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Family-Centered Comprehensive
Care for Children with HIV/AIDS

The Problem

As of the end of June, 1991,
3,140 children under 13 with
AIDS were reported to the CDC,
over half of them in the last 2 years

alone. Of these, 84 percent were
infected perinatallv, and 52.2
percent have died.

AIDS in women and children is
spreading beyond the large
urban epicenters to smaller
urban and even rural settings.
The greatest increases in num-
bers of cases reported to the
CDC were in the rural areas and
in metropolitan areas with popu-
lations of under 100,000.

Based on Cie National Survey of
Childbearing Women, the CDC
estimates that 5,000-6,000 HIV-
infected women gave birth in
the past year. Based on a 30 per-
cent transmission rate, it is esti-
mated that 1,800-2.000 infected
infimts were born.

Children of minority families are
disproportionately represented
among children with H IV infec-

tion. For example, although
only 15 percent of all children in
the United States are African
American, they are known to
account for 51 percent of all
AIDS cases, arid although only
8 percent of all children in the
United States are of H ispan lc

descent, they account for 26 per-

cent of AIDS cases in children.
By 1988 in New York State,

HIV/AIDS was the first and sec-
ond leading cause of death in
Hispanic and black children 1-4
years old, accounting for 15 per-
cent and 16 percent respectively
of all deaths in these age-race
groups.

Services Needed by Children with
HIV/AIDS

Families with HIV-infected chil-

dren are frequently known to be
poor, or minorities, with limited
acce';s to services, transporta-
tion, and housing; the vast
majority may have a history of

drug dependence or exposure
to drug users; and generally,
there is more than one family
member infected or ill.

Involving families with HIV-

infected children from the start,
as advisors and/or consultants to
policy makers, will ensure that
comprehensive systems are
indeed comprehensive, and as
such, responsive to the specific
needs previously identified by
these families.

The document describes ser-
vices, and in particular, 18 types
of services that these children
and their families may need.
They range from primary pre-
vention, education and behavior



change, drug treatment, testing
and counseling, to integrated
medical care, developmental ser-
vices, special and school-based
education, mental health assess-
ments and interventions, family-
to-ffimily support , nutrition
assistance and support services.
These support services include
child and respite care, housing,
transportation, legal services,
foster care, adoption services,
and group care.

Services such as these are most
likely accessible to families when

offered in community-based
settings.

Coordination: Creating a
Comprehensive System of Care

The many different kinds of ser-
vices and providers needed by
children and families with HIV
infection require extraordinary
coordination to operate as a sys-
tem of care. Such a syatem of
care must integrate highly spe-
cialized HIV-related medical
care with basic primary care, and
this integrated medical care
must itself be integrated with
developmental and social ser-
vices. This variety of services
must also be linked at the level
of care provision to the family.

Interdisciplinary and interagen-
cy partnerships at all levels will

be required. A combination of
personal, public, private, and
corporate resources are neces-
sary to create the system of care
to answer the complex and mul-
tiple needs of children with HIV
infection.

%)

Community support is of the
utmost importance before any-
thing else can occur. At the out-
set, careful and thorough con-
sultation with families is critical
in designing systems of care that
will meet the true needs of these
children ?nd their families.

A promising way to develop and
instititionalize such needed
coordination is the "transagency
model"a model in which ser-
vices are coordinated by a board
composed of staff from agencies
whose services are part of the
comprehensive care. Care coor-
dination teams are also formed
to develop a family care plan.

Financing Family-Centered
Comprehensive Care for Children
with HIV

Given the scope and the range
of services needed by HIV-infect-
ed childi en and their families,
the financing of these services
must be obtained from a wide
variety of sources. Communities
that have responded most vigor-
ously to the HIV epidemic and
the needs of the people have
done so, not with Federal
sources alone, but by integrating
state, local government sources,
fbundation, businesses, and pri-
vate and volunteer sources.

It is important that program
administrators charged with
developing comprehensive care
systems ensure that personnel
from diverse funding sources
articulate and work together
toward a common goal.
Administrators must also find or
sustain such care or program



funding once demonstration
programs have expired.

Available resources can be more
effectively used when coordinat-
ed across agencies and disci-
plines; when directed toward the
specific family needs; and when
used to enhance or extend exist-
ing care systems, rather than cre-
ating new ones.

Among the known Federal
resources available for funding
are: Medicaid, including option-
al waivers for home- and com-
munity-based care; U.S. Public

Health Service programs, includ-
ing Title V Maternal and Child
Health block grant programs,
pediatric AIDS model demon-
stration programs, Community
and Migrant Health Centers,
and substance abuse programs.
Other Department of Health
and Human Services
programs are: Social Services
block grants (Title XX), Head
Start programs, the Abandoned
Infants Assistance Act, and the

Administration on
Developmental Disabilities.

The document provides fbur
case studies of state and local
comprehensive care systems
from New Jersey, South Texas,
Massachusetts, and Philadelphia.
They outline the way in which
Federal resources have been
interwoven with state and local
resources, and with existing
community and private and vol-
unteer resources to make the
system work. In addition, the
document provides a summary
of recent state activity on pedi-
atric AIDS, a listing of several

private sources of funding, and
some national organizations that
have funds and offer services for
children with HIV infection and
their families.

Conclusion

The needs of HIV-infected chil-
dren and their families are com-
plex. Specific initiatives to coordi-
nate the full range of services
required to address such comr:re-
hensive care are timely and neces-
sary. For the most part, new com-
prehensive care systems should not
be instituted; instead they should
be interwoven within the broad
capacities of existing programs.
These include those care systems
for adults with HIV infection and
AIDS that have been previously
established by the gay community,
those of minority organizations,
and others known to have been
established to address the needs of
children with HIV infection and
rieir families in the past. ,

August 1991

Antonia C. Novello, M.D., M.P.H.

Surgeon General

Chair

James R. Allen, M.D., M.P.H.

Director, National AIDS Program Office

Co-Chair
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Communities throughout
the United States are
struggling to confront the

diverse and compelling needs of
families with children infected
with the Human Immunodeficien-
cy Virus (HIV). While these fami-
lies have many of thc same con-
cerns as families of children with
other chronic illnesses, they lace
additional challenges because of'
the circumstances surrounding
HIV infection. Public fear and
ignorance regarding the nature
and transmission of HIV infection
generate discrimination and isola-
tion. Families with 111V-infected
children frequently are poor and
members of a minority communi-
ty, with limited access to services,
transportation, and housing; most
have a history of drug dependence
or exposure to drug users; and
there is generally more than one
family member who is infected or
ill, often a mother too ill to care
fir her children. Effbrts to
respond effectively to pediatric
HIV infection nnist address these
problems through the delivery of a
broad spectrum of multidisci-
plinary and coordinated medical
and social services.

