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Some of the figures for housing and SNF beds in the table
"System-wide Requirements, 1989-1993" are incorrect. The
correct figures are:

Services 1989 1990 1991 1992 1993
Housing Units 1,280 1,590 1,930 2,280 2,640
SNF Beds 310 380 460 550 630
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THE CITY OF NEW YORK
DEPARTMENT OF HEALTH
OFFICE OF THE COMMISSIONER

123 WORTH STREET
NEW YORK, N.Y. 10013

To the Citizens of New York City:

On behalf of the New York City AIDS Task Force, I am pleased to present the “New
York City AIDS Task Force Report.” This Report is the culmination of a 15-month
effort on the part of public and voluntary health leadership in New York City to
develop a framework of response to the HIV epidemic over the period 1989-93.

Ever since the epidemic was recognized in 1981, New York City has been its epicenter,
with more people diagnosed with AIDS than any other city in the nation, or for that
matter, the world. The “New York City AIDS Task Force Report” represents a broad
consensus concerning the magnitude of the HIV epidemic, what services are required
to meet the need, and what they will cost. The Report is unique in that it represents
the views of public and voluntary service, labor and management groups which most
often have diverse, even divergent, agendas. Working together, these groups reached
strong consensus on what actions need to be taken.

Given what we know about the HIV epidemic today, the report is a realistic appraisal of
where we are, where we are heading and what resources are needed to provide the
necessary services to the HIV-infected. In spite of the short time-frame in which much
of the work was done, the analyses and projections were performed with great
sophistication thanks to extraordinary efforts on the part of Task Force and work

group members. Special thanks is due to Task Force Director Glenna Michaels and to
her staff.

Now that the report is complete, no more time should be spent simply fine-tuning
estimates of cases, service, and costs. The needs are so urgent, and the task so great,
that it is critical that we get on with the work of creating sufficient services in order
that prevention can be accelerated, and that the increasing number of HIV-infected
persons can be provided with the care they need. As I have said many times in the past,
we need to worry much more about the first 500 additionally needed beds, than about

the last 500.‘.' %\__\\M,\Q 5 r

Stephen C. Joseph, M.D., M.P.H.
Commissioner of Health, New York City
’ Chairman, New York City AIDS Task Force
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Executive Summary
‘ HE New York City Aids Task Force was
formed in March 1988 under the sponsor-
ship of the Health Systems Agency of New
York City. Its mission was to project the

course of the AIDS epidemic in the City of New York
and to develop a plan of care for people with
AIDS/HIV infection.

Over a 15 month period, Task Force members and
other invited individuals from labor and management
in the public and voluntary sectors worked together
to produce six separate reports:

1. The Data Report which, identifies the projected
incidence and prevalence of AIDS in New York City
through 1993;

2. The Models of Care Report, which describes what
HIV-related services need to be available and how
they should be organized and provided;

3. The Needs Assessment Report, which identifies
the volume of services needed through 1993;

4. The Cost Assessment Report which identifies the
cost of providing these services through 1993;

5. The Health Care Personnel Report, which
analyzes what effect the epidemic has had and will
have on health care workers; and

6. The Prevention and Education Report which
discusses the the importance of AIDS prevention and
education programs and ways to enhance them in
New York City.

These reports reflect current views on how the
HIV/AIDS epidemic is impacting the City of New
York, what the present and future service needs are
and what the financial impact might be.

Data Report

The Data Work Group was the first work group to
convene. They worked with the New York City
Department of Health to re-evaluate the number of
HIV-infected persons in New York City. In July, 1988,
with the support from members of the Data Work
Group, the estimated number of HIV-infected
individuals in the City was reduced from 400,000 to
200,000.

The Data Report emphasized that there might be
significant under-reporting of AIDS cases and
undercounting of HIV-related illnesses, especially

among substance abusers. If these concerns are valid,
projections of future cases are more likely to be too
low rather than too high.

Since the HIV epidemic is very much a moving
target and incidence and prevalence data are
constantly being revised, the Data Report contains
the incidence and prevalence projections that were
available in the summer of 1988 and an addendum
with the incidence and prevalence projections that
were available in February 1989. According to these
latest projections, by the end of 1993 about 64,000
New Yorkers will have been diagnosed with AIDS. Of
these, about 14,000 will be alive and require services.
In accordance with the recommendation of the
“Report of the Expert Panel on HIV Sero-prevalence
Estimates and AIDS Case Projection Methodologies”
(New York City Department of Health, February 1989,
p-31), incidence projections for each year were
adjusted upward by 30 to 40 percent when projecting
service needs to take into account those who are HIV-
ill, but do not have CDC-defined AIDS and who are
major consumers of services.

Models of Care Report

The Models of Care Report outlines what services
should be available to the HIV-infected and how they
should be organized, without taking into
consideration whether the services exist or how
difficult or costly it might be to establish them. The
report states that the full spectrum of services that are
needed by the HIV-infected should be provided
throughout the entire course of their HIV illness,
from the earliest asymptomatic stage forward. These
services should be appropriately allocated based on
degree of illness and need. To meet the urgent needs
of the increasing number of HIV-infected, the report
stresses that there will have to be fundamental
changes in the way health care is delivered and the
changes would have to occur rapidly to avert a health
care and social crisis. Existing services must be
expanded and new and innovative ones developed.
These services must also be coordinated into a mult-
tered, integrated system. However, the report stresses
that for the most part it is better integrate HIV-related
services into existing medical delivery systems rather
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than create HIV/AIDS-specific programs or dedicated System-Wide Requirements
facilities. The model also proposes that HIV-related 1989-1993
- services, as far as possible, should be provided in non-
institutional, community settings or in individuals’ . End of:
homes. This is to enable the HIV-ll to maintain the [SeTvices 1989 1990 1991 1992 1993
hig}.xest level of independence in the least restrictive Acute Care Beds 2420 3020 2940 3470 4,020
environment , , - Housing Units 1,250 1,590 1930 2,280 2,840
The report also provides a detailed description of [gNF Beds* 310 - 380 480 550 630
what the elements of a comprehensive service model [HRF Beds** 290 360 430 510 590
for HIV-infected individuals ought to be and identifies [Home Health Care
the special service needs of several population groups. |Average Daily
~ Enrollment 1,670 2,080 2,520 2,980 3,450
MD Visits 934,480 958,840 979,250 993,9401,003,820
Needs Assessment Report * Skilled Nursing Facility
Building on the service model outlined in the |** Health Related Facility

Models of Care Report, the Needs Assessment Work
Group determined the volume of some of the major
services that need to be put in place to care
adequately for HIV-infected individuals in New York
City through 1993. Before the actual projections were
developed, sub-work groups inventoried trends in
society that might influence the course of the HIV
epidemic and developed methodologies for five
major, high-impact services—acute care, long-term
care, housing, home health care services and
ambulatory physician visits.

Because of time constraints and lack of sufficient
data, the work group was unable to project the need
for many other important services such as inpatient
and outpatient pediatric services, substance abuse
treatment, mental health services, dentistry and HIV
counselling and testing. Nor was the work group able
to address the additional demand for non-clinical
HIV-related programs such as community-based
support services, transportation services, research and
epidemiological studies, prevention and education
programs, legal and anti-discrimination services and
administrative and coordinating activities. These are
all important areas that are closely interwoven with
the HIV epidemic and must be available if there is to
be an adequate response to it. The Needs and Cost
Assessment Work Groups as well as the members of
the New York City AIDS Task Force strongly urge that
additional studies be conducted to determine the
magnitude of demand for these services and their
cost.

The epidemic is evolving rapidly and each month
new statistics become available. The incidence and
prevalence data used by the Needs Assessment Work
Group to develop its projections was the most current
available as of December 1988. This data base
produced the following estimates of resources needed
in New York City through 1993:

The methodologies used to produce those esumates
are included in Appendix 4 of the Needs Assessment
report so that these projections can be updated on a
regular basis. The above estimates assume that an
adequate supply of various alternate level of care
services will be developed during the forecast period.
Should this not occur, the need for acute care and
long-term care beds will far exceed that shown in the
table above. Additionally, the report points out that
these estimates are based on the historic utilization
patterns of mainly gay, white men. As the epidemic
unfolds, the population is growing poorer and
includes more minorities, women and children, many
of whom are substance abusers. This, in conjunction
with more aggressive intervention and treatment
modalities, will probably produce much greater
resource consumption per HIV-infected person than
in the past.

Cost Assessment Report

The Cost Assessment Work Group produced cost
estimates of the five major services (acute care, long-
term care, housing, home health care and physician
visits) that had been projected by the Needs
Assessment Work Group. In addition, it calculated the
cost of providing prophylactic pharmaceuticals (AZT,
pentamidine or drugs with similar costs) to the
majority of HIV symptomatic individuals. To develop a
unit cost for each type of service, the group compared
actual costs to the prevailing reimburse-ment rates. In
those instances where the reimburse-ment rates were
deemed adequate, the group chose to use those as the
unit cost. In other instances, such as home health
care, a new methodology had to be developed to
establish a cost per enrollment day.

The analysis revealed that the cost of providing
these selected services over the next five years will be
over $7 billion. The breakdown by year and service is:




Summary of Costs for & ' *cted Services , 1989-1993

($ millions)
Services 1989 1990 1991 1992 1993 Total*
Acute Care $628 $782 $955 §$938 $1,105 $4,409
SNF Care** 21 26 26 75 87 235
HRF Care*** - 6 11 53 61 130
MD Visits 88 94 99 105 111 496
Home Hlth.Care 70 88 121 161 194 634
Sup.Housing 2 3 41 86 100 233

Proph. drugs 172 176 181 184 186 899
& blood transf.
Total* $980 $1,176 $1,435 $1,602 $1,844 $7,036

* Totals do not add due to rounding

The Cost Report estimates that the burden of
paying for these HIV-related services will be
distributed across third-party payors as follows:

Federal Government 30%
New York State Government 16%
New York City Government 17%

Private Insurers 26%
Others 11%
100%

In addition, there needs to be a major influx of
capital funds to support the renovation and
construction of additional health care and housing
facilities. The initial capital requirements are
estimated to be $712 million:

Initial Capital Outlay Requirements, 1989-1993
($ thousands)

Long-term Care
Acute SNF HRF
Care Care Care  Housing Total

New Const  $293,942 $50,661 $61,776 $165,490 $571,869
Renovation 140,473 - - - 140,473

Total $434,415 $50,661 $61,776 $165,490 $712,342

Table is exclusive of interest payments.

The Health Care Personnel Report

New York City has been particularly hard hit by the
short supply of health care workers because many
factors know to affect recruitiment, such as a high cost
of living and the lack of affordable housing, are
exaggerated in the City. Aggravating the problem are
the unprecedented high occupancy rates in acute
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care hospitals which causes heavy work loads . In
addition, over the last few decades many training
programs for nurses and other health care workers
have been scaled back or eliminated altogether in
New York City.

The Health Care Personnel Report examines
whether the HIV epidemic has contributed to the
shortage of health care workers and found a need for
further study. Some dedicated AIDS units have been
difficult to staff, but so have many other specialty
units such as intensive care and emergency
departments. Some residency training programs at
teaching hospitals with high AIDS census have had
difficulties filling their training programs. But there is
some indication that this problem might be hospital-
specific and not a general rule. The conclusion of the
report is that health care personnel who work in
hospitals in New York City which are treating people
with HIV illnesses must be provided with the training,
protection and psychological support they need to
carry out their duties safely and efficiently.

The AIDS Prevention and Education Report

The Prevention and Education Report stresses that
high risk behavior rather than risk group should be
the focus of all AIDS education and prevention
efforts. To reduce high risk behavior and thus, the
transmission of the AIDS virus, it is not enough to
increase an individual’s general knowledge of AIDS.
Rather there must be group and community pressure
to actively encourage certain behaviors and
discourage others. For this to occur, there needs to be
broad community awareness and involvement in AIDS
as well as substance abuse issues. Community leaders
and local service organizations should spearhead
these efforts since they are well connected in their
communities and can identify and reach those who
are at high risk. The report recommends that local
groups be provided funding and technical assistance
to set up and conduct these services. It all calls for
greatly expanded funding to support AIDS prevention
and education programs. Finally, the report suggests
several approaches that might be taken to reach
target audiences.






Dedication

This report of the New York City AIDS Task Force is dedicated to the memory of Rafael
Tavares, M.D., a Task Force member who died suddenly in November of 1988. He was a rare
person who generously used his knowledge to improve the lives of others. He was wise and
funny, dedicated and irreverent. His life enriched all of us. He is greatly missed.
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URRENT planning for meeting the health
care, housing, and other needs of persons

Executive Summary
infected with human immunodeficiency

virus (HIV) in New York City has been

based, in part, upon a set of assumptions and
projections about the numbers of persons ill with
" CDC-defined AIDS in New York City and the nature of
the disease process that leads to AIDS. These data
have been combined with what is known about the
service needs and resource utilization of persons
diagnosed with AIDS and HIV infection to project
what types and volume of services will be needed over
the next four to five years.

Nearly 17,000 cases of AIDS, and over 9,000
resulting deaths, have been reported in New York
City. The New York City Department of Health has
estimated that by the end of 1991 there may be a
cumulative total of 43,000 cases of AIDS in the city,
with perhaps 31,000 cumulative deaths. It has been
projected that 8,000-11,000 new cases of AIDS will be
diagnosed in 1991 and that there will be 10,000 living
persons with AIDS at the end of that year. A
significant number of additional persons will have
HIV-related illnesses.

The Data Work Group has examined existing
planning assumptions and projections of the future of
the AIDS epidemic in New York City and reports the
following conclusions:

1. For purposes of needs assessment and services
planning, the most important figures about the AIDS
epidemic are estimates of future case incidence—that
is, the number of new cases of AIDS (using the CDC
definition) that occur over any given period of
time—since most treatment resources will continue to
be devoted to symptomatically ill persons. To date,
projections of future caseloads based on statistical
models have proven to be remarkably accurate.
Concern has been expressed, however, that there may
be a significant underreporting of AIDS cases and
undercounting of HIV-related illness and mortality,
especially among intravenous drug abusers. If these
concerns are valid, projections of future cases may be
increasingly unreliable. Further, there is reason to
suspect that if case projections are erroneous, they are
more likely to be too low rather than too high.

2. Estimates of future service needs—for inpatient
hospital beds, long-term care and residential beds,
home care, outpatient services, and so forth—have
been based largely on current use rates applied to
estimates of future cases. To the extent that estimates
of future cases are too low, so will be needs
projections. More importantly, even if current
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projections of future caseloads prove to be accurate,
the services that will be needed in the future appear
likely to far exceed our currently projected capacity to
provide them.

8. Considerable attention has been focussed in
recent months on estimates of the number of persons
infected with HIV in New York City, that is, on the
prevalence of infection. It is now generally believed
that a very high proportion of all persons infected
with HIV will eventually develop AIDS, although many
will remain asymptomatic for a decade or more.
Efforts to make estimates of the prevalence of HIV
infection are important and worthwhile for at least
three reasons. First, they can increase understanding
of the likely future trajectory of the AIDS epidemic.
Second, the increasing likelihood of the development
of treatment methodologies for asymptomatic, HIV-
positive persons means that all HIV-infected persons
will be appropriate candidates for targeted services,
whether or not they have developed symptoms of
AIDS. Third, HIV infection prevalence estimates are
useful to planning preventive strategies.

On the other hand, it is important to emphasize
that, for purposes of service needs assessment and
resource planning over the next three to five
years—for services such as inpatient hospital beds,
residential care, home care, and outpatient
treatment—projected cases of HIV disease, rather
than the number of infected persons, are still the key
variable. Even relatively large differences in estimates
of the number of infected persons produce relatively
small changes in projected case loads in the near
term, although the effect of differences in estimation
is magnified over longer time periods.

The Work Group has reviewed with care and
debated the revised estimates of prevalence of HIV
infection recently produced by the New York City
Department of Health, and finds them more
consistent than earlier estimates with the data on
reported cases to date. Specifically, given what is now
known about the time period between initial HIV
infection and the diagnosis of AIDS, earlier estimates
of the prevalence of HIV infection produce projected
case numbers far in excess of what has been reported.

While the Work Group is aware that the New York
City Department of Health's prevalence estimates
explicitly make no estimate of the number of persons
in the risk group of men who have sex with other
men, and finds plausible the methodology on which
the estimates are based, it is also cognizant of the
implicit estimates of the size of the city's
homosexual /bisexual population implied by that



methodology, and shares some of the skepticism that
estimate has engendered. The Data Work Group
emphasizes that it is high-risk behavior, rather than
membership per se in a so-called "risk group,” that
determines individual risk for HIV infection.
Moreover, patterns of sexual activity are no more
uniform among homosexual/bisexual men than
among their heterosexual counterparts; as a result,
neither is risk for HIV infection nor the rate of
infection among members of this group. The actual
overall seroprevalence of HIV among homo-
sexual/bisexual men in New York City is unknown.

More importantly, the Work Group recognizes the
extremely limited data on which the city's revised
estimates have been based, although it also recognizes
that earlier estimates were based on at least equally
limited data. In that context, the Work Group wishes
to reemphasize its central conclusion: that the most
important statistics for service planning are those
involving case projections in the relatively near term.

4. While the data are extremely limited and
difficult to interpret, it appears that persons with
AIDS are surviving longer, from diagnosis to death, in
part due to more effective treatment, including the
use of AZT (Zidovudine), and in part due to earlier
diagnosis. There appears to be wide variance in
survival times across risk groups and ages.

5. Better data is urgently needed on infection rates
and clinical patterns among persons engaged in
different "risk behaviors” and in different geographic
areas of New York City. These data are best obtained
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by anonymous sero-surveys.

6. The lack of any sophisticated methodology for
projecting needs for services other than acute care
hospital beds hampers planning for outpatient care
and for services in non-hospital residential or institu-
tional settings. Efforts must be undertaken as soon as
possible to develop and refine such methodologies.

7. Regardless of the techniques employed for
estimating service needs, the Work Group is
concerned that development of needed services will
continue to lag badly behind demand. This is most
dramatically true in housing for persons with AIDS,
ARC, and other HIV-related conditions, given the
overall housing crisis in New York City. The Work
Group, while charged with focussing on data issues,
thus urges that attention be concentrated, not on
arguments about necessarily imprecise numbers, but
on service development.

8. Finally, it is clear that the HIV epidemic is very
much a moving target, information and knowledge
about which are continually increasing. The Work
Group thus urges continued monitoring of data and
scientific developments to permit continual
refinement of incidence and prevalence estimates,
and the associated service needs determinations. In
that regard, better information will increasingly
permit planners to think beyond the very short-term
future. This epidemic shows no signs of ending in
1991, and planning activities will need increasingly to
take longer-term issues into account.



Report of the Data Work Group

MISSION

® To evaluate existing planning assumptions and
methodologies used to project future prevalence of
AIDS, ARC, and HIV seropositive cases in New York
City.

® To recommend the planning assumptions to be
used and project the prevalence of AIDS cases by
relevant categories through 1992, using existing
sources.

Introduction

By October 1988, nearly 17,000 cases of AIDS, and
over 9,000 cumulative deaths due to AIDS, have been
reported in New York City. The New York City
Department of Health has estimated that by the end
of 1991 there will be a curnulative total of 43,000 cases
of AIDS and 31,000 cumulative deaths in the city.
Beyond 1991, the number of cases and deaths is
expected to continue to climb until the epidemic
plateaus sometime later in the 1990s.

Current planning for meeting the health care,
social service, housing, and other needs of persons
infected with human immunodeficiency virus (HIV)
in New York City has been based, in part, upon a set
of assumptions and projections about the number of
persons with CDC-defined AIDS in New York City and
the nature of the disease process that leads to AIDS.
These data are combined with what is known through
experience about the service needs and resource
utilization of persons with AIDS (PWAs) and with
what has been called AIDS-related complex (ARC), to
project what will be needed in terms of both types
and volume of services over roughly the next four to
five years.

Because this planning process is so closely tied to
estimates of future cases, the Data Work Group has
examined both current estimates and projections
about the AIDS epidemic and assessed their validity as
a basis for planning.

Projections about the HIV epidemic are based on
current knowledge about HIV-related disease. But
this knowledge and the assumptions on which the
related projections are based will undoubtedly change
as the epidemic unfolds. In the course of the eleven
years since the epidemic is thought to have begun
here, ideas about it have changed continually as the
knowledge base has increased. At first, the disease
was thought to be an illness confined to
homosexual /bisexual men in the United States, and
possibly caused by their sexual practices. We now
know that we are confronted with a worldwide
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pandemic caused by a (possibly new) transmissible
retrovirus, identified only in 1984, and affecting
persons without regard to sexual orientation. This
process of developing knowledge and information will
and must continue; there is still much to be
discovered about the AIDS epidemic and its’
sociomedical outcomes.

In planning, it is important that we not focus on
planning only for AIDS—a narrowly defined clinical
diagnosis that thus far applies to only a small
percentage of the estimated one to 1.4 million
Americans, including those thousands of New
Yorkers, who are thought to be infected with HIV. As
the 1988 report of the Presidential Commission on
the Human Immunodeficiency Virus Epidemic points
out, HIV "is actually responsible for human infection
with a wide range of consequences,” not all of which
may yet be known. In projecting health care needs, it
is important to be aware of the range of persons who
will need services—from those who constitute the
uninfected "worried well” to those in terminal stages
of HIV-related illness. This is a critical concept that
should be kept foremost in mind as we consider what
the present and future of the HIV epidemic look like
and how accurate our perceptions and projections
are. The planning process must take into account the
entire breadth of the HIV epidemic.

The Existing AIDS Caseload in New York City

As of October 12, 1988, there had been a
cumulative total of 17,090 cases of clinically diagnosed
AIDS, fitting the CDC case-definition criteria,
reported to the New York City Health Department's
AIDS Surveillance Office. These included 16,741
adult/adolescent and 349 pediatric cases. There were
9,439 known dead (56%), and more than 7,000 living
persons with AIDS. Because PWAs may leave the city
and die elsewhere, the number who are alive may not
be as large as simple arithmetic would indicate. Lags
in reporting, which may range from six to twenty-four
months, also may result in undercounting both active
cases and deaths. Of the 349 children diagnosed with
AIDS in New York City, 226 (65%) are known to have
died (New York City Department of Health 1988a).

The New York City Health Department has
estimated (New York City Strategic Plan for AIDS,
1988) that there may be as many as 100,000 persons
with some manifestation of HIV-related illness in the
city, but since this is not reportable, there is no way of
knowing the actual incidence of illness or to what
extent this component of the population needs or
consumes medical and other resources. Earlier in the
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epidemic, it was said that for every diagnosed AIDS
patient there were ten people with ARC; however, the
. ratio of ARC to AIDS cases appears to be decreasing
with lengthening duration of endemic infection, as
the CDC case definition becomes more inclusive, and
as increasing numbers of infected persons progress to
AIDS diagnosis.

