for the acute mental health problems often expe-
rienced by people with AlDs. Also, facilities for inpatient psychiatric care
generally were not prepared to deal with both mental and physical

health needs of AIDs patients.

Officials in New Haven, Baltimore, and New Orleans reported that men-

tal health services were available to some patients, especially those who
had private insurance; but inadequate capacity and inability to pay
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Foster Care

Substance Abuse Treatment
Services

were barriers for many who needed the services. In most states, Medi-
caid mental health benefits were available primarily for inpatient psy-
chiatric care. Community mental health centers serving low-income
clients have limited resources and capacity to meet the needs of people
with AIDS. AIDS voluntary organizations helped fill this gap by providing
hotline and crisis intervention services and sponsoring volunteer bud--
dies and AIDS self-help groups, but their resources too were limited.

Hospital-based pediatric AIbS programs reported that families with more
than one Hiv-infected member require extensive support services (e.g.,
income maintenance, housing, food) in addition to medical care. Hiv-
infected infants and children of such families may require foster home
placement when their families are unable to care for them.

Philadeiphia and Baltimore hospitals reported some Hiv-infected babies
needing foster placement, but not many infants remaining in the hospi-
tal because of a lack of discharge options. In New Haven, the city in our
review with the most serious pediatric AIDS problem, officials reported
that the state’s foster placement program for children and youth had
found homes for more than 30 pediatric patients with possible Hiv infec-
tion by summer 1988. In Baltimore, the state foster care program placed
about 50 tiv-infected children, but mere homes were needed.

Foster children are covered by Medicaid in all states. In both Connecti-
cut and Maryland, foster parents for Hiv-infected children received
extensive special training as well as support services for the children.
Connecticut foster parents of Hiv-infected infants received increased
payments, and in Maryland, such foster parents received the highest
rates paid by the state.

The chronic shortage of substance abuse treatment capacity across the
nation has also affected AIDS services in the five communities we
reviewed. New Haven was most severely affected, with more than one-
half of its AIDs cases caused by 1v drug use. Officials there agreed that
the single most critical AIDS service need was for more methadone main-
tenance slots and other drug treatment programs,

Two large drug treatment programs in New Haven—one private and
one state-supported—treated drug users with HIv infection and AIps, but
they did not offer drug treatment services specifically designed for tv-
infected clients. In summer 1988, outpatient methadone maintenance
programs had waiting lists as long as 4 to 6 months for about 60 people.
Not only was capacity inadequate, but officials said the programs
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needed to be more accessible to the largely minority populations at risk
for AIDs. Although adolescent tv drug use is seen as a growing problem in -
New Haven, methadone maintenance programs were not open to this
population.

In contrast to New Haven, Philadelphia reported that enough metha-
done maintenance slots were available for anyone seeking the treatment,
including Hiv-infected people. But it was reported that one-half of the 1v
drug use in Philadelphia’s Latino community involved injecting cocaine,
for which costly inpatient detoxification and drug-free programs are the
accepted treatment. These options were not available for patients with- .
out private insurance, and the average wait for treatment was 2 to 4
months. There were no drug treatment programs in Philadelphia specifi-
cally for people with ais until September 1988, when the city opened a
group home for Iv drug users with AlDS,

In Baltimore, 1ERO operates a street outreach AIDs education and preven-
tion program for 1v drug users with city and state drug abuse adminis-
tration funding. Baltimore has 10 city methadone clinics, and officials
were trying to provide immediate access to methadone treatment slots
and other drug programs for fiiv-infected people. In New Orleans and
Seattle, v infection rates in local v drug populations were relatively
low, but existing drug treatment programs were treating some people
with 1y infection and aibs. Officials in Seattle-King County reported
that public assistance funds were not adequate to pay for drug treat-
ment for low-income and indigent (v drug users.

In the communities we reviewed, services for people with Hiv infection
were not integrated well with existing substance abuse prevention and
treatment programs. For example, New Haven's drug programs lacked
adequate capacity for all non-Albs drug users secking treatment, and,
consequently, the counseling and special services required for v drug
users with AIbs could not be effectively provided.

Difficulties in All Five
Communities Providing
Housing Assistance

The lack of suitable housing emerged as a significant problem for people
with Alls in the five communities we reviewed (see table 3.6). When Alps
patients become too ill to work or lose their jobs and incomes, many are
at risk of losing their homes as well. Others may become homeless when
landlords or family force them out beeause of their diagnosis. AlDs-
related housing problems can be expected to worsen as more low-income
IV drug users and minorities contract the disease.
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Table 3.6: Availability of Housing . ]
Assistance for People With AIDS in Five Available Available
Communities (Surmmer 1988) butreaching butlimited Not
Available capacity capacity available
New Haven
Housing assistance ’ - X
Adult residential care ' '_ _ o R X2
Philadelphia ' -
Housm'g. aéélstance ' ' I o X2
Adult residential care T xa -
Baltimore e
Housing assistance . ‘ o . o “j—
Aduit resident:al care ) o T ; - .‘_M—“——-_ﬁ o
New Orloans O, e “
Housng assistance o o e T
Adu" (esldenhal care . o o o ".‘*‘“""“"'“"" T
Seattle-King County S
HOllSong assistance . . T :»—— T
Aduit residential care B . T ' T

'‘Respondents reported cntical need lor services

The Liack of housing hinders the delivery of some community-based ser-
vices for people with Atbs and may result in unnecessary hospitaliza-
tions. Adult patients may require placement in group homes or financial
or nursing assistance to remain in thet?t own homes.

Adult residential optsm¥S—primarily group homes—were cited as a crit-
ical service need in New Haven and Phitadelphia. Housing for v drug
users with Als, many of whom are indigent, was an especially difficult
problem in Philadelphia and New Haven. There was one group home for
peaple with atbs in New Orleans. Group homes were available to some
prople with Aibs in Baltimore and Seattle, but more homes were needed.
AIDS patients in Baltimore also benefited from a state program called
Project Home, which arranges foster homes for chronically disabled,
homeless adults. Three to six people may be placed in each certified fos-
ter home. and their care is paid by their disability checks and state
subsidies.

Some general housing assistance, such as rent subsidies and vouchers
tor aceess to public housing, wis available to low-income people with
Al i Seattle and Baltimore, but little or nothing was available in the
other cammunities.



Summary

Chapter 3
Community AIDS Service Systems: Gaps in
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Our review of the availability of AIDS services in five communities found
that despite efforts to develop and deliver services significant gaps
remained. Communities faced a double challenge—to expand both the
range and the capacity of needed services.