Experience and research have
shown that these services are most
likely to be accessible to families if
they are offered in community-
based settings. For purposes of
this document, "community-based"
implies geographically proximate,
available services, delivered in and
by a given community. In many
communities, however, the neces-
saly range of medical and social
services may not be available. In
others, needed services may exist,
but they may not be accessible to
those in greatest need or tilev may
be seriously fragmented, with inad-
equate and/or ineffective coordi-
nation among agencies and

providers. Further, specialized
HINT-related services for children
and families are, in many
instances, being developed in isola-
tion, apart from the service system
for children with other special
needs and out of touch with the
daily life of the communities in
which these children live.

Children with HIV infection are,
above all, children. Effective, com-
munity-based programs f'or chil-
dren with HIV infection should,
therefbre, embrace the dual goal
of providing the known broad
spectrum of medical and social ser-
vices needed by these children,
while at the same time ensuring
that such interventions meet the
basic need of all children to grow
and develop in a nurturing, fam
based environment.

For all of these reasons, compre-
hensive systems of care to serve
children with HIV infection and
their families are urgently
required. These systems, to be suc-
cessfid, must be purposefnlly craft-
ed to be coordinated, family-cen-
tered, and community-based.
Currently, no single agency or pro-
gram is equipped to provide the
myriad services needed lw children
with HIV infection and their fiuni-
lies. Therefore, when these com-
prehensive systems of care are
being created, they should not be
established de novo; instead, they
should be interwoven with existing
programs to take advantage of
their broad experience and capaci-
ties. Many of these programs,
including the care systems for
adults with HIV infection and
AIDS that have been established by
the gay community, minority orga-
nizations, and others, have already
begun to address the needs of chil-
dren with HIV infection and their
families. r
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his document is designed
to assist state and local pro-
gram administrators in

responding to the need for ,.om-
prehensive care f'or children in
their communities, specifically
children under the age of 13 and
child-rearing families affected by
HIV infection and AIDS, It is
based on the premise that HIV
infection in children must be seen
as a family-based issue, involving
parents, siblings, and extended
family, spanning the transition
from childhood into adult life.
Although these recommendations
are also relevant to adolescents
with HIV, the complex needs of'
adolescents require additional spe-
cialized approaches and services
that fall beyond the scope of' this
document.

This document defines the scope
of the problem, outlines the ele-
ments of comprehensive family-
centered care for these children,
describes how to organize these
elements into a coordinated sys-
tem, and suggests ways to finance
community-based care programs.
It reflects the growing consensus
that family-centered services
should be the standard of('are for
all children with special health
care needs and their families.
Family-centered care is based on
the premise that all families have
strengths that professionals can
buil(1 upon to empower and assist
them in the care of their children,
and it is achieved through fami-
ly/professional collaboration.
Only when families are involved
from the start as advisors and con-
sultants to policy makers and care
providers will we be able to ensure
that comprehensive care systems
are responsive to family-identified
needs.

The Ryan White Comprehensive
AIDS Resource hnergency Act of
1990, Public Law 101-381, which
calls family-centered care for
women, children and families with
HIV infection, defines familv-cen-
tered care as a "partnership among
parents, professionals, and the
community designed to ensure an
integrated, coordinated, culturally-
sensitive, and community-based
continuum of care." l'herefore,
"family" needs to be defined
broadly to include all types of' fami-
lies, including single-parent huni-
lies, because temporary or ongoing
responsibility fiir the care of' infect-
ed children and their siblings is
oflen assumed by extended family
members (including grandp.rents,
uncles/aunts), concerned friends
and neighbors, or roster or adop-
tive parents.

This document was developed by
ne U.S. Public Health Service
i'anel on Women, Adolescents,
and Children with HIV Infection
and AIDS, chaired by the Surgeon
General and co-chaired by the
Director of the National AIDS
Program Offirt, and is intended to
build upon other reports and rec-
ommendations concerned with
this issue. These include the 1988
report by the HHS Secretary's
Work Group on Pediatric IIIV
Infection and Disease, which made
recommendations for Federal and
state policies regarding research,
care, financing, and prevention.
This current document seeks to
extend these and other efforts by
providing practical infOrnration to
assist state and local program
administrators in focusing the cre-
ative energies of' local communities
on the development of' coordinat-
ed, comprehensive systems of care
for children with HIV infection
and their families.

1 7
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Epidemiology
The first case of pe(liatric
Acquired Immuno-
deficiency Syndrome

(AIDS) was reported early in 1982.
By June 1991, over 3,000 cases of
AIDS (3,140) in children less than
13 years ()rage had been reported
to the Centers fOr Disease Con tml
(CDC). Between July i 989 and

June 1990, 697 cases were report-
ed, a 12 percent increase over the
previous 12-month period and a 37
percent increase over the same
period in 1987-1988. Because AIDS
is usually the end stage of HIV
infection, and the time from infec-
tion to the emergence of' symp-
toms may take several years or
mt)re, only a portion of' children
infected with HIV are reported to
have AIDS. Therefiwe, the figures
regarding cases of' pediatric AIDS
do not reflect the entire scope of'
the problem. In some comnmni-
ties, as many as 2 percent of all
newborns are born to women
infected with HIV. It is estimated
that in 1989 alone, between 1,500
and 2,000 HIV-infected cl ;Wren
were born in the United States.
Thus, even if transmission of' HIV
to children were to cease at once,
clinical HIV disease would remain
a pediatric concern fOr many years
to come.

The large urban areas that were
the original epicenters of the 1IIV
epidemic continue to experience
the largest social and economic
toll from HIV infection. However,
surveillance data have document-
ed that the geographic distribution
of HIV infection in children has
become increasingly broad.

is

BefOre 1985, 58 percent of' the 565
children with AIDS who were
infected at birth were reported
from only three urban areas: New
\ink City, Newark, and Miami.
However, since 1985, only 36 per-
cent of' the 969 children with AIDS
acquired in this same manner have
come from these three cities.

Children of minority families are
disproportionately represented
among those with HIV infection.
Although only 15 percent of all
children in the United States are
African American, and only 8 per-
cent are Hispanic, these minorities
have accounted for 51 and 26 per-
cent, respectively, of' reported
AIDS cases in children.

The current prognosis kw children
infected with HIV is grim.
Through June 1990, 53 percent of'
the children reported with AIDS
cases were known to have died.
Increasingly, HIV infection is
changing the mortality patterns of
children in the United States. In
1987, the most recent v,ar for
which national mortality statistics
are available, AIDS :as the ninth
leading cause of death in children
ages 1-4 years, and the twelfth lead-
ing cause of death in children ages
5-14 years.

Another serious repercussion of
IIIV infection fOr families is the
fate of' the 65 to 75 percent of the
children born to HIV-infected
Nvc n who will survive, uninfect-
ed. If the other biological parent is
absent, these children, along with
their uninfected siblings, will be
orphaned. They will need ongoing
social support services, and they
will face significant psychological



trauma and possible stigmatiza-
tion. Adoption Or options for
adoption must be actively pursued
fbr these children.