The distribution of reported adult and adolescent
AIDS cases by transmission/exposure category is
summarized in Table 1; cumulative cases through
October 12, 1988 and cases reported since January 1,
1988 are shown. What is perhaps significant is that,
since the beginning of 1988, the percentages of new
reported AIDS cases involving intravenous (IV) drug
abuse and those involving men who have sex with
men (homosexual/bisexual males) are roughly equal,
with new cases being reported at a slightly higher rate
among IV drug abusers (IVDAs) than among
homosexual/bisexual men. Heretofore,
homosexual/bisexual men accounted for the higher
proportion of new cases. Possible causes for this shift
are 1) the revised CDC case definition for AIDS may
have a greater effect on diagnosis among IVDAs than
among homosexual/bisexual men, 2) a decreasing
incidence of AIDS among homosexual /bisexual men,
and 3) an increasing incidence of AIDS among
IVDAs. Itis too early to determine whether the shift
is temporary or will continue, or what it signifies for
the future demographics of HIV disease in New York
City.

Distribution of AIDS Cases by Age, Sex,
Race/Ethnicity, and Borough of Residence

The current distributions of reported New York City
AIDS cases by age, sex, race/ethnicity, and borough of
residence are summarized in detail in Tables 2
through 5b. Of the adolescent and adult cases, 88%
are males and 12% are females. About 48% of both
male and female cases are in persons 30-39 years of
age, 24% in the 40-49 age range, 16% among those
20-29, and 10% of PWAs are over 50 years of age.

Racially/ethnically, 41% of reported adult/
adolescent PWAs in New York City are white, 32% are
black, and 26% are Hispanic. Of AIDS cases reported
to be linked only to men having sex with men, that is,
among self-identified homosexual/bisexual males,
63% are white, 19% are black, and 17% are Hispanic.
Thirty-four percent of male PWAs who identify as
homosexual/bisexual men and IV drug users are
white, 36.5% are black, and 29% are Hispanic.
Among AIDS cases linked to IV drug abuse alone,
about 44% of those PWAs are black, 41% are
Hispanic, and 15% are white. Among women with
AIDS, 52% are black, 33% are Hispanic, and 15% are
white. Among pediatric cases, about three-quarters

are reported to be related to perinatal HIV
transmission due to intravenous drug abuse by one or
both parents; 58% of mothers of infants with AIDS
are black, 32% are Hispanic, and 10% are white.

Geographically, of the adolescent and adult
AIDS patients whose place of residence is known to be
in the city, 50% are from Manhattan, 21% from
Brooklyn, 15% from the Bronx, 13% from Queens,
and 2% from Staten Island (due to rounding, these
percents do not total 100).

High-Risk Populations and Infection Rates

in New York City

Planning for AIDS and HIV disease begins with
projections of anticipated caseloads. There has been
debate about the accuracy of the New York City
Department of Health's surveillance of, and
projections for, AIDS cases in the city. The
Department's own estimates have been revised
periodically as data have accumulated and been
analyzed and as more is learned about HIV-related
illnesses. Estimates of HIV-related deaths among
IVDAEs, for example, have been revised upward within
the last year on the basis of a retrospective study of
death certificates that suggested an undercounting of
IVDA deaths from HIV-related infections that did not
meet the CDC case criteria for AIDS. Analyses of
excess mortality among IV drug users in New York
City suggest possible adjusted AIDS cases 50-150%
more numerous than those currently shown for this
group (Drucker 1988; Stoneburner et al. 1988).
Indeed, Stoneburner et al. report 2,520 excess deaths
among IVDAs between 1982 and 1986 that are
believed to be HIV-related but that were not
recognized as AIDS or reported to AIDS surveillance.
Adding these 2,520 excess deaths to the 1,873 AIDS-
related deaths in IVDAs that were reported to AIDS
surveillance suggests that AIDS mortality among
IVDAs was at least 134% greater during 1982-86 than
AIDS surveillance data alone indicates (Stoneburner
et al.). Taking account of these deaths not only raises
the reported toll of the epidemic, but should also
raise our consciousness about the range of needed
medical and social services for persons with HIV-
related illness that may be catastrophic without being
strictly classified as AIDS.

Current New York City and New York State Health
Department estimates of future cases and service
needs have been based largely on statistical modelling
of the epidemic, based on extrapolation of reported
cases, a methodology fundamentally similar to that
employed by CDC. To date, these projections have
proved relatively accurate. In order to assess the
validity and plausibility of such estimates, the Work
Group also explored both alternative projection



methodologies and some of the assumptions on
which such methodologies might be based.

One issue involves estimating the number of
persons in New York City currently infected with HIV.
Here the Work Group explored two estimation
methods. The first method, employed by the New
York City Department of Health, begins with estimates
of the size of the major population groups at risk for
infection and with data on prevalence rates within

. those groups. An alternative method begins with
reported cases, and employs assumptions about
seroconversion rates and progression from infection
to active-case status to extrapolate backwards to
estimates of the size of the infected population. This
latter method, however, is only as good as the
knowledge of conversion rates and incubation periods
on which it is based. That knowledge is still very
limited and is derived from three relatively small
studies.

In New York City, the situation is further
complicated by a large and heterogeneous population
with varying degrees of risk for HIV infection. While
it should be emphasized that it is high-risk behavior,
rather than membership per se in a so-called "risk
group” that determines individual risk for HIV
infection, AIDS cases in New York City clearly occur at
higher rates among some population groups than
among others. More is known about some of these
population subgroups than about others, and high-
risk behavior—and, subsequently, HIV infection—
varies widely within and across such groups. In such a
population, it is impossible to know precisely how
many persons in New York are at risk for HIV
infection or are already infected. In late 1987 and
early 1988, estimates of the number infected in New
York City ranged as high as 400,000 persons, but more
recent estimates by the New York City Department of
Health (1988b), based on more refined epidemio-
logical and surveillance data and methodological
approaches, have lowered the number of those
thought to be currently infected to about 200,000
individuals, with a range of between 149,000 and
226,000 (Table 6). This range of figures is more
consistent with the number of AIDS cases reported to
date than is the previous estimate of the size of the
infected population.

Intravenous Drug Abusers (IVDAs)—Male and Female

Current estimates are that there are 60-90,000 HIV-
infected drug abusing males and 20-30,000 infected
female IVDAs (40-60% of an estimated total 200,000
IVDAs in New York City). The assumption that there
are approximately 200,000 intravenous drug
abusers—about 75% of whom are male—in the city is
based on methodology developed by the New York
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State Division of Substance Abuse Services in 1976
(Frank et »!. 1978) and appears to be a reasonable,
though admuttedly "soft," figure. The total number of
IVDAEs is believed to be relatively stable, but there is
some fluidity to the cohort. Some IVDAs die and
some stop using drugs in the course of a year but
others, new IVDAs and relapsers, also enter the pool.
We clearly need to know more about these new
entrants. This number does not mean that there are-
200,000 people shooting drugs in New York every
single day, but includes persons who are occasional,
but regular, "shooters,"” those addicts who inject
themselves several times a day, as well as those who do
not share needles.

Recent studies of IVDAs entering drug treatment
programs in New York indicate that about 55-60% are
already infected with HIV and that HIV infection is
still spreading within this group. The level of
infection for IVDAs recruited for testing in street
settings has been found to be slightly higher—63%
seroprevalence (Kleinman et al. 1988). Although
seroprevalence among IVDAs appears to be stable,
the recent incidence of seroconversion has been
about 5-7% per year, reflecting some turnover in this
group. There is some evidence that risk reduction
programs and practices are now having some impact
on reducing the rate of new infections. The entry of
new members into the cohort, however, indicates that
the numbers of infected may continue to grow among
IVDAs unless more effective preventive interventions
and education programs are implemented.

Homosexual/Bisexual Males

Another large group affected by relatively high rates
of HIV infection in New York is that of men who have
sex with men, that is, sexually active homosexual/
bisexual men. No one knows with any degree of
precision the total number of homosexual/bisexual
men in the city. Studies among some cohorts of self-
identified homo-sexual/bisexual men in New York
City have suggested that 35-50% may be infected with
HIV, but these cohorts may not be said to be
representative of the New York City homosexual/
bisexual population as a whole. Moreover, patterns of
sexual activity are no more uniform among
homosexual/bisexual men than among their
heterosexual counterparts; as a result, neither is risk
for infection nor the rate of infection among
members of this group. The actual overall sero-
prevalence of HIV among homo-sexual/bisexual men
in New York City is unknown.

A study conducted at the New York Blood Center
indicated that HIV infection grew fairly steadily
among a cohort homosexual/bisexual men between
1979, when 6.6% were HIV antibody-positive, and
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1984, when 43% were positive. Between 1979 and
1984, the annual incidence of new HIV infections
ranged between 5% and 8%. The rate of new
infections has since fallen dramatically. In 1987, the
incidence was below one percent per year. Com-
bining these prevalence and incidence data gives a
total prevalence of HIV infection in this cohort of
about 50% by the end of 1987 (Stevens, Taylor, Zang
et al. 1986; Stevens, Taylor de Cordoba et al. 1988).
Most of the cohort subjects were volunteers for a
hepatitis B vaccine study and may have had clevated
risk for HIV infection.

In June 1982, patients entering the central
Manhattan office of a general internist over four days

were invited to participate in a small cohort study of"

homosexual/bisexual men in New York City (Goedert
et al. 1984). The presence of HIV antibodies was
detected in 35 (58%) of the 66 individuals who were
tested at the time. Four additional subjects had
seroconverted when tested a year later. Because these
men came from the private practice of a single
physician known to serve homosexual/bisexual men,
however, they, too, may have been selected towards
the higher risk category within the homosexual/
bisexual population and cannot be said to be
representative.

A study of a much larger sample of 745 New York
City homosexual/bisexual men, conducted by John
Martin, Columbia University School of Public Health,
found 34% seroprevalence in a subset of the cohort
tested in early 1986. In subsequent testing,
seroprevalence was found to have increased at an
annual rate of 2.3% in 1986 and 0.04% in 1987
(Martin 1989).

While the incidence of new infections has clearly
been decreasing in homosexual/bisexual men in the
last three to four years, this declining incidence
should have not effect on the number of AIDS cases
until at least five to six years in the future, given the
incubation period from infection to AIDS. Studies in
New York , San Francisco, Baltimore, Chicago, and
Los Angeles have shown this general slowing in the
spread of HIV infection particularly among white
homosexual/bisexual men. Declines reported in rates
of rectal gonorrhea among white homosexual/
bisexual men at sexually-transmitted disease (STD)
clinics in New York and San Francisco in recent years
also indicate a reduction in high-risk sexual activity in
this group. However, there is no evidence of this
decrease in other risk groups. The rate of rectal
gonorrhea has not shown a similar decline among
black and Hispanic homosexual /bisexual men in New
York, and sexual HIV transmission may have
continued longer and may still be continuing at a
substantial rate in these two subgroups (Fordyce et al.
1988).

Both the time course and other characteristics of
the AIDS epidemic among gay/bisexual men in New
York and San Francisco suggest that the epidemic is
similar in these groups in the two cities (Drucker
1988; Osmond and Moss 1988). The ratio of the
annual incidence of AIDS cases among homosexual/
bisexual men in New York and San Francisco, for
example, has been approximately 2:1 since 1982.

While the size of the homosexual/bisexual
population and its proportion of the total population
in New York City are unknown, with a gross
population ten times greater than that of San
Francisco, New York could reasonably expect to have
currently accumulated far more diagnosed AIDS cases
among homosexual/bisexual men than have been
reported to date. As of October 1988, the cumulative
number of cases reported in this risk group in New
York (8,705) is less than twice the number reported in
San Francisco (4,609). The 5,456 AIDS cases
reported cumulatively among white homo-
sexual/bisexual men in New York City is only 40%
higher than the 3,907 cases reported in the same
group in San Francisco (San Francisco Department of
Health, AIDS Monthly Surveillance Report,
September 30, 1988). The reasons for this disparity
are as yet unknown, but the lower than expected
number of cases among homosexual/bisexual men in
New York City may reflect a lower infection rate than
in San Francisco.

Other comparisons and extrapolations from
current caseloads and ratios of diagnosed AIDS cases
to the number in infected pools also argue for either
lower numbers of sexually active homosexual/

' bisexual men or lower infection levels in New York

City than previously supposed, or both. Although the
number of homosexual/bisexual men in New York is
not known (and cannot be extrapolated from any
available AIDS or HIV infection data), studies and
surveys in San Francisco have produced estimates of
roughly 43-70,000 such individuals in that city, with a
mean of approximately 56,000. A recently published
report by the San Francisco Department of Public
Health (1988) suggests that about 50%, or roughly
28,000 (range 22,500-35,500), of homosexual/
bisexual men in the city may be infected with HIV;
this is a reduction from previous estimates of 33-
85,000 infected. With 4,600 reported cumulative
AIDS cases in this group, the ratio of AIDS cases to
infected individuals would be roughly 1:6 (range 1:5-
1:7). Given the apparent similarities in the epidemic
among the respective homosexual/bisexual
populations of New York and San Francisco, if we
assume a comparable ratio of diagnosed cases to
infected homosexual/bisexual men—one to six
(1:6)—in New York City, a rough, round-figure
estimate of the number of HIV infected homo-
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sexual/bisexual men in New York would be about
51,000, with a range of about 43-60,000, reasonably
close to the New York City Department of .. :alth's
estimated range of 46,000 to 70,000, as shown in
Table 6.

It must be emphasized that the relationship
between the number of AIDS cases and total current
HIV infections in any risk group is not a constant and
may differ for different risk groups. For example,

_early in the epidemic, the ratio of total HIV infection
to AIDS cases had to be very high because very few of
the infected would have passed through the
incubation period to AIDS diagnosis. In a group with
very few new infections, such as homosexual/bisexual
men, the ratio should gradually decrease, eventually
reaching 1:1.

If the epidemics of HIV infection in homosexual
men in San Francisco and New York are parallel, it is
probably not unreasonable to base projections/
estimates on data from San Francisco. However, the
same kinds of projections may not apply to other risk
groups, such as intravenous drug users, because of
differences in the epidemic and continuing spread of
infection. Therefore, the ratio of AIDS to HIV
infection may differ for different risk groups and the
ratio for one group may not be applicable to another
group.

Since the revised HIV-infection estimates show a
larger number of infected IVDAs (80-120,000) than
infected homosexual/bisexual men (46-70,000) in
New York City, the disparity between the number of
AIDS cases reported in homosexual/bisexual men
(8,705) and those reported among intravenous drug
users (5,651) has raised questions about the accuracy
of the infection estimates. Just as the larger general
population of New York argues for a substantially
greater number of cases among gay/bisexual men
than reported thus far in San Francisco, so too the
larger population of infected IVDAs argues for a
greater number of AIDS cases in that group than the
number reported among the smaller population of
infected gay/bisexual men. While it is possible that
IVDAs became infected in large numbers later than
homosexual /bisexual men, the data seem to suggest a
similar time course for infection in the two groups,
with most infections occurring between 1982 and
1986 (Drucker 1988), but with infection already
present in both groups as early as 1978. The more
likely reason for this apparent disparity lies in under-
reporting and under-counting of AIDS/HIV-related
illness and deaths among IVDAs, as mentioned above.
More than 85% of AIDS cases among gay/bisexual
men are reliably believed to be reported to AIDS
surveillance, but AIDS surveillance may have greatly
underestimated the impact of AIDS on IVDAs in New
York City (Stoneburner et al.).
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Women of Childbearing Age

Based on screening programs and seroprevalence
studies of pregnant women and newborns, the city
and state health departments have estimated that
there may be about 23,000 HIV seropositive women
among the 1.67 million women of childbearing age in
New York City (Table 7). Many of these seropositive
women are either IVDAs themselves or are the sex
partners of male IVDAs. Although more studies of
seroprevalence are being conducted, there is no
current evidence to support higher numbers in this

group.

Children under 13

At statewide study of neonates in November 1987,
produced evidence that, citywide, 1.64% of infants
were born with antibodies to HIV, with rates varying
by city borough, from 2.34% in the Bronx to 0.76% in
Staten Island (Table 8). About 40-50% of infants with
antibodies to HIV are found to be actually infected
with the virus itself by about 10 months of age. It is
estimated that as many as 3,000 children under age 13
may be infected with HIV.

A factor that will have a continuing impact on the
number of HIV infected children and newborns is IV
drug abuse. Nearly 80% of AIDS in children in New
York City is linked to IV drug abuse by one or both
parents. Moreover, in recent years, births to drug-
abusing mothers have been growing. There were 794
reported births to substance-abusing women in 1980,
and the total reported on birth certificates increased
to 2,069 in 1986; this is considered to be an
undercount.

Adolescents

While a significant amount of data has been
collected about HIV seropositivity and antibody
prevalence among newborns in the city, less is known
about older children. According to the New York
State Department of Health Bureau of Biostatistics,
there are in the city 906,000 young people between
the ages of 10 and 19. There have been relatively few
cases of AIDS reported among adolescents, who
account for about 0.3% of total cases in New Yorkers
age 13 and older. However, the long incubation
period of the disease may mask a larger problem of
infection in this group, and some of the cases of AIDS
seen in the 20-29 age group in the city probably
reflect infection that occurred during adolescence.
Among males in New York City, 16% of AIDS cases
have occurred in the 20-29 age range (the majority
among gay or bisexual men); among females, 29% of
cases are found in that age range (80% of which are
linked to personal drug abuse or sex with men at risk
for HIV infection).

There are thought to be as many as 10,000 homeless



20 NEw YOrk CrTy AIDS Task FORCE

youths living on the streets of New York City. Many of
these youths, male and female, support
themselves—and, not infrequently, drug habits—by
engaging in street prostitution; among males this
means predominantly homosexual prostitution.
Although many of the males self-identify as
heterosexually-oriented, their homosexual behavior
and drug use places them at a higher risk for HIV
infection than that of adolescents in general.

Although no systematic seroprevalence survey of
adolescents has been completed citywide, an official
of the Covenant House crisis center for runaway
teens, in the Times Square area of Manhattan,
estimates that at least 10% of teenaged runaways
there, and perhaps more, are infected with HIV. In
the first five months of 1988, about 50 teenagers with
AIDS, ARC, or HIV antibody seropositivity have
reportedly been identified at the project. Only one
such teen was identified in all of 1987. Because many
of these teenagers may be involved in prostitution,
they are at elevated risk for HIV infection. Only one
of the seropositive teens at Covenant House was
identified as an IVDA. The Covenant House crisis
center currently provides nightly shelter to 250 to 300
homeless teens, a fraction of the total number known
to be in the area. :

It is thought that "crack” use is widespread among
adolescents and young adults in some areas of the
city, and that trading sex for drugs may be a frequent
activity not only for male and female street youth
engaged in prostitution but also particularly for
females in so-called "crack houses,” where sex with
multiple partners is reported to occur. A study
conducted in the Bronx indicated that adolescents
there continue to engage in a range of behaviors that
put them at increased risk for HIV infection (Hein
1987). Under these sets of circumstances, the
potential for future spreading HIV infection and the
development of HIV disease may be significant
among street youth and some groups of adolescents
in the city..

Hemophiliacs and Transfusion Recipients

Data about hemophiliac males is thought to be
fairly accurate because members of this risk group are
largely known to the medical establishment. There
are estimated to be 475 hemophiliac males in New
York City. Many of them became infected with HIV
before 1985, when the blood products they depend
on for clotting factor began to be treated to kill HIV.
Seroprevalence is estimated to be 72 percent in this
group.

There appear to be no precise estimates of the
number of persons in New York who might have
received transfusions of contaminated blood before
screening of donated blood for HIV antibody began

in 1985, so the size of this risk group and its level of
infection remains unknown. Thus far, transfusion-
and blood-product-related AIDS cases in the city
constitute less than 1% of the total.

Prostitutes

Because prostitution is illegal in New York City,
collection of data about levels of HIV infection among
prostitutes, many of whom support drug habits
through prostitution, has not been sufficient to arrive
at estimates of overall seroprevalence with any degree
of certainty. The number of prostitutes in the city is
unknown.

Non-IVDA Heterosexual Population

Most heterosexual transmission of HIV appears to
be among IV drug abusers and their sexual partners
in minority communities of the city. In the United
States, 90% of known heterosexually-linked AIDS
cases involve male-to-female transmission. Most of
these cases are among the female sexual partners of
male IV drug abusers. More than half of the female
sex partners of IV drug-abusing males do not use IV
drugs themselves. In the Bronx, for example, 25% of
AIDS patients are women, 60% of those are IV drug
abusers themselves, and most of the remainder are
sex partners of IVDA males (E. Drucker, personal
communication).

Female-to-male HIV transmission is known to occur, .
but to date appears to account for a very small
number of reported cases in the city. Thus far,
secondary or tertiary heterosexual transmission of
HIV beyond the IVDA community does not seem to
have been widespread. But it is known from studies
done in Africa that there is a correlation between
other sexually transmitted diseases (STDs),
particularly chancroid and genital ulcers, and HIV
transmission. Furthermore, increasing rates of STDs
such as syphilis, gonorrhea, chancroid, chlamydia,
and genital ulcers have been seen in recent years
among New York City heterosexuals, suggesting the
possibility that HIV transmission and the level of HIV
infection may be increasing slowly in the larger
"general” population. Tests of clients with these
diseases at STD clinics reveal a high rate of HIV
seropositivity. Since infectivity appears to increase
over time in infected persons, the slow spread of HIV
among heterosexuals to date may not remain the
same in the future as the population contains more
infected persons who have been infected for longer
periods of time.

The rate at which bisexual men may be spreading
HIV infection to their wives or other female sex
partners is unknown. Such spread is known to occur,
however, and 10-20% of female AIDS cases involving



sexual transmission are in women who have had
bisexual male partners, uut, to date, only four of the
349 reported AIDS cases in infants born in the city
have been linked to mothers with bisexual partners.
Because there is virtually no precise data on the
numbers of bisexual men in the city or on their
patterns of sexual behavior, which may vary widely,
neither reasonable assumptions nor projections can
‘'be made about their contribution to the spread of
HIV infection in the non-IVDA heterosexual
population.

Projections of Future AIDS Incidence

and Prevalence

As noted above, projections of AIDS incidence—the
number of new cases diagnosed each year—and
prevalence—the number of patients alive during the
year—have to date largely been based on statistical
extrapolations from historical data on the AIDS
epidemic. While there are good reasons to question
the degree of confidence one should have in such a
methodology, it has proved quite reliable to date, and
is not inconsistent with other emerging data.

The city's Strategic Plan for AIDS projects that the
incidence of AIDS cases in New York City will increase
from 5,614 new cases in 1988 to an estimated 8,833
new cases in 1991, with a range for 1991 of between
7,876 and 11,282 cases, and a cumulative total of
about 43,000 cases by the beginning of 1992 (Table
9). Itis estimated that there will be more than 10,000
living PWAs in the city in 1991. It is believed that
these numbers will hold despite the lower estimate of
infected persons.

The future incidence and prevalence of AIDS in
New York will be affected by the level of infection in
individual, but occasionally overlapping, groups of
people whose behavior puts them at high risk for
infection, by the rate of progression of infected
individuals in these groups to AIDS diagnosis or other
HIV-related illness; and by the rate of individual
survival from diagnosis to death. Current infection
levels among various population groups in the city
have already been discussed; the level of infection in
the future will be determined at least in part by the
aggressiveness and success of programs of AIDS
education and prevention in stemming the rise in
new infections.