Communities used different service delivery strategies. One approach
was to organize community providers to expand capacity by making
effective use of existing resources. AIbs demonstration projects sup-
ported this approach in two communities we studied. As another
approach applicable where relatively few physicians, hospitals, and
other providers have been active in AIDS care, officials advocated main-
streaming or integrating AIDS care into the general health delivery sys-
tem to expand capacity and meet the growing demand. One state
implemented a statewide AiDs referral and follow-up system for this
purpose.

Several communities also recognized the need to expand AlDs services to
reach minorities and v drug users. In two communities, local public
health clinics, federally supported community health centers, and
maternal and child health programs—which already were treating these
groups—were used to deliver primary AIDS care.
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While private health insurance is the principal source of payment for
AIDS services, Medicaid is estimated to cover as many as 40 percent of -
AIDs patients and pay 25 percent of AIDS service bills. Although data
were limited, we found that Medicaid is a leading payer for AIDs services
in the five communities we reviewed. Increasing AiDs caseloads are
expected to increase total Medicaid expenditures for AIDs in those com-
munities and states. As a result, the states will face greater pressures to
balance the needs of AIDs patients and other Medicaid recipients, mclud—
ing the elderly, women, and children. '

State Medicaid programs are complex systems for AIDs patients to nego-
tiate, as they are for other recipients. Government and health officials in
the five communities we reviewed reported problems with eligibility,
limited service packages, and low reimbursement rates that in some
cases prevented Medicaid programs from serving AIDs patients as effec-
tively as possible. These problems were not unique to AIDs patients, but
sometimes were accentuated for them.

(P : Medicaid is an important source of payment and the leading public.
Medl.cald Isa Leadlng payer for Albs care in the five communities we reviewed. Available stud-
Public Payer ies indicated that Medicaid paid anywhere from 30 to 50 percent of

inpatient AIDS care costs or charges.! Although average expenditures per
Medicaid-eligible aips patient had declined in most communities, total
AIDS expenditures in state Medicaid programs were expected to increase
with growing caseloads.

No clear trends were apparent in the share of Albs bills paid by Medicaid

relative to private payers, although limited data in the states of Con-
necticut and Maryland and in the city of Philadelphia suggested that
Medicaid's coverage for Abs hospitalizations may be increasing in those
areas. The extent of uncompensated AlDs care was unclear.

Medicaid was the leading single payer for Alns care in Connecticut,
where it survey by the state hospital association found that Medicaid
paid 40 percent of Ans inpatient charges in fiscal year 1986, a figure
that increased to 47 percent in 1987, and was projected at 55 percent in

'We found no consisteney i the avinlabaiity or quality of AIDS costs, changes, and financing data
amont the communitios and states \vudabbs intfornution nest often canwe from Joeat stadies that
swere hnited to hosprtal changes or to selevted gnomps af hospatals. There was hittle information on
expenshitures for nonlosgatal ontpationt care. Officials were unawsre of any documentation or esti-
mates to determine Medicand's share of ADS ciare cists ain Lovisiana or Pennsylvania,
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1988. The same survey showed the private insurance share of such costs
as declining from 41 percent in 1986 to 36 percent in 1987.

Medicaid is an important payer for AlDs inpatiéut'care in Philadelphia

- and Maryland as well. Special studies in Philadelphia found that Medi-
- caid has paid for 40 to 50 percent of Aips hospitalizations since 1986,

and private payers have covered most of the remainder. A state health
department study of Alns hospitalizations in Maryland from 1985
through 1987 found that Medicaid paid 24 to 28 percent of the admis-
sions, Blue Cross paid about 26 percent, commercial insurers paid 20
percent, and at least 14 percent were self-pay or uninsured. According
to the study, Medicaid-eligible AtDs patients in Maryland increased from
23 percent of the state’s Alns patients in 1985 to 43 percent in 1987, and
could increase to 50 percent in 1988.

In Washington, however, Medicaid’s share of Albs hospitalization
charges statewide averaged about 30 percent tor the period 1985 -
through 1987. Commercial insurers and Blue Cross paid for 40 to 50 per-
cent of Aibs hospitalizations, and an independent health maintenance
organization paid about 10 percent, suggesting that approximately 10
percent of AiDs patients in Washington may be self-pay or uninsured.?

Estimates of Medicaid
AIDS Costs and
Expenditures Vary

Although some of the states we reviewed had developed estimates of
AIDS costs to their Medicaid programs, the estimates varied widely. For
example, Connecticut estimated its share of Medicaid expenditures for
Albs (exchuding federal matching funds) at $1.4 million in fiscal year
1987, $2.3 million in 1988, and up to $5 million for 1989. Maryland esti-
mated 1988 state expenditures for Medicaid Alps care in the broad range
of $5.6 to $12.8 million, depending on the percent of Medicaid-eligible
AIDS patients who used services; and Washington estimated expenditures
of $1.7 million in 1988 state funds, of which Seattle-King County
accounted for abont 681,000,

In Pennsylvania, the Medicaid program spent an estimated $3.3 million
in state funds for inpatient, outpatient, and long-term care for 534 AiDs
patients during the yvear ending June 1988. Louisiana estimated its
expenditures for alts care in Medicaid and the state public hospital sys-
tem at $1.1 million tor the year ending April 1988.

“Theses dlags were provaded i Febrmuary 180y the Wishington State HIV, AIDS Epidemiology Unit
I Neatth
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In addition, average expenditures per Medicaid-eligible AIDS patient were
widely variable in the communities and states we reviewed, in part due
to differences in the study methods that produced the local figures. A
preliminary review of 1987 claims by the Connecticut Medicaid program
revealed average charges of about $35,600 for adults and $53,600 for
pediatric patients with AIDS, with about 80 percent of those charges for
inpatient care. In contrast, Maryland reported spending an average
$16,000 per Medicaid-eligible AIps patient per year from 1985 through
1987, and 77 percent of those expenditures were for inpatient care.

Washington reported average annual Medicaid expenditures of $27,000
or less per AIDs patient in 1988. Hospital charges for AIDS patients were
declining in Washington because people with Aips, although living
longer, are spending fewer days in the hospital.

Little Known About Other
Payers and Uninsured
AIDS Patients

Limited information suggested that private health insurance plans cov-
ered about 40 to 60 percent of bills for inpatient Aibs care in the five
communities we reviewed. Medicare, which covered an estimated 1 to 3
percent of AIDS care costs nationwide, was not a significant payer in any
of the communities or states. The numbers of Alps patients who were
uninsured could not be determined exactly, but it appeared that less
than 15 pereent of the Al patients were uninsured.”

The Connecticut hospital association survey found that 3 to 156 percent
of the state's AIDS patients were uninsured for inpatient care, Studies in
Maryland suggested at least 14 percent of AIbs patients may be unin-
sured. About 40 percent of Louisiana’s AlS patients used the state’s
public hospital system, but the percent of those patients who were unin-
sured was unknown. The Washington alps epidemiology office estimated
that about 10 percent of the state's AIbs patients were uninsured. No
estimate of uninsured Atls patients was available for Pennsylvania.

