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I. BACKGROUND

A. Purpose of Project

In 1981, Acquired Immunodeficiency Syndrome (AIDS) was first identified in
adults, and a few years later it was identified in children. AIDS, and AIDS virus infection
(or HIV infection), as a fatal disease of epidemic proportions in children, is quickly
emerging as a major public health tragedy that places extreme demands on the already
overburdened health and social service system of this country. The issues surrounding
the care and treatment of children with AIDS, and their ramifications upon the health
and social service systems are not yet fully known or understood.

Surveillance data that CDC has gathered show that as of December 31, 1987
there were a total of 737 cases of AIDS in children (CDC Surveillance Report, 1987).
CDC estimates 3,000 cases of pediatric AIDS by 1991, and there are estimates that
10,000 - 20,000 infants and children will be infected with HIV by 1991 (Report of the
Surgeon General's workshop). The vast majority (73 percent) of children who acquired
AIDS come from families where one or both parents are intravenous (IV) drug abusers
(Report of the Surgeon General's workshop). Most of the reported cases in the U.S. (58
percent) have been in New York City, New York; Newark, New Jersey; and Miami,
Florida; three cities with large drug abusing populations (CDC Surveillance report,
December 28, 1987).

Legal, social and medical issues associated with the problem have attracted the
attention of the media, Congress and local and federal policy makers, all of whom are
grappling with the services needed by these children, the depth and quality of services
currently delivered, and the present and future financial burden and sources of funds.
Since the problem is relatively new, there are few studies and inadequate data to
support, test, or verify approaches or hypotheses aimed at alleviating the problem.

There have been reports of AIDS babies abandoned in hospitals and shortages
of foster care placements for these children. It is also generally believed that medical
and other costs of caring for these children are higher than for children with other
special conditions.

In light of these and other growing problems and the lack of sufficient information,
The Office of the Assistant Secretary for Planning and Evaluation (ASPE), Department
of Health and Human Services (DHHS), commissioned Macro Systems, Inc., to conduct
a brief, exploratory study to obtain an initial understanding of the prevailing issues. This
study will provide suggestions for further lines of inquiry into specific problems and
issues.

This study is timely in nature because issues concerned with pediatric AIDS are
constantly emerging and evolving. Much can be learned from the early experiences in



the three cities toward shaping future planning and effective responses for the nation.
DHHS is taking a cross-cutting perspective of issues because service delivery to these
children involves the linkage of several health and social service sectors of the overall
service system. This study will enable DHHS to identify the issues that need further
exploration in order to determine an efficacious and timely Federal response to this
critical public health issue.

B. Scope of the Project

The goals of the study are to: define the issues related to providing care to
children with AIDS; place parameters around the size and scope of the problem; and
attempt to clarify some of the perceptions and approaches relevant to the problem. This
project focuses on children with AIDS whose parents are, or have had sexual contact
with, 1V drug abusers. Their social service needs differ from the needs of the hemophilia
and other blood transfusion populations. The study's focus is more on child welfare
service problems, issues and needs than on medical treatment issues. However, the
medical care system is intricately involved in providing both medical and social services
to these children and, therefore, is included in this focus.

The specific objectives of the study are to:

1. Summarize what is known about the natural history of HIV infected children and the

types of non-medical services appropriate for them.

Define service and financing policy issues.

Describe how the three cities with the highest incidence of HIV infected children are

presently coping with the care of these children in terms of types of care and

financing, issues that result, including problems and successes, and what they

consider to be the prospects for the future.

4. Describe exemplary practices, i.e. specific activities and responses that appear to
work in each city.

wnN

The number of pediatric AIDS cases continues to increase; knowledge about the
medical aspects of the disease is still evolving; and responses to the problem are
continuously formulated, tested and redefined. During the course of this study, a
number of other studies and activities regarding children with AIDS were underway, or
had recently been completed. Several of these are listed in Appendix A.

Resources designated for the study were limited to the defined scope of the
project and thus precluded in-depth exploration of any one issue. The observations
presented in this report provide a snapshot of the rapidly moving and changing situation
of AIDS in children as it effects three cities, and hopefully provide a glimpse into the
future in terms of what to expect and how to formulate appropriate and effective
responses.