The Clinical Expression of HIV
Infection and AIDS

Modes qf Transmission: Children
can be infected with HIV in several
ways. Most common is transmis-
sion from an infected mother dur-
ing pregnancy or delivery; 84 per-
cent of all children with AIDS are
infected in this way. Transmission
of HIV through infected blood
products has also occurred in a sig-
nificant ninuber of children. Very
rarely, nmther-to-infant transmis-
sion through breast feeding has
been reported.

Although the precise mechanisms
remain poorly understood, the
perinatal or "vertical" mode of HIV
transmission from mothcr-to- fetus
appears to occur when the virus
crosses the placenta or when the
newborn is exposed to maternal
blood during the birth process.
Current information indicates that
from 25 to 35 percent of children
born to mothers with HIV infec-
tion will themselves become
infected.

Children infected with HIV
through the receipt of contaminat-
ed blood Or blood products cur-
rently comprise approximately 15
percent of all pediatric AIDS cases.
Most of these are children with
hemophilia who, befbre adequate
blood supply testing and blood fac-
tor product heat treatment was
implemented, received blood
products infected with HIV. With
improved methods, this group rep-
resents an ever-smaller percentage
of pediatric AIDS cases. These chil-
dren tend to be school age or ado-
lescents, and have a host of special
needs related to their entry into
the adult world and sexual activity.

Because mother-to-infant transmis-
sion represents the most frequent
cause of pediatric HAI infection,
the distribution of AIDS in chil-
dren will be shaped largely by pat-
terns of HIV infection in women.
Here, injection drug use is of cen-
tral concern. Of the 2,490 cases of'
perinatally acquired pediatric
AIDS reported to the CDC
through March of 1991, 1,228, or
4(.-) percent of these mothers were
infected as a result of their own
injection drug use and another
581, or 23 percent, from sexual
relations with an injection drug
user infected with HIV. This
means that most pediatric cases
Occur in a setting of profound
social disruption. In addition to
poverty and lack of familial or
community support, the child's
health care needs may be compro-
mised by overriding concerns
regarding adequate fbod, housing,
and transportation. This transmis-
sion pattern also means that at
least one, and often both of the
parents must face the persomtl
burden of illness that their own
HIV infection implies.

Asymptomatic Infection and the "At-
Risk" Child: The clinical manifesta-
tions of HIV infection and AIDS in
children are preceded by a period
in which the child, although infect-
ed, may not exhibit symptoms or
illness. Early in life, infected chil-
dren may appear totally normal.
This period of "asymptomatic
infection" varies in length, but
appears to be shorter in children
who acquire WV perinatally. AIDS
symptoms develop in an estimated
5 to 10 percent of HIV-infected
children in the first year of life and
in approximately 8 percent per
year thereafter. By age five, there-
fore, about half of the perinatallv
infected children will have devel-
oped syniptoms. However, changes
in treatment regimens mar extend
the period an infected child is
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svmptom-five; even now, some
children may not exhibit symp-
toms until long after birth, per-
haps ten years or more.

Another problem reflects a short-
coming in HIV testing methods.
Standard tests, which look fbr anti-
bodies to HIV, cannot identifY
whether an infant bin n to an
infected won) is tmly infected.
This is becat' mother's HIV
antibodies the placenta,
and may be found in the infant's
bloodstream for 15 to 18 months
after birth. Not until the maternal
antibodies in the infant disappear
can standard screening tests distin-
guish between infected and non-
infected infants. During this peri-
od, the child is considered to be
"at risk" fOr infection and requires
careful monitoring fin biochemi-
cal and physical evidence of illness,
and their families psychosocial
needs deserve serious attention.
The sooner the child can be diag-
nosed, the sooner he or she can
begin to receive treatment, with an
anticipated improvement in mor-
bidity and mortality. As direct test-
ing methods, such as HIV cultures,
are developed, they must be made
available to all seropositiye infants.
Therefore, while the majority of

10114111.111.101

infants born to infected women
will not ultimately be infected, spe-
cialized services are required to
assess their infection and clinical
status as well as to respond to the
ongoing and profound needs asso-
ciated with maternal illness.

Clinical Manifestations: Children
infected with HIV experience a
variety of clinical problems. In the
absence of definitive laboratory
tests, these clinical manifestations
may be the first sign of HIV infec-
tion. In general, clinical maniksta-
tions are due to the direct effects
of HIV, as well as a number of'sec-
ondary illnesses that occur as the
child's ability to fight infection is
impaired. The most common clin-
ical problems are presented in
l'ablc 1.

Neutodevelopmental, Nchasockd, and
Psychialth. Manifestations of IIIV
Infection and AIDS in loints and
Children: In general, children with
chronic illnesses and their families
may be at heightened risk fOr men-
tal health problems because the
strain of coping, added to the
efiects of poor physical health,
may interact with other contribut-
ing factors to mental health prob-
lems, such as family disruption and

Table I

Common Clinical of Pediatric 111V Inrcetion

Non-Viecil Svndromes: These

include failure to thrive, wasting,
enlarged lymph nodes (lvm-
phadenopathy). enlarged liver and
spleen (hepatosplenom(galy), per-
sistent diarrhea, and recurrent
fevers.

Neurologic Problems: These inchale
brain disease, inquired capacity to
learn, failure to neurologically
do clop ;it the expected rate. loss of
certain functional capabilities once
they iire achieved, impaiml motor
functioning, (blued language.
resultant sewre impairments in
social and emotional behavior, and
other pr0 ibl(ms.

Impaired Lung Function: I .1Ing func-

tion may he severely inhibited due
to a 5%11(11011W knoW11 as lymphocvt-

lc interstitial pneumonia (LIP),
which occurs in up to .10 percent of
infected infants and (Jidda....

Ref urient Inlectioirs: Severe infec-

tions occur frequently, including
bacterial, proto/oal, and viml pro-
cesses such iis pneumonia iind sep-
sis. Of special concern is pnciiino-
cSstis carinii pneumonia (P(I)) iind
infections that (11 to impaired
immune function (opportunistic
infe(tions).

MaliArnancies: Malignant blood dis-
onlers aml tumors including lym-
phomas may also occur.

Alultisystem Disorders: A Val'IM of
other syndrmnes ;fflecting the
heart, the kidneys, the skin and
other bodv systems and functimis
ilre CO111111011.