LA estunatend 37 mullion Amercans— 15 5 pereent of the naton's cwviltan nomnsttutionalized papu-
lation—have no povate msuranee of public voverage. satch as Medicaid, for medical bills, according to
the Department of Health and Huaman Serviees, Nationad Medical Expenditones Survey, 1987,
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Medicaid is a federally aided, state-administered medical assistance pro-
gram that served about 22 million people in fiscal year 1985, Within
broad federal limits, states establish program scope and reimbursement
rates, and make payments dircctly to the providers who render services.

The nature and scope of a state’s Medicaid program are contained in a
state plan, which, after approval by the Department of Health and
Human Services, provides the basis for federal funding. The statutory
funding formula provides a higher federal share to states with lower per
capita income, and establishes a minimum federal payment of 50 per-
cent and a maximum of about 80 percent.

State Medicaid Programs
Cover Eligible AIDS
Patients

Medicaid eligibility criteria are among the most complex of all assistance
programs. States must provide Medicaid coverage to the categorically
needy. These essentially are people who receive cash payments from the
Aid to Families With Dependent Children (A¥DC) and Supplemental
Security Income (s851) programs,*

States also can extend Medicaid coverage to the medically needy, a
group that essentially includes people who meet all the nonfinancial cri-
teria for assistance, but whose income and resources are considered
insufficient to meet their medical needs. In what is called “spend down,"”
persens or families with incomes above the medically needy income
standard can deduct certoii expenses to establish eligibility for Medi-
caid. In 1986, 30 states, including the five we reviewed and the District
of Columbia, hiad medicilly needy programs.- *

1881, a federally wdmimsiensd income iassistatce program, was established in 1972 under Title XV1of
the Sovtal Secunty Ad. As of September 1988, 4.4 million prople received 881 cash benefits; about
one-thirg were eliible by virtue of ighe (over 63), two-thinds were divabled, and 2 percent qualified
due to blindness. Tutal program expenditunes for fiscal year 1888 were over $12 billion.

*Fourteen states (ncliding Connectiont) iimit Medeasd coverage of S81 reempients by requiring them
to mwet more resictive elgtnlity stamdands States chonsing ths option must allow applicants to
deduct nwdical ¢ u;n-m\-s l’mm inceime to extaldesh chigsbality.

"In adalition to meeting income Iinats, Modicand applicants” aeets manst de withen pealied lmm For
example, to qualify for Modicand s an SN recpeent in 1988, an appheant could have a home of any
valhw bt oonld et have liguid assets worth moee than $1.900 for an mdivadual and $2.850 for &
cotiple. Under cortmn cinumstaneces. states ca impeee more stAangent aset limity for $83 benefh-
eranes. Asset hmuts for nevhically nevdy programs vary by state, but mast be 1) at least as hberal as
the hythest limats allowed for cavh sinstamee reopients in the state and (23 e same for all covervd
Rrougs

“Staten abw can extend Modieard covetgd: to cortam groups of istitutsonaliaed persons. The five
stites we ey covemed] thesae lrntiges
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Most AIDS patients qualify for Medicaid by virtue of their eligibility for
the ssi program. As a result of a directive by the Social Security Admin-
istration in 1983, people meeting the Centers for Disease Control’s AIDS
case definition are presumed to be disabled for purposes of sst eligibility.
Individuals with symptomatic Hiv infection who do not meet CDC's AIDS.
definition are not presumptively disabled, but may be judged disabled
by the normal ssi review process. A disabled person who meets ssi's
income and assets criteria receives ssi cash benefits and, in most states,
is automatically eligible for Medicaid as a categorically needy recipient.
Women and children with AIDS also may be Medicaid-eligible as AFDC cat-
egorically needy recipients. AIDS patients who do not qualify for Medi-
caid through ssi because their income and assets are too high may meet
the criteria for eligibility as medically needy recipients or may spend
down to qualify.

Medicaid programs in the five states we reviewed covered categorically
and medically needy groups, and all but Louisiana covered persons eligi-
ble for sst or AFDC even if they did not receive such cash benefits. The
states did not have data on numbers of people with AIps who became
cligible for Medicaid through these different programs, but studies in

two states showed increased total numbers of Medicaid-eligible Alps
patients.

Connecticut’s Medicaid management information system began tracking
recipients with albs in 1987, when Ains-related diagnostic codes were
added to the Medicaid claim form. According to this data system, Con-
necticut had 67 Medicaid recipients with Aips in 1987; 184 in 1988
(when there were about 270,000 Connecticut residents in the program);
and officials estimated there would be 215 recipients with ADs in 1989.
In addition to these cases meeting coC’s reporting definition, there were
nearly three times as many Connecticut Medicaid recipients who had
niv-related illnesses.

Officials in Maryland estimate that 30 to 40 percent of people with AIDs
are on Medicaid at some time during their illness, and Medicaid’s role .

~ may continue to increase. As noted above, the proportion of Maryland’
Albs patients who were Medicaid-eligible increased from 23 percent in
1985 to -1 percent in 1987, Medicaid officials also are concerned
because more nonresidents are seeking Alns treatment in Maryland, and
many of them may become Medicaid recipients. Early in 1989, almost
half of the LASO Albs cases in Maryland's statewide patient registry
(which includes all payers) were estimated to be nonresidents.
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‘The Louisiana Medicaid director and administrators at the public Char-

ity Hospital of New Orleans reported that Medicaid’s low income eligibil-
ity threshold ($374 per month for a single person) excludes many
residents, including those with AIps, Consequently, uninsured AIDS
patients who do not qualify for Medicaid depend on the state’s public-
hospltal system, which is suffermg from funding cutbacks.

In New Orleans officxals reported pmblems getting people with AlD8
qualified for the federal sst and Social Security Disability Insurance
(ssb1) programs, despite their presumed disability status. A volunteer
retiree from the local Social Security office helped resolve this problem
by working with AIDs patients and Social Security staff to ensure that
eligible people received benefits.

Variations in Medicaid
Service Coverage Affect
AIDS Care

Medicaid regulations mandate that participating states cover certain
basic health services for all categorically needy recipients, including
inpatient and outpatient hospital services, physician services, skilled
nursing facility services, and home health care, which often are needed
by people with AIDs. States also can offer specified optional services,
including home and community-based services, inpatient psychiatric ser-
vices, prescribed drugs, dental services, and private-duty nursing.

States may impose limits on mandatory and optional services by
restricting the number of inpatient hospital days or physician visits
allowed, requiring prior anthorization for specified services, or requiring
copayments for optional services. States frequently limit inpatient,
hospital-based outpatient, and physician services. States also may
choose not to cover all services for optional eligibility groups, such as
the medically needy and noncash AFDC and ssi recipients.