C. Methodology

The project methodology included four components: designing an analytic
framework, reviewing the literature, conducting telephone discussions with people
involved in AIDS policy issues, and conducting site visits to the three cities with the
highest prevalence of children with AIDS.

An analytic framework was created to outline a means of depicting information
obtained about issues, barriers and responses. It provided a direction and focus to the
project. A preliminary framework was designed at the onset of the study and then
revised after the literature review and telephone discussions to help direct the site visits
and shape the analysis. The revised analytic framework appears in Appendix B.

The literature review included abstracts of papers presented at the Third
International Conference On AIDS held in Washington, D.C., the report of the Surgeon
General's Workshop in Philadelphia, and published papers in medical, public health and
child welfare related journals. The literature review was not intended to be exhaustive,
but to provide an overview of the salient cross-cutting issues. During the course of the
project a number of new articles were published, and other unpublished reports were
also brought to our attention. Time did not permit a written review of all of these
materials; however, a bibliography of these resources is included in Appendix C, and
summaries of the articles reviewed are included in Appendix D.

The literature review provided the background information necessary to conduct
telephone discussions with key persons knowledgeable about the issues and policy
implications. Time and limited resources did not permit us to contact every individual or
organization with expertise or involvement in pediatric AIDS. we did attempt to contact a
variety of organizations to obtain a complete picture of the different perceptions of the
issues. Persons contacted had affiliations with national social service, AIDS service and
minority organizations, Federal agencies, and congressional offices. A total of 21
organizations were contacted (Appendix E). Issues discussed included trends in the
incidence and spread of the disease, degree of illness in children, level of care required,
financing issues/approaches to the care of these children, and policy implications.
Summaries of the telephone discussions appear in Appendix F. The site visit approach
was based on the literature review and prior telephone discussions.

Major issues and critical questions that were repeatedly mentioned in the
literature and/or during the telephone discussions included:

e What is the extent of the "boarder baby" situation; are all boarder babies also
AIDS babies?

« How many AIDS, ARC and HIV positive children are there?

e A child with AIDS usually has a parent with AIDS. What are the health and social
service needs of these families?

e These children and their families experience problems and barriers in obtaining
needed health and social services. What are the barriers/problems that are



unique to AIDS and what are the barriers/problems that already existed and are
exacerbated by AIDS?

The analytic framework was revised accordingly, site visits were scheduled and
discussion issues and questions were sent to the sites prior to the visit to familiarize
them with the topics to be discussed (Appendix G). Persons contacted and visited
included those involved in various aspects of the problem including child welfare
officials, foster parents, voluntary organizations and other community groups, hospital
personnel, public health officials, and State and local government officials. A list of
persons contacted at each site is included in Appendix H, and summaries of each site
visit are included in Appendix I.



II. DESCRIPTION OF THE PROBLEM

A. Natural History of AIDS

AIDS is caused by the Human Immunodeficiency Virus (HIV). Maternal
transmission of HIV most often occurs perinatally; however, there is some evidence that
it can also occur prenatally and postnatally (via breast milk) (Pyum, 1987). Infants can
test positive for passively transferred maternal HIV antibody for up to 15 months of age
without actually being infected (MMWR, April 24, 1987). It is estimated that as much as
65 percent of infants born to infected mothers have HIV infection (MMWR, December 6,
1985).

The CDC has implemented an AIDS case reporting definition for use in national
surveillance. To qualify as a case, there must be evidence of a damaged immune
system and the presence of an "officially recognized" cancer, opportunistic infection,
dementia or wasting. The pediatric AIDS case definition differs from adults. In children,
multiple or recurrent serious bacterial infections and lymphoid interstitial
pneumonia/pulmonary lymphoid hyperplasia are accepted indicators of AIDS. The
laboratory criteria for HIV infection in infants less than 15 months of age are more
stringent because of the potential that the detectable AIDS antibodies were passively
acquired.