(hal Conditions: Oral yeast infec-
tions (candidiasis), herpes simplex
and herpes /Oster infections, ulcera-
tions, and parotid gland enlarge-
ment may occur.



poverty. For children with HIV
infection or AIDS, the problems
are even worse. Many HIV-infect-
ed children belong to single-par-
ent families headed by HIV-infect-
ed mothers, women who may have
limited social support and poor
self-esteem, and who may be too ill
to care for the child. If no one can
assume the parental role, the child
may face multiple disruptions in
foster homes or institutional set-
tings. Poverty, homelessness, drug
abuse, and unemployment often
exacerbate the problems associat-
ed with caring fbr seropositive chil-
dren and their families.

Furthermore, the emotional
impact of HIV infection and AIDS
affects not only the children who
are infected with HIV, but also
their non-infected siblings.
Additional threats to the family
structure include multiple deaths,
dissolution of the extended family,
incarceration, additional illness,
abandonment, court removal of
children from home, and hospital-
ization of children or their
parents.

Children with HIV infection may
have serious neurodevelopmental
disability, as evidenced by handi-
capping conditions such as lan-
guage delays, motor iinpairments,
and attention deficits. This disabil-
ity- appears early in the disease, fre-
quently preceding other symptoms
of the ;.nfection and often after a
period of normal development.

Since nmther and child are often
separated ith one or the other or
both hospit !ized, these children
also experience a range of psychi-
atric problems. Some infants and
children develop signs of depres-
sion. Some, particularly the
Younger ones, exhibit symptoins
that simulate autism. School-age
WV-infected children may display
hyperactivity and attention
difficulties.

Many HIV-infected children devel-
op what appears to be an organic
syndrome, with severely impaired
social and emotional behavior.
They show little 01. no afThct, are
unresponsive to social overtures
from others, and demonstrate little
purposeful behavior. Because
these behaviors result in poor per-
formance on a variety of cognitive
tasks, it is difficult to determine
whether their problems stein from
impaired skills 01. represent an
overall behavior disorder..
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Some communities have
developed comprehensive
systems of care fbr children

with HIV infection and their fami-
lies. Their experience has made it
clear that the services needed are
many and diverse. Among such ser-
vices, a high priority must be given
to prevention activities that attempt
to contain the spread of the HIV
epidemic by changing high-risk
behaviors, including drug abuse.
Testing and counseling services for
women and infants, in addition to
augmenting prevention efforts,
may facilitate early entry into
appropriate medical care. In addi-
tion to basic medical care, children
and families with HIV infection
may benefit from special therapies
to delay disease progression and
prevent opportunistic infections.
Innovative delivery strategks "such

.as coordinating a fiumly , /s adult and
pediatric care at the same facility,
may improve the ability of' infected
family m 'tubers to care for their
own health.

A variety of' developmental, educa-
tional, and support services may be
necessary for children with HIV
infection to develop to their full
potential. Early intervention and
Head Start programs can support

children's development and enable
them to participate fully in commu-
nity life. Some children with HIV
infection will require special educa-
tion services as part of their public
schooling while others will do well
in regular education programs.

In-home support services are criti-
cal if families are to be able to care
fnr their children at home.
Nutrition and mental health ser-
vices are also of special importance
to children with HIV.
Appropriately designed drug abuse
treatment programs can be used to
contribute to family stability and
quality of care in families where
illegal drug use is an issue.
Families caring for children with
HIV infection can help one anoth-
er through support networks.
Other families may need child
care, housing, transportation, legal
and advocacy services, foster care
and adoption services, and/or
group care,

Not every child and family will
need every service. The particular
constellation of' services that will be
needed by an individual child and
family will depend on child and
family strengths, needs, and
resources, as well as the course of

Table 2

F.lements of Comprehensive Care

Prevention
Education and Behavioral

Change
Drug Abuse Treatment

Testing and Counseling

Integrated Medical Care
Basic Medical Care
Specific Therapies for

Related Illness
Speciali/ed Care fOr the Entire

Family
Integrating Nledical Care and

Research

Developmental Services and
Education Services
Early Intervention
I lead Start
Special hltication
Elemencarv and Secondary

Education

Mental Health Assessments and
Interventions

Basic Support Services
In-lhnne Support
Child Care Programs
Nutrition Services

Housing
Transportation

Social and Legal Services
Family-to-Family Support

and Networking
vgal and Advocacy Services

Foster Care and Adoption
Services

Group Care



the child's HIV infection.
Nevertheless, the universe of
integrated services fin- the child
and family must include preven-
tive, medical, developmental,
social, and environmental
support.

At a minimum, the kinds of ser-
vices listed on the fiillowing
table should be included in
comprehensive, family-centered
and coordinated care fOr these
children and their families.

Prevention

Because vertical transmission is
the most comnmn route of
childhood HIV infection, prima-
ry and secondary prevention
goals include:

reducing the prevalence of'
behaviors associated with
acquisition of HIV infection
bv women of childbearing
age;

ensuring infOrmed decision-
making abmit pregnancy
and pregnancy prevention
by women already infected;

enabling women who
choose to continue to be
sexually active to negotiate
condom use to reduce the
sexual transmission of HIV
from injection drug users
and other infected men; this
should include the counsel
ing of male partneri;

investigating strategies that
attempt to interrupt the
maternal transmission of
HIV during pregnancy
(chetnoprophylaxis);

identifying newborns at high
risk for lilt' infection in
order to reduce the perit id
of time between birth and
the initiation of services; and

preventing disease progres-
sion and opportunistic infec-
tions (i.e., early interven-
tion).

No single approach to prevent-
ing HIV infoction can be efkc-
five fbr all women, youth, and
children. Prevention education
must be individualized, tailored
to the needs of the communities
and groups that are most at risk
of inkction, and available in the
areas where these individuals
meet.

To be effective, prevention edu-
catl,m nmst not shirk "tough"
topics that many, including a
number of professionals, may
find difficult or embarrassing to
discuss. Such topics include
drug use and drug treatment;
tinnily violence; teenage sexuali-
ty; "safer" sexual activity, includ-
ing the use of condoms; and
birth control methods, includ-
ing pregnancy prevention and
counseling for already pregnant
women. The link between HIV
infection and poverty the dis-
proportionate infection rates in
inner city communities also

necessitates prevention
approaches that deal directly
with issues of minorities, their
culture, and their economic
conditions.

Eduralion awl 13ehavnnn1 Oiange:
Preventive education programs
can encourage people to adopt
iwhaviors that reduce their risk
of infection. Many women may
believe erroneously that they .are
not at risk ftn. HIN' infection.
Others may recognize the risk
but not be able to negotiate
safer behavior with their part-
ner. Educational prtigrains can
help women and youth at high
risk of infection develop a sense
of power and ('ontrol over their
lives and their families' fUture.
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Such an empowerment approach is
particularly compelhng when the
educational in tel-ventions are (l)n-
ducted by members of the same
high risk group. Speakers bureaus
that include adolescent mothers
and other WOMell Who) have given
birth to HIV-infected children pro-
vide powerinl itdvocates for preven-
tion. Community-based outreach
pro)grams whose stalk include per-
sons liirmerly at high risk, such as
individuals who have traded sex for
money or drugs, are effective
means of reaching women at risk
and helping them modify their risk
behavior.