The range of services covered by Medicaid varied among the five state
programs we reviewed, and these variations affected Medicaid-eligible
AIDS patients as well as other recipients. For instance, Louisiana limited
Medicaid coverage to 10 inpatient days per year and, along with Wash-
ington, covered a limited number of physician visits.

AIDS patients have extensive and variable health service needs, which
range from acute through chronic care and may involve many different
providers. In the communities we reviewed, Medicaid recipients with
Albs were reported to have particular difficulties obtaining nursing
home care, hospice care, home health nursing, and case management

Page 30 GAO HRD-89-120 AIDS: Health Services in Five Communities



Chapter 4 e
Medicaid Is a Leac Payer for
AIDS Services

services. The officials we interviewed perceived many of these difficul-
ties as relating primari'y to low Medicaid reimbursement rates, but they
said service coverage rules, provider practice patterns, and other factors
also played a part. (See ch. 3 for discussions of how Medicaid rules and

reimbursement rates reportedly affected availability of certain
services.)

States Can Use Medicaid
Waivers to Expand AIDS
Services

Eligibility and service coverage in state Medicaid programs must be
"disease neutral.” In other words, Medicaid programs generally cannot
deny or reduce services or provide additional services to individuals
with a particular disease or condition.” In some cases, however, states
have the option of providing special service packages for particular
groups of recipients under approved Medicaid waivers.

The Congress acted in 1986 to permit state Medicaid programs to
develop special service packages for people such as those with Aps and
Hiv infection. States may apply to the Health Care Financing Adminis-
tration (11ICFA) for Medicaid home and community-based services waivers
(commonly called HCBS or section 2176 waivers) or to provide targeted
AIDS case management services." As of June 1989, only seven states and
none of those we reviewed had implemented Medicaid 11cBs waivers to.
expand noninstitutional services for people with v infection." Only
Washington had a case management services waiver targeted to AlDs
patients,

The Medicaid ness waiver is a potentially valuable tool for serving Aibs
patients because it allows a range of health and support services to be
provided in homes and community settings instead of in hospitals and
nursing homes. An HCBS waiver application, however, must demonstrate

*There are exceptions to this rule; for example. early periodic screening, diagnosis, and treatment
services far children under 21 years old only.

*The Medicaid HCBS or section 2176 waiver option has been available since 1981, and the Omnibus
Budget Reconciliation Act of 1986 permitted section 2176 waivers suitable for people with AIDS and
HIV infection. The Consolidated Omnibus Budget Reconciliation Act of 1985 gave states the option of
offering case management as a Medicaid benefit for specified populations, and the 1986 budget act
identified AIDS and HIV-infeeted patients as a group that could receive case management services
under Medicaid.

1'New Jersey was the first state to obtain an HOBS winver for AIDS and HIV-infected patients i
March [8987. As of June 1989, other states with approved HOBS waivers for AIDS netuded Calitor-
nia, New Mexico, Ohio, Hawaii, South Carolina, and Missour; appheations for Pennsy Ivania and Flor-
ida were under review by HCFAL Hlinois and North Carolina treated AIDS patients under HOBS
waivers that were not specific to AIDK.
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that the proposed service package will be cost-neutral. States must pro-
vide assurances that waiver beneficiaries would otherwise require insti-
tutional care under Medicaid and that per capita Medicaid expenditures -
will not increase as a result of the waiver.

In summer 1988, state health department officials in Connecticut, Penn-
sylvania, and Louisiana told us that they were developing AIDS HCBS
waiver applications. Washington began developing an application in
November 1988. In June 1989, none of these applications had been
approved, and only Pennsylvania’s plan was under active review by
HCFA. Separate from its AIps waiver application, Connecticut amended its
Medicaid program to add coverage for personal care (homemaker and
companion services), extended private-duty nursing, and adult day care
for all Medicaid recipients, including those with AIDS.

During an AIDs needs assessment process in 1987, Maryland considered
applying for a Medicaid HcBs waiver but decided against it. Because
Maryland's inpatient expenditures for AIDS patients were relatively low
(about one-third the level of expenditures in New Jersey), expected sav-
ings to be gained from substituting outpatient care for hospital services
were thought not to be large enough to support expanded HCBS services.
Maryland officials said the decision not to apply for an AIDS HCBS waiver
may be reconsidered in light of more recent AIDS hospital cost figures.

Medicaid Reimbursement
Usually Does Not Reflect
Higher AIDS Care Costs

Regardless of differences in state reimbursement systems, Medicaid pro-
grams generally pay less than private insurers for any given health ser-
vice. Thus, Medicaid recipients may be less attractive to service
providers than private-pay patients. This prablem may be worse for AIDS
patients under Medicaid because they are widely perceived as more
costly to care for than other patients. Some health providers, therefore,
may be reluctant to treat AlDS patients, especially if they are Medicaid
recipients.

In the five communities, providers reported that low Medicaid reim-
bursement rates made nursing home care, home health nursing, mental
health care, and a number of outpatient services less readily available to
Medicaid recipients with aibs than to Medicaid recipients without AiDs or
to AIDs patients with private insurance. Providers also reported that

1A 1988 study of Medicaid expenditures for people with AIDS by Maryland's AIDS Administration
staff suggested that hospetal cost figures used in the 1987 decision were low, both because hospital
costs were underestimated and because Medicaid covered only about one-half of hospital charges.
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inpatient reimbursement often did not reflect the full costs of treatment
~ for AIDs patients.

With regard to inpatient care, the five state Medicaid programs we

reviewed used prospective reimbursement systems.'? In some of the pro- :

" grams, AIDS patients appeared to be more costly to care for than other
patients, even when compared with other patients in the same diagnosis
related group (DRG) classification for inpatient care. AIDS is a relatively
new disease, and the state Medicaid programs had not established sepa-
rate DRGs for AIDS patients or adjusted the most frequently used AIDS
DRGs to reflect the increased costs of AIDS care that result from longer-
than-average inpatient stays, more intensive care days, more nursing
time, and infection control procedures. Consequently, Medicaid pro-
grams in Connecticut, Pennsylvania, Maryland, and Washington paid
hospitals substantially less for AIDS inpatient care than the hospitals
charged private payers. Officials in Louisiana were unable to provide
data on this matter.

Connecticut Medicaid paid for inpatient care based on an average length
of stay for all Medicaid patients of about 6 days. AIDS patients, however,
averaged 17 days per admission. Maryland Medicaid covered the state-
wide average number of inpatient days per stay in each diagnostic
group. The average length of stay for all diagnoses was 9.6 days, com-
pared with an average 16.5 days per Medicaid-eligible A1ps admission.