Clinical experience shows that children with documented HIV infection can also
have symptoms of illness and yet not meet the strict CDC criteria for AIDS. On this
account, the literature often refers to all HIV infected children, including those with
AIDS, ARC and those who are HIV positive and symptomatic. Failure to thrive is a
major feature of children with HIV infection. Downstate Medical Center in Now York City
found that 80 percent of ARC/AIDS infants studied failed to thrive, and that 96 percent
had neurological deficits. HIV infected children can also have a variety of other
illnesses, including anemia, lymphoid interstitial pneumonitis, encephalopathy, recurrent
bacterial infection, hepatitis and renal disease, to name a few.

Early medical intervention for the HIV infected infant is important. This can
include nutritional support, treatment of infection and therapy with intravenous gamma
globulin. Hospitalization is often required, but increasingly care and treatment can be
provided on an outpatient basis. The mortality rate is high, especially if opportunistic
infection is acquired in the first year of life.

B. Magnitude
As of December, 1987, CDC reported a total of 737 AIDS cases in children up to

13 years old (Exhibit 1). HIV infection in children is predominantly among blacks (54
percent), including children of parents coming from Haiti, and Hispanics (24 percent). In



addition, HIV infection in children is also a problem closely linked to IV drug abuse.
Nationally, 77 percent of the officially reported pediatric AIDS cases had a parent with or
at risk for AIDS primarily through either IV drug abuse or sexual contact with an IV drug
abuser.

| EXHIBIT 1. Children 0-13 Years With AIDS |
Deaths

Transmission Category Total | Sex || Race
| Male ||Fema|e||White|| Black || Hisp. ||Other|

[# ][ % ][ # J[ol[ # %] # Jloa][ # ][]l # ][oel[ ][ %][ # ][]
1] 6 26 | 4

Hemophilia/ Coagulation 40| 5 ||37|/ 5] 3 27141 6 11
Disorder

[Parent with/at risk of AIDS |[566][ 77 |[285][39][281][38][ 68 || 9 |[352][48][142][19][4][ 1 ][338
Transfusion, Blood/ 97| 13| 57 40 || 552( 7| 253|203 65
Components

(Undetermined 45 |18 2] 16 2] 1z 1][16] 2] 7 ][ ][o] 0 18] 2|
| TOTALS [737][100][397][54|[340][46][158][21][399][54][175][24|[5 ]| 1 |[447][61]

SOURCE: CDC, AIDS Weekly Surveillance Report, December 28, 1987.
Cumulative since January 1, 1981.
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New York has the largest number of cases of children with AIDS (245 or 33
percent), New Jersey has 13 percent of the cases and Florida has 12 percent of the
cases (Exhibit 2). Cumulatively, these three States have 58 percent of all cases in the
United States. Just a year and a half ago these States bore a larger portion of the
problem (68 percent). Exhibit 3 shows how these three States are experiencing a
progressive decrease in the percentage of pediatric AIDS cases. This indicates that
other States in the U.S. are beginning to see an increased portion of pediatric AIDS
cases and will experience increasing demands upon their service systems over time.

The magnitude of the pediatric AIDS epidemic and its impact on the health and
social service systems cannot be limited to the children meeting the CDC AIDS case
definition. The three cities visited have found that the children needing services include
those who have AIDS and ARC, and those that are HIV positive.

The cumulative total of cases in New York, Florida and New Jersey that met the
CDC definition for pediatric AIDS was 429 in 1987. However, the total number of
children who have been followed by the hospitals visited in three cities in these States
has been 860, twice as many as the number of AIDS cases. This total does not include
HIV infected children followed by the other hospitals in these cities that were not visited,
other hospitals in the State, or those unknown to the system.