Progression Rates

Since AIDS was first identified as an infectious
disease, estimates of the median incubation period
from infection with HIV to AIDS diagnosis and of the
percentage of infected individuals who ultimately
develop AIDS have been continually revised upward.
Once it was thought that most infected persons
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developed AIDS within two years of infection and that
only 20-30% of the infected would actually develop
CDC-defined AIDS, most of those within five years
after infection. It is now believed that the risk for
AIDS and other clinical manifestations of HIV
infection increases with the duration of HIV infection
(Hessol et al. 1987). While researchers disagree on
whether 100% of infected persons eventually progress
to AIDS, recent studies in San Francisco suggest that
about 50% of the infected will develop AIDS within
10.8 years of infection and 75% (range: 65% to
100%) may have full-blown AIDS after 16 years (Lemp
et al. 1988). In late 1987, the CDC published a range
of progression rates based on some of these studies in
San Francisco; rates in the "most likely" category are
comparable to those more recently reported (Table
10).

Progression to HIV-illness and AIDS may vary
among groups and individuals at risk for reasons not
yet known. While the progression rate in newborn
infants is high, the progression rate in teen-aged
hemophiliacs, for example, is slower than in older
ones. The influence of a variety of suspected
cofactors in the progression from HIV infection to
full-blown AIDS is not fully understood. More
knowledge about progression rates and possible
cofactors for progression is needed.

Survival Rates

Data about the survival of AIDS patients is still
limited, but studies indicate widely varying rates and
patterns of survival across patient populations. While
there are a few persons who are known to have
survived from 3 to 5 years from the time of an AIDS
diagnosis, only about 40-50% of persons diagnosed
survive for more than one year after diagnosis. In a
study of a cohort of 5,833 patients with AIDS
diagnosed in New York City through December 1985,
the number of subjects surviving at one year was
2,494; at two years, 754; at three years, 233, at four
years, 77; and at five years, 16 (Rothenberg et al.
1987).

In New York, females with AIDS appear to have
significantly shorter survival times than males, for
reasons that are not fully understood; likewise, IVDAs
show shorter survival times than homosexual/
bisexual men. Apparent differences in survival rates
from group to group may be in part artifacts of
different times of diagnosis. IVDAs are often
diagnosed later in the course of their iliness and
therefore survive for shorter times thereafter.
Homosexual/bisexual men and others who seek
medical care earlier in the disease process show
longer survival times that may merely reflect earlier
diagnosis, not a more favorable long-term prognosis.
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Moreover, homosexual/bisexual men who present
with Kaposi's sarcoma as a first diagnosis have been
. found to survive longer than those presenting with
Pneumocystis carinii pneumonia or other opportun-
istic infections. Kaposi's sarcoma as an AIDS diagnosis
has been rarely reported in IVDAs or in women. Age
at diagnosis is an additional factor predictive of
survival, with patients greater than 40 years of age
having shorter survival times. More studies of survival
with AIDS are needed to improve our understanding
of factors affecting patient longevity.

Survival time for PWAs appears to be increasing, in
part, because of more effective medical management
of HIV-related diseases and the expanding use of AZT
and other therapies and prophylaxes, such as aerosol
pentamidine, and in part because of earlier diagnosis
and treatment. Overall, guarded optimism around
treatment for AIDS and HIV-related illness is
warranted, but it is unclear whether increased survival
times will result in more resource utilization per
patient or merely spread the same amount of
resource utilization over a longer time frame. AZT
may succeed in at least some cases in substituting non-
institutional for institutional costs, but barring a
dramatic reduction in the cost of AZT, it may not
result in significant savings. It may, indeed, result in
greater lifetime costs per case, spread over a greater
period of time.

It is thought that 30-50% of PWAs on AZT increase
their survival time by eight or more months. Since
this observation applies to persons who begin AZT
therapy after AIDS diagnosis, the administration of
AZT earlier in the disease process, before progression
to full-blown AIDS, may be even more effective. The
long range impact of AZT therapy on survival time
and mortality will not be known until more time has
elapsed for study. The total number of persons
getting AZT therapeutically or as prophylaxis in New
York City is unknown, but the New York State AIDS
Drug Assistance Program (ADAP) reportedly has
funded AZT prescriptions for about 1,200 persons—
90% of whom are said to be New York City residents—
since the program began in September 1987. In
September 1988, the New York City Health and
Hospitals Corporation was supplying AZT to about
895 persons. Fifty-eight of the HHC AZT recipients
have been approved for the ADAP program, and
another 118 have applications pending. Other PWAs
get AZT through Medicaid or the Veterans
Administration, but their numbers are unknown.

Effect of the Revised CDC

AIDS Case Definition

The implementation of the CDC's revised case
definition for AIDS, in September 1987, will increase

the number of AIDS cases reported in the future to
some undetermined extent over previous projections
based on the old case definition. In addition, the
effect may be disproportionate in certain risk
categories, especially IVDAs. In March 1988, the
proportion of new cases attributable to the revised
case definition was said to equal 29% of all new cases
reported to the CDC, up from 22% in November 1987
(Curran and Morgan 1988). This complicates efforts
to evaluate the performance of previous projections
and epidemiological models, and the long-term effect
on case projections remains to be determined. Many
patients may be diagnosed with AIDS earlier, and
survival rates from diagnosis to death may appear to
increase, but the absolute numbers of persons
needing care will not be affected by the revised case
definition.

Resource Needs Projections

Acute care beds

Several projections of bed needs have been
formulated based on what is known or thought to be
known about the extent and nature of HIV infection
and illness in the city at the present and what is
expected in the coming years.

In October 1988, New York City voluntary and
municipal hospitals reported an average daily census
of about 1,603 AIDS and suspected AIDS cases, up
50% from March 1987, when the average daily census
was first reported (Greater New York Hospital
Association 1988). The New York State Department
of Health has projected the average daily need for
inpatient beds for AIDS patients in the city to increase
to about 2,700-2,900 beds in 1991 (Table 11). The
Strategic Plan of the Interagency Task Force on AIDS
has projected inpatient bed needs to grow from 1,527
in 1988 to 2,708 in 1991. The most conservative
estimates are that 1,200 to 1,300 additional acute care
beds will be needed (New York State AIDS Advisory
Council 1988).

Thus far, the projections of the city and state health
departments of actual numbers of AIDS cases appear
to be holding up, although it not unreasonable to
assume that almost any estimate of future needs is
likely to turn out to be an underestimate in this
complicated disease.

Outpatient and Allernate Care Service Projections

The lack of methodology for projecting the need
for services other than acute care beds hampers
planning for outpatient care and services in alternate
care settings. Patients with HIV-related conditions are
said to make an average of 16 outpatient visits per
year, with some making as many as 26 visits (Strategic
Plan, D.1, page 8). The Strategic Plan estimates that




the average number of patients currently enrolled in
municipal and voluntary hospital outpatient services
for HIV-related care is roughly five times the number
of HIV inpatients. If effective anti-HIV therapies are
developed and prescribed for the infected,
asymptomatic population, the number of outpatient
visits will increase dramatically.

Housing and Long-Term Care. Housing for PWAs
and people with ARC and other HIV-related
- conditions will continue to be a problem in the
epidemic and, given the general crisis in housing in
New York City, almost by definition housing for this
population will run behind needs, exacerbating acute
care inpatient caseloads. The State Department of
Health estimates a need for an additional 200-300
HRF beds in the next year. Meanwhile, the New York
City Health and Hospitals Corporation projects that
the need for sub-acute extended care beds for PWAs
will grow from 460 in the second quarter of 1988 to
over 1,000 beds by 1991.

Complications in Planning for AIDS and
HIVxrelated Illness

Our health care system clearly needs to be able to
diagnose HIV disease earlier, to intervene sooner in
the disease process. This will involve expanded
voluntary testing and increased outreach to high-risk
populations, with scrupulous attention to
confidentiality as a necessary precondition. More
information is needed on progression of HIV disease
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from infection to symptomatic illness in order to
improve early intervention. As more medical
complications of HIV are discovered, service needs
may change and new models of care delivery will be
needed in order to respond effectively.

Because of the potential for the development of
new chemotherapies, similar and even more effective
than AZT, which may substantially slow or even
prevent progression to illness altogether, models of
care for delivering maintenance medication and
monitoring its effect on large numbers of people will
need to be developed. Organizing the delivery of and
paying for such medications may be very complicated
and require substantial program development and
support. It is possible that such a development
appearing suddenly might result in a surge in
demand for services beyond any currently envisioned.

There is a substantial lack of information on
numbers of homeless PWAs and infected persons, and
where they are in New York City. While the numbers
of PWAs in hospitals can be counted, an unknown
number of others are believed to reside in shelters for
the homeless or on city streets.

Finally, although the AIDS epidemic will, like other
epidemics, eventually plateau and slowly subside, how
effectively we can intervene to prevent further HIV
infection will be a significant factor in determining
the shape of the future AIDS epidemic in New York
City for the next decade and even into the next
century. '
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Table 1

AIDS Cases Reported in New York City, through 12 October 1988

Adolescents & Adults

Cumulative Totals

Slncé Janﬁéfy "1», 1988

Transmission Category Number Percent Number Percent
Homosexual/Bisexual Male 8,705 52.0% 1,187 40.7%
Intravenous Drug Abuser 5,651 33.8% 1,249 42.9%
Homosexual/Bisexual IVDA 728 4.3% 74 2.5%
Persons from countries

where risks are unclear 327 2.0% 43 1.5%
Sex partner of person at risk* 485 2.9% 116 4.0%
Transfusion 79 0.5% 18 0.6%
Blood products 32 0.2% 6 0.2%
No identified risk** 83 0.5% 0
Other*** 651 3.9% 220 7.6%
TOTAL 16,741 100.0% 2,913 100.0%
Total Male 14,710 87.9% 2,453 84.2%
Total Female 2,031 12.1% 478 16.4%
Pediatric 349 1024

TOTAL 17,090 3,033

*Heterosexual transmission

**Not reported since January 1988.
***Includes persons who died before interview, who refused investigation,

or whose doctor refused, persons still under investigation for risk,
and possible transfusion-associated cases awaiting verification.

ANumber since 12/23/87.

SOURCE: New York City Department of Health, AIDS Surveillance Update, 26 October 1988.
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Table 2

- Distribution of Adult and Adolescent AIDS Cases by Age and Sex:

New York.City, October 1988

All Adult/Adolescent Cases Males Females

_Age Range - -Number. . - __Percent ~ _ Number Percent* _Number Percent* .
13-19 - 32 0.2% 23 0.2% 9 0.4%
20-29 2,626 15.7% 2,123 14.4% 503 24.8%
30-39 8,086 48.3% 6,991 47.5% 1,095 53.9%
40-49 4,083 24.4% 3,807 25.9% 276 13.6%
50+ 1,747 10.4% 1,611 11.0% 136 6.7%

Age Unknown 167 1.0% 155 1.1% 12 0.6%

TOTAL* 16,741 100.0% 14,710 87.9% 2,031 12.1%

' *Percents in male and female columns are percents of male and female cases, °
except in TOTAL row.
“=**Percents in TOTAL row are male andfemale percentages, respectively, oftotal cases."

-SOURCE: New York City Department of Health, AIDS Surveillance Update,

October 26,1988
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Table 3

. Distribution of Adult/Adolescent AIDS Cases and Total Population
by Race/Ethnic Group: New York City, October 1988

Percent of All AIDS Cases Male AIDS Cases Female AIDS Cases
Group, _NYC Population - _Number _ Percent Number Percent Number = _ Percent
White 52.6% 6,828 40.8% 6,530 44.4% 298 14.7%
Black 23.9% 5,380 32.1% 4,322 29.4% 1,058 52.1%
Hispanic 18.9% 4,377 26.1% 3,713 25.2% 664 32.7%
Other 4.5% 156 0.9% 145 1.0% 11 0.5%
TOTAL 16,741 100.0% 14,710 100.0% 2,031 100.0%

SOURCE: New York City Department of Health, AIDS Surveillance Update, October 26,1988
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Table 4

Distribution of Reported AIDS Cases by Borough and Sex: New York City, October 1988

Percent of

Adult/Adolescent AIDS Cases*

Borough City Pop. Males Females Total A/A Cases Pediatric**
Number Percent Number Percent Number Percent Number Percent
Bronx 16.1% 1,883 13.7% 501 25.4% 2,384 15.2% 100 29.9%
Brooklyn 31.5% 2,677 19.5% 577 29.2% 3,254 20.8% 104 31.1%
Manhattan 20.0% 7,201 52.6% 585 29.7% 7,786 49.7% 81 24.3%
Queens 27.0% 1,708 12.5% 273 13.8% 1,981 12.6% 40 12.0%
Staten Island 5.3% 234 1.7% 37 1.9% 271 1.7% 9 2.7%
SUBTOTAL 13,703 100.0% 1,973 100.0% 15,676 334 100.0%

Residence Other
or Unknown*** 1,007 6.8% 58 2.9% 1,065 15 4.3%
2,031 349

TOTAL 14,710

16,741

*Percents are percent of all male or female cases respectively.

**Excludes transfuslon-assoclated cases.

***Percents of Other/Unknown are percent of total cases.

SOURCE: New York City Department of Health, AIDS Surveillance Update, October 26, 1988



Table 5.A

Distribution of Reported New York Clty Adult/Adolescent AIDS Cases by Sex, Exposure Category,

and Race/Ethnic Group; October 1988

Race/Ethnic Group*

Sex and Exposure Category Total Cases White Black Hispanic Other
Number Percent Number Percent Number Percent  Number Percent NumberPercent
Male, Sex with Men at Risk 8,705 52.0% 5,456 62.7% 1,684 19.3% 1,470 16.9% 95 1.1%
Female, Sex with Men at Risk 478 2.9% 64 13.4% 187 39.1% 224 46.9% 3 0.6%
Male, Sex with Women at Risk 7 0.0% 2 28.6% 4 57.1% 1 14.3% 0o —
Male, Sex w/ Men & IV Drug User 728 4.3% 246 33.8% 266 36.5% 213 29.3% 3 0.4%
Male, Intravenous Drug User 4,445 26.6% 660 14.8% 1,932 43.5% 1,838 41.3% 15 0.3%
Female, Intravenous Drug User 1,206 7.2% 171 14.2% 653 54.1% 378 31.3% 4 0.3%
Male, Country where Risk Unclear 250 1.5% 1 0.4% 249 99.6% 0 — 0o —
Female, Cntry where Risk Unclear 77 0.5% 0 — 77 100.0% 0 —— 0o —
Male, Transfusion 51  0.3% 25 49.0% 14 27.5% 11 21.6% 1 2.0%
Female, Transfuslon 28 0.2% 10 35.7% 13 46.4% 4 14.3% 1 3.6%
Male, Blood Products 29 0.2% 22 75.9% 1 3.4% 6 20.7% 0o —
Female, Blood Products 3 0.0% 1 33.3% 2 66.7% 0o - 0o —
Male, No Identified Risk 53 0.3% 11 20.8% 17 32.1% 23 43.4% 2 3.8%
Female, No Identified Risk 30 0.2% 7 23.3% 15 50.0% 8 26.7% 0 —
Male, Other 442 2.6% 107 24.2% 1556 35.1% 151 34.2% 29 6.6%
Female, Other 209 1.2% , 45 21.5% 111 53.1% 50 23.9% 3 1.4%
TOTAL 16,741 100.0% 6,828 40.8% 5,380 32.1% 4,377 26.1% 1‘56 0.9%
RaclalVEthnic Group Percent of
52.6% 23.9% 18.9% 4.5%

Total New York City Population**

*Percent in these columns is percent of exposure category cases.
**1985 population estimates (National Planning Data Corporation)

SOURCE: New York Clty Department of Health, AIDS Survelllance Update, October 26, 1988



Table 5.B

Distribution of Reported New York City Adult/Adolescent AIDS Cases by Sex, Race/Ethnic Group,

and Exposure Category, October 1988

Race/Ethnic Group*

Sex_and Exposure Category Total Cases White Black Hispanic Other
Number Percent Number Percent Number Percent  Number Percent Number Percent
Male, Sex with Men at Risk 8,705 52.0% 5,456 79.9% 1,684 31.3% 1,470 33.6% 95 60.9%
Female, Sex with Men at Risk 478 2.9% 64 0.9% 187 3.5% 224 5.1% 3 1.9%
Male, Sex with Women at Risk 7 0.0% 2 0.0% 4 0.1% 1 0.0% 0o —
Male, Sex w/ Men & IV Drug User 728 4.3% 246 3.6% 266 4.9% 213 4.9% 3 1.9%
Male, Intravenous Drug User 8 4,445 26.6% 660 9.7% 1,932 35.9% 1,838 42.0% 15 9.6%
Female, Intravenous Drug User 1,206 7.2% 171 2.5% 653 12.1% 378 8.6% 4 2.6%.
Male, Country where Risk Unclear 250 1.5% 1 0.0% 249 4.6% 0 — , 0 —
Female, Cntry where Risk Unclear 77 0.5% 0o - 77 1.4% o - 0 —_
Male, Transfusion _ 51 0.3% 25 0.4% 14  0.3% 11 0.3% 1 0.6%
Female, Transfusion 28 0.2% 10 0.1% 13 0.2% 4 0.1% 1 0.6%
Male, Blood Products 29  0.2% 22 0.3% 1 0.0% 6 0.1% 0 —
Female, Blood Products 3 0.0% 1 0.0% 2 0.0% L 0o -
Male, No Identified Risk 53 0.3% 11 0.2% 17 0.3% 23 0.5% 2 1.3%
Female, No Identified Risk 30 0.2% 7 0.1% 15 0.3% 8 0.2% 0o -
Male, Other 442 2.6% 107 1.6% 155  2.9% 151 3.4% 29 18.6%
Female, Other N 209 1.2% 45 0.7% 111 2.1% 50 1.1% 3 1.9%
TOTAL _ 16,741 100.0% 6,828 100.0% 5,380 100.0% 4,377 100.0% 156 100.0%

*Percent In these columns Is percent of raclal/ethnic group cases by exposure category.
**1985 population estimates (National Planning Data Corporation)

SOURCE: New York City Depariment of Health, AIDS Surveillance Update, October 26, 1988



Table 6
New York City Department of Health Current Estimate
|of HIV-Infected New York City Adults
July 1988

Risk Category
, Intravenous drug-abusing men

Men who have sex with men

Intravenous drug-abusing women

Non intravenous-drug-abusing women

TOTAL

Estimated Number Infected
60,000-90,000
46,000-70,000
20,000-30,000

13,000-20,000

Non intravenous-drug-abusing heterosexual men 10,000-16,000

149,000-226,000

SOURCE: New York City Department of Health; Working Paper, july 1988: Estimate of HIV-Infected New Yorkers.

Table 7

New York City, by Borough, November 1987

Seropositivity in Pregnant Women/Women of Childbearing Age in

SOURCE: New York State Department of Health

Borough Percent
New York City 1.37
Bronx 2.25
Brooklyn 1.49
Manhattan 1.9
Queens 1.02
Staten Island* 0.00

“Sased on only 3 few semples.

SOURCE: New York State Department of Health

Table 8

Seropositive Infants Bom in New York City, by Borough,

November, 1987.
Borough Percent
New York City 1.64
Bronx 2.34
Brooklyn 1.74
Manhattan 1.96
Queens 0.81
Staten Island

0.76
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Table 9

Actual and Projected Annual Incidence of AIDS Cases by Selected Risk Groups:
New York City, 1981-1991

Population Group* 1981 1982 1983 1984 1985 1986 1987 1988 1989 1990 1991 Total
Gay/Bisexual Non-IVDA 105 278 587 1,037 1,450 2,094 2,522 3,121 3,720 4,319 4,918 24,151
IVDA : 31 151 330 572 940 1,303 1,537 1,887 2,237 2,587 2,937 14,512
Female 10 38 101 154 253 432 576 771 965 1,159 1,354 5,813
Ages 13-24 2 16 41 62 90 176 253 359 466 573 679 2,717
Total Annual Incidence**® 142 499 1,010 1,759 2,633 3,641 4,542 5,614 6,687 7,760 8,833 43,120
Actual Cases Reported

as of 12 October 19884 142 499 1,010 1,759 2,633 3,641 4,103 2,913

Note: Categories are not mutually exclusive.

SOURCES: NYC Interagency Task Force on AIDS
*Strategic Plan, Figs. 4-7
**Strategic Plan Fig. 3.
ANYC Department of Health AIDS Survelllance Update, October 26, 1988
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Table 10

Estimated Progression to AIDS Diagnoslis from Year of Infection with HIV
(Cumulative percent having developed AIDS by the end of each year)

Year from Infection
Study/Model 0 1 2 3 4 5 6 7 8 9 10 11

CODC Slowest Prog.* 0.0% 0.0% 0.0% 0.0% 2.0% 5.0% 9.0% 17.0% 21.0% 26.0% 31.0% 36.0%
CDC Most Likely Prog. 0.0% 0.0% 0.0% 2.0% 5.0% 10.0% 15.0% 24.0% 30.0% 36.0% 42.0% 48.0%

CDC Fastest Prog. 0.0% 0.0% 0.0% 4.0% 8.0% 15.0% 21.0% 31.0% 39.0% 46.0% 52.0% 58.0%
San Francisco** 0.0% 0.0% 0.0% 4.0% 9.0% 14.0% 22.0% 34.0% 38.0% 42.0% 48.0% - -
SOURCES:

*USPHS, Centers for Disease Control,"Human Immunodeficiency Virus Infection in the United States:
A Review of Current Knowledge"; Morbidity and Mortality Weekly Report, Vol. 36 (1987), Supplement S-6; p41.

**Hessol, N.A., G. W. Rutherford, A. R. Lifson, P.M. O'Malley, L. S. Doll, W. W. Darrow, ,”
H. W. Jaffe, D. Werdegar. 1988. The natural history of HIV infection in a cohort of ”
homosexual and bisexual men: A decade of followup. Abstract No. 4096. Program and Abstracts.

IV International Conference on AIDS, Stockholm. June.



Table 11

AIDS Patient Acute Care Bed Needs Projections:
New York City, 1988-1991

N.Y.C. 1988

N.Y.S. D.O.H.**

“New York State AIDS Advisory Council projections, assumes
a 10% reduction in needs 1989 onward, based on altemative
care delivery.

Year N.Y.S. A.AC.* Strategic Plan

1988 1,675 1,527 1,675

1989 1,884 1,918 2,093

1990 2,266 2,306 2,518

1991 2,648 2,703 2,942
- SOURCES:

“*New York State Department of Health. Assumes no adjustment for -
alternative care.

AIDS in New York State through 1987.
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1. New AIDS Case Projections. New projections of
AIDS incidence, prevalence, and mortality through
1993 in New York City have been issued by the New
York City Department of Health. These projections
supersede those previously presented in Table 9 of the
Data Work Group Report (Revised, November 1988)
and are shown in Table A.1, attached.

2. Symptomatically Il Persons. In addition to those
already diagnosed with AIDS, among the estimated
200,000 New Yorkers thought to be infected with HIV
as of July 1988, 30,000 to 60,000 are estimated to be
symptomatically ill, as of February 1989, with HIV-
related illnesses or disease that does not yet meet
CDC criteria for AIDS diagnosis. These persons, it is
now generally recognized, are currently using or need
health care services. Moreover, as the epidemic
progresses, the number of symptomatically ill HIV-
infected persons without CDC-defined AIDS can be
expected to increase in proportion to the number of
AIDS cases.