Drug Abuse Treatment: Drug abuse
treatment for drug-dependent fam-
ily members is .an essential compo-
nent of comprehensive, coordinat-
ed care because it allows liunilies to
continue to) care tiff their inkcted
children at home. Because injec-
tion (1rug use (11)1') is a major fac-
tor in the transmission of HIV to
women, drug treatment is also a
critical part of any prevention prci-
grain. Of' course, case manage-
ment must ensure that drug treat-
mem is coordinated with the other
medical and social services provid-
ed to children with HIV infection
and their families.

There are significant barriers, how-
ever, to drug treatment for most
women, especiallyiwegnant %%Innen
and those women who are at high-
est risk of HIV inkctionpmn.
minority women. In many of' the
areas most affected by the 111V epi-
demic, treatment pr(igranis have
long waiting lists. Most drug treat-
ment pmgranis are not geared to a
woman's spec ial needs and con-
cerns as a wunan and as a parent;
many do not accept pregnant
women at all.

llowever, a number of pioneering
programs pr(wide drug treatment
designed for the special needs of

74 ,

women and their children. Among
the c(mimon chiwacteristics of such
programs are the following:

The staff acknowledge the
influence of culture on drug-
taking and help-seeking behav-
ior. Staff include women from
the same cultures and commu-
nities as the wonwn seeking
treatment.

A variety of' treatment Options
are available, including resi-
dential care that enables a
woman to keep her children
with her.

The effects of' violence against
women and other family mem-
bers are directly addressed as
part of' the treatment program.

Support services for children of
women in treatment include
therapeutic child care, counse-
ing, and peer support.

Women are helped to find safe
housing for themselves and
their children, and are helix .1
to build new support networks.

Many follow-up services exist to
support recovering women.

For more information on these
types of programs, contact the
Alcohol, Drug Abuse, and Mental
Health Administration's
(ADAMI1A) Office for Treatment
Improvement, (301) 443-8802. Foir
information On HIV outreach and
counseling for drug-using women,
contact ADAMHA's National
Institute on Drug Abuse (( ;loria
Weissman, (301)443-6720) and its
Drug Abuse Treatment and
Referral Hotline 1(800)662-HELP;
in Spanish, 1(800)66AYUDA.



Testing and Counseling

An important, though complex,
prevention strategy involves coun-
seling and HIV antibody testing.
Such services can offer women
important infbrmation regarding
their health gams, initiate special-
ized care if needed, and help them
weigh reproductive planning con-
siderations. Preventive health care
for all women should routinely
include assessment fbr behaviors
that place women at risk for HIV
infection, and education about sex-
ually transmitted diseases, includ-
ing HIV.

The nature of testing and counsel-
ing efforts in a particular commu-
nity depends upon community
structures and practices as well as
the prevalence of HIV infection.
The U.S. Public Health Service has
recommended HIV counseling and
testing for women at high risk for
HIV infection and fbr all women in
areas of high prevalence. Counsel-
ing and testing, or referral to coun-
seling and testing, should be avail-
able in all settings where women
routinely seek medical care, includ-
ing family planning, gynecologic,
prenatal, family or general medical,
and primary care clinics, as well as
inpatient settings.

Testing for HIV should include
both an enzyme immunoassay
(EIA, ELISA) and a supplemental,
confirmatory test, such as the
Western blot or immunofluores-
cence test. Using both these assays
makes false positive results
extremely unlikely. As noted earli-
er, in infants born to HIV-positive
mothers, the antibody tests (both
the EIA and Western blot) identify
only a risk of' HIV infection. Other
tests and carefid fbllow-up are
needed tir the actual diagnosis of
HIV infection in a child.

Ideally, testing and counseling pro-
grams should be stronCy linked
with other service facilities and
organizations to assure that the
range of services required by
women and children who test posi-
tive are accessible and of' high qual-
ity. Financial and logistical barriers
to care must he removed. A full
range of medical, educational,
social, and support services is need-
ed to deliver the full benefits of'
testing critical infOrmation on
risk behaviors, partner notification
services, and an opportunity for
HIV-related discussion and educa-
tion, as well as early medical inter-
vention.

Confidentiality regarding the
woman's and the child's HIV stat1/4..:,
and protection of' their rights is
essential to any testing program.
Disclosure of test results may cause
infected individuals to lose their
homes, their jobs, their insurance,
and their social contacts. Children
may encounter increased difficulty
in finding school placement.
These social issues, as well as the
individual's emotional reaction to a
diagnosis of' seropositivity must be a
central part of counseling and
mental health services and should
be addressed in any thorough and
caring assessment of' HIV testing
policies.

Integrated Medical Care

Treatment of pediatric HIV infec-
tion requires a chronic-disease-ori-
ented, multidisciplinary team
approach that integrates primary
care, including health mainte-
nance, with specialist referrals and
specialized hospital-based and
home-based services (see Table 2 on

The goals of' medical care
for a child with HIV infection are
as follows:

to ensure that the child's basic
health needs are met through
comprehensive primaly health
care;

it"



to continuously assess the clini-
cal impact of HIV infection on
the child;

to meet the child's medical
ne:ds thromgh the purposefUl
integration of research and
comprehensive care; and

to help ident6 and coordinate
psYchosocial and support ser-
vices for the child and family.

&sic Medical Care: Basic health
care is critical fOr inFants and chil-
divn with HIV infection and
slumld include stmdard pediatric
care practices such as history and
physical examinations; lead screen-
ing and Other appropriate lab tests;
growth and deyelopnwntal evalua-
tion; vision, hearing, and dental
screening; nutritional and develop-
mental guidance; and immuniza-
tion. Because vaccine-preventable
diseases can cause severe illness
and death, hmnunization is espe-
cially impoi tant for 111V-infected
children. Because of HIV-induced
immune suppression in the chil-
dren and their Family menthers, the
Advisory Committee on linnnini-
ation Practices (A( 1P) has recom-

mended some changes in routine
vaccination and passive immuniza-
tion fOlhming exposure to vaccine-
preventable diseases. Poverty and
possible drug use in the tunily
place manv children at high risk
fin- other health problems that
must be addressed as part 01 basic
medical care. For fUrther infOrma-
lion, see Guide/iney fior Health
Supervision, "Recommendations fin
Preventive Pediatric Health Care,"
published by the Anteric;In
Academy of' Pediatrics. Chit ago,
Illinois, I (800)443-9016.