EXHIBIT 2. Cumulative Number of Children with AIDS by State
1981-1987

| State of Residence || Number || Percent* |
INew York | 245 | 33.2 |
INew Jersey I 98 | 13.3 |
|Florida | 86 | 11.7 |
|California | 55 | 7.5 |
|Puerto Rico || 30 || 4.1 |
[Texas | 30 | 4.1 |
|Maryland || 19 || 2.6 |
IMassachusetts | 18 | 2.4 |
|Connecticut || 17 || 2.3 |
|Pennsylvania || 15 || 2.0 |
|Georgia | 14 | 1.9 |
llllinois | 13 | 1.8 |
[Louisiana | 9 | 1.2 |
|Virginia || 9 || 1.2 |
[District of Columbia | 8 | 1.1 |
|Alabama | 7 | 0.9 |
|South Carolina || 5 || 0.7 |
|Missouri || 4 || 0.5 |
|North Carolina || 4 || 0.5 |
[ohio | 4 | 0.5 |
|Ok|ahoma || 4 || 0.5 |
|Washington || 4 || 0.5 |
[Other States | 39 | 5.3 |
| TOTAL | 737 | 100.0 |
SOURCE: CDC, AIDS Weekly Surveillance Report, 12-28-87

* Percentages may vary slightly due to rounding.

Professionals who have been working closely with the problem feel that the
magnitude is much larger than is currently known. For example, the New York City
AIDS Surveillance Unit has estimated that there have been approximately 500 ARC
cases and 2,000 HIV infected children. An HIV seropositivity research study
demonstrated that within one section of New York City two out of every 100 women
were HIV antibody seropositive. This finding was verified by a New York State
seropositivity study of all births n the state for a one month period--very high risk areas
were found to have approximately a 2.5 percent newborn seropositivity rate.

Other areas are experiencing similar disparities between the number of officially
reported pediatric AIDS cases and the number of children in need of clinical and social
services. For example, Washington, D.C. officially reported 14 cases of pediatric AIDS,
but has a cumulative total of 116 HIV infected, ARC and AIDS children. In Georgia, 16



pediatric AIDS cases have been reported, but there have been approximately 56 HIV
antibody positive, ARC and AIDS children. Since there is no consistent or widespread
testing of newborns and/or pregnant women, estimates of the disparity between
reported pediatric AIDS cases and the number of children managed in any given
municipality cannot be determined precisely.

EXHIBIT 3. Change in Percentage of Cases of Children with AIDS in the Three Highest
Morbidity States
(New York, Florida, New Jersey)

| Date || Percentage of Total Pediatric AIDS Cases |
June 1986 68.0% |
IDecember 1986 |64.4% |
June 1987 61.0% |
IDecember 1987 |158.2% |

SOURCE: CDC AIDS Weekly Surveillance Report, June 30, 1986, December 29, 1986, June
29, 1987 and December 28, 1987

Projections for future numbers of cases in children and adolescents usually use
the year 1991 as the target year. CDC estimates a cumulative total of 3,000 children
with AIDS by that date. The New York City Health Department predicts that there will be
10,000 cumulative cases of AIDS, ARC and HIV positive children, and James Oleske, at
Children's Hospital in Newark, New Jersey estimates 10,000 to 20,000 symptomatic HIV
infected infants and children by 1991 (Report of the Surgeon General's Workshop).
Although there are very few known cases of adolescents with ARC/AIDS at present, it
can be reasonably predicted that they will begin to play a significant role in the future.
Medical advances are extending the lives of children with AIDS, and children and young
adolescents experiment with sexual activity and with drug use. In addition, the history of
sexually transmitted disease control is that adolescents represent approximately 25
percent of those diseases, some of which are known precursors for subsequent HIV
infection.

C. Service Delivery Needs

Caring for an HIV infected child poses special challenges. There are the
demands of taking care of an ill child, including frequent visits to the hospital, special
infection control precautions, managing special health needs and recurrent medical
crises, and perhaps ultimately coping with the child's death. Because of the widespread
fear of AIDS, it is sometimes difficult to obtain needed services such as dental care, day
care, schooling, etc., and frequently there is ostracism by family and friends if the child's
HIV status is known.

Most HIV infected children are from minority (black, Haitian and Hispanic) and
impoverished families. It is not uncommon for the child to be the index case of AIDS in a
family with other infected members. Often, one or both parents are or have been IV



drug abusers and are themselves ill or dying with ARC or AIDS, and the child may have
a sibling with AIDS.