Thus, for purposes of projecting service needs,
incidence projections have been adjusted upward by
30%-40%, to compensate for undercounting of HIV-
symptomatic non-AIDS cases, in accordance with the
recommendation of the Report of the Expert Panel
on HIV Seroprevalence Estimates and AIDS Case
Projection Methodologies (New York City

Department of Health, February 1989, p. 31). These
adjusted projections are shown in Table A.2.

3. HIV Infection among Non-Intravenous Substance
Abusers. In addition to the estimated 200,000
intravenous drug abusers in New York City, of whom
60% are believed to be already infected with HIV,
the Division of Substance Abuse Services estimates
that there are 300,000 other heavy non-narcotic
substance abusers and 200,000 regular substance
abusers, including users of crack (a cocaine
derivative), residing in the city. A substantial number
of these additional substance abusers may engage in
behaviors which put them at elevated risk for HIV
infection. However, there is insufficient data to
estimate either the level of seroprevalence or the
number who may be currently infected with HIV in
these last two groups.

4. Newly Infected Persons. The New York City
Department of Health estimates that the number of
HIV-infected persons in the city increases annually at
an average rate of about 2% of the existing HIV-
infected pool.



Table A.1

AIDS Surveillance Projections: New York City, 1988-1993*
(Adult Cases Diagnosed Through 29 February 1988, Reported Through 30 June 1988.)

Prevalence Incidence Mortality Cumulative Cumulative
Year as of Jan. 1 During Year During Year Incidence Mortality
1988 4,963 5,324 4,173 19,333 13,373
(4,963—4,963) (5,246—5,520) (4,154—4,221) (19,254—19,529) (13,354—13,421)
1989 6,056 6,418 5,083 25,751 18,456
(5,985—6,234) (6,095—7,227) (4,949—5,418) (25,349—26,756) (18,303—18,839)
1990 7,371 7,671 6,153 33,422 24,610
(7,103—8,042) (7,097—9,106) (5,839—6,939) (32,446—35,862) (24,142—25,778)
1991 8,844 8,924 7,330 42,346 31,940
(8,310—10,176) (8,099—10,986) (6,813—8,624) (40,545—46,848) (30,955—34,402)
1992 10,378 10,177 8,492 52,522 40,432
(9,535—12,485) (9,101—12,865) (7,7404—10,374) (49,6461—59,713) (38,695—44,776)
1993 11,985 11,429 9,725 63,952 50,157

(10,820—14,896)

(10,104—14,744) (8,726—12,224)

(59,750—74,457)

(47,420—56,999)

*Lower and upper limits are given in parentheses.

NOTE:

Prevalence is the number of persons alive with a diagnosis of AIDS on Jan. 1 of the given year.

Incidence
the calendar year.
Mortality

Cumulative figures are since 1981, through end of calendar year.

SOURCE: New York City Department of Health; December 1988.

is the number of new cases of AIDS that will be diagnosed and reported during

is the number of people who will die of AIDS during the calendar year.



Table A.2

Adjusted AIDS and HIV-Related Disease Incidence Projections:

New York City, 1988-1993*

(Based on Adult Cases Diagnosed Through 29 February 1988,
Reported Through 30 June 1988.)

Projected Incidence Adjusted by Adjusted by

Year During Year 30% 40%

1988 5,324 6,921 7,454
1989 6,418 8,343 8,985
1990 7,671 9,972 10,739
1991 8,924 11,601 12,494
1992 10,177 13,230 14,248
1993 11,429 14,858 16,001

*Applying correction factor of 30%-40% recommended (for service
planning purposes) for calculating the number of individuals with

severe HlV-related disease, including those who do not meet the

Centers for Disease Control case definition for AIDS.

SOURCE: New York City Department of Health;

Report of the Expert Panel on HIV Seroprevalence Estimates and

AIDS Case Projection Methodologies, February, 1989.
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Executive Summary
F it is to meet the urgent needs of the ever-
increasing number of HIV-infected persons, the
health care system in New York City cannot
continue to function as if it were business as
usual. There will have to be fundamental changes in
the way health care is delivered and the changes will
have to occur with some speed to avert both a health
~care and social crisis. The health care and social
service systems in New York City must be developed in
three ways by a) expanding existing services, b) creat-
ing new services, and c) coordinating these programs
and services into a multi-tiered, integrated system
The service model for HIV-infected persons
presented in this report was developed by the Models
of Care Work Group of the New York City AIDSTask
Force. The service model describes the HIV care and
services that should be available, recognizing that
they will be costly to implement and will require a
significant increase in government funding. From the
beginning, the work group was keenly aware of the
need to balance the enormous demand for services
with the recognition that there will probably always be
insufficient resources committed to address that
demand. Therefore, the group believes that services
such as primary care and mental health services
should be available to everyone from the time of HIV
infection, whereas other services such as social
support services, home care, housing and long-term
care should be appropriately allocated based upon
degree of illness and need.
The main points of the service model are that:
1.HIV-related services should be provided in a
community-based setting, as much as possible.
They should help persons with HIV illness to
achieve the most independent level of living of
which they are capable.
2.Services for the HIV-infected should be main-
streamed into the general medical and social
service delivery systems, whenever possible.No
service delivery model for the HIV-infected can be
developed without recognizing the severe lack of
drug treatment services in New York City.
Moreover, the HIV epidemic will increasingly be
centered around substance abusers, their sexual
partners and offspring. Therefore, the service
model proposed urges a rapid expansion of drug
treatment services of all types. The health care
sector and traditional substance abuse programs
must work collaboratively to attract the majority of
substance abusers into treatment programs and
provide them with the coordinated drug treatment
and primary care services they need.
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Primary Care

The cornerstone of the proposed service model is
ambulatory care. The main source of routine care for
the HIV-infected should be provided by neighbor-
hood primary care centers, private practitioners,
substance abuse treatment programs and hospital-
based clinics. These programs need to provide a
coordinated range of medical and psychosocial
support services and be able to link the HIV-infected
to other service organizations.

Acute Care

Whenever possible, the focus of HIV-related care
should be shifted away from the acute care sector to
alternative care settings. However, the number of
hospitalized patients with HIV disease will probably
continue to increase as the number of persons with
the disease rises. The need for establishing additional
HIV-related acute care bed capacity should be closely
monitored.

Long-term Care and Residential Alternatives

Persons with HIV illness should be supported in
their efforts to live independently in the community.
To this end, programs that enable these persons to
remain in their current housing arrangements need
to be expanded. .

For homeless persons with HIV illness, several types
of residential options need to be greatly increased
such as scatter-site apartments and congregate
housing.

To enable persons with HIV illness to receive care at
home, the volume of home health care and
homemaker services will have to be expanded further.
In addition, medical services provided in the home,
e.g. infusion therapy and total parenteral nutrition,
need to become more available.

Respite care (both institutional and in the home)
and adult day care must be developed in all boroughs.
Both of these programs provide caregivers short-term
relief and help those with HIV disease to remain at
home.

The current institutional long-term care capacity
for persons with HIV disease is practically non-
existant and needs to be greatly expanded through-
out the city.

Although the concept of hospice care is unac-
ceptable to some patients with HIV disease, others do
choose the program. Hospice services need to be
made available to all who wish to choose this type of
care.
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Social Services

The HIV-ll require assistance with a broad range of
psychosocial and human services to enable them to
live and function with their disease. Examples of these
services are: mental health counseling, peer support
groups, concrete social services, transportation,
nutritional counseling, food programs and buddy
services. These wide-ranging services are needed to
maintain persons with HIV illness in the community.

Case Management

In our fragmented service delivery system, the HIV-
ill often require the help of case managers to obtain
the services they need. Case management is the "glue”

that will link the various inpatient, out-patient and °

community-based services to each other. Case
managers at various public and private agencies and
health care facilities will have to work closely together
to ensure that those with HIV disease receive the
services they need and to which they are entided.

Counseling and Testing

HIV-antibody testing and counseling services must
remain accessible to all New Yorkers. However, testing
may only be performed after explicit written consent
has been given. Strict confidentality of test results as
provided under the New York State AIDS confiden-
tiality statute must also be observed.

Special Population Groups

In addition to the basic services that all HIV-
infected persons need, there are certain HIV-related
services that should be developed for special
population groups such as adolescents, gay/bisexuals

and lesbians, minorities, persons with developmental
and/or chronic psychiatric disabilities, prisoners,
substance abusers and women and children. These
groups require additional or modified HIV-related
services.

Financing

The economic impact of the HIV epidemic on the
City of New York is and will continue to be enormous.
Most HIV-infected individuals are in age groups that
traditionally have had low rates of health care
utilization and expenditure. Consequently, most HIV-
related costs are additions to, rather than reallo-
cations of, total health care dollars.

The Federal government must increase substantially
its financial support for AIDS services. For example,
it should provide block grants to those areas hardest
hit by the HIV epidemic, reduce the 24-month waiting
period for Medicare eligibility and provide funds to
pay health insurance premiums for those HIV-
infected persons who are unable to continue to work
and who cannot afford to pay their health insurance
premiums under COBRA. .

The report concludes by urging the public and
private sectors to develop innovative approaches to
financing the cost of HIV-related services. A proposal
for how this may be done is presented.

Although the recommendations in this report are
geared toward providing a rational network of
services for persons who are HIV-infected, it is the
belief of the work group that, if implemented, they
will improve the health care delivery system to the
benefit of all New Yorkers.



Introduction

The AIDS epidemic has harshly exposed the many
weaknesses that are inherent in our health care
system. It is a fragmented system which emphasizes
acute inpatient care and where primary, acute care
and long-term care are usually provided by different
organizations. This degree of specialization has

. produced some services of high quality, but
sometimes at the expense of availability, access and
continuity of care.

Early in its deliberation it became apparent to the
Models of Care Work Group that with the prospect
oflarge numbers of HIV-infected persons needing a
complex array of services within the next few years,
the health care system could not continue to function
as if it were "business as usual.” There would have to
be fundamental changes in how health care is
delivered and the changes would have to occur with
speed to address the wide-ranging needs of those
affected by the epidemic.

As the work group investigated the resources
available to the HIV-infected, it discovered that many
home-grown programs and services exist and are
functioning well in spite of tight budgets, shortage of
staff and lack of alternative care settings. The work
group would like to see these efforts expanded and
duplicated on a much larger scale and integrated into
a coordinated, multi-tiered system.

In planning for the medical and social service
needs of the HIV-infected, one must look at the full
spectrum of services that are needed through the
whole course of illness. The Presidential Commission
on the Human Immunodeficiency Virus Epidemic
put it aptly in their in their report: "The term AIDS is
obsolete. "HIV infection' more correctly defines the
problem. The medical, public, health, political, and
community leader-ship must focus on the full course
of HIV infectionrather than concentrating on later
stages of the disease (ARC and AIDS). Continual
focus on AIDS rather than the entire spectrum of HIV
disease has left our nation unable to deal adequately
with the epidemic.” ‘

The Institute of Medicine, National Academy of
Sciences also endorses this broader definition of the
disease. For their statement, see Appendix A.

Given this definition of the disease, it is important
to balance the enormity of need with the recognition
that there will probably always be insufficient
resources committed to address that need. It is the
view of the work group that certain services such as
primary care and mental health services should be
available from the time of HIV infection. Other
services such as social services, home care, residences
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and long-term care should be appropriately allocated
based upon an individual's degree of iliness and need.

People infected with the AIDS virus have complex
medical and psychosocial needs that require many
different types of services that traditionally have not
been provided within the health care system. When
the services do exist, they are often difficult to access
in a coordinated fashion. Services for HIV-infected
persons need to be integrated into a well-defined
network where individuals can easily be referred from
one medical or service agency to another, and where
prevention and intervention are integrated into the
medical and social services rendered.

Although HIV disease is not yet curable, many of its
clinical manifestations are treatable or even
preventable. It is important that persons engaging in
high risk behavior and those who perceive themselves
at risk be encouraged to enter the health care system
early for appropriate assessment and primary care.
For this to occur, the health care system must be
structured in such a way that persons can easily access
it. Early assessment and primary care can also
promote behavioral changes to reduce risk behavior,
allow for early medical intervention, have a positive
impact on health and reduce the risk of spreading the
disease to others.

Many consider the state of being HIV positive as
terminal without realizing that it can be many years
before symptoms appear and several more years
before the diagnosis of AIDS is made. Even after that,
approximately 13 percent live beyond two years. HIV
disease can, therefore, be viewed as a subacute or
long-term condition rather than a terminal illness.
This means that persons who are HIV positive must
learn how to live with their condition. To help
individuals lead normal and fulfilling lives in their
communities for as long as possible, a variety of
services must be available throughout the disease
process. The services needed in the early stages of the
infection tend to be primary care and psychosocial
services, while in the later stages acute medical
services, home care and long-term care are more
commonly needed.

A major obstacle to obtaining appropriate medical
treatment and services for HIV-infected persons is
discrimination. The severity of HIV-related fears
which often lead to bias and discrimination should
not be underestimated and must be addressed
directly and forcefully. It is necessary to meet the
often unique and complicated health care and service
needs of the HIV-infected without compromising
their human rights. Where discrimination impedes or
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bars access, it must be remedied through education
and backed up, when necessary, by decisive legal
action.

The service model that the work group has
designed for HIV-affected persons is comprehensive
and the services are coordinated by case managers. If
the proposed community-based model is put into
place, the work group believes that several outcomes
will result. First, it is likely that with appropriate
alternatives available, the length of hospital stays will
be reduced. Second, with a flexible range of options
available to meet demand,resources will be allocated
in a more cost-effective manner. Third, the quality of
services will improve, since these services will be
tailored to match individual need. And finally,
persons with HIV illness will remain productive
members of society longer than they would in the
absence of these services.

The model of care developed by the work group is
based on the following principles:
1.The care of HIV-infected persons should be

integrated into the general health and social

services systems to the fullest extent possible.
2.Services should help persons with HIV illness to
maintain the most independent level of living of
which they are capable.
3.Persons with HIV illness spend most of their time in
the community and outside of the hospital setting.

Therefore, the major emphasis should be on the

development of community-based services.
4.Early intervention should be an integral part of the

health care and social services systems for HIV-
infected persons. Early primary care can change the
course of the disease, extend wellness and help to
avoid hospitalizations. Early identification and
resolution of social problems can also keep families
intact and prevent loss of housing. Therefore, early
intervention both improves quality of life and is
cost-effective.

5.Since early intervention relies on HIV-infected
persons coming forward willingly for diagnosis and
treatment, persons with HIV illness must be
guaranteed protection from all aspects of
discrimination.

6.Case management is vital if HIV-ill individuals are to
gain access to multiple services in a coordinated
fashion. At every stage of HIV illness an individual
should have access to a case manager who is
accountable for the management of care and
services provided.

7.Health and social service programs should be
tailored to meet the special needs of population
subgroups, for example, IV drug users and
children. .

8.Services should be provided in ways that are
culturally sensitive and that take into account the
variety of family structures and lifestyles of the HIV-
infected.

9.The responsibility for providing and paying for HIV-
related services should be shared by the private and
public sectors. ‘




Service Components

Primary Care

Three year from now, in 1991, it is expected that
New York City will have one third more persons alive
with diagnosed AIDS (11,000 vs. 7,300) and maybe
100,000 persons with varying degrees of HIV-illness.
Our hospitals, clinics and social services agencies are
_already strained to the limit and many HIV-infected
persons are not receiving adequate care. How is the
system going to manage in the future?

Primary care is the centerpiece of the model of care
the work group has designed. Ideally, it should be the
main entry point for the HIV-infected into the health
care system. It is clear that the ambulatory services
currently available must be greatly expanded if this
model to become a reality.

Our model of primary care includes the following
components: a multi-disciplinary medical approach,
psychosocial support services (individual and group
counseling and self-help groups), dental services, HIV
prevention and education, nutritional counseling and
concrete social services (e.g., help with accessing
entitiement programs, receiving emergency food,
drug and rent assistance).

Finding out that one is HIV positive may cause an
individual to become deeply depressed, anxious and
alienated from society. It is important that the
primary care system provide integrated, multi-
disciplinary support during this stressful period. HIV-
infected persons should be linked into supportive
environments early in the disease process, preferable
while they are still asymptomatic. Early intervention
for persons who face long-term stress is likely to be
more effective and result in greater emotional well-
being. Therefore, mental health services are
particularly important, not only for those with HIV
illness but also for their families and significant
others.

Community-based primary care is underdeveloped
in many areas of the City, particularly in poor
neighborhoods. Very often, people in these
communities rely on hospital emergency rooms for
their routine care because there are few or no
primary care physicians practicing there. Due to
insufficient numbers of health care professionals the
Federal government has declared several areas of the
City to be Health Manpower Shortage Areas.

Neighborhood primary care centers are well suited
to be the main source of routine care for most
persons, regardless of their HIV status. They are
usually conveniently situated and ethnically and
culturally sensitive to their communities' needs.

The City's Health and Hospitals Corporation has
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established three primary care centers for HIV-related
care (the Community Health Project in Manhattan,
the Belvis Center in the Bronx and the Bushwick
Center in Brooklyn). While these clinics provide
much needed care, the work group believes that, in
general, services for HIV-infected personsshould be .
integrated into existing ambulatory care programs.

In the future, it can be expected that the demand
for preventive care will expand rapidly as therapeutic
interventions that can greatly delay or even prevent
the onset of symptomatic HIV infectionbecome more
available. This will make early intervention even more
important than it is today. Not only new drugs, but
high technology therapeutic procedures will change
the course of the disease. In fact, this has already
started. Those HIV-positive individuals who can afford
it are receiving a wide variety of prevention and
intervention services. The challenge for the future is
to ensure that these services be made available to all
persons with HIV illness who can benefit from them.

Constraints .

The work group identified the following constraints
to expanding primary care services for HIV-infected
persons:
a.The health care system has traditionally given low

priority to health prevention and primary care

services.

b.Physicians working in primary care clinics often
have difficulty obtaining admitting privileges at
local hospitals which makes continuity of care and
referral arrangements difficuit.

c. Due to low reimbursement rates, it is estimated that
only 15 percent of private practitioners accept
Medicaid which causes access problems for those
who depend on Medicaid to pay for medical
services.

d.For a variety of social, legal, discriminatory and
financial reasons, certain populations do not always
have access to primary care services.

e.Medical and social services are not always provided
in a manner that attracts high-risk populations.

f. As the New York State reimbursement system is
currently structured, only ambulatory services
affiliated with Designated AIDS Centers are
reimbursed at a higher rate for services rendered to
HIV-infected persons. This may discourage some
ambulatory centers from providing HIV-infected
patients with the full range of services they need.

g-HIV-infected persons have difficulty obtaining
dental services.
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- Recommendations
Both institutional and community-based primary

care services must be greatly expanded in the City of

New York to better take care of those who have HIV-

related illnesses as well as to relieve hospitals of some

of the patients currently receiving care in emergency

rooms and in acute care beds. To enable this to occur,

the work group supports the following recommen-

dations:

1.Neighborhood Family Care Centers (which are
under the auspices of the Health and Hospitals
Corporation) are located in areas which have high
incidence of HIV infection. These primary care
centers should greatly increase their HIV-related
services.

2.New York City has 19 federally-funded Community
Health Clinics and four state-funded diagnostic and
treatment centers scattered around theboroughs of
the Bronx, Brooklyn, Manhattan and Queens. Most
of these health centers are uniquely qualified to
provide primary care and treatment services to
persons with HIV infection and are for the most
part an untapped resource. State and Federal funds
should be allocated to enable HIV-related services
to be provided at these centers.

3.New York State Department of Health should
develop incentives to encourage acute care hos-
pitals to establish neighborhood primary care
centers which would also provide services to HIV-
infected persons. Due to the urgent need for these
centers, the certificate-of-need approval process for
their establishment should be expedited.

4.More substance abuse treatment programs should
develop formal agreements with primary care
centers. This will improve access to health care for
substance abusers. For the same reason, primary
care centers should link-up with other community-
based service organizations such as alcohol and
substance abuse programs, youth programs and
child day care centers.

5.Hospitals must linkup more closely to community-
based primary care services. They should provide
staff appointments and admitting privileges to those
physicians working in primary care settings who
meet qualification standards.

6.In general, outpatient services to HIV-infected
persons are more resource intensive than routine
primary care. Therefore, primary care programs
should receive an enhanced reimbursement rate
for providing HIV-related services. Formal AIDS
Center designation or affiliation with such a center
should not control access to enhanced reimburse-
ment for these types of services.

7.To reduce hospital admissions, the HIV-infected
should be provided with outpatient services such as

infusions, diagnostic services and therapeutic
procedures. Appropriate reimbursement rates
should be negotiated for these services.

8.Dental care should be integrated into the primary
care treatment plan for HIV-infected persons.

9.Private practitioners are significant providers of
health care services to the HIV-infected. They
should be encouraged to continue to expand their
clinical knowledge of the treatment of HIV-related
illnesses, and be discouraged from off-loading HIV
patients onto public or institutional providers.

10.Efforts to provide outreach and follow-up of high
risk populations should be made in a manner that
is sensitive to race, gender, ethnicity and sexual
orientation.

11.Information concerning the legal rights of the
HTIV-infected should be made available to all health
care providers and community-based organizations
that are involved in providing HIV-related services.

Acute Care

In New York City, the acute care sector is bearing
the brunt of caring for persons with HIV disease. As
of September 1988, approximately 1,700 hospital beds
are filled each day with AIDS and HIV-infected
patients and by 1991 New York State Department of
Health estimates than an additional 1,200-1,400 acute
care beds will be required in the City to meet the
needs of patients with HIV disease.

In keeping with the principle of helping individuals
to stay as independent as possible, persons with HIV
disease should receive as much of their treatment and
care as possible on an outpatient basis and only when
alternative care options do not suffice should they be
admitted to ahospital. The focus of care for persons
with HIV disease needs to be shifted from the acute
care sector to alternate treatment sites. Neverthe-
less,the need for acute care beds for patients with HIV
illnesses will become even greater over the next few
years regardless of any expansion of primary care and
alternative care services mainly because the number
of persons AIDS will continue to increase and because
the hospital will often remainthe only acceptable
place to care for certain patients with HIV disease.

With an insufficient number of inpatient beds to
take care of the current volume of HIV-ill persons,it is
in the best interest of the City's health care system to
ensure that no hospital has an overload of HIV-related
cases and that the cases be distributed throughout the
boroughs in such a manner that hospitals can
continue to provide a full range of services to non-
HIV patients. Providers who have unused acute care
capacity should be identified and urged to use this
space for HIV-related services.

Since it is possible that New York City hospitals




might have an average daily AIDS census of 2,900
patients or more by 1991, some have suggested the
need for dedicated AIDS hospitals. In light of the
current shortage of health care workers, such facilities
would be difficult to staff. In addition, because
persons with HIV-related illnesses require the full
range of high technology services of an acute care
hospital, there would be no cost savings in developing
dedicated AIDS hospitals. Instead, the work group
recommends that AIDS services be mainstreamed
into the acute care services of all hospitals. However,
the issue of creating single purpose hospitals for HIV-
infected persons will need to be re-examined
periodically as the epidemic evolves.