Pennsylvania’s Medicaid program reimburses hospitals a predetermined
amount par admission based on the patient’s primary DRG at admission.
State officials reported that A1DS patients are more costly to care for
than other patients in the same DRG category, but the Pennsylvania sys-
tem does not include DRGs specifically for patients with Hlv infection.

An analysis of AIDS care charges and reimbursements in the state of
Washington, using 1986 data, found that Medicaid reimbursed about 65
percent of combined hospital inpatient, outpatient, and physician
charges for treating AIDs patients. Another study of AIDS hospitalizations

"Since Medicare implemented its diagnosis related groups (DRG) prospective payment system in
1983, most state Medicaid programs have replaced retrospective payment based on reasonable costs
or charges incurred with prospective payment. The Medicaid reimbursement systems in Pennsylvania
and Washington were DRG based; Connecticut and Marylund used all-payer rate-setting methods; and
Louisiana reimbursed hospitals on a target rate per case basis. Three of the states—Connecticut,
Maryland, and Washington—-also applied prospective payment to nursing home care, while Penn-
sylvania paid on a cost basis and Louisiana set statewide rates by level of care. With the exception of
Louisiana Medicaid, which paid prevailing charges, the programs reimbursed physician services
according to a fee schedule.
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in 1984 and 1985 found that AIDS admissions were substantially more
expensive than non-AIDs hospitalizations in the two most frequently
used DRGS. AIDS admissions with pneumocystis carinii pneumonia were
longer and more expensive than admissions for all other Alps-related
conditions." The study concluded that Abs-specific DRGs might be neces-
sary to reflect the higher costs of caring for AIDS patients." :

Some of the states we reviewed were considering adjusting their Medi-
caid reimbursement systems to reflect the costs of AIDs care, but by the
end of 1988 none had taken action. Washington Medicaid officials said
DRGs for AIDS care would be reevaluated in 1989. Connecticut was con-
sidering higher reimbursement rates for the three hospitals that were
caring for the largest numbers of AIDS patients.

ViPneumocystis carinii preumonia, caused by a protozean, is the most common cause of death
reported for AIDS patients.

Viafferty, William E.. et al, “Hospital Charges for People with AIDS in Washington State: Utilization
of a Statewide Hospital Discharge Data Base,” American Journal of Public Health, Vol. 78 (Aug,
1988) pp. HO-052,
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The broadening geographic, demographic, and cost implications of the
HIv epidemic raise concerns across the country about how care will be-
provided to people with AIDS and v infection, as well as how the health
care system in general may be affected by growing caseloads. As the
epidemie continues, policymaking responsibilities at the federal, state,
and local levels are likely to become more pressing. To help ensure pru- .
dent decisions, much more information about the epidemic and about
problems and successes in providing care for people with the disease
will be needed.

National trends in the epidemic compel greater attention to AIDS policy
at the federal level. AIDS is no longer confined to major urban areas, and
sooner or later most communities will have to deal with providing care
for the ill. Prevention and education programs as well as delivery and
financing of health services shouid be tailored to the characteristics of
cach community’s AIDS population—with special concern for the grow-
ing numbers of v drug users, minorities, women, and children at risk.

More effective treatment options are becoming available that, although -
they cannot cure AIDS, can prevent associated illnesses and prolong sur-
vival. As a result, AIDs medical care is evolving from acute, hospital-
based care to more chronic, subacute care using drug therapies that can
be delivered on an outpatient basis, with community-based nursing care
and social support services.

Our review of five communities demonstrates that federal, state, and
local policymakers will need better information to make informed deci-
sions as the AIbs epidemic continues. Because AlDS is a new disease, rela-
tively little information is available to guide communities on what
services are most useful to Albs patients, how services should be deliv-
ered, what levels of utilization should be expected, and how quality of
care should be judged. These questions bear on the resources that will be
needed to deliver AIDs services and the costs of care. The federal govern-
ment supports some research on these subjects at the National Center
for Health Services Research and at HCFA.

In addition to funding Albs health services research, the Public [ealth
Service also could explore how existing public programs could contrib-
ute to comrauniiy responses to Als. For example, health programs for
low-income and minority populations—such as the community and
migrant health centers and maternal and child health programs—cur-
rently serve people who may have or be at risk of siv infection. These
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Federal Support for
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Has Been Limited

programs; therefore, should be prepared to provide primary care and
appropriate referral for infected patients in addition to providing educa-
tion to prevent the spread of AIDs.

The federal government has invested most of its AIDbs funding—cur-
rently about $1.3 billion per year—in biomedical research, education,
and prevention activities. In addition, the federal share of Medicaid
expenditures for AIDs patient care in 1989 is expected to reach $490 mil-
lion. These federal funding commitments can be expected to grow with
increasing caseloads.

Federal support to help communities prepare for Alps service delivery,
however, has been limited. About $60 million in federal funds have been
allocated through the Health Resources and Services Administration’s
(1rsA’s) adult and pediatric AIDS service demonstrations and related

projects to communities in need because of their relatively large AIps
caseloads.

The national response to the Robert Wood Johnson Foundation’s
(RWJF's) second AIDS grant program in summer 1988 demonstrated that
many smaller communities believe they need help to develop better AIDS
services. Local officials and providers in Seattle told us that kwJyr and
HEsA funding helped support development of a continuum of AIDS care
services; in New Orleans, the RwJr grant provided the focus for organiz-
ing services around the Charity Hospital outpatient AIDs clinie. Officials
in Baltimore and New Haven said their inability to obtain special AIbs
project funding made organizing a coordinated community response to
Alps more difficult.

We believe providing relatively small demonstration grants now for AIDS
service planning and coordination to a larger number of communities,
including those with a low incidence of mv infection or AIDs cases, could
have positive effects on innovative AmDs service delivery. This could
restlt in reduced federal and state expenditures for AIDs care if commu-
nities can provide services through alternatives to costly hospital care,
such as home and community-based services. Both public and private
payers, therefore, have a financial stake in ensuring better health deliv-
ery systems for people with AIDs at the community level.
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Appendix 1

How Five Co
AIDS Services

fiunities Developed

The general objective of AIDS service systems in each community is to
provide appropriate, accessible services tailored to community needs, at
a reasonable cost. In New Haven, Philadelphia, Baltimore, New Orleans,
and Seattle-King County, variations in key factors of community
response led to different types of AIDS service networks. Nonetheless,
the communities encountered some similar problems, and some devel-
oped innovative approaches to solving them.

We summarize below the unique features of the AIps populations in the
cities we reviewed and describe the timing, important events, and roles
of participants who organized AIDS services in the five communitics.