In addition to dealing with medical and social service needs, parents often must
cope with the emotional trauma of their own or each other's iliness or death, and the
guilt of having passed the HIV infection to their child. These families are also in need of
income support, housing assistance, transportation, in-home care and assistance in
obtaining these benefits. Historically, the minority and IV drug abusing populations have
had difficulty accessing the health and social service systems.

For children whose parents are too ill to care for them, whose parents have died,
or who have been abandoned by their parents, alternative guardianship arrangements
are required. These arrangements have included extended families (most often a
grandmother), foster families, and congregate care homes. If no alternatives are found,
the child becomes a hospital "boarder baby," or a child who resides in a medical facility
without medical justification.

The number of boarder babies nationwide and the percentage of boarder babies
who have AIDS are unknown. Of the sites visited, New York City has had the most
extensive problem. There were 42 boarder babies during one month in 1987, 35 of
whom were HIV infected. The other sites have had only two to three boarder babies at
one time. Many boarder babies' hospital stays are prolonged because of problems in
finding foster care homes or in processing the necessary paperwork to place them in
alternate care arrangements.

D. Financial Aspects

No published data were found on the total costs of providing care to children with
AIDS. There are a number of different estimates on the costs of care for AIDS in
general, or specifically for adults. Total lifetime costs were estimated at $4.85 billion in
1985 in 1985, $8.64 billion in 1986 and projected to increase to $66.5 billion by 1991
(Scitovsky, 1987). Estimates for hospital care only, from diagnosis to death, range from
$27,571 per case in San Francisco, California (Scitovsky, 1986) to $50,000 per case
(National Academy of Science, 1986) to $140,000 per case (Hardy, 1986).

An analysis of the cost of care for HIV infected children at Harlem Hospital
reports an average cost of $500 per day per child. The per diem ranged from $300 to
$2,400. The study also showed that 30 percent of the total length of stay and 20 percent
of the total cost were for unnecessary hospitalizations.

The major sources of payment for adult AIDS patients are private insurance and
Medicaid (Luehrs, 1986). Drug abusers and pediatric cases are more likely to rely on
Medicaid as the payment source. Persons fitting the CDC case definition of AIDS are
presumed to be disabled under Social Security Administration (SSA) regulation and
therefore are eligible for Medicaid if they also meet the income eligibility criteria for



supplemental security income (SSI). This eligibility criteria does not extend to children
with ARC or HIV infection. Families that are already on Aid for Families with Dependent
Children (AFDC) are automatically eligible for Medicaid in most States, which is often
the case for children infected with HIV. AIDS costs will increasingly impact upon the
Medicaid system because of the enormous expense in caring for these children and
families. The potential exists for an overwhelming cost burden as the number of cases
increase.

E. Service Delivery Approaches and Problems

Testing and screening of newborns for HIV is not done routinely in any of the
sites visited. The HIV infected child is first known to the service system when he/she
becomes symptomatic and enters the health care system. This may be at birth, if
circumstances suggest the possibility of HIV infection and testing is done. Otherwise,
recognition is delayed until later in infancy. In all three cities, the hospital is the initial
provider of services to HIV infected children, although many are already known to the
social service system because of other family situations.

The composition of the team of professionals delivering services to HIV infected
children at the hospitals visited range from two overworked pediatricians at Harlem
Hospital to care teams comprised of pediatricians, social workers, nurses and
psychologists or psychiatrists. The most comprehensively staffed care teams are
located at medical schools and affiliated hospitals that have been able to help support
these positions through research grants.

Some hospitals have reported difficulties in hiring new staff to care for HIV
infected children. Harlem hospital has several social work and nurse positions that they
have been unable to fill. This is due in part to preexisting staff shortages, fear of AIDS
among professionals, and insufficient salaries. Hospitals with additional grant resources
have had better success in filling staff positions, but have also experienced more
difficulty than usual in finding staff because of the fear of AIDS. Most of the staff visited
at the hospitals in New York, Miami and Newark are those who became involved early
in the epidemic and have dedicated themselves to providing services to HIV infected
children.