The work group also examined two models of
inpatient care—clustering HIV-infected patients on
dedicated nursing units and scattering them among
other units. Advocates of clustering believeit to be an
efficient use of staff and a way to help patients
support one another emotionally. Supporters of
scattered beds believe that HIV-illness should be
treated like any other disease and that scattering will
reduce staff burnout. The work group believes that
either setting can providegood quality care and that
the decision of which model to choose should be left
to each hospital.

The work group supports the Designated AIDS
Center concept developed by the New York State
Department of Health as an innovative approach that
facilitates access to and insures quality of services to
HIV-infected persons. However, it should not
represent the only model for providing acute care
services to HIV-infected persons. If hospitals meet the
standards of care required for designation as an AIDS
Center, they should apply for designation under the
State's program. However, equitable and adequate
inpatient DRG rates for HIV-related cases must also be
assured regardless of AIDS Center designation in
order to encourage facilities to continue to treat
individuals with HIV illnesses. Securing adequate
reimbursement for HIV-related services will
provideincentives for facilities to expand treatment
capacities in these areas.

Constraints
The work group has identified the following issues
and constraints as they relate to the acute care sector:
a.The acute care system is already stressed and
overcrowded because there is a dearth of alternative
care options for all in-patients. Home health care is
currently the only program that relieve hospitals to
any extent.
b. There is a severe shortage of housing and
residential alternatives, particularly for the home-
less with HIV illness, resulting in difficulties in
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discharging these patients and causing long
hospital stays.

c.Labor shortages make it difficuit to expand the
volume of HIV-related services.

d.There is a lack of treatment programs for HIV-
infected persons who have severe psychiatric
disorders and/or who are substance abusers.

e.Many hospital staff are not sufficiently familiar with
how to treat substance abuse on an inpatient basis.

Recommendations

1.Hospitals in New York City must take a responsible
stand and develop appropriate strategies to share
the burden of the HIV epidemic.

2.The State Department of Health should develop an
expedited certificate-of-need process to approvethe
expansion of HIV-related services.

3.Inpatient reimbursement rates should continue
torecognize the increased costs associated with the
treatment of HIV-related diseases including,but not
limited to, the costs of pharmaceuticals, supplies,
therapies and staffing.

4.The New York State Department of Health
togetherwith the New York State Office of Mental
Health should develop a medical/psychiatric
certified bed category. This would facilitate the
treatment of patients, including those who are HIV-
infected, who have severe concomitant psychiatric
and medical disorders.

5.Hospitals should develop more comprehensive
treatment programs for HIV-infected substance
abusers.

6.Upon admission, hospitals should identify and
attempt to resolve disposition problems that may
prevent or delay timely discharge.

7. Unused inpatient capacity at New York City
hospitals, including Veteran Administration
hospitals, should be evaluated to determine if it is
suitable to use for HIV-related health care services.

Long-Term Care and Residential Alternatives

Just as primary care dominates the model in the
early stages of HIV illness, long-term care and
residential alternatives are critical to appropriate care
in the later stages of the disease.

The onset of HIV illness frequently makes it
difficult for individuals to maintain their former
housing arrangements. Some are physically able to
remain in their homes, but require income assistance
to be able to do so. Others need long-term care,
which can be defined as the need for health care,
social and other support services over an extended
period of time. Traditionally, this has meant providing
these services in a nursing home or if the patient is
less debilitated, in the patient's home.
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Individuals with HIV illness may need assistance
with their housing arrangements for a variety of
reasons:
® Some lose their jobs and are unable to continue to

pay rent;
® Some have tenuous living arrangements with family

and friends which dissolve once they become ill;
® Some experience housing discrimination;

@ Some are homeless before the onset of the disease;

® Some have homes but can no longer care for
themselves; and

@ Some are in housing that does not meet minimum
health and safety standards.

To address these problems, the public and private

sectors have begun to develop a spectrum of services,-

from programs designed to support people living in
their own homes to residences that provide more
structured round-the-clock care. However,if the over-
reliance on acute care settingsis to be reduced, two
types of service development must occur.

First, the supply of residential alternatives and
institutional long-term care programs must be greatly
expanded. In New York City there is a severe housing
shortage, particularly for those with low or moderate
incomes. In addition, elderly New Yorkers needing
institutional care already face a shortage of long-term
care beds. These problems are exacerbated for
persons with HIV illness. The scarcity of housing and
long-term care services causes backlogs of patients
ready to be discharged from hospitals and delays the
admission of others waiting for hospital beds.

Second, persons with HIV illness will continue to
experience housing crises and hospital stays that are
longer than medically necessary unless their housing
needs are identified when they are first admitted to
the hospital. Through early intervention, existing
housing arrangements often can be preserved and
plans can be made for long-term care should it be
needed.

RENT SUPPORT. Rent support helps persons with HIV

illness to remain in their own homes. This type of
financial assistance is provided to individuals who can
no longer afford to pay their rent, often because the
illness has caused them to deplete their financial
resources. Currently, approximately 800 persons with
AIDS receive rent assistance.

SCATTERSITE APARTMENTS. Under contract with HRA,
the AIDS Resource Center (ARC) maintains 18
apartments for persons with AIDS. On average, the
apartments cost $1,700 per month, including support
services and maintenance. Although the program
appears expensive, it is cost-effective compared to a
hospital cost of $700 or more per day. In the future, a
contract with Volunteers of America will expand this
program by 20 units. However, the City must attract

additional community organizations to manage this
type of program if it is to expand further.

SINGLE RooM OccupaNcy HOTELs (SRO's). Due to the
acute housing shortage the City has helped some
persons with HIV illness to find rooms in SRO's until
more adequate housing is available.Since the
buildings often lack elevators, kitchen facilities and
private bathrooms, SRO's are temporary housing of
last resort.

HoME CARE. Home care is a relatively well-developed
service for persons with HIV illness, currently serving
an estimated 700 patients with HIV disease each day.
Home care services can range in levels of care from a
few hours of home attendant services per week to the
around-the-clock nursing services of a registered
nurse. Occasionally, these programs have difficulties
meeting the needs of this population, since it is
younger, more likely to be substance abusing and
often has more intensive clinical needs than the
average elderly recipient of home care. The relative
difficulty of serving this population has exacerbated
the problems of recruiting and retaining home care
workers, especially those who hold entry level
positions.

Home care services cannot substitute for inpatient
hospitalization, but they can reduce the length of
hospital stays, sometimes significantly. However,
except for Medicaid, most third party payors provide
limited coverage for home care services.

RESPITE CARE AND ADULT DAY CARE. Respite care and
adult day care are two services that enable some
individuals to remain in their homes instead of
moving to institutional settings.

Respite care is provided to relieve the caregiver of
responsibilities for a few hours or days. It can be
designed as an inpatient services in a hospital or long-
term care facility, as periodic home care, or as a day
care program. At present these options are not widely
available in New York City.

Adult day care provides therapeutic, counseling,
social and rehabilitative services outside of the home
for about eight hours a day, three to five days a week.
The Village Nursing Home operates a day treatment
program for persons with HIV illness who are also
affected by dementia or neuropsychiatric problems.
This program is certified by the Department of
Mental Health.

(An Article 28, New York State Department of
Healthlicense is also being sought.) In the City, there
are no day care programs certified by the Department
of Health that specifically serve persons with HIV
illness. One reason for this is that the State
Department of Health requires adult day care
programs to be located on the campus of a hospital or
long-term care facility.



SUPPORTED CONGREGATE FACILITES. For individuals who
are unable to live independently, but who are
ambulatory, specialized residences can offer a variety
of services to support different levels of functioning.
The aim of any residential care program should be to
adapt the level and type of services provided to
residents’ physical status and needs.

A congregate facility which serves as a model for
future residences of this type is Bailey House. Funded

-by HRA and other organizations and managed by
AIDS Resource Center, Bailey House is a 44-bed
supervised residence located in the West Village.
Occupants have their own bedrooms but share meals
in a common dining room. The residence provides
substance abuse counselors, social workers,
recreational therapists, and a nurse.

Another group of individuals with HIV illness who
need innovative, congregate arrangements are those
who have multiple service needs, (such as
treatmentfor drug and alcohol abuse and mental
health problems) in addition to behavioral problems.
They require a more structured environment than
Bailey House can provide. Although they may be
regarded by some as individuals who reject services
and present management problems to providers, they
are often in severe crisis. Like many other persons
with HIV illness, this group requires creative, co-
ordinated residential/medical programs that our
highly fragmented and specialized care delivery
system is not yet equipped to provide.

INSTITUTIONAL LONG-TERM CARE. There are two types
of institutional long-term carefacilities in New York
State. In a health related facility (HRF), the residents
are ambulatory, at least upon admission, and need
only a minimal amount of nursing and medical care.
In a skilled nursing facility (SNF), residents need
continuous and skilled nursing and medical care.

The only long-term care facilities in New York
Citythat currently accept AIDS patients are two
municipal hospitals, Coler and Goldwater Memorial
Hospitals. The level of services provided to these
patients is similar to chronic care although New York
State does not have such a service category. The
reimbursement, which is exempt from the DRG
payment system, is unique in that is is higher than a
skilled nursing facility rate but less than an acute care
rate. As the demand for long-term/chronic care for
AIDS patients is great, additional long-term care
capacity must be developed expeditiously throughout
New York City.

The clinical status of AIDS patients fluctuates more
rapidly than that of the typical long-term care patient.
Therefore, AIDS patients should not have to be
transported to a hospital each time their condition
worsens. Existing long-term care facilities will have to
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make substantial outlays for staff and equipment
before theyv are able to serve AIDS patients
appropriately. This high cost together with an acute
shortage of long-term care beds has discouraged
providers of residential health care facilities (RHCF's)
from serving those with HIV illness.

In response to this problem, the State Department
of Health has recently increased the reimbursement
rates and developed a new capital financing
mechanism for RHCF's serving individuals with HIV
illness. This is an important step toward making long-
term care available for those who need it. It remains
to be seen whether these rates are sufficient to
encourage long-term care facilities to accept persons
with AIDS.

Hospice CARE. Hospice is a mode of care that places
particular emphasis on the psychosocial and spiritual
needs of patients and their families. It can be
provided on an inpatient basis or in a patient's home.
To be accepted by a hospice program a patient must
have a life expectancy of six months or less and agree
to receive only palliative treatment. Due to their
youth (53 percent are 30-39 years old and 25 percent
are 20-29 years old), many AIDS patients want to
continue to receive aggressive medical intervention
even during the end stages of the disease. Hospice
care is therefore unacceptable to some individuals
with HIV illness.

Federal legislation enacted in December 1987
removed one barrier to hospice care for those with
HIV illness, namely the requirement that 80 percent
of a person's hospice care be provided at home.
However, this legislation did not remove the
restrictions on medical intervention and the lengthof
life expectancy.

Hospice services are provided to those with HIV
illness by three certified hospices in New York City. In
addition, one supported care unit provides similar
services without the formal hospice designation and
another agency provides counseling on death and
dying and other support services through its home
care program, without imposing the requirements
described above.

Constraints
The following constraints hamper the development
of a full range of residéntial and extended care
options for persons with HIV illness:
a.Currently, no funding source exists for capital and
operating costs of congregate housing models. At
$426 per month for a single individual, SSI benefits
are inadequate to cover the operating costs of most
residential options.
b.It is difficult to attract community-based organi-
zations to manage housing units for persons with
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HIV illness. Few organizations are experienced at
both managing residential facilities and providing
social and therapeutic services.

c. Community opposition may make it difficult to site
congregate housing for persons with HIV-illness.

d.In New York City's tight housing market, it is diffi-
cult to find suitable structures for congregate
housing.

e. Excluding Medicaid, few third party payors provide
adequate coverage for long-term care and
community-based HIV-services.

f. Current funding streams for adult day care make it
difficult to establish day care programs that meet
the complex needs of those with HIV illness.

g-There is a lack of appropriate physician supervision
of Medicaid patients in home care programs. This
results in unnecessary emergency room visits and
hospital admissions.

h.Despite recent wage increases, low pay levels are an
obstacle to attracting workers to the home care
industry.

i. Traditional long-term care providers remain
reluctant to serve patients with AIDS. This is partly
due to uncertainty about the adequacy of
reimbursement rates, as well as the need to develop
an array of complex services that they have not
previously provided. :

J- Existing capital construction caps for residential
health care facilities may be inadequate to cover the
cost of the high level of technology that must be
available to AIDS patients in long-term care
facilities.

Recommendations

1.The State Legislature should continue the appro-
priation of HRA's rent support program for persons
with HIV illness.

2.New York State and City should agree upon a model
for congregate housing with social and medical
support services for persons with HIV illness. This
model should be used to revise existing regulations
and to develop new regulations for congregate
housing.

The Federal Department of Housing and Urban
Development together with the State and City
should develop legislation for funding these
facilities. The financing mechanism should be
flexible enough to cover models that serve relatively
independent persons with HIV illness, as well as
those with multiple medical and social service
needs.

3.The State and City should develop strategies to
recruit community-based organizations to manage
scattersite, congregate and other residential
options. Some education and technical assistance
may be required.

4.New York State and City should offer tax incentives
to real estate developers who set aside apartments
for persons with HIV illness in new or renovated
buildings.

5.Persons with HIV illness should only be placed in
SRO'’s temporarily as a last resort, while more
suitable housing is being arranged.

6.The Federal and State governments should develop
innovative approaches for ensuring financing of
home care, day care and respite care, particularly
for persons ineligible for Medicaid.

7.State, City and provider organizations should
develop strategies to recruit and retain home care
workers by improving the wage and benefits
structures.

8.The State Departments of Health and Mental
Health and the Division of Substance Abuse
Services should encourage community-based
organizations to develop adult day care programs
for persons with HIV illness by providing adequate
reimbursement for these services.

9.Hospitals, long-term care providers andcommunity
groups should develop respite care programs for
caregivers, to assist persons with HIV illness to
remain in their own homes. The reimbursement for
HIV-related respite care should be increased.

10.To reduce unnecessary hospital utilization, a
mechanism should be established to provide
medical supervision of Medicaid patients in
homecare programs. '

11.The number of long-term/chronic care beds for
persons with HIV disease should be expanded. As
far as possible, these persons should be cared for in
the communities in which they live.

12.The State Department of Health should waive caps
on per-bed capital costs for long-term care facilities
accepting AIDS patients, if all other cost estimates
are reasonable and the need require-ments are met.

13.The new reimbursement rates for HRF's and SNF's
should be monitored to determine whether these
rates adequately cover costs.

14.Upon admittance to a hospital or enrollment intoa
program, community-based organizations, social
service agencies and hospital discharge planners
should assess the housing and long-term care needs
of person who are HIV-infected and if needed,
intervene in order to prevent housing crisis.

15.Referral routes should be established to enable
individuals with HIV illness on Medicaid to be
admitted to long-term care facilities directly from
their homes or residences rather than from an
acute care facility his can be accomplished by
developing the capacity to perform the necessary
medical assessments in patients’ homes.

16.Acute care facilities should be required to readmit
HIV-infected patients transferred to long-term care




facilities, when their condition requires it.

17.Long-term care facilities should discharge HIV-
infected patients to community-based progi. 1s, if
their condition improves sufficiently.

Social Services

HIV disease not only makes major demands on the
health care system but also creates additional
demands for social and human services. Persons with
HIV-illnesses require assistance with a broad range of
social and human services to enable them to live and
cope with their situation. In the beginning of the
epidemic, when the number of AIDS cases was
relatively small, the needs of those persons were taken
care of by existing service organizations and emerging
self-help groups. As the number of HIV-infected
persons has increased, the service needs have become
more varied and complex and more difficult to meet.
It is now apparent that in order to care for persons
with HIVdisease in their communities and to keep
them out of institutional settings there must be a
major expansion of social and human services.

Persons who are HIV infected use programs that
have been developed in direct response to HIV-
specific needs, as well as local, State and Federal
programs that serve all persons in the City who qualify
on the basis of their financial, medical or social needs.

Many HIV-infected persons lose their jobs due to
disability and discrimination. An increasing number
are indigent even before becoming ill. Individuals
who are disabled may qualify for SocialSecurity (SSI)
or Social Security Disability Income (SSDI) depending
on their work histories. Those who have CDC-defined
AIDS receive expedited processing of their SSI
applications, reducing the time between filing and
the first payment. Personswith AIDS may also qualify
for Medicare, although the two-year waiting period
that is currently mandated makes this program of
little use since most persons with diagnosed AIDS do
not live beyondtwo years. Low income individuals may
qualify for Aid to Families with Dependent Children
(AFDC) or Home Relief, depending on their financial
and family status. In addition, many low-income
persons or those who are indigent once their medical
bills are taken into account qualify for Medicaid with
expedited processing.

Public agencies provide a range of social services
for those who need them. Many persons with HIV
illness have complicated medical and social needs and
have difficulty accessing entitlements and social
services for which they are eligible. Even when they
are eligible, there can be long waiting periods before
benefits begin. To address these problems, New York
City's Human Resources Administration (HRA)
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created the Case Management Unit (CMU). It helps
eligible individuals obtain expedited entitlements,
home care, housing and long-term care as well as
supportive counseling.

Important social services are also provided by
HRA's Special Services for Children. This office
administers the foster care program as well as services
that are critical to keeping families together.
Counseling, homemaking, and legal services are.
among the services provided to families in which
parents and/or children have HIV illness. _

Vital legal services are provided by both New York
City's and New York State's commissions on human
rights to those affected by HIV-related discrimination
in employment, housing or in the provision of
services.

In the early 1980's, self-help groups sprang up in
areas with the highest HIV infection rates to provide
the social and emotional services that were needed.
The groups existed mainly through donations and
volunteer effort and laid the foundation for the
community-based service organizations (CBO's) that
now provide a range of HIV-related services. CBO's
are particularly adept at reaching out into the
communities they serve and being in touch with local
needs. Their services, size and expertise vary, but they
provide such programs as: a telephone hotline, buddy
services, referrals to health care institutions and other
social service agencies, case management, AIDS
education, legal services and nutritional counseling.
Some CBO's also provide food and cooked meals to
the HIV-infected.

The services offered by CBO's need to be expanded
to all HIV positive persons. The epidemic is taking a
great toll on people's emotions and private lives.
Therefore, there need to be local neighborhood
programs where the HIV-symptomatic, the asymp-
tomatic and the worried well can receive sympathetic
support and counseling.

Since more and more persons with HIV disease are
being cared for in community settings, there is a
growing need for additional food programs and
transportation services. These programs require
significant funding and coordination with other
services. However, they are vital links in the chain of
services that need to be available in order to provide a
comprehensive ambulatory-based service model.

Constraints

a.Social service providers suffer from inadequate
funding levels. This problem is exacerbated for
CBO's whose funding is often uncertain and
sporadic. Strained financial situations render many
CBO's unable to make long range plans.

b.Many social service providers lack formal linkage
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. agreements with health care providers, drug treat-
ment programs or other social service providers.
c. The availability and funding for transportation
" services is limited for those non-institutionalized
persons with HIV illness who need to access health-
related services.

Recommendations

1. Governmental and private funding agencies should
provide support to existing CBO's to expand
and/or develop HIV-related social services.

2.In areas which have high rates of HIV infection,but
no appropriate organizations to provide HIV-
related social services, new community agencies
should be established to meet this need.

3.In addition to funding, community-based organi-
zations should be provided with other types of
assistance to encourage expansion of services to
those with HIV illness. For example, established
CBO's that already provide a wide range of services
could provide workshops that encourage other
CBO's to begin or expand programs. Because
existing CBO's are already experiencing funding
problems, such projects would require new funds
dedicated to this purpose.

4.Funding agencies should negotiate multi-year
contracts with established CBO's.

5.Food programs such as "meals-on-wheels" should be
expanded for those with HIV illness who are home
bound. :

6.To enable home-bound persons with HIV disease to
receive ambulatory care, transportation services
should be expanded. Funding sources and
reimbursement mechanisms for this service should
be developed.

7.Formal linkages should be developed between
community-based social service agencies, health
care providers and drug treatment programs.

Case Management

Few diseases cause so much turmoil in a person's
life as does HIV disease. The health and psycho-social
needs are so complex and the effects of HIV illness
are so debilitating that many persons are unable to
cope with the bureaucratic realities of seeking social
assistance and medical care. Experience has shown
that special case management services are needed to
help individuals obtain the entitlements for which
they are eligible and to help them access the services
they need. However, case management has become
one of the most problematic issues in organizing HIV-
related services because there is little agreement
about what it should entail and how it should be
organized. It also requires a high degree of
cooperation between institutions.

In the decentralized service model that the work
group advocates, case management is the coordi-
nating mechanism or "glue" that will link the various
service components. Ideally, it will enable those in
need to receive a broad range of services via an
interconnected referral network.

The case manager's responsibility is to determine
the need for medical and psychosocial services,
arrange for these services to be provided and
determine how they should be paid for. The case
manager also promotes efficient use of resources and
cost containment by arranging for appropriate levels
of care, preventing crises from occurring and
reducing duplication of services.

The stage of illness determines what specific case
management services a person requires. In the early
stages of HIV disease, before major symptoms appear,
the needs of patients are predominantly driven by
social and emotional concerns such as how to deal
with the disease, how to change risky behavior, where
to get emotional support and how to tell loved ones.
Issues that case managers might become involved with
during this period are: housing and financial
concerns, discrimination and to some extent the
provision of medical care. During the symptomatic
and end stages of the disease process, case
management is mainly concerned with coordinating
medical care and arranging for needed social services
and financing these services. Although the need for
psychological support services may still exist, it is
overshadowed by medical concerns.

In most areas of the country a single organization is
designated to perform the case management
function. For example, in New Jersey case manage-
ment is performed mainly by home care agencies.
Nowhere in the country does there seem to be the
number of case management services that there are
in New York City. Here, some form of case manage-
ment is being provided by: Designated AIDS Centers,
the Case Management Unit of the Human Resource
Administration, home care providers, substance abuse
treatment programs, commercial insurance
companies, community-based organizations (such as
Gay Men's Health Crisis) and primary care providers
(such as the Community Health Project).

One of the largest providers of case management in
New York City is the HRA's AIDS Case Management
Unit (CMU). Most referrals come from hospital social
workers and discharge planners who want to ensure
that when Medicaid-eligible AIDS patients leave the
hospital they will receive appropriate care at home or
in the community. Human Resources Administration
is also developing a Family Unit that will coordinate
services for the entire family of an individual with
HIV illness, addressing foster care, risk reduction, day



care, and other issues that families face, in addition to

the services the CMU provides to all its clients.

Given the current organization of case manage-
ment in the City and the large number of persons
with HIV illness, the work group believe that, for the
most part, it is not possible for one case manager to
handle all the needs of an individual. Rather, it is
better to have several case managers at different ser-
vice agencies connected to the same case. Together

- they can coordinate the services needed and provide
their special expertise when appropriate. Most
medical and social needs are so varied that few case
managers can effectively assist an HIV-infected patient
on an inpatient and ambulatory basis over an
extended period of time.