.Sperif it Therapio Pr Telated
IllnesA: Clinical research has
demonstrated that the quality and
duration of life for infnnts and chil-
dren inkcted with 11IV can be

improved. Antiviral drugs are a sig-
nificant component of' medical
therapy fOr these children. l'he use
of the antiviral agent AZT (azi-
dothvinidine or zidovudine) may
reduce AIDS-related neurological
disease and improve immune fimc-
lion and growth. However, the use
of AZT can cause serious toxic side
effects, and it does not represent a
cure. fo the extent it delays dis-
ease progressiom, it provides hope
that fulture antivirals will produce
more effective and permanent solu-
tions. New antiretroviral theranies
are being used as single agents and
in combinations with All'. l'he
combination approaches using
nuiltiple agents with different side
effects have been designed to miti-
gate toxicity. Further, pharmacoki-
netic studies of the antivirals
known as dideoxynucleosides have
shown that it is important to moni-
tor children to determine optimal
drug dosing.

A host of illnesses caused bv bacte-
ria, viruses, and parasites also take
advantage of the weakened
immune system of 111V-infected
children. These secondary, or
opportunistic, infections not only
interfere with a child's health and
well-being, but also can accelerate
the course of the HIV infection
itself'. The child's clinical status
needs to be carefUlly monitored
and the need for prevellfiNT medi-
cation regimens must be regularly
assessed. Guidelines fOr preventing
Pneamocvsks Carinii pnetnnonia
(P( P) initiated by the National
Pediatric H IV Resource Center
were published in CDC's Alortality
and Alarbnlitv Weekly Re/mri
(IMIVI?), Volume 40, RR-2. March
15, 1991.

The National Institute ofChild
Health and Human Development
(N1(1-1D) of the National Institutes
of Health (NI11) has recently com-
pleted a clinical irial examining the
role of intravenous inimunoglobn-
lin (IVIG) in the prevention of seri-



ous bacterial infection in symp-
tomatic HIV-infected children.
This study demonstrated that IVIG
(in a dose of 400 mg/kg every 28
days) delayed the occurrence of
serious infections when given to
children whose levels of (11)4 white
blood cells exceeded 200/mm3. It
should be noted that there was no
diffcrence in survival between treat-
ed and untreated children. IVIG
was also associated with a reduced
rate of acute care hospitalizations
for these children. Physicians car-
ing for HIV-infected children will
have to decide the utility of IVIG
on a case-hy-case basis. Additional
information about this clinical
trial may beobtained by calling
1 (800)TRIALSA.

Specialized Care for the Entire Family:
HIS' infection can affect all mem-
bers of the family, infected or not.
Clinical centers treating children
with HIV infection and their fami-
lies have found that most infected
women faced with conflicting
demands on their time and energy
will take care of the medical needs
of their infected children at the
expense of' their own health.
Ultimately, ofcourse, the neglect
of her own health reduces the
mother's ability to care fin- her chil-
dren. Therefbre, "one-stop shop-
ping" medical care, in which all
family members (including fitthers)
receive coordinated care from the
same source, is considered a partic-
ularly useful way to structure clini-
cal practice for children with HIV
infection and their families.

Intvating Medical Care and Research:
Pediatric HIV infection has a poor
prognosis, and many of' its clinical
manifestations are unique and only
recently described. Certain clinical
manifestations lack anv approved
therapies. For this reason, children
need to have Prcess to clinical tri-
als, and they need to receive care
that reflects the irost current

research. A multidisciplinary, clini-
cal care/research team is therefore
essential.

In general, the careful integration
of clinical care and research proto-
cols is best ensured by a strong fam-
ily-centered, community-based
approach. Serious ethical ques-
tions often emerge by integrating
research and care. Families must
fully understand their child's con-
dition and the nature of available
treatment options. Foster parents
and state social service agencies
may also play important roles in
determining clinical care and par-
ticipation in experimental proto-
cols. Family-centered, community-
based care provides the critical
framework within which these diffi-
cult issues can best be addressed.

For more infbrmation on this
aspect of research, see the upcom-
ing publication by the U.S. PHS
Panel on Women, Adolescents, and
Children, Points to Consider:
Involving HIV Positive Children Who
Are Wards of the State in HIV/AIDS
Research, to be available from the
Office ofProtection f'rom Research
Risks, National Institutes of' Health,
Bethesda, Maryland 20892.

Developmental and Educational
Services

Developmental disability as a result
of' pediatric HIV infection is so
widespread that in the next several
years HIV infection will likely
become the primary infectious
cause of' developmental disabilities
and neurological impairment in
children. The damage frequently
produced by such neurological
h»pairment includes progressive
encephalopathy, loss of' develop-
mental milestones, impaired brain
growth, weakness, and ataxia. In
fact, an estimated 78 to 90 percent
of children with symptomatic AIDS
have accompanying central ner-
vous system dysfunction.
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Additionally, maternal HIV infec-
tion or illness and other iadicators
of family vulnerability, such as
poverty and possible parental drug
use, place both infected and non-
infected children at high risk for
developmeital problems.

Earh Intervention: Clearly, infants
and young children with HIV infec-
tion are candidates for the kinds of'
developmental and family support
services known as "early interven-
tion." Under P.L. 99-457, the
Education of the Handicapped Act
Amendments of 1986, states are
developing statewide comprehen-
sive systems of early intervifition
for children with developmental
delays from birth to three years of
age, and establishing early child-
hood special education services for
children from three to six years of'
age. Each state is determining for
itself', within certain guidelines,
which children and families will be
eligible for services and whether or
not the state will choose to serve
children identified as being
"at risk."

Many states are including children
with HIV infection and AIDS in
their definitions of "developmental
delay" and "at risk." Even in those
states that do not explicitly include
HIV infection and AIDS, infants
and young children with HIV infec-
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tion or AIDS and their families
should be able to qualify for ser-
vices under the general definitions
provided.

For more information about eligi-
bility for early intervention and
early childhood special education
in a specific state, contact the
Governor's office for the name of
the P.L. 99-457 "lead agency" in
that state. For more information
about effective models of develop-
mental and family support for chil-
dren with HIV infection, contact
Dr. Merle M. McPhersyn, Maternal
and Child Health Bureau, U.S.
PHS Health Resources and Services
Administration, (301)443-2350.

Head Start: Head Start is a national
program for preschool age chil-
dren from low income families.
Head Start provides comprehensive
developmental services based on
the needs of an individual child,
the child's family, and the commu-
nity in which the fiunilv lives. Most
young children with HIV infection
and their fainilies qualify for Head
Start services based on family
income.