The additional resources from the research grants have enhanced the
development of medical and social service expertise in the recipient hospitals. Many of
the services needed by HIV infected children are unavailable in the community, or
community agencies are unwilling to accept these children because of a fear of AIDS.
As a result hospitals have taken on new and expanded activities, including case
management and outreach and some have begun to provide services such as day care,
counseling and training and education of the community. They have evolved into
pediatric AIDS treatment and case management centers.
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The types of services provided to children with HIV infection at all hospitals
visited are focused on the family needs as much as possible. One approach included
home visits by a nurse and social worker to assess the family's needs. Another
approach included referral to the visiting nurse association to provide in-home care.

The Children's Hospital of New Jersey, in collaboration with the New Jersey
Department of Human Services, has described a continuum of care that includes
training and education of staff and community service providers; medical consultation
for emergency care, regular medical care, and medical case monitoring to ensure
consistency in care. A range of social services is also described, comprised of: case
advocacy in terms of assisting the family to obtain needed services; working with State
agencies and communities to develop needed but unavailable services; providing
individual and group support to address psychosocial and service needs of natural
parents and foster parents; providing homemaker and in-home care services; providing
transportation to and from medical appointments, and placement in alternative care for
both respite care and regular long term placements.

The persons interviewed identified a need for a coordinated maternal-infant
approach to medical care and social service delivery. Under the present system,
mothers/parents are treated under different care systems than their children. One
example of this is the referral and reimbursement mechanism for in-home care in
Newark. When a home visit is made for the child, there is usually the need to provide
services for the mother as well. Under the present system, in-home care for the mother
takes place under a separate referral system, so that the mother's and child's care are
not provided in the same visit. Since both the mother and the child are likely to be in
need of medical care, the children's medical and social service providers should
maintain close contact with the mother's medical and social service providers to ensure
that appropriate services are being delivered to both, and that their care is coordinated.
Prescribed medical care and other services for the child need to take into account the
mother's health condition and home situation.

Service providers also identified social service/reimbursement eligibility problems
and processing issues. An extreme example of this occurred at Harlem Hospital, where
in addition to lack of funds and difficulty in recruiting personnel, the complexity and
intricacies of coordinating Medicaid, AFDC, SSI and other financial support programs
have posed serious obstacles to appropriate care and availability of social support for
the children and families in desperate need. In one case, the bureaucratic intricacies in
providing appropriate support for a grandmother to care for an AIDS infected youngster
could not be surmounted, and the child has remained in the hospital for over two years.
This unfortunate outcome occurred despite pleas made by the Chief of Pediatrics to
high placed city, regional and Federal officials. One official returned to Harlem Hospital
with $191 and a box of used toys that were the result of a collection taken up by office
personnel in lieu of an ability to generate and make the system responsive to obvious
patient and family needs.
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Another example is the complicated process of obtaining Medicaid coverage in
Hudson County, New Jersey, where three separate applications are required and
eligibility must be renewed every three months. Service providers there report that 47
out of 100 high risk parents do not have Medicaid coverage. Personnel in Miami also
report that the application process for SSI and AFDC is extremely complicated, the
stipends are too low, and in some cases, processing has taken as long as six weeks.
These problems were identified as intrinsic to the system as a whole, not as unique to
AIDS/HIV infection. However, the immediacy of the needs of the AIDS/HIV infected
population has highlighted these problems. Problems that are specifically AIDS related
include finding agencies and community services willing to provide services to HIV
infected clientele. Persons interviewed cited a need for extensive community education
to put the realities of HIV transmissibility into perspective.

When a child is in need of a foster care home, the hospital usually contacts the
city or state child service agency. Service providers interviewed in all three cities
indicated a preference for placing a child with a member of the extended family, i.e.,
"kinship foster care.” In fact, in some communities such as the Haitian community in
Miami, the willingness and ability of extended family members to care for the children is
so strong that few HIV infected children abandoned or without parents are in need of
foster care homes.