This proposed multi-agency case management
approach should have:
® An established systemn within and between agencies

to assure that people receive the services they need.
® An agreement between agencies about methods of

communication, documentation of services ren-
dered and authority to make decisions about the
allocation of resources.

® The ability to appoint a lead case manager in cases
where several agencies are involved.

® A formal process to evaluate, on a regular basis, the
need for services and services rendered.

® A method to document gaps in services, for use in
planning and advocating for expansion of services.

® Trained staff who are identified as "case managers"

(nurses, social workers, counselors or others).

@ Flexibility in designing coordinated networks
between agencies to reflect the changing needs of
infected individuals. Such a system will improve
access to services and provide quality and continuity
of care.

Constraints

a. Case management services are rarely offered until a
patient is diagnosed with CDC-defined AIDS.

b.Case management services are usually not available
to persons with HIV disease who seek care at non-
AIDS Centers.

c.Community health centers that provide case
management are not reimbursed for these services.

d.Effective case management is hampered by an
inadequate range of services to which persons with
HIV disease can be referred.

e.Communication channels between case managers

and other service providers are not always well-
established.

Recommendations
1.Based on need and the degree of illness, case

management services should be provided as early as
possible.
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2.Case managers and service providers should
continue to improve their communication linkages.

3.Reimbursement regulations should be restructured
to encourage the provision of case

Counseling and Testing

HIV-antibody counseling and testing services are
important components in the spectrum of HIV-
related services that need to be available to the
citizens of New York City.

There is considerable public debate and contro-
versy concerning when to recommend or require
HIV-antibody testing. The work group believes that
testing should only be performed after the person to
be tested has given explicit informed consent
inwriting as required by state law, except in the case of
organ or body fluid donations. Access to appropriate
health care should not be contingent on HIV testing
or knowledge of a person's HIV sero-status. However,
persons who engage in high risk behavior and those
who perceive themselves at risk should be encouraged
to have their HIV status evaluated. In addition, as
prophylactic treatment of HIV infection becomes
more available, it is likely that there will be an
increased demand for HIV-testing in order to receive
early intervention services. )

The work group wishes to underscore the need for
strict confidentiality of HIV-test results and the need
for the continued availability of anonymous testing in
conformity with the AIDS confidentiality statute
enacted by the New York State Legislature in the
summer of 1988.

All testing should be preceded by extensive pre-test
counseling and be followed by counseling at the time
the test results are given. The post-test counseling
should be tailored to suit the person receiving the
counseling. For example, the information given to an
IV drug user regarding the prevention of the spread
of the disease would be different from the
information given to a gay male.Further, all
counselors should be appropriately trained and
receive adequate supervision and support to prevent
staff burnout and to ensure that the counseling
provided is of high quality. :

HIV testing and counseling services cannot be
provided in a vacuum. For most persons, HIV
counseling and testing calises great emotional turmoil
and frequently individuals need not only follow-up
medical services but further counseling and other
support services. Counselors must therefore be linked
into a referral network in order to offer a variety of
medical, mental health and social services. Thus,
counseling and testing programs greatly increase the
demand for medical and support services.
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Constraints

a.There is an inadequate number of trained
counselors. As a result, some counseling and testing
programs are understaffed and inadequately
supervised.

b.There are insufficient funds for HIV counseling
and testing services.

Recommendations

1.Additional health counselors need to be trained in
HIV counseling and testing procedures. Additional
training programs need to be developed for
physicians to provide counseling and testing
services.

2.Funding for counseling and testing services should
be expanded by Federal, state and local
governments.

3.Post-test counseling should also include what a
person's legal rights are, how to deal with HIV-
related stigma and discrimination and where legal
recourse can be sought.

Clinical Trials _

Since the beginning of the HIV epidemic in the
early 1980's, clinical trials have been performed to
determine what drugs or combination of drugs might
be effective against the AIDS virus and its many
associated infections. To date, only a few drugs have
proven to be efficacious and have received prelimi-
nary or final FDA approval. Studies are also in
progress to determine if drug interventions during
the asymptomatic stages of HIVinfection might delay
or prevent the onset of symptoms. However, most
drugs that show promise are still in the experimental
tria] stages and their efficacy has not yet been fully
determined.

Usually drug trials take place in academic medical
centers and research institutions. They have not been
readily available to large segments of the HIV-infected
population since many receive care in community-
based settings or community hospitals. Moreover,
some- clinical drug trials have specifically excluded
certain population groups, such as women (due to
potential for fetal harm), children, substance abusers
and prisoners. It is important that experimental drugs
be tested on all segments of the HIV population since,
for example, substance abusers and children might
react differently to a drug or a combination of drugs.

The Community Reasearch Initiative (CRI) in New
York City was formed to address this problem. It has
developed its own institutional review board and
protocols for community-based physicians to test and
dispense experimental drugs in community settings.
Most of these physicians do not categorically exclude
certain population groups. For this reason, many
formerly excluded HIV-infected individuals are now
enrolled in experimental drug trials.

To expeditiously’and adequately test the efficacy of
a large number of drugs, clinical trials must be vastly
expanded both in scale and scope. Only by including
significant numbers from all segments of the HIV-
infected population can meaningful findings be

. produced. It is therefore necessary that many private

practitioners become involved in assessing new drug
therapies for HIV-related symptoms.

Constraints

a.Access to legitimate experimental drugs is limited
to approved clinical trials which are most often
conducted by medical research institutions.
Consequently, many HIV-infected persons do not
have access to the potential benefits these drugs
might provide.

b.Certain segments of the HIV-infected population
such as women, children and prisoners have been
categorically excluded from many clinical trials.

c.Many community-based physicians treating HIV-
infected persons are not sufficiently informed about
experimental drug protocols and experimental

" drugs.

Recommendations

1.The model established by CRI for testing drugs in
community-based settings should be expanded and
supported by pharmaceutical companies and the
Federal government.

2.Pharmaceutical companies and the Federal govern-
ment should develop training to access health-
related services.

3.The research community should conduct outreach
efforts to widen the avilability of experimental drug
treatments among minority populations.

4.Clinical trials should be made more readily
available to women, children, prisoners, minorities
and substance abusers.




Service Needs of Special Populations

HIV-related services should be incorporated into
the general provision of medical and psychosocial
services. However, there are certain population
groups for whom special services should be provided.

Adolescents

~ Once HIV infection is introduced into the sexually
active teenage population it is likely to spread quickly.
Currently only one percent of the total reported AIDS
cases in New York City are among adolescents 13-19
years of age. However, given theeight-to-ten-year
average estimated latency from infection to disease,
many of the people diagnosed with AIDS in their 20's
(accounting for 21 percent of cases) were actually
infected during adolescence.

The profile of the epidemic in adolescents differs
from adults. Heterosexual spread accounts for 52 per-
cent of female adolescent cases compared to only 22
percent of adult female cases in New York City. The
prevalence of HIV-infection in adolescents is un-
known. However, rates among Job Corps applicants
and military recruits point to a higher female to male
ratio than among adults and confirm the presence of
the virus among adolescents under 21 years of age.
Even from the crude measure of reported AIDS cases,
there is evidence that 1)HIV has entered the adoles
cent population; 2) heterosexual spread is more
common among teenage females than adults; and 3)
given continued high rates of other sexually
transmitted diseases (STD's) in adolescents, the num-
ber of asymptomatic but HIV-infected youths is likely
to increase silently but quickly in the years to come.

Contrary to the public's perception, most "street
kids" in New York City are not runaways, but throw-a-
ways. According to Covenant House, 3/4 of the young
people housed in their facilities here in the City are
from the New York metropolitan area and most have
been pushed out of their homes by their hatural or
foster care families. Thus, nobody wants them. To
survive, many resort to pushing drugs or prostituting
themselves. Either way they are at high risk of
becoming HIV-infected and passing the infection on
to others.

Issues of consent for testing, partner notification
and confidentality are yet to be clarified for minors
even where guidelines have been developed for
adults.

Adolescents pose special problems for health care
and social service providers. If their families may not
or cannot be contacted, there is no way to pay for
their medical care since most do not have access to
their parent's insurance and have no money of their
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own. With a few exceptions, adolescents below the age
of 18 are not eligible for Medicaid and even when
they are, it is extremely difficult for them to produce
the documentation needed.

Unique biological, psychological and social features
distinguish adolescents from young children and
adults. Therefore, special HIV-related treatment
programs for adolescents need to be created.

Constraints

Work group members have identified the following
constraints to providing HIV-infected adolescents with
the services they need:

a.Health care facilities are usually organized to
provide care for young children and adults.
Adolescents are not well accommodated in either
setting. The few existing adolescent health services
do not have staff to accommodate new or additional
HIV-related services.

b.Homeless adolescents and adolescents who want
"confidential" medical care do not have access to
public or private health insurance. Even when they
are able to obtain medical care, they may be unable
to afford pharmaceuticals and other medical
necessities prescribed for them.

c. Alienated youth are difficult to coax into treatment
programs given the difficulties they have in paying
for services and their fears regarding confiden-
tiality.

d.A few providers in the City are waiving their fees for
treating adolescents. This cannot be expected to
continue as the number of infected and sick youths
increases.

e. There is a shortage of housing options for homeless
youths and HIV positive adolescents.

f. Existing drug treatment facilities (such as
methadone maintenance programs) usually
exclude minors under 18 years of age.

Recommendations
To address these constraints, the work group
recommends:
1.New York State and New York City should establish
special funding for purposes of providing medical
care and psychosocial support services to HIV-
positive youth. The programs should provide HIV
risk reduction and education programs as well as a
full range of coordinated medical and social
services. Funding should also cover prescription
drugs and medical supplies (e.g., crutches and eye
glasses) for those without any financial means.
2.Outreach must be expanded to bring adolescents at
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high risk into caring and supportive youth
programs.

3.In order to provide appropriate medical and
psychosocial care in communities with a large
number of youths at risk, storefront clinics should
be established. Transportation should be made
available to link teenagers with hospital-based
health programs.

4.Increased financial support is needed for existing
adolescent health programs so they can expand
evaluation, treatment and follow-up of high risk and
HIV positive adolescents.

5.The Board of Education should explore innovative
ways to provide primary health care services to its
student population.

6.Specific funds are needed to enable health care
organizations serving adolescents to form links with
other groups serving youths, such as the Board of
Education, social service agencies and community
groups.

7.New York State and New York City should work with
community-based providers to develop group
homes for multi-problem, homeless youth (under
18 years of age). Residences and shelters for
homeless older youth (18 to 21 years of age) also
need to be developed.

Gay/Bisexual and Lesbian Community

Sexually transmitted diseases among gay white
males in New York City has decreased significantly.
However, the decrease in the gay black and Hispanic
communities has been much smaller. In the gay
community, special education efforts that have been
included as part of the community-based service
delivery system, have been extremely successful in
changing high-risk behavior. However, they may not
have had the same impact on gay/bisexual men of
color, and gay and lesbian adolescents as they have
had on gay white men.

For gay/bisexual men of color, there is a need to
incorporate educational outreach into the provisionof
primary care services so that high risk behavior can
be reduced. In New York City, many gay/bisexual men
of color live within their own ethnic communities and
do not have access to appropriate HIV/AIDS
education and information.

There have been few efforts to address the special
needs of HIV-infected gay and lesbian adolescents,
especially those who are alienated from their families.
They have limited access to health care and
psychosocial support services and no access to
housing. Gay and lesbian adolescents who remain
with their families often feel alienated, isolated and
secretive. Within school settings and community
organizations, gay/lesbian sexuality is often a taboo

topic. This often lowers self-esteem and contributes
to high risk behavior.

Some lesbians currently use or have a prior history
of drug and alcohol abuse and some are bisexual.
Both factors put lesbians at risk for AIDS. HIV/AIDS
educational efforts for lesbians are almost non-
existent except in gay-identified community-based
service organizations. There are also lesbians of color
who remain invisible in their ethnic communities and
who are unaware of their risk for AIDS.

An additional health-related issue for the gay and
lesbian community, besides AIDS, is alcoholism and
chemical dependency. It is well known that these are
co-factors for transmitting HIV and speed up the
progression of HIV disease. Few, if any alcoholism and
drug treatment programs address the special needs

Constraints

a.Some service providers are not sufficiently sensitive
to gay issues and do not understand the special
needs of their gay and lesbian clients.

b.Some men who have sex with men do not think of
themselves as gay and therefore do not believe they
are at risk for HIV infection. :

c.Some members of the gay and lesbian community
are economically impoverished which adds to the
problem of accessibility to all types of services.

Recommendations

1.Health care and social service programs should be
developed for the gay/bisexual and lesbian
community and should include special AIDS
education programs for hard-to-reach gays/
bisexuals and lesbians, particularly those of color.

2.Service providers should be educated about the
special needs of the gay/bisexual and lesbian
community.

3.Service providers should be sensitive to and accept
the varied family structures of gays, bisexuals and
lesbians.

4.Educational efforts in schools should be responsive
to the needs of gay and lesbian adolescents.

5.Alcoholism and substance abuse treatment
programs that are sensitive to gay and lesbian issues
should be developed.

6.Access to health care and psychosocial services for
gay and lesbian adolescents should be greatly
improved.

7.Residences should be developed to meet the special
needs of homeless gay and lesbian youth.

Minorities

In New York City the AIDS epidemic has hit the
minority populations particularly hard. Approxi-
mately 24 percent of the city's population is black, but



32 percent of reported AIDS cases have been among
blacks; 19 percent of the City's population is Hispanic
but 26 percent of reported AIDS cases have been
among Hispanics. In addition,90 percent of children
and 85 percent of the women with AIDS in the City
are either black or Hispanic.

New York City AIDS surveillance data and sero-
logical studies in STD clinics suggest that AIDS and
HIV infection among racial and ethnic minorities is
still rising, whereas among the white population the,
infection rate has stabilized, particularly among white,
gay men. In the future, HIV illness is going to be
increasingly linked to substance abuse which is most
relevant among poor and minority populations.
These are the same disadvantaged groups that
historically have had little or no access, both finan-
cially and geographically, to health education and
primary care services. Thus, they lack the necessary
services and resources to slow the spread of the dis-
ease. This indicates an urgent need to establish effec-
tive prevention programs coupled with accessible
primary care services in poor and minority
communities.

Constraints

a Many minorities live in communities that are
designated Health Manpower Shortage Areas and
therefore have poor access to health care service.

b.Many health and social services programs have not
reached large segments of poor and minority
populations they are supposed to serve.

c. Because of poverty, many minorities at high risk of
HIV infection cannot afford to pay for, or have
difficulty accessing, health education and primary
care services even when they are available.

d.In proportion to their numbers in the population, a
disproportionately low number of minorities are
trained in the health care professions.

e.The curricula of health care training programs do
not sufficiently address the cultural and ethnic
differences that affect medical and health
perceptions and practices.

Recommendations _

1.High quality health education programs and
primary care services should be established in
neighborhoods that are Health Manpower Shortage
Areas and that have a high incidence of HIV
infection.

2.In those communities that have a high incidence of
HIV infection, the public and private sectors should
support out-reach programs to engage those who
are at high risk in health education careers in
health care fields by offering assistance to
financially disadvantaged students.
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3. Whenever possible, staff for these programs and
services should have ties to the communities they
serve.

4. The State and Federal governments should
aggressively encourage minorities to choose careers in
health care fields by offering assistance to financially
disadvantaged students.

5. The curricula of health care training
programs should cover cultural and ethnic differ--
ences in health care practices.

6. Health care programs and services for
minority populations should be sensitive to cultural
and ethnic differences.

Persons with Chronic Mental Disorders

and/or Developmental Difficulties

Often overlooked in the HIV epidemic are those
who have chronic mental disorders and/or are
developmentally impaired. Many of these individuals
reside in institutions, supervised small group homes
or community residences. Some may live with their
families. Some are intensely supervised while others
receive minimal supervision. Many lead active and
productive lives and are also sexually active. Most of
them do not have the same access to AIDS infor-
mation as the general population. Since they often
have impaired judgement and are vulnerable to
abuse, they should be taught how to safeguard
themselves from becoming HIV-infected.

Constraints

a.Persons with chronic mental disorders and/or
developmental disabilities must rely on others to
provide them with the AIDS education and
information they need.

b.Staff working at group homes and residences are
not always sufficiently aware of the sexual behavior
and drug use of the residents to be able to identify
those who might be at risk of becoming HIV-
infected.

Recommendations

1. All staff and residents of residential facilities for the
mentally ill or retarded should receive appropriate
AIDS education. :

2.When individuals in group homes are found to be
HIV positive, policies should be in place to ensure
that their rights are not violated, confidentiality is
enforced and that they are protected from
discrimination.

3.HIV-infected persons who have chronic mental
disorders and/or who are developmentally disabled
should have the same access to HIV-related
programs and services as other HIV-infected
persons.
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. Prisoners

The Department of Correction (DOC) has
. experienced rapid growth in the number of inmates
affected by the AIDS epidemic. Given the extent of
intravenousdrug use among inmates prior to
incarceration, the Department of Health estimates
that 20 to 25 per-cent of the more than 110,000
individuals admitted to DOC's custody each year are
HIV positive. With this level of infection in the
population, DOC projects that approximately 25,000
HIV positive individuals will pass through its system in
1988. In addition, a considerable proportion of the
remaining inmate population will have engaged in
other high risk behavior.

The turnover in DOC's prisons is rapid. Half of the
inmates stay less than two weeks and the average
length of stay is 44 days. During this short period,
DOC attempts to provide the inmates with AIDS
services. All newly admitted inmates receive AIDS
prevention and education information and upon
release they are provided with AIDS kits which consist
of drug treatment information, AIDS information
brochures, a card with an AIDS hotline number and
condoms.

Health care services in DOC facilities are either
provided by the New York City Department of Health
or by acute care municipal hospitals. Inmates showing
symptoms of HIV-related conditions are treated in
prison clinics, general infirmary beds, in an AIDS
infirmary unit and on prison wardsin HHC facilities at
Kings County, Bellevue, ElImhurst and Goldwater
Hospitals. AZT treatment isalso available to inmates.

In response to the rapidly rising number of HIV-
infected prisoners that are exhibiting symptoms of
HIV infection, DOC and the Department of Health
are expanding their HIV-related services in ambula-
tory, acute and long-term care. However, due to the
rapid turnover rate, many HIV-infected inmates are
not receiving the medical attention they need and
there are often difficulties in transferring inmates to
acute care facilities outside of the prisons. In addition,
the linkages between medical services and the services
that inmates will require in the community upon
release are not well developed. The result is that for
many inmates with HIV-related illnesses, the care
provided is inadequate.

Constraints

a.Due to the rapid inmate turnover rate and the rise
in the number of HIV-infected inmates, the full
spectrum of service needs of the HIV-infected
inmates have not been met.

b.The lack of suitable housing for homeless inmates
who are terminally ill with AIDS often prevents
inmates from being released early (compassionate
release).

c.The prison system is not sufficiently linked to
community-based support and treatment programs
thus making it difficult for many inmates to receive
the services they need when released.

d.Fear of and prejudice against HIV-infected
prisoners may impact the provision of medical and
human services.

Recommendations

1.Criminal justice and prison staff should receive
ongoing training to sensitize them to issues related
to HIV infection and to enable them to detect signs
of opportunistic infections.

2.DOC, together with the New York City Department
of Health, should continue to expand HIV-related
medical and social services.

8.For those inmates with known HIV illnesses, DOC
should provide referrals to community-based
service agencies early enough so that the inmates
can obtain the medical and social services they need
immediately upon release.

4.AIDS education programs for all staff and inmates
should be continued and expanded.

Substance Abusers

Curbing substance abuse and particularly
intravenous drug use (IVDU) must become a top
priority for our city and nation if the spread of the
HIV epidemic is going to be slowed and stopped.

The New York State Division of Substance Abuse
Services estimates that in New York City there are
approximately 200,000 IVDU's of which 75 percent
are men and 57-60 percent are HIV positive.
Intravenous drug use is also the primary mode of
transmission of HIV into the heterosexual population.
Since April 1988, there have been morenewly
diagnosed AIDS cases among IVDU's than there have
been among gay/bisexuals. This trend is expected to
continue. Further, it is known that drug use of all
kinds leads to high risk sexual behavior that may
spread the infection further into the heterosexual
population.

In the City of New York there are only about 35,000
drug treatment slots for all types of substance abuse, a
pitifully small number compared to the number
needed. In some areas substance abusers have to wait
months to enter a treatment program. There is also a
severe shortage of drug detoxification beds and few
outpatient detoxification services.

According to the National Association of State
Alcohol and Drug Abuse Directors, the yearly costs of
substance abuse treatment range from $2,300 per

person for drug-free outpatient services to $3,000 for

methadone maintenance treatment. Long-term
residential treatment programs which are designed to
keep patients for 18 months can cost as much as




$17,000 per year. These programs are cost-effective
compared to the human and financial costs of
allowing the AIDS virus to continue to spread.

Substance abusers usually have a multitude of
interrelated problems such as unemployment, poverty
and lack of decent housing. A recent study conducted
in five New York City hospitals of 174 IVDU's newly
diagnosed with AIDS (Drucker, 1988) shows that:

o IVDU's with AIDS have, on the average, one child
under 18 years of age (most under 10 years);

® female IVDU's with AIDS usually have two or more
children under 18 years of age, half of whom are in
their custody;

® 40 percent of IVDU's at the time of their diagnosis
with AIDS are homeless, precariously housed or
living in shelters; and ’

® 80 percent of IVDU's at the time of initial diagnosis
with AIDS were not enrolled in any drug treatment
program.

This limited study points out not only the enormous
number of services needed by substance abusers with
AIDS but also the needs of their extended families
who require family support and child care
services,housing, financial assistance and possibly
substance abuse treatment services.

It is known that HIV infection among substance
abusers causes a general deterioration in their overall
health status even before the onset of AIDS, leading
to increased incidence of tuberculosis, pneumonia,
endocarditis and other opportunistic infections. To
address these problems, as well as the general health
needs of their clients, substance abuse programs
should be integrated with or arrange easy access to
medical and mental health services. A greater
emphasis needs to be placed on addressing all of the
problems of these persons, including their social and
medical needs. Affected family members should be
included in these services.

Constraints

a. Many communities have lobbied strenuously against
opening drug treatment programs in their
neighborhoods. As a result, no new methadone
maintenance treatment programs have opened in
the City in the last 15 years.

b.Substance abuse and alcoholism services have
historically and administratively been separated
from the provision of medical and mental health
services making it more difficult to combine the
services at one site.

c. Reimbursement rates for substance abuse services
do not allow for the inclusion of other services such
as medical and mental health care.

d.Most health care curricula and training programs
do not adequately cover the treatment and care of
substance abusers.
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Recommendations

1. The State must greatly expand drug treatment
programs of all kinds throughout the boroughs of
New York City. A sufficient number of treatment
slots should be developed to enable the immediate
enrollment of every substance abuser who seeks
treatment (treatment on demand), regardless of
HIV status.

2. Health professionals as well as public and private
organizations should take an active role in
educating the public on how these programs limit
the spread of HIV infection and reduce the crime
rate in communities.

3. There should be a vigourous outreach program to
encourage all IVDU's to enter treatment.

4. Substance abuse programs should be encouraged to
develop linkages with medical and mental health
programs and work with these providers.