IV Drug-Related and
Pediatric Cases
Increasing in New
Haven

The city of New Haven was the smallest of the communities we
reviewed, but it had the highest prevalence of reported AlDs cases, As of
June 1988, 142 A1ps cases per 100,000 population had been reported in
New Haven, and 62 patients were living. This prevalence rate greatly
exceeded the average of 28 Alps cases per 100,000 throughout the
United States and 26 cases per 100,000 in Connecticut. AIDS cases are
widely distributed throughout Connecticut, with about 20 percent of the
state’s caseload in New Haven and another 30 percent in Hartford and
Bridgeport.

In New Haven, AIDS cases among IV drug users and children are increas-
ing more rapidly than cases among homosexual men. Only 25 percent of
New Haven's cases were homosexual and bisexual men, compared with
63 percent of U.S. cases; about 55 percent of the cases were Iv drug
users, compared with 19 percent nationwide. In addition, 11 percent of
New Haven's cases have been transmitted heterosexually, which is
almost triple the U.S. rate.

Fourteen percent of New Haven's Albs caseload was Hispanic—the larg-
est in our review—while 65 percent of the cases were in blacks and 20
percent were in whites. Compared with the nation, New Haven also had
a larger proportion of women (27 vs. 9 percent) and children (about 6

vs. 2 percent) with AIDS, The high incidence of women and children with
AlDs was directly linked to 1v drug use; many of these women and nearly
all the children were minorities and poor. Adolescent drug use was seen
as a growing problem with serious implications for the spread of Hiv in
New Haven.,
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New Haven'’s Response

The initial impetus for community response in 1983 came from white
homosexuals, who were first affected by the new disease. A gay commu-
nity voluntary organization, AIDS Project New Haven, and the Yale-

New Haven Hospital assumed leadership in responding to Albs and have
continued to be major participants. By 1986, however, these two organi-
zations recognized that about 80 percent of New Haven’s AIDS cases were
minority v drug users and their sexual partners.

On the basis of these groups’ recommendation, the mayor of New Haven
convened an AIDS Task Force to function through the New Haven
Department of Health and serve as the AIDs coordinating body for the
city. To be more responsive to minority community needs, the task force
restructured itself to include more minorities and in 1987 helped estab-
lish AIDS education and outreach groups for women, Hispanics, and
blacks.

In 1983, Connecticut’s Department of Health Services hired an AIps epi-
demiologist tv conduct statewide surveillance; and, in 1985, it was desig-
nated lead agency for Albs by the governor. The governor's Human
Services Cabinet identified Aibs as its highest priority and in 1988 issued
an inventory of state actions on Aibs and a draft of state Als policies. A
state agency has taken the lead in developing a successful foster home
placement program for iv-infected children, including those in New
Haven.

The lead voluntary organization, A1ps Project New Haven, reorganized in
1987 to increase communication with and participation by minorities
and 1v drug users. In 1888, about 250 volunteers worked with the pro-
jeet, and a campaign to recruit more minority Alls service volunteers
was planned. The project and New Haven providers collaborated in sum-
mer 1988 to apply for Robert Wood Johnson Foundation (kwar) funding
for needed service coordination and case management services, but the
proposal was not funded.

A few private health providers and community organizitions deliver
most of the AIbs health services in New Haven. Yale-New Haven Hospi-
tal and one community health center provide a disproportionately large
share of inpatient and outpatient medical services. The community
health center treats a large number of Hiv-infected persons who are v
drug users, low-income, or homeless. General health services for these
people are uncoordinated, fragmented, and limited in part by available
resources; and increasing Ats caseloads further strain these public
providers.
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Most Philadelphia
AIDS Cases in
Homosexuals and
Minorities

There is no public hospital in New Haven. The costs associated with car-
ing for persons with AIDS who are on Medicaid or who are uninsured,
therefore, are borne by private health providers, such as Yale-

New Haven Hospital, St. Raphael’s Hospital, community health centers,
and home health agencies. None of New Haven's nursing homes admits
AIDS patients.

Philadelphia is the largest community in this review in terms of total
population, cumulative reported AIDS cases (938), and people with AIDS
alive in June 1988 (over 320). With 57 Aibs cases per 100,000 popula-
tion, the prevalence of AIDs in Philadelphia was more than double the
U.S. rate. Philadelphia’s AlDs problem dominated the state because the
city had more than one-half of the state's AIDS cases but only 14 percent
of its population.

The racial characteristics of Philadelphia’s AIDs population differed

from those of the U.S. alps population. Fifty-three percent of Philadel-
phia’s AIDs cases were black, although blacks make up only 38 percent of
the general population. About 70 percent of Philadelphia’s as cases
among blacks were reported as due to homosexual and bisexual trans-
mission. Among Hispanics, about half of the Als cases were due to v
drug use. Of all Aibs cases in Philadelphia, 75 percent resulted from
homosexual and bisexual transmission. Whites with AIpS in Philadelphia
were almost entirely (80 percent) homosexual or bisexual men.

Nine percent of Philadelphia’s Albs cases were reported among Iv drug
users, and another 9 percent were reported among homosexuals who
also were IV drug users. Thus, the proportion of (v drug-related cases in
Philadelphia was less than the U.S. average (26 percent for these two
transmission categories combined). Moreover, only 2 percent of Philadel-
phia’s reported cases were transmitted heterosexually, and women and
children comprised a smaller share of the Albs population than was the
case nationwide.

Philadelphia’s Response

Public and private officials we interviewed agreed that Philadelphia’s
response to Alls has been slow. Across all racial and ethnic groups, the
Philadelphia alts population is 75 percent homosexual, with very little
crossover among homosexual groups of different races. Some respon-
dents suggested that Philadelphia's efforts were hampered by the com-
munity’s attitudes about homosexuality and fear about the spread of
AlDS.
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Philadelphia was the only major city in the country not to submit an’
application for Health Resources and Services Administration (HRSA)
adult AIps service demonstration funding in 1987. In addition, the city
provided little funding and support for agencies delivering AIDS services
until 1987. The state has not taken an active role,

Instead, community-based organizations and individual community lead-
ers have been the impetus behind the development of AIDS services in
Philadelphia. From 1982 to 1987, these organizations, together with an
informal cealition of doctors, volunteers, and other individuals, pro-
vided the only leadership and services available for people with AIps.
The turning point in Philadelphia came in July 1987, when the mayor
established an Amns Activity Coordinating Office in the city health
department, based on advice from the Aips Advocacy Coalition of com-
munity organizations. Community leaders voiced support for the direc-
tor of this new office and believe the city now has emerged as a leading
participant in an effort to build a network of AIDS services.

A unique factor in Philadelphia’s response to ats was the privately
funded Philadelphia Commission on atbs, which operated from Septem-
ber 1987 until October 1988. The commission was created to bring
together leaders of the Philadelphia community to oversee a year-long
assessment of Albs, including special studies on financing and attitudes,
conferences to educate leaders of different community groups, end pre-
paration of a comprehensive AiDs service needs plan for 1991 by a pri-
vate consulting firm. The commission recommended nonbinding
citywide actions, including reallocation of existing resources to support
expansion of services to speed up Philadelphia’s slow response to Ains
needs.