At least 10 percent of Head Start's
enrollment is reserved for children
with special needs, and Head Start
has been instrumental in develop-
ing models for support to children
with HIV infection and their



For more information about Head
Start opportunities for children
witii HIV infection, see the more
detailed section On Head Start
under "Financing Family-Based,
Onnillunitv-Based Care" on
page 50,

Special Mucation: Pl. 94-142, the
Education of the Handicapped Act,
and Section 504 of' the
Rehabilitation Act of'1974, estab-
lished the right of all children in
the United States to a free public
education, regardless of handicap
or disability. These laws and the
accompanying regulations also
establish a child's right to an edu-
cation in the "kast restrictive envi-
ronment." Therefore, no child with
HIV infection can be denied access
to public education or forced into
segregated facilities. Children who
are developmentally disabled as a

result of' HIV infection are entitled
to special educational services and
an Individualized Education Plan

designed to meet their particular
learning n- ,ds. Such support may
include special instruction; physi-
cal, occupational, and speech and
language therapy; and other relat-
ed services necessary for the child
to benefit from special education.

Each state has a Federally-funded
Protection and Advocacy program
that advocates for the rights of chil-
dren and adults with disabilities.
For more informaticm about Feder-
al and state laws ensuring free,
appropriate public education for
children who have special educa-
tional needs as a result of' HIV
infection, contact the Protection and

Advocacy Program in the state in
question or the National
Association of' Protection
and Advocacy Systems, Inc., at

(202) 408-9514.

Elementary and Secondary Mucation:
School attendance plays a critical
role in a child's well-being.
Children who are HIV-infected but
not in need of special education
services are entitled to the same
public education as other children,
and cannot be denied access to
their neiglthorhood public schools.
Section 504 of' the Rehabilitation
Act of 1973 and, more recently, the
national Americans with
Disabilities Act of 1990 require,
among other things, that persons
with disabilities be provided access
to publicly-funded services and
remairces. Families caring for chil-
dren with HIV infection may need
legal and emotional support to
help them ensure their child's
access to public school.

Many state departments of educa-
tion and local school boards have
developed policies to ensure that
children with HIV infection have
access to their neighborhood pub-
lic schools. For more information
about this issue, see Someone at

School Has AIDS: A Guide to
Developing Policies for Students and
School Staff Members Who Are Infected

with HIVavailable from the
National Association of'State
Boat .'s of' Education, 1989, 1012
Cameron Street, Alexandria,
Virginia 22314.

Mental Health Assessments and
Interventions

Assessment of' the psychiatric and
neurodevelopmental correlates of
HIV infection and AIDS in infants
and children is important in the
evaluation of' pharmacologic inter-
ventions, the efficacy of drug thera-
py, and the effects of other inter-
ventions such as physical therapy.

All aspects of' normal child develop-
ment, including psychosocial devel-
opment, are threatened by the
chronic condition of' HIV infection
and AIDS. Providing the opportu-



pity for maximal psychological and
social development involves mini-
mizing hospitalization and special
institutional care .and enabling
youngsters with AIDS to have nor-
mal contact with members of their
family and community. Support
given to children infected and
affected by AIDS should emphasize
developing independence, mobili-
ty, and self-care to enhance the
child's sense of self. In all interven-
tions, the wishes of the child and
the fiimily, the law, and appropri-
ate confidentiality must be
paramount considerations.

Psychosocial interventions should
be ethnically, culturally, and gen-
der-specific, and should be aimed
at reducing stress and facilitating
coping within family systems. A
comprehensive model service deliv-
ery program must include mental
health services that are coordinat-
ed with treatments fbr the whole
spectrum of AIDS-related disorders
as they occur in families.
Psychosocial interventions, includ-
ing social and community services,
should support the family struc-
ture, strengthen the parental role,
and maximize family involvement
in decision-making.

The goals of mental health service
programs for families with HIV
infection are to: (1) monitor devel-
opmental delays; (2) reduce HIV-
related distress and associated dys-
functions in the home, school, and
interpersonal relationships; (3)
increase adherence to medical
treatments; (4) treat pre-existing or
recently developed psychopatholo-
gy, including depression, anxiety,
maladjustment and organic mental
disorders; and (5) provide family
support. Mental health programs
for pediatric AIDS should also fos-
ter acceptance of HIV-infected chil-
dren in the home, school, and
community settings.
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See Appendix A for ftirther infor-
mation on neuropsychological
assessment in children, Appendix
B fbr further drug abuse informa-
tion, and Appendix C for the char-
acteristics of effective mental
health services. For a comprehen-
sive listing of mental health services
in evety state, see the Mental Health
Directory 1990, publication number
017-024-01419-2, available from the
U.S. Government Printing Office,
Superintendent of Documents,
Washington, D.C. 20402.

Basic Support Servicer

1n-Home Support: Caring for chil-
dren with HIV infection at home is
demonstrably more humane and
cost-effective than hospitalization.
Support services that enable fiuni-
lies to care finr their children at
home are urgently needed by both
foster and birth families, vet in-
home services are often least avail-
able in the inner-city communities
most affected by the HIV crisis.
Developing options for in-home
support in all communities is essen-
tial in the development of compre-
hensive, coordinated care.

In-home care includes home
health services; nutritional support
and homemaker services; nursing
services to monitor medication and
to provide direct patient care;
respite care; social work support
and counseling; and hospice care.
In-home care providers can also
teach familv members and friends
the skills they need to care fbr chil-
dren with HIV infection at home.
The success of in-home care
depends, as does all pediatric HIV
care, on care coordination, or case
management, that links in-home
care with medical, developmental,
and social services.

In some states, certain Medicaid
requirements have been waived in
order to cover in-home care,
beyond room and board, that is not
otherwise available under the State



Medicaid Plan. A written plan of
care and evidence ofcost-effective-
ness are necessary to obtain such
waivers. Children covered by these
Home and Comimmity-Based
Services (HCBS) waivers imist be
Medicaid-eligible and must other-
wise require an institutional level of'
care. For example, the New jersey
HCBS waiver furnishes private duty
nursing, case management, inten-
sive fbster care, and other services
to Medicaid-eligible asymptomatic
infants. In California, lumever, the
Medicaid HCBS waiver serves onlv
c; iildren with an AIDS/ARC
(advanced HIV) diagnosis. For
information about waivers and how
to apply for them, contact the
Health Care Financing
Administration regional office with
Medicaid oversight responsibility
fiw your state. See listing of'
Associate Regional Administrators
fin Medicaid (HCFA) in
Appendix D.

Child Care Pmgrams: Child care
that provides a safe and supportive
environment fbr children while
their parents and other family
members address their own health
care and support needs is essential
to enabling children with HIV
inkctimi to live at home rather
than in hospitals or other institu-
tions. It should be available for tll
children in families affected by
HIV infection, including foster and
adoptive families.

(Mild care can consist of a variety
of options and arrangements,
including babvsitting, respite care,
family-home child care, center-
based child care, and emergency
residential care fbr short periods
when family members become tem-
porarily unable to care fin. children
at home. Medical day care is also

needed fiw children in the
advanced stages of disease.