5. Reimbursement levels should be adjusted to enable
substance abuse treatment programs to provide
primary care services.

6. The State and City governments should develop
innovative programs to reduce the transmission of
the AIDS virus among substance abusers.

7.All substance abuse treatment programs should
integrate HIV risk reduction and education into
their reatment protocols.

8. The State Board of Education should require that
alcohol and substance abuse treatment be
emphasized in the curricula of all health care
training programs.

9.Hospitals and other traditional health care
providers must beome much more involved with the
identification and treatment of substance abuse.
They should link up with and provide support to
local substance abuse programs as well as develop
their own drug treatment programs.

10.Programs should be developed to reach the large
number of substance abusers in the prison system
and link them directly into treatment programs
upon release from prison. This will ensure
continuity of treatment for substance abusers and
early treatment of HIV disease for those who are
HIV-infected.

Women and Children

The New York State Department of Health
estimates that 1.3 percent of women of childbearing
age in New York City are HIV positive and in some
pockets of the City the prevalence is much higher. As
of August, 1988, 12 percent of all reported AIDS
casesin the City have been among women, 85 percent
of whom are black or Hispanic.

The natural history of HIV infection in women is
poorly understood due to the fact that women were
infected later than men and only recently have there
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been large numbers of women with AIDS to study.
There is some evidence to suggest that the infection
in women might take a somewhat different and more
virulent course than in men. For example,women and
particularly black female IV drug users have
significantly shorter survival times than males.

One of the tragedies of HIV infection among
women is that the infection can be easily passed on to
their unborn children. Studies conducted by the New
York State Department of Health suggest that about
30-40 percent of the children born to HIV-infected
women will be truly infected. To date, New York City
has reported 349 cases of pediatric AIDS, one third of
all cases in the nation. It is estimated that there are

1,000 HIV positive children under 18 years of age in

the City—80 percent of whom are linked to IV drug
use.

According to a recent study, the majority of female
IVDU's with newly diagnosed AIDS have two or more
children under the age of 18 and more than half of
these children are in their mothers' custody (Drucker,
1988). Those children not in their mothers' custody
are most often in the custody of family members. The
social, emotional and financial strains of AIDS on the
mothers, the children and their extended families are
enormous.To assist these mothers to maintain the
family structure and a semblance of normal family
life, considerable support and intervention are
needed from the medical, mental health and social
services systems.

Based on findings in this study, over the next few
years a minimum 60,000-70,000 children in New York
City will lose at least one parent to AIDS. Of these,
maybe 10,000 will lose both parents to the disease.
The implications of these figures are staggering.
Systems and services must be put in place to assist and
encourage extended family members and willing care
givers to provide a home for the surviving children.
One step in this direction is the Family Case
Management Program recently developed by HRA's
AIDS Division. This program is designed to help
families stay together throughout the illness and after
the loss of one or both parents.

To help place children with HIV illness in foster
homes, HRA has contracted with two community
agencies to actively recruit foster parents for these
children. In recognition of the extra care required,
foster parents receive for each HIV-ill child over
$1,100 in enriched reimbursement, socialsupport
services, any equipment needed for the child and
Medicaid coverage for the child. This effort by Special
Services for Children has significantly reduced the
number of boarder babies in hospitals.

Constraints
a.The lack of sufficient drug treatment slots limits

women's access to drug treatment. In addition,
many women are reluctant to enter into drug
treatment programs because they are afraid they
will lose their children to foster care.

b.Substance abuse programs do not adequately
address women's issues such as family planning and
pregnancy diagnosis.

c.Efforts to slow the spread of HIV infection to
unborn children are hampered by inadequate
prenatal care for women. Many women do not
discover that they are HIV-positive until childbirth.

d.Long-term care and respite services for children
are severely limited.

e.There are tremendous difficulties recruiting foster
parents, particularly for children who are HIV
infected.

f. There is community resistance to group homes for
HIV-infected children.

Recommendations

To address the special needs of women and
children,the work group has the following recom-
mendations: ’

1.In those communities with high incidence of
maternal and infant HIV infection, special primary
care services should be developed where the
infected family can be treated as a unit by a multi-
disciplinary team.

2.Drug treatment programs should be sensitive to the.
special needs of women and provide easy access to
family planning, pregnancy diagnosis and pre- and
post-natal care. State regulatory agencies should
work out agreements to ensure adequate funding
for these services.

3. Particular attention should be given to the provision
of bereavement services and the psychological
impact of AIDS on children. Mental health services
should be routinely offered to women and children
affected by HIV infection. Where appropriate, the
extended family should also receive these services.

4.Homemaker services should be made available to
support the family unit and not only be available to
the sick parent or child.

5.Long-term care and respite care services for
children should be developed in neighborhoods
with high need.

6. Regulations should be changed to make it easier for
extended family members to assume the custody of
abandoned or orphaned children of parents with
HIV disease.

7.The City should continue to provide financial
incentives to attract more foster care parents. The
aim should be to place every-abandoned or
orphaned HIV-infected child who cannot be placed
with relatives in a foster home. Foster parents
should be assured of access to a multi-disciplinary
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health care team, respite care, day care, home 9.While waiting for foster home placement, HIV-

health care and homemaker services, when they are infected children should be cared for in family-

required. oriented group homes. Group homes should be
8.To encourage natural families to care for their HIV- monitored to ensure they continue to seek

infected children and keep the natural family permanent placements for these children.

intact, parents should be provided with cash 10.Residential drug treatment programs should be

assistance so that they can purchase additional developed that allow women to be with their

items specifically related to their care (e.g., washing children. ‘
machine, medical supplies). In addition, natural 11.Transportation services should be provided for
families should have access to the same support children with HIV disease to enable them to receive

systems as foster parents. necessary services and treatments.
L



Financial Considerations

As of October 1988, there are about 7,300 persons
alive in New York City with AIDS. This number does
not include an estimated 70,000 individuals with HIV-
related illnesses. The economic implication of the
epidemic for the City are enormous. Most individuals
with HIV-related illness are in age groups that have
traditionally had low rates of health care utilization.
Thus, most HIV-related costs are additional rather
than reallocations of total health care costs.

Many of the financing problems faced by persons
with HIV disease are shared by persons with other
chronic illnesses. Thus, it is difficult to discuss issues
of equitable financing for persons with HIV illness
without addressing the needs of other patient groups.
Nevertheless, the work group limited its scope of
inquiry to those services that will directly affect HIV-
infected individuals.

Estimates of the lifetime cost of caring for an indi-
vidual with AIDS have varied widely from $27,500 to
$150,000. As treatment modalities have improved and
availability of ambulatory and home care services
have expanded, recent cost estimates have moder-
ated. Empire Blue Cross Blue Shield estimates their
lifetime costs to be $55,000-$65,000. This includes sur-
gery, home care, hospice care, physicians' fees, drugs
and medical equipment. In comparison, the average
cost of caring for persons with end-stage renal disease
hasbeen estimated at $158,000 and the cost of a heart
transplant is approximately $83,000, according to the
Presidential Commission on the HIV Epidemic.

What impact the introduction of drug therapies
such as AZT, which costs about $8,000 per year for the
drug alone, will have on total costs remains to be
seen. There is insufficient experience to determine
whether the cost of AZT and other drug interventions
will be offset by a reduced need for medical services
or whether the drugs only postponethe need for
extensive medical care.

The cost of HIV-related services are shared by a mix
of private insurers, Medicaid and other state, local
and private payors. Increasingly, the financial burden
of providing care for persons with HIV illness is
falling on public and voluntary hospitals, state and
local assistance programs, andMedicaid. Medicaid is
the largest payor, as is reflected in the payor mix for
HIV-related inpatient admissions in New York State
from 1983 t01987:

Medicaid 47.1%
Blue Cross 26.5%
Self-Pay 9.1%
Commercial 7.1%
Medicare 2.5%
No Charge 1.7%
Other 6.0%
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The reimbursement rates provided by both private
and public third-party payors are based on the
expected cost of providing a service. The State has
recognized the unusually high cost of caring for
people with HIV illness by increasing reimbursement
rates for HIV-related care and by adjusting nursing
home capital financing. However, the recent down-
weighting, by 27 percent, of the severity index weights
(SIW's) for HIV-related DRG's is a discouragement for
those hospitals that are not designated AIDS Centers.

When an individual has no health insurance or has
inadequate coverage, the amount that has not been
reimbursed by third party insurers must be paid out
of the individual's pocket or by the health care
provider. To address this problem, the New York State
Department of Health has established a bad debt and
charity pool to cover uncompensated care in
hospitals. However, the pool has not expanded in line
with the increasing number of underinsured and
uninsured, including HIV-infected persons.
Consequently, the result is mounting losses in the
acute care sector.

New York State is unusual in that it has a generous
Medicaid program which provides a wide range of
services including ambulatory and acute care, nursing
home care and home care. In addition, Blue Cross
and commercial insurers cover most acute care.
Open enrollment for Blue Cross hospital and basic
medical insurance has maintainedaccess to insurance
for those with financial resources to purchase policies.
However, as discussed below there are many
constraints to be overcome before all persons with
HIV illness receive insurance coverage for the full
range of services that they need.

Constraints

a.The range of services needed by HIV-infected
individuals is not fully covered by private health
insurers. Coverage for the ambulatory services
needed in the early stages of illness (e.g.,
monitoring of physical status, drug treatment and
psychosocial services) as well as well as the
supportive services needed in the later stages (e.g.,
home care, respite and day care) is particularly
limited.

b.Most Blue Cross and commercial insurance
policieslimit the amount of covered services (e.g., a
maximum of 200 home care visits or 30 inpatient
psychiatric days). Also, only minimal sub-acute and
long-term care services are included in these
policies.

c.Uninsured individuals whose income or assets
exceed financial limits must pauperize themselves




before they become eligible for Medicaid benefits.
d.Medicare, which provides comprehensive hospital
services and moderately broad ambulatory services,
plays a very small role in the financing of HIV-
related care. While Medicare is not a means-tested
program, its 2¢-month waiting period for benefits is
a significant barrier for most individuals.
e.Individuals who receive health coverage through
their jobs may lose their insurance once they
become too ill to work. Despite workers' eligibility
for an 18-month extension of insurance upon
losing their job (COBRA), many cannot afford to
pay the premiums. Individuals with CDC-defined
AIDS who are able to pay the premiums still face a
six-month gap between the end of their insurance
coverage and becoming eligible for Medicare.

f. There is insufficient data on the potential cost-
savings that can be gained from providing patients
with alternatives to acute care hospital care.

g- There are few operating or capital funding-streams
for supportive housing for persons with HIV illness.

Recommendations

1. Considerable additional financial resources will be
needed to expand the health and social services
systems to cover the full spectrum of care for HIV
illness. The Federal government should take a
leading role in developing a comprehensive plan
forfinancing these services.

2.The Federal government should provide targeted
assistance in the form of block grants to those areas
hardest hit by the HIV epidemic.

3.Federal funds should be made available to pay
thehealth insurance premiums for those HIV-
infected persons who are unable to continue to
work and who cannot afford to pay the health
insurance premiums under COBRA.

4. The Social Security Administration should increase
SSI payments to more accurately reflect living
expenses.

5.The Federal Government should reduce the 24-
month waiting period for Medicare eligibility.

6.The Health Care Finance Administration (HCFA)
should increase the Federal Medicaid matching rate
for states that provide higher reimbursement rates
to promote such services as long-term care,
comprehensive home care, outpatient services and
case management for those with HIV illness. HCFA
should fund studies that evaluate the cost-
cffectiveness of these services.

7.The New York State Department of Health should
increase the size of its bad debt and charity pool to
cover the mounting losses of uncompensated care.

8.The Department of Housing and Urban Develop-
ment, New York State and City agencies and private
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organizations should work together to develop
financial incentives for supportive housing
programs for HIV-infected persos.:.

9.Innovative methods of combining public and
private funds for insurance should be developed.
One model the work group considered has the
following elements:

Create a reinsurance pool that would be financed
by a combination of funds from insurance:
companies and public sources. When an individual
is diagnosed as being HIV positive, his or her
insurance carrier would deposit into the pool a
payment equal to the expected lifetime cost that
would have been paid by the policy for a person
with AIDS. Private insurance companies would need
to obtain the approval of experience-rated and self-
insured accounts before making such a contribu-
tion to an AIDS funding-pool on behalf of an
eligible employee. In order to make the contribu-
tion, the confidentiality of the employee would have
to be protected.

After the one-time payment is made, the person
would be covered by the new public/private policy.
Any costs above the prepaid amount would be
covered by public funds. Patients lacking insurance
coverage would be eligible for the public/private
plan, but no private payment would be made.
Persons who are eligible for Medicaid would
continue to be covered by Medicaid.

Such an approach would provide stability for the
insurance industry while ensuring that the private
sector shares an appropriate proportion of the cost
of the epidemic. It would also provide compre-
hensive coverage soon after diagnosis for indi-
viduals who have no insurance or inadequate
insurance.

10. Another possible method of public/private
funding would be to extend private coverage for
individuals who have lost their jobs to the point at
which they would become eligible for Medicare.

11. Private health insurers should encourage the use
of cost effective alternatives to hospital care. They
can do this by expanding the amount of alternative
care services they reimburse and by providing
enough reimbursement to encourage providers to
establish these services. '
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In grappling with a new disease, especially one that
quickly assumes epidemic proportions, terminology
and definitions become vital for clinical management
of patients, data gathering and research, and
decisions about coverage and reimbursement. In 1982
CDC developed a definition of AIDS for surveillance
purposes that relied on the presence of opportunistic
infections and malignancies; in August 1987 the
definition was revised to incorporate two other
syndromes indicative of AIDS: dementia and wasting
syndrome. Yet fairly early in the epidemic, it became
apparent that many infected

individuals who suffered from clinical symptoms
and laboratory abnormalities signalling the presence
of HIV infection did not meet the CDC criteria for the
disease. For example, persistent generalized lympha-
denopathy (PGL) was thought to be associated with
an increased risk of developing AIDS, especially when
combined with oral candidiasis and certain laboratory
abnormalities. Even so, these patients did not fit what
had become the standard definition of the disease
although some of them seemed to develop AIDS at a
rapid pace. They were described as having AIDS-
related complex (ARC), and the ARC clinical
syndrome was eventually incorporated in a CDC
definition (although it was never used as a basis for
case reporting). Clinicians noted, however, that even
this definition failed to include some patients who
appeared to be at high risk for progressing to AIDS.
\A third, more broadly defined syndrome was termed
the AIDS-related condition.

Today, with a better understanding of the natural
history of HIV infection and with more precise
laboratory assessments of disease progression, the
committee believes that the term ARC is no longer
useful, either from a clinical or a public health
perspective, and the HIV infection itself should be
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considered a disease. It is more accurate to describe,
HIV infection as a continuum of condition, ranging
from the acute, transient, mononucleosis-like
syndrome associated with seroconversion, to
asymptomatic HIV infection, to sy'mptomatic HIV
infection, and finally, to AIDS, a spectrum that
encompasses a great variety of clinical sympto-
matology. The terms ARC and PGL do not have the
precise prognostic implications they were once
thought to have. For instance, it is now known that
the presence of persistent, generalized lymphaden-
opathy in and of itself does not imply a worse
prognosis than HIV seropositivity. For clinical
(treatment or research) purposes, a patient can be
more accurately described by a combination of a
description of symptoms and laboratory evidence of
immune dysfunction rather than by terms such as
ARC or PGL.

Experience with cohorts of infected individuals
indicates that a majority of HIV-infected individuals
shows some evidence of progressive immuno-
deficiency and is likely to develop AIDS in the
absence of effective therapy. AIDS, a dramatic and
devastating syndrome, caught the attention of
physicians and public health officials earlier than the
milder manifestation of HIV infection, but it is now
clear that AIDS is end-stage of HIV infection. Like
many other progressive disease processes, both
infectious and noninfectious, HIV has an asympto-
matic period that varies in length.

Viewing HIV infection as a disease is important
because it may eventually be amenable to treatment.
The drug zidovudine (i.e., AZT) has been shown to
prolong the life of AIDS patients; it and other drugs
are currently being tested to determine whether they
also halt or slow disease progression in infected
asymptomatic individuals. If an effective therapy is



found, HIV infection will need to be treated early,
just as diseases such as gonorrhea are often
diagnosed and treated in asymptomatic infected
patients. Even though no treatment is available,
diagnosing HIV infection is still important now so
that opportunistic infections and malignancies can
be recognized as early as possible. Many treatments
for these complications are more effective and less
toxic when initiated early.

Considering HIV infection a disease is important
to other aspects of the AIDS crisis. From a public
health perspective, the population of most interest is
the group infected with the virus because these
persons are capable of infecting others. In addition.
medical care coverage should be based on symptoms
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coverage should be based on symptoms associated
with HIV infection rather than on arbitrary
definition oi when "disease” begins. A terminology
that reflects the progression of the disease from the
initial, acute stage of infection to asymptomatic HIV
infection and finally to symptomatic HIV infection
and AIDS would be useful for clinical treatment and
for society's management of the disease. CDC has
developed a classification system...that might form the
basis for such a terminology.

Source: Institute of Medicine: National Academy of
Sciences, Confronting AIDS, Update 1988, National
Academy Press, Washington, D.C. 1988, pp 36-38.
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Executive Summary

HE Needs Assessment Work Group of the
New York City AIDS Task Force was estab-
lished to determine the resources needed to
care for HIV-infected individuals in New
York City through the year 1993. Our 30 appointed
members, and at least that many more individuals
~ who contributed to the work as consultants and sub-
group members, represented a broad array of public
and private health and human service providers,
insurers, clinicians and advocacy organizations.

The needs assessment that follows is built on the
foundation laid by the preceding Work Groups of the
Task Force, which have issued reports on Data,
Models of Care, Health Care Personnel and
Prevention and Education. This work is in turn being
used by the Cost Assessment Work Group to estimate
the cost of providing these services.

We organized the Work Group into four Subgroups
to project future resource needs. The Resource
Inventory Subgroup compiled information on
current resources and their utilization as a base for
estimating future needs. To inform the Work Group’s
projections, the Population Subgroup evaluated the
differential effects of HIV-infection on current service
utilization among different parts of the City's
population, and evaluated future population trends.
The Scenarios Subgroup investigated possible
changes in behavior, treatment interventions, and
service delivery that could significantly alter the
course of the epidemic or the currently observed
patterns of service utilization. The Needs Model
Subgroup reviewed existing data sources and service
projection models, developed the methodologies to
estimate resource need, and conducted the analytic
work of forecasting future service requirements. The
Work Group as a whole evaluated the products of
each Subgroup as they were developed and directed
their integration into the projections presented in
this report.

The Work Group sought to establish an integrated
approach that linked the need for acute care and
long term care beds, housing, home care and other
related long term care services, in keeping with the
principles set forth by the Models of Care report
adopted by the Task Force. Ambulatory care could
not be estimated as part of this integrated model both
because of the way ambulatory services are provided
and because of the scarcity of data on ambulatory
care utilization. This resulted in a decision to make an
estimate of need only for physician visits using
estimates of the total number of HIV-infected
individuals as the population base.
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The Work Group undertook first to establish a
“base case” forecast for each service category; that is,
resource projections that assume increasing
prevalence of HIV-illness and consequently, increasing
need, but no significant change in current patterns of
service use, organization, and financing of care. The.
Work Group then used the findings of the Population
and Scenarios Subgroups to adjust the base case
projections or to indicate the likely direction of
change.

Because of the limitations of both the existing data,
and the time available to complete its work, the Work
Group could not fully realize all of its objectives and
we had to concentrate on a limited array of high-
impact services, and base the needs projections more
on “expressed demand” than on a more pure
measure of “need.” However, we were able to develop
detailed resource projections for five critical resources
—acute care beds, long term care beds, housing,
home care services and physician visits—that we are
confident are the most accurate and comprehensive
produced to date and indicate the tremendous
magnitude of need for all types of services. However,
there is much work that remains to be done: with the
exception of the acute care bed projections, which
include pediatric bed need, projections have not been
done for pediatric resource and service needs. In
addition, much more work remains to be done on
projecting the needs for mental health, substance
abuse and testing and counseling services, among
others.

For acute care, the Work Group projects that the
base case need for beds will increase from 2,420 in
late 1989 to 4,990 beds by late 1993. (The most recent
Greater New York Hospital Association survey
counted an average daily census of 1,740 during the
first week of January 1989.) These projections include
beds needed to care for all persons hospitalized for
HIV-related illnesses, not just those hospitalized with
CDCAdefined AIDS. These are the highest estimates of
bed need produced to date by a group comprised of
public and private sector experts, and reflect in large
part the Work Group’s conclusions about past
undercounting of hospitalizations occasioned by HIV-
illness. Even when these estimates are adjusted to
reflect future availability of the long term care,
housing and home care resources called for in this
report, a total of approximately 4,020 beds will still be
needed in 1993. :

For housing and long term care, the Work Group
projects that in 1989, 4,450 HIV-ill individuals will
require these resources. This will increase to 9,180
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individuals by late 1993. Using estimates for length of
stay the Work Group concludes that by late 1989,
there will be a need for 1,280 housing units, 290 beds
" in health related facilities (HRFs) and 310 beds in
skilled nursing facilities (SNFs). By late 1993, the
needed units will increase to 2,640, 590 and 630
respectively.

For home care, the Work Group estimated the days of
enrollment in a home care program needed by HIV-ill
individuals at intermediate and high levels of service
need. Using these estimates, we have projected the
number of periodic nurse visits, the number of
continuous hours of LPN and RN service and the
number of hours of paraprofessional service. We
project that in 1989 the average daily enrollment in
home care programs to meet the need for services
will be approximately 1,700 individuals. By 1998, this
will increase to 3,400. .

For physician visits on an ambulatory basis, which
include visits to outpatient clinics and physician
private offices, we estimate the need for 934,480 visits
in late 1989. This base case estimate includes not only
HIV-ill persons, but the asymptomatic HIV-infected as
well. This need will increase to over 1,000,000 visits by
late 1993.

Table I which follows summarizes the system-wide
requirements for resources from 1989-1993. In 1989
and 1990, the number of acute care beds shown is the
base case estimate, while the bed need shown from
1991 through 1998 has been adjusted based on an
assumption that the required housing, long term care
and home care services will be available.

We believe that these base case estimates are sound,

and that if anything may be too low. Critical social and
demographic trends including poverty, homelessness
and substance abuse are converging, and have the
greatest effect on those groups also at greatest risk for
HIV-infection. This will only serve to increase the
pressure on resources. Desirable changes in service
delivery and medical practice, including prophylaxis,
treatment, prevention and education will also
increase resource demands, particularly for
ambulatory care and social services.

The Work Group recognizes that existing resources
fall far short of even the base case projections of
need. In fact, these extraordinary levels of need occur
in the face of dramatic overcrowding of existing
health care facilities and a critical shortage of service
personnel. All of this is taking place in an
environment of deteriorating financial conditions,
that has led to cutbacks in some services when
expansion is most needed. All of these problems must
be addressed if projected needs are to be met.