There are a number of issues and barriers to the kinship foster care option. In
many cases, the grandmother or aunt who assumes the care of the child does not have
adequate financial resources to care for the child or cover the extensive medical
expenses that are likely to occur. In some jurisdictions, an extended family member can
qualify for foster care payments, and in some cases the family may qualify for AFDC
and Medicaid. However, in order to obtain these income support services, the extended
family member must assume legal guardianship of the child which involves going
through a court process to declare the parent incompetent, abusive, or neglectful. Many
families are unwilling to do this out of loyalty to their offspring or siblings.

Service providers at the sites visited report that kinship foster care is neither
adequately reimbursed nor expeditiously available. They feel that the shortage of foster
care homes would not be as acute if adequate provisions for this option were made.

In most areas visited the city or State agency contracts with a number of private
agencies to provide foster care services. There is a reported shortage of foster care
agencies willing to include HIV infected children in their caseloads. Two agencies in
New York and Miami have developed special programs specifically geared toward
placing HIV infected children, and in Newark, the Foster Parents Association has
become involved in addressing the issues of foster parent recruitment. All three
jurisdictions offer enhanced reimbursement rates for foster families that take HIV
infected children. For example, in New York the reimbursement rate for HIV seropositive
children is $1,134 per month as compared to the regular rate of $165-$342 per month,
depending on age and a special rate of $748 per month for special needs children
(handicapped, boarder babies, or other hard-to-place). There are additional allowances
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for clothing and other miscellaneous expenses that are determined on a per child basis
by the contracting agency. In Miami, a foster parent receives $2,700 per month for an
AIDS/ARC child, and no additional allowances are awarded. This compares to the
regular rate of $183-$240 per month depending on age.

The Leake and Watts Children's Home, one of the contracting agencies in New
York, has created a special division to handle foster care placement of HIV infected
children. The agency social workers in this division receive an additional $3,000 per
year. Leake and Watts has been able to place 24 HIV infected children over a 24-month
period. Their best source of recruitment has been referrals from foster families already
caring for HIV infected children. Recruitment efforts by other agencies visited included
public service announcements, information dissemination and education.

All three cities report that children who are already in foster care homes when
HIV infection is discovered are rarely turned away by the foster family. Many have
already bonded with the child, and after some education about HIV infection and
transmissibility, the families opt to keep the child. Persons involved in foster care in all
three cities identified a number of foster care needs and issues. Extensive orientation,
training and support services for respite care, day care, homemaker services, are
needed, as well as attention to emotional needs. Several persons interviewed indicated
that there weren't resources to study and qualify families quickly enough to meet the
growing needs. Other issues raised included confidentiality, and how many HIV infected
children should be placed in one home.

The use of congregate care homes for HIV infected children raises another set of
issues. The personnel running the homes that we visited viewed this alternative as a
temporary placement until an appropriate foster care home could be found. They felt
that it was a better alternative than allowing the children to stay in the hospital when
there was no medical need to be there. Others felt strongly that congregate care homes
were not good alternatives because they do not provide an adequate family
environment, the risk of illness is too high, and the concept may appear to condone the
isolation of HIV positive children from their extended families and community.
Congregate care is not an inexpensive option. St. Claire's Home for Children reports a
cost of $240 per day per child ($100,000 per year). It is, however, half of some of the
estimated hospital costs. Congregate care homes may also experience problems with
community acceptance.

Each of the three cities visited had a different approach to the management and
coordination of services. In Miami, a planning process that involved a variety of
community interests was instigated early in the epidemic. Public health was notably
absent from this process. As part of the planning approach, service needs were defined
and a special management office was created to handle contracting with organizations
to provide care and management services, education and training, and to conduct
research. This office is the central receptacle for all AIDS related funding for South
Florida. Newark has created a State level management group that includes
representation from various State departments, the Foster Parents Association and
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community service organizations. New York does not have a centralized planning body,
but does have a network of dedicated professionals who provide services and
coordinate services to some extent by staying in contact with each other.

Service providers in all three cities were so engrossed in meeting the present
pressing and undermet needs of children