The city health department’s atns office has broad responsibility for
coordinating Als activities ranging from disease prevention to health
and social service delivery. The office supports community-based AIps
organizations with special attention to minority organizations, such as
sErasti— Blacks Educating Blacks About Sexual Health Issues. The Albs
office plans to spend about 75 percent of its 1989 budget on services
contracted to community organizations.

Philadelphia has a wide variety of health resources, with about 40 gen-
cral hospitals within the city limits, 6 of them medical school teaching
haospitals. None of the hospitals took a leadership role in developing
comprehensive Al service programs, Philadelphia hospitals began to
experience a significant decline in profits in 1987, and in an overbedded,
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highly competitive market, the hospitals may have been concerned
about attracting too many Medicaid and uninsured AIDS patients, The

- city does not have a public hospital.

A few hospitals provide most of the inpatient AlDs care, but patient
populations varied considerably among them. Most white homosexuals
use the University of Pennsylvania and Graduate hospitals. On the other
hand, Temple University Hospital and Giuffre Medical Center serve AlDs
patients who are mostly poor and Iv drug users. Both of these hospitals
are experiencing tinancial difficulties. Temple University Hospital,
which provides a large amount of indigent care, is the only state-
affiliated medical school hospital in the city. Temple receives about $2.56
million annually from the state for indigent care; about one-half of its
patients are Medicaid beneficiaries.

Inadequate capacity and access barriers, including inability to pay,
affect the availability of some types of health services needed by per-
sons with auxs in Philadelphia. None of the hospitals offers organized,
comprehensive inpatient and outpatient Albs services. General outpa-
tient services in the city's nine public health clinics were limited. One of
the centers provides sexuully-transmitted disease services for persons
with as, and only one of five community health centers (with partial
federal funding) for low-income persons had an organized AlS program,
Laoccal officials said home-based hospice services were available for pri-
vate pay patients only, since Pennsylvania Medicaid does not cover hos-
pice. Low reimbursement also may have contributed to reduced access
to mental health and psychiatric services and home kealth nursing and
attendant care, according to officials we interviewed.

As of June 1988, of the 535 Al cases reported in Baltimore, nearly 200
were living. This represented 70 cases per 100,000 population, a preva-
lenee rate more than twice the US. average and Maryland state rates.

Baltimore had 18 percent of the state’s population and 41 percent of its
AIDS cases.

A disproportionate share of Baltimore's Albs cases is found among
blacks. Whites are 44 percent of the population but only 32 percent of
the ans cases; while blicks, 55 percent of the population, make up 67
pervent of the Albs cases. Nearly all pediatric cases were black.

Although this demographic distribution of AIbs cases is strikingly differ-
ent from the United States, Albs transmission patterns in Baltimore were
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similar to those reported nationwide. Of Baltimore's AIDS cases, 61 per-
cent were transmitted homosexually compared to the U.S. rate of 63
percent; and the proportion of 1v drug users with AiDs (23 percent) was
also close to the national average of 19 percent. Baltimore had more
than the national average of women (13 percent) and children (3 per-
cent) with Albs, however, and these cases were almost all Iv drug-
related. Of women with atps in Baltimaore, 66 percent contracted it
through their own v drug use, compared with 26 percent who were
infected by their sexual partners.

Baltimore’s Response

The initial response to Albs in Baltimore came from the white homosex-
ual community, which in 1983 organized the Health Education Resource
Organization (1ERO), the first community volunteer services agency for
Albs. There was no AIbs voluntary organization in the black community
until 1987, when EarthTide was founded. EarthTide is active in devel-
oping housing for persons with AlDs,

A gay clinie for treatment of sexually-transmitted diseases established
in the late 1970s was involved early in AlDs outpatient services. The two
university medical centers in Baltimore-—Johns Hopkins Hospital and
the University of Maryland—Dbegan developing Albs services in 1984
and 1985. The Baltimore City Health Department began responding to
AlS by initiating surveillance in 1983 and Aibs education and prevention
activities in 1985 through contracts with HERO and other community
organizations.

Maryland state government focused attention on the problens of Alps by
appointing a governor’s Albs task foree in 1985, which reported its rec-
ommendations in 1986, The task foree continued to function in 1987 and
1988 as the governor's advisory council on AIDS. Reorganization of the
state health department in summer 1987 included ~stablishment of an
AIDS Administration as lead agency, and state invoivement in service
development, planning, and problem solving continues to grow.

Health services for ains in Baltimore are relatively abundant. There is
no public hospital, but so far persons with Atbs have had access to inpa-
tient care regardless of ability to pay. Although almost all Baltimore
hospitals have treated persons with A, the two university medical
centers provide most of the inpatient care and organized outpatient
clinic services,
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Both Johns Hopkins Hospital and the University of Maryland sought
adult Aps service demonstration project funding, but were not success-
ful. Officials we interviewed at organizations in Baltimore suggested
that the lack of coordination among local service providers may explain
the failure to secure RWJF or HRsA adult AIDS service demonstration
funds. In fact, some officials identified the lack of a local AIDS services
coalition or coordinating body as an important problem in Baltimore’s
AIDS service system,

These officials also stated that there is no coalition of medical providers.
Rather, the two university Als care programs tend to go separate ways.
There is no comprehensive care system for medical and support services
for persons with Alus, This is frustrating for providers as well as
patients.

Representatives of 1ERo expressed hope that the state AIps Administra-
tion would encourage coalition building to improve service delivery in
Baltimore. The state has been active in identifying AIDS service needs
and trying to develop responses to them. A state agency manages foster
home placement programs for adult and pediatric AIbs patients, for
example, and the albs Administration is implementing a demonstration
Diagnostic Evaluation Unit program designed to develop statewide AIDS
referral and care networks supported by case management. The Mary-
land Medicaid program developed a package of initiatives to help deliver
needed services to persons with Ains, including targeted case manage-
ent, hospice care, private-duty nursing, and azr for the uninsured. In
addition, Medicaid is implementing a higher reimbursement rate for
nursing homes admitting infectious patients, including those with AIDs.

The New Orleans metropolitan area reported 46 AIDs cases per 100,000

population' and 602 total cases by June 1988, of which 234 were living.
About 65 percent of the metropolitan area’s general population was
white (in the city of New Orleans only, 43 percent of the general popula-
tion was white) and whites accounted for about 67 percent of the AIDS
cases. Nearly 70 percent of Louisiana's AIDS cases were concentrated in
the New Orleans metropolitan area, which had 30 percent of the state’s
population,

"This prevalence reflects, in part, the inclusion of five parishes surrounding Orteans Parish and the
City of New Urleans in the metropolitan arca. AIDS surveillasice data were ot available separately
tor the oty
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Of aIps patients in New Orleans, 76 percent were homosexual or bisex-
ual men, compared with 63 percent of the U.S. Aibs population. Con-
versely, cnc data indicated that only 5 percent were infected through v
drug use, compared with 19 percent nationwide. Syringes and needles
are not controlled by prescription in Louisiana, and state health officials
have speculated that this may reduce the sharing of 1v drug equipment,
and hence v transmission. Consistent with low v drug-related cases,
New Orleans had relatively few women and children with AIDs.