Finally, the Work Group urges immediate and
continuing attention to three issues: (1) the
development, consistent definition and dissemination
of data on HIV-related service needs and utilization;
(2) the continued assessment of service requirements
not only in the areas we addressed but for many
others, particularly social services, non-physician
ambulatory care, substance abuse, mental health, and
services for special target populations (e.g., women,
adolescents, children, the developmentally disabled
and the chronically mentally ill); and (3) the
evaluation of the extent to which certain settings of
care might be substituted for others.




Report of the Needs Assessment Work Group

The Context of Need

The AIDS epidemic in New York City will continue
to demand an increasingly broad number and range
of services over the next five years and, in all
likelihood, for the balance of this century. The Data
Work Group'’s report and subsequent updates of
- incidence and prevalence by the New York City
Department of Health establish the basic dimensions
from which service needs have been estimated.

It is projected that at least 25,750 cases of Centers
for Disease Control (CDC-defined) AIDS will have
been diagnosed and over 18,450 deaths will have been
reported in New York City by the end of 1989. By
1998, this will grow to at least 64,000 reported cases
and 50,000 deaths.

By the end of 1989, 7,300 people will be living with
CDC-defined AIDS. Approximately 13,700 people will
be living with AIDS by the end of 1993.

The number of symptomatic HIV-infected people
has been estimated by the Data Work Group of the
New York City AIDS Task Force to be between 30,000
and 60,000 in each of the next five years. Moreover, as
the epidemic progresses, the number of
symptomatically ill HIV-infected persons without
CDC-defined AIDS is expected to increase in
proportion to the number of AIDS cases.

The New York City Department of Health estimates
that the number of HIV-infected persons in New York
City increases annually at an average rate of about
2%.

Projections of CDC-defined AIDS cases based on
statistical models have proven to be remarkably
accurate in the near term (2-3 years); however, it is
acknowledged that there is underreporting of AIDS
cases, and undercounting of AIDS especially among
intravenous drug users with HIV-related illnesses that
do not meet the CDC definition for AIDS. Therefore,
AIDS case projections are more likely to be too low
than too high. '

As suggested by the above, estimates of future need
may be too low because of the limitations of the
prevalence projections.

Figure 1 illustrates the relationship of three stages
of HIV-infection used in this report. It is important to
note that the adjusted prevalence estimates, which are
developed to reflect the population of individuals
who are seriously ill due to their HIV infection, will
not always be calculated using the same adjustment
factor. For example, in the acute bed model that was
developed by the Needs Assessment Work Group,
prevalence estimates were used that had been
adjusted by 40% to reflect the citywide distribution of
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individuals with CDC-defined AIDS and HIV illness in
New York City acute care hospitals. However, the ratio
of CDC-defined AIDS to serious HIV illness will likely
vary from one hospital setting to another and would
require a different adjustment factor for use with
prevalence

Better data are needed with respect to all aspects of
HIV-disease in order to develop better projection
methods. The determination of the level of need for
future health and social services for HIV-infected
persons must be evaluated in the context of changing
demographic and social circumstances in the City as a
whole. While the rate of new infection is decreasing
among men who have sex with men, and this group is
decreasing as a proportion of total new cases, the gay
community has been and will continue to be ravaged
by the epidemic. Furthermore, the City’s population
is growing, and that growth is concentrated among
Blacks and Hispanics, who are already dispropor-
tionately affected by the AIDS epidemic. Finally, the
demand for and configuration of services will be
affected by the extent to which poverty, drug abuse
and homelessness continue to grow.

Current Resources and Utilization

As a foundation for its efforts, the Needs
Assessment Work Group began by assembling the
available data on existing resources and the patterns
of utilization related to HIV-infection. The complete
services inventory—which presents a picture of the
range of existing clinical, social, mental health, and
counseling and testing services—is outlined in detail
in Appendix 2.

Although the acute care hospital setting and some
private physician offices have to date been the
principal locus of treatment for HIV-related illness in
New York City, it is evident that a wide range of health
and social services are also being provided in many
other settings and under a variety of auspices
throughout the City. It has proved difficult to describe
and quantify these services, but what we know about
the services that currently exist, and how they are
used, is an important component of a plan to meet
future need.

The resource inventory is a compilation of the
services provided to individuals with HIV-infection
and HIV-illness, but it is by no means a complete
picture. Hospital utilization data may undercount
actual use, long term care data are incomplete, and
ambulatory care utilization data are very limited. In
addition, there are tremendous gaps in available
information on a significant range and scope of
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services provided by private physicians and voluntary
and community-based organizations.

The following summarizes the major services
currently provided to persons with HIV-infection or
illness in New York City for which projections of need
were developed by this Work Group.

Acute Care

In 1987, according to the most recent New York
Statewide Planning and Resource Cooperative System
(SPARCS) data, there were 17,289 discharges for HIV-
related illnesses in New York City. These discharges
accounted for 343,951 patient days. The average
length of stay was 19.9 days.

The Greater New York Hospital Association

(GNYHA), in conjunction with the New York City

Health and Hospitals Corporation (HHC) and the
Veterans Administration Medical Centers (VAMC) of
New York City, conducts a survey of the average daily
census of AIDS and suspected AIDS patients on a
quarterly basis. The most recent survey was completed
during the week of January 8, 1989. The average daily
census measured during that survey period was 1,740.
Sixty-two percent of the census was in voluntary
hospitals, 34% in HHC hospitals, and 4% in VAMC
facilities. Comparison of these figures with results of
earlier surveys indicate that there has been an overall
increase of almost 56% in the number of persons
hospitalized for AIDS and suspected AIDS since the
initial survey of March 1987.

Institutional Long Term Care

Until very recently, Coler Memorial Hospital and
Goldwater Memorial Hospital, both HHC facilities on
Roosevelt Island, have been the only long term care
facilities in New York City providing services to
persons with AIDS. Coler and Goldwater together
currently provide 84 beds for the care of AIDS
patients. In addition, the Terence Cardinal Cooke
Center has recently opened 44 SNF beds for persons
with AIDS, bringing the citywide total to 128
designated AIDS long term care beds.

Housing

The New York City Human Resources Admini-
stration (HRA) has developed or provides support for
a number of programs to keep persons with AIDS
from losing their apartments and to provide housing
to those who are homeless. Chief among these
programs are Rent Support (which as of September
1988 was being provided to 1,178 people), Bailey
House (a 44 bed residence for homeless persons with
AIDS), “scattersite” apartments (16 were available as
of September 1988) and units in SROs and YMCAs
(approximately 315 as of September 1988)

Home Health Care

Home health care services for AIDS patients have
been provided by several agencies with the greatest
volume provided by the Visiting Nurse Service (VNS)
of New York City. In calendar year 1987, VNS
provided direct services to 283 non-Medicaid cases
and from January 1988 to September 1988 they have
provided care to 264 non- Medicaid cases. Through
HRA'’s AIDS Home Care Program, the VNS, from
December 1985 through October 1988, provided
services to 1,843 Medicaid cases. The VNS current
case load as of October 1988 was 377 Medicaid cases.

Ambulatory Care

Data on the types and volume of ambulatory care
services and utilization are very limited. Other than
data on physician visits from Empire Blue Cross and
Blue Shield (EBCBS), there is no other organized,
comprehensive data source for ambulatory care that
measures how much and what kind of ambulatory
care is provided, by whom and in what ambulatory
setting. To supplement the data from EBCBS, efforts
were made to identify patterns of ambulatory care
utilization based upon interviews with clinicians.

Models for Projecting Future Resource Needs
At the outset, the Needs Assessment Work Group
adopted several objectives for its resource projections:

® To develop integrated, dynamic models to project
resource needs, i.e., to develop approaches that
reflect “real world” patterns of utilization and the
interaction, and potential substitutability, among
different types and forms of care;

@ To use the principles established in the Task Force’s
“Models of Care” report to determine what services
should be provided to meet particular kinds of
need;

@ To address the needs of all HIV-infected persons,
not just those with CDC-defined AIDS;

o To project need for a full range of health and social
services;

o To determine “incremental need,” that is, projected
need less existing capacity; and

o To identify, and if possible quantify, the impact of
possible changes in the course of the epidemic, in
risk behavior, and in service interventions on the
base case projections.

@ The data, ime and resources available to the Work
Group did not permit us to realize these objectives
fully. We did, however, use them as a guide as much
as possible, noting when we fell short, and we
believe the resulting models and projections
represent a significant advance over previous




attempts at resource needs projection. Specifically,
the Work Group did:

@ Develop a model that uses the projected discharges
from acute care hospitals to develop projections for
housing, long term care and home care resources;
and develop a model for estimating ambulatory
physician visits for all HIV-infected individuals.

@ Apply the Models of Care principles and address
the broadest spectrum of HIV-infected or HIV-ill
populations permitted by the data available;

® Project detailed year-by-year needs for five high-
impact services: acute care, housing, long term
care, home care and physician services;

@ Develop a base case that assumed increasing
prevalence of HIV-illness and consequently
increasing need, but no significant change in
patterns of service use, organization and financing
of care;

@ Adjust the base case projections for acute care beds
to reflect the effect of the availability of needed
housing and long term care, and identify other
factors that could change the “base case.”

For the reasons cited earlier, the Work Group
report does not specify estimates of “incremental”
need and does not include detailed projections for a
number of very important services, such as substance
abuse treatment, HIV testing and counseling, mental
health, foster care and social services, and ambulatory
care services other than physician visits. These areas
remain in need of attention. The Work Group’s
methodologies and projections are summarized in the
following sections of this report. (Details of the
methods are contained in Appendix 4.)

Acute Care

The current lack of alternatives to hospitalization
for the provision of services to people with AIDS is
not consistent with the model of care that is
recommended for providing care to chronically ill
individuals. However, the acute care hospital has been
and will remain an essential element in a
comprehensive service delivery system. Therefore,
projection of the level of need for acute care
resources is critical, and is a key element in the
development of needs projections for housing,
homecare and institutional long term care.

In order to estimate the number of acute care beds
that will be needed from 1989 through 1993 to treat
HIV-ill individuals in New York City, the Needs
. Assessment Work Group decided first to calculate
future bed need using the base case model. This
method estimates future need based on the
assumption that while prevalence of HIV-illness will
increase, patterns of service use and the essential
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organization of the delivery system will remain the
same.

Developing the base case model for projecting bed
need required positing the relationship over time
between the number of people with AIDS and serious
HIV-illness and the use of hospital resources. The
Work Group assessed both statistical and
epidemiological approaches previously used to
establish this relationship, and selected a statistical
approach.

The model developed by the Work Group to
estimate future bed need makes three fundamental
assumptions: (1) the number of discharges for HIV-
related illness is related to the prevalence of AIDS and
HIV-illness; (2) the increase in the number of
discharges for HIV-related illnesses over time is a
linear function of the number of persons alive with
AIDS and HIV-illness (prevalence) over the same
period of time; and (3) that the past, generally linear,
relationship between discharges and prevalence will
continue into the future.

The model uses a linear regression method in
which HIV-related hospital discharges during a two-
year period, 1986 through 1987, are regressed against
estimates of the prevalence of AIDS and HIV-illness
during the same period. The resulting regression
equation is then used with estimates of future
prevalence to calculate the expected number of
discharges per year.

In choosing the prevalence base to use for the bed
projections, the conclusions of the Data Work Group
were used as a guide. The Data Work Group Report
reviewed estimates of incidence and prevalence and
determined that the AIDS case projections developed
by the New York City Department of Health were
reasonable based on the accuracy of the projections
to date. For planning purposes, it is necessary to
account for any underestimate of prevalence that may
result from underreporting of AIDS cases and
undercounting of HIV-related illness. To address this
issue, the New York City Department of Health
prepared a set of adjusted prevalence projections, in
which the base prevalence has been increased by
40%, for use in service projections. This adjustment is
based on a two-year study of persons hospitalized with
suspected AIDS, which concluded that the prevalence
of HIV-illness not embraced by the CDC case
definition is in the range of 30 to 40 percent.

The model uses discharges as a measure of the use
of hospital resources. The primary source of
discharge data is New York Statewide Planning and
Resource Cooperative System (SPARCS) discharge
database. HIV-related discharges from New York City
acute care hospitals were selected from all 1986 and
1987 discharges recorded in SPARCS. However, it is
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widely acknowledged that the SPARCS database
undercounts actual discharges, and that while the
undercount occurs for discharges in all diagnostic
categories it is particularly problematic for HIV-
related discharges. This is attributable to the limited
number of diagnostic fields in the discharge abstract,
the non-specific coding of HIV-related diagnoses
during most of 1986, and desire on the part of
providers in some instances to maintain
confidentiality for the patient.

To correct for the undercount in SPARCS,
adjustments to the SPARCS data were made
independently and from different data sources for
HHC and non-HHC hospitals. HHC SPARCS
discharges were adjusted using information from an
internal HHC discharge database. SPARCS discharge
data for non-HHC hospitals were adjusted based on
information contained in the quarterly AIDS survey
" conducted by the GNYHA and HHC. The final set of
discharge data that was used to calculate the
regression equation for estimating future acute bed
need was, therefore, adjusted for undercounting in
both HHC and non-HHC hospitals by 37% overall.

The output of the regression is the expected
number of discharges for each year from 1989
through 1993. To determine the number of beds
needed to accommodate this level of demand, the
model uses a length of stay (LOS) of 19.9 days and
assumes an average inpatient occupancy rate of 90%.
presents the estimated number of discharges, days,
and beds needed each year from 1989 through 1993
to serve the projected average daily census (ADC) of
hospitalized HIV-ill individuals.

As the base case, these projections assume that
recent hospital utilization patterns will continue into
the future. Two interrelated factors—length of stay
and availability of post-hospital resources—are central
to hospital utilization patterns. Therefore, these
projections can be adjusted to account for the
potential future availability of alternative levels of
care, particularly housing, home care and
institutional long term care. The impact of such an
adjustment will be described after the discussion of
the need projections for these alternative care
services.

Housing and Long Term Care

The model to estimate housing and long term care
service needs uses information about hospitalized
adults with HIV-related illness to project both the
number of persons in need of such services and the
nature of the services they require. Given the very
limited information available on the housing and
long term care service needs of the HIV-ill
population, we had to construct a model which

assumes that these needs are “expressed” (or
“observed”) at the time of a hospitalization, and that
all HIV-ill adults in need of such services will, during a
given calendar year, enter an acute hospital and have
at least one stay of ten days or longer. While we
recognize that this does not reflect the way in which
service needs always occur in the real world, the
available evidence indicates that this assumption is
appropriate for modeling purposes, and is an
improvement on other means available to estimate
housing and LTC needs.

The information which describes the housing and
long term care needs of hospitalized adults with HIV-
illness is derived from the New York State (NYS) AIDS
Institute study of post-discharge needs (referred to as
the AIMS survey), which is the most detailed
information currently available. This survey was
conducted in mid-1988, at the request of the NYS
AIDS Institute and the NYS Department of Health, in
the twenty New York City hospitals with the largest
number of HIV-related discharges. Post-discharge
needs were described in the AIMS survey based on a
combination of observable patient characteristics
which included: the ability of the patient and/or the
support person to direct care; the functional status of
the patient; and the availability and adequacy at
discharge of the patient’s living arrangement. Based
on this combination of characteristics, placement
settings were recommended. _

The model developed by the Work Group assumes
that the results of the AIMS survey are representative
of the housing and long term care service needs of
adult HIV-infected individuals who have at least one
hospitalization of 10 days or more in a calendar year
(the group surveyed). This assumption, which is
central to the model, makes use of the best
information available (AIMS survey) on housing and
long term care service needs; allows us to link the
housing and long term care needs projections to the
discharges projected by the acute care model; and
builds upon the base case assumptions that service
delivery patterns will remain unchanged and that the
relationships between prevalence and discharges and
between discharges and the need for housing and
long term care services, will remain constant over the
life of the model.

However, it is very important to note the limitations
of this approach. First, the application of the above
assumption may result in service estimates that will
likely lag behind actual need, since demand is
expressed only at the time of hospitalization, while
need may develop before hospitalization. Second, and
related, it does not enable us to estimate the post-
hospital housing needs for people at the time of short
(less than 10 days) hospitalizations, although this is



presumably small since short stays suggest the absence
of housing needs that would complicate discharge,
and hence extend hospital stays. Third, it does not
allow us to estimate housing needs for hospitalized
children, or for the dependents of hospitalized adults.
For these reasons, the model yields an underestimate
of total HIV-related housing need.

To project the number of individuals who need
housing or long term care, the model uses discharges

_ projected by the acute care bed model that are
adjusted to make them comparable to the AIMS
survey population. (See Figure 2.)

Information from the AIMS survey was then used to
develop five levels of service need based on a
combination of (1) a patient’s or the support person’s
reported ability to direct care; and (2) the level of
support services required, as measured by the
patient’s functional status, i.e., the degree of
assistance needed in activities of daily living (ADLs)
and with instrumental activities of daily living
(IADLs). (See Figure 3.)

Following this, the Work Group identified two
categories of setting for providing post-acute care:
housing, which includes homes, apartments and
congregate housing facilities; and institutional long
term care facilities, which include Health Related
Facilities (HRFs) and Skilled Nursing Facilities
(SNFs). The information on patient characteristics
and on housing status was then used to construct a
matrix to distribute individuals in need of post-acute
care to settings for care. (See Figure 4.)

Clearly, in this model housing status is a critical
determinant of placement options. The data from the
AIMS survey suggest that 50% of the total population
whose post-discharge needs were assessed had a home
to which they could return at discharge.

Another 25% have been categorized by the Work
Group as “precariously housed.” They were admitted to
the hospital from their homes but, for a variety of
reasons—which include increasing clinical needs,
exhaustion of the support person, rejection of the
patient by the support person, eviction, failure to pay
rent, or abandonment of the building—their previous
living arrangement was not available at discharge
without some form of intervention, such as rent
support and/or other social or medical services.
Based on the Models of Care report we have focused
on the importance of services these people will need
to remain in their previous living arrangements.
Therefore our projections for housing need do not
include this group, although they are included in the
projection of need for home health care services
presented later in this section. This group of
precariously housed individuals will require other
services as well, such as rent support and other social
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services to enable them to maintain their housing.
While the amount of these services that is needed has
not been estimated, we have indicated the number of
people who could need these additional services. It is
critical to note that failure to provide the range of
services needed by this large population could double
the estimated needs for housing that we have
projected below.

The remaining 25% of the hospitalized adult HIV-ill
population have been identified by the AIMS survey
and by the Work Group as in need of housing. It is from
this group alone that housing projections have been
made. Figure 4 shows that housing projections are
made for those who need housing and who are self-
directing. Those individuals who are both in need of
housing and in need of an institutional long term
care placement (non-directing category) are not
counted in the estimates of housing need; their need
is used in the estimates of HRF and SNF beds alone.

To estimate the number of housing and long term
care units needed in each of the five years of the
forecast, an average length of stay (ALOS) in each
category—HRF, SNF, and housing—had to be
assigned. Each length of stay (LOS) estimate was
derived from assumptions about the average survival
of individuals at each level of service need, and on
available information on LOS in existing housing and
long term care settings.

The average length of stay in each category was
then adjusted to account for the fact that not all
individuals will enter housing and long term care
placements at the beginning of each year. The
adjustment results in the “average days of care per
person per year.” The average days of care are then
used with the estimate of the number of persons in
need of housing, HRF and SNF beds each year, and
with assumed occupancy levels to calculate the
number of housing units and long term care beds
needed. The calculation of housing and long term
care beds assumes an occupancy of 100%. Table III
contains the ALOS, average days of care per person
per year, and the number of individuals in need of
HRF beds, SNF beds and housing units. Table IV
summarizes the model and the projections for
housing units and long term care beds for each year
of the forecast

In making decisions about the appropriate setting
for providing post-acute care, the Work Group used
the principle recommended in the Models of Care
Report: to maintain people in the most appropriate
but least restrictive setting. For this reason, the Work
Group’s placement decisions have differed somewhat
from those made in the AIMS survey report, where
more individuals are placed in institutional settings.

While the Work Group has based its projections on
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the recommendations contained in the Models of
Care Report, we recognize that implementing them
(for example, favoring housing settings in
combination with homecare for self-directing
individuals with intermediate and high level service
needs) may not always be feasible. Certain individuals,
particularly those with “high” level service needs,
might choose to be placed in an HRF or in a SNF. For
those self-directing individuals who need housing
and who are identified in the AIMS survey as self-
directing by virtue of the availability of a support
person to direct care, logistical difficulties (e.g.,
finding housing near the support person, or having to
provide housing for both the HIV4ll individual and
the support person) may be so great as to make
placement in a home setting impractical.

Within the health and social service sectors, there is
as yet neither a regulatory framework nor an
adequate reimbursement mechanism to support the
development and operation of housing options. In
addition, even at the level of institutional long term
care for the HIV-ill, the regulatory framework and
reimbursement mechanisms are only now in the
process of being developed. Consequently, while the
demand for housing and long term care has already
exceeded available resources, the lag in the
development of a regulatory and reimbursement
framework continues to limit providers’ ability to
meet needs for all types and settings of post-acute care

Home Health Care Services

The home health care projections are, once again,
based on the Work Group’s analysis of the AIMS
survey data. In keeping with the recommendations
contained in the Models of Care report, and
consistent with the approach described in the
preceding section of this report, we assumed that all
self-directing individuals will return to their home or
be provided with housing at discharge. This
assumption may overstate the need for housing and
home health care, because: 1) certain self-directing
individuals may choose to be placed in an HRF or in
an SNF setting, and 2) in some cases, logistical
problems associated with housing placement could
make placement in a home setting impractical.

- All self-directing individuals who were classified as
having intermediate or high level service needs based
on information from the AIMS survey, are projected
to need home health care support.

People who have been categorized as self-directing
and requiring a low level of service support, as a
group are assumed to have no functional deficits as
measured by ADL and IADL scores. Therefore, this
group does not need in-home services for either
personal care or chore services. (e.g., shopping,

housekeeping or meal preparation.) However, it is
recognized that some people in this group may
require case management and intermittent nursing
visits for clinical assessment to coordinate the range
of services they will require. The housing and long
term care model allows one to produce an estimate of
the number of people who could require such case
management support. Furthermore, it is assumed that
the on-going clinical needs of this group will be met
in an ambulatory setting.

An intermediate level of home health support is
defined as the need for, at a minimum, periodic nurse
monitoring, for an average of one visit every two
weeks, and/or assistance with activities of daily living
(up to 60 hours of paraprofessional care per week).

A high level of home health care support is defined
as the need for 61 or more hours of paraprofessional
service per week, and periodic visiting nurse visits for
an average of one visit per week, and/or anywhere
from two to twenty-four hours of continuous RN or
LPN service per day. This group includes individuals
in need of high technology home care services.

The model developed by the Needs Assessment
Work Group projects the number of home health
care program enrollment days, and the number of
nursing visits and hours of paraprofessional service
per year. Each measure has a different use for the
purposes of planning to meet service need for home
care. A home health care program enrollment day is
as a day during which an individual is enrolled in a
home health care program. As is suggested by the
definitions outlined above, services need not be
provided on each home care day. The number of
home care enrollment days assumes the enrollment
period in a home care program at an intermediate
level of service will approximate the estimated HRF
LOS and that the home care period of enrollment for
persons needing a high level of service will be
consistent with the estimated LOS for HIV-ill
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