New Orleans’ Response

Community response to AIDS in New Orleans began in 1983 with the
establishment of a gay volunteer AlDS service organization, the NO/AIDS
Task Force. In 1988, that task force and two other organizations—the
Associated Catholic Charities’ New Orleans Albs Project and the state
health department’s Louisiana Alps Prevention and Surveillance pro-
gram—are continuing to lead the community response to AiDS,

The Louisiana state and New Orleans city governments have operated

under severely constrained budgets in recent years as a result of the loss

of oil and gas tax revenues. Since 1985, the state health department's
AIDs activities have been entirely supported by federal funds from cic;

only a few staft positions are paid from state funds. The city's health

providers have been suceessful, however, in attracting federal and pri-
qte funds to support their AlDS programs,

The first special Albs service project, the New Orleans Albs Project, was
funded late in 1986 by a $-year rwar grant. It has provided the core
services and a formal coordinating body (the Metropolitan alps Advisory
Committee, a consortium of service providers) for albs services develop-
ment in the city. Since the pwar award, New Orleans has received AIDS
services support from a number of outside sources.

The New Orleans city health department has not taken an active role in
AIDS services development. although it did hire staff in 1988 to conduct
minority outreach. Some state health department staff have provided
leadership and technical assistince in service development, but the state
has been unable to fund aibs education and service programs.

The state provides a large share of the inpatient care for persons with
As through Medicaid and the statewide charity hospital system that is
available to anyone who cannot pay. State officials reported that the
charity hospital system has suffered from several years of inadeguate
funding. however, due to the state’s fiscal erisis as well ©s low pay and
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Are Most Uniformly
White and Least
Uniformly IV
Drug-Related

poor working conditions. Nevertheless, the New Orleans’ Charity Hospi-
tal has admitted three times more AIDS patients than any other hospital
in the city. Private pay and some Medicaid patients use four other pri-
vate hospitals, and the Veterans Administration medical center also has
an AIDS program.

The rwir-funded New Orleans AIDs Project provides most of the outpa-
tient care and case management services, and it subcontracts for home
health and home-based hospice care. Home care services subsidized by
RWJF grant funds, however, could terminate in 1991. The only source of
housing assistance for persons with A1DS in New Orleans is one group

home run by Associated Catholic Charities, and no nursing homes accept
AIDS patients.

A patient’s insurance status affects where that person will go for health
care in New Orleans. Charity Hospital cares for people with AIDS who
lack health insurance; but such services as mental health, psychiatric
care, and dental care are less available to persons who cannot pay or
who are covered by Louisiana Medicaid. Privately insured patients tend
to use private physicians and hospitals, but when they lose private
sources of payment, they may transfer to Charity Hospital.

As of June 1988, Seattle-King County had reported 710 AIDS cases, and
of these 276 were living, The prevalence of AIbS in the county was 54
cases per 100,000 population. With 30 percent of the state’s population,
Seattle-King County had 74 percent of the state's AIDS cases.

Homosexual transmission accounted tor a larger share of AIDS cases in
Seattle than in any of the other communities we reviewed or the United
States in general. In Seattle, 84 percent of the cases were transmitted
through homosexual or bisexual contact, compared with 63 percent
nationwide. Another 10 percent of Scattle's cases were among homosex-

nal or bisexual v drug users, and only 2 percent resuited from 1v drug
use alone,

Whites in Seattle made up a larger share of the AIDS caseload (92 per-
cent) than of the general population (88 percent). Asians, who form a
relatively large minority population in Seattle, were less affected by AIDs
than the black and Hispanic communities.

Males comprised 98 percent of Seattle-King County's AIDs cases, and
there were only three pediatric cases reported as of June 1988.
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Although surveillance data do not show significant changes in AIDS cases
by transmission in Seattle-King County to date, the proportion of 1v
drug-related cases is expected to increase somewhat. The Department of
Public Health and local AIDS organizations are focusing on preventing Iv
drug-related AIDS transmission.

Seattle-King County’s
Response

Among our study communities, Seattle-King County most resembles San
Francisco in its response to AIDs. The extremely homogeneous AIDS popu-
lation, along with a history of cooperation between the gay community
and city government, may have contributed to Seattle’s early and suc-
cessful response to AIDS.

Seattle has an unusual configuration of AIDS health resources—an active
city-county public health department, a county public hospital, and a
major health maintenance organization with its own hospital, in addition
to private hospitals. When the first AIDS case was reported in 1982, a
network of alliances and a history of working together already existed
among the gay connmunity. the University of Washington, the city-
county public health department, other local government agencies and
organizations, and community physicians.

Inpatient care for persons with AIDS is provided at one of three “centers
of excellence”—the public Harborview Medical Center, Swedish Hospi-
tal, and Group Health Cooperative of Puget Sound Hospital. OQutpatient
care is provided primarily by Harborview and Swedish hospitals, along
with private physicians and community clinics.

Community-based volunteer service organizations are a key component
of the Seattle-King County health care and social service delivery sys-
tem for people with ams, The Northwest Alps Foundation, established in
1983 by the gay community and health care providers, continues to be
the focus for coordinating volunteer services and for filling AIDS service
needs as they are identified. Officials estimated that volunteers donated
70,000 hours for providing At services in 1987.

The Seattle-King County public health department in 1983 was among
the first local government agencies to allocate funding for AIDs surveil-
lance, risk reduction, education, and clinical assessment of persons at
risk. An aips task force established by the mayor in 1985 completed a
local needs assessment, recommended actions, and provided the frame-
work for long-range planning.
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Seattle-King County received an RW.JF AIDS service demonstration grant
in 1986 that helped coordinate AIDS service development and delivery.
The city-county health department, which is grantee for the RWJF and
the subsequent HRSA AIDS service demonstration grants, is the designated
public lead agency for overall coordination. In addition to its planning
and coordination roles, it also provides case management and housing
assistance.

The governor of Washington established a state AIps task force in 1987,
which produced a report with policy recommendations that contiibuted
directly to passage of the state’s omnibus Aibs bill in March 1988. Orga-
nizations and irdividuals we interviewed in Seattle felt that overall, the
health providers, community service organizations, and public health
department have succeeded in meeting many service needs of people
with AIDS.
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