.S'ervires: For children with
HIV infection, nutrition may be

jeopardized by p)verty, illness, loss
of appetite, and increased metabol-
ic demands. In addition, parental
illness may make the regular prepa-
ration of well-halanced meals diffi-
cult. Nutritional support services
to .ddress these problems should
build on existing nutrition pro-
grams such as Women, Infiuns, and
Children Nutritional Supplement-
ation Program (WIC) and breakfast
and lunch programs at schools and
various child care centers. For
information and a contact for WIC
programs, see a more detailed
description on page 53.

Housing: Housing often is one of
the most critical needs of women
and children with HIV infection.
Most HIV-infected women are poor
and may suffer from related social
problems, such as funk violence,
drug abuse, and/or social isolation
resulting from community fear and
ignorance about HIV. As parents
and other caretaking adults with
HIV infection become increasingly
ill, they may need housing arrange-
ments that provide significant
supervision and homemaker ser-
vices. Others with HIV infection,
however, may be homeless and live
on the street. State Medicaid
agencies are required to provide
cards verifying Medicaid eligibility
of individuals who lack a perma-
nent dwelling, fixed home, or mail-
ing address, to assure their access
to Medicaid benefits.

The Federal Government is
responding to these needs in a vari-
ety of ways. For infiwmation on
Federal housing initiatives that
address problems of HIV-infected
individuals such as the McKinney
Assistance Act program, contact
the non-Federal organization, AIDS
Action Council, 2033 M St. NW,
Suite 801, Washington, D.C.
20036, and the Office for Housing
for Handicapped People,
Department of Housing and Urban
Development (HUD), 451 7th St.
SW, Washington, D.C. 20410.
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Transportation: Transportation is a
key concern for many fitmilies car-
ing for children with HIV infec-
tion. Many do not have cars; oth-
ers cannot afford to operate them;
and many are no longer well
enough to drive them. HIV-related
weakness, illness, or disability also
limits the viability of buses and sub-
ways as transportation options, yet
taxicabs are prohibitively expensive
for most families. Therefore, pro-
viding or subsidizing transportation
to and from medical, educational,
developmental, and social services
is a necessary component of com-
prehensive care. Bus and subway
tokens, taxi vouchers, and special
mass transit vans for persons with
disabilities huve all been successfnl-
ly used to enable families to partici-
pate in HIV services and other
community programs. Volunteers
using their own cars have also been
an effective resource for children
and fnmilies with HIV infection.

Social and Legal Services

Family-to-hmily Support and
Networking: Families caring for chil-
dren with HIV infection can be a
significant source of mutual sup-
port and friendship by sharing feel-
ings, common experiences, nnd
expertise through group meetings,
parent-to-parent visitation pro-
grams, and telephone networking.
These support systems can ease
frustration, overcome loneliness,
and end social isolation. Such net-
works also provide a non-threaten-
ing, supportive setting that encour-
ages families to help others, estab-
lishing a two-way process that is
itself therapeutic and empowering.
Family-to-family support is essen-
tially a volunteer effort, but profes-
sionals can help by putting families
in touch with other families, by
providing space for meetings and
get-togethers, and by helping
defray copying, telephone, trans-
portation, and other incidental
costs.
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Legal and Advocacy Services: Families
caring for children with HIV infec-
tion may have a broad range of
legal and advocacy needs. Parents
who are themselves infected often
need help preparing wills and med-
ical powers-of-attorney and legal
arrangements for custody in case
they become too ill to make deci-
sions for their own care and the
care of their children. They also
may need legal advice on child cus-
tody issues or drug-related legal
problems. Finally, as long as fear
and uncertainty cloud efforts to
diagnose, treat, and live with HIV
infection, families will need legal
assistance to invoke anti-discrimina-
tion protections.

These protections apply to finding
jobs, getting or keeping health
insurance, ensuring informed con-
sent and confidentiality, gaining
access to public and private hous-
ing, and ensuring children's access
to early intervention, day care,
preschool, or public school.
Discrimination in fUrnishing health
care services to Medicaid- or
Medicare-eligible persons with HIV
infection or AIDS violates Federal
civil rights laws and can be a basis
for terminating provider participa-
tion in these programs. Complaints
alleging such discrimination
should be reported to the appro-
priate Office of Civil Rights and
HCFA regional offices for inves-
tigation.

State Protection and Advocacy
agencies can provide a variety of
legal services to protect the rights
of developmentally disabled per-
sons with HIV infection. In addi-
tion, state bar associations, legal aid
societies, and many law schools
encourage pro bono services by both
practicing attorneys and law stu-
dents. For more information about
legal issues for persons with devel-
opmental disabilities and HIV
infection, contact the American
Bar Association, AIDS and



Developmental Disabilities Project,
1800 M St., NW, Washington, D.C.
20036 fiw their legal publication,
AIDS and Perms with Deoqopmental
Disabilities: The Legal iVapedive.

Foster Care and Adoption Services:
Although most children with 111V
infection live at home with parents
or extended family members, cur-
rent estimates indicate that 10 to
30 percent of these children are in
foster rare. As ofiune, 1989,
approximately 800 children with
HIV infection Wen,' ill foster care
across the Nation. Family foster
care is intended to provide a safe,
nurturing, and Icning tunny fin
children when birth families are
tempoi.arily or permanently unable
to care for them. When parents or
other family members are perma-
nently unable to cat e for their chil-
dren, adoption gives children with
IIIV infection and their nnin-
lected sistffs and brothers an
opportunity to have a permanent
home mid family.

Foster and adoptive parents of chil-
dren with HIV infection need a
variety of support services to help
them care for these children at
home. Many of these services are
the same ones that birth families
need; others are specifically related
to foster care. Based On the experi-
ence of many states and programs,
the killowing smices will enable
foster parents to care for children
with HIV infection:

higher board rates for 111V
infected and medically fragile
children;

training and support on issnes
related to 111V inf.; ction,
including transmission, infec-
tion control procedores,
cal and development.11 compli-
cations, confidentialit partici-
pation in research, a,ul grief,
loss, and bereavement;

regular consultation with medi-
cal and child welfare staff;

in-home nursing care, home-
maker services, and respite
care; early intervention and day
care; and

support groups and other net-
wo:lciIg opportunities for
foster parents.

State Medicaid agencies are
requiwd to provide Medicaid to
children for whom adoption or
fcmter care maintenance payments
are made tinder title 1V-E of the
Social Security Act.

A number of .specialized 111V !Oster
care programs are under develop-
ment across the country. I,eake
and Watts, a diild welfare agency in
New York City, established such a
jwogram in 1985 and now operates
a Pechatric AIDS Foster Care
Training and Technical Assistance
Project. For information and
resources, including the Pediatric
AIDS Faster Care Network Bulletin,
contact the pn)ject at 1.eake
Watts, 487 South Broadway, Suite
201, Yonkers, New York 10705.

Group Care: like all chiklren, chil-
dren with HIV infection deserve to
live in a pernianent home with a
loving family, whether it is a birth
family, a lbster family or an adop-
tive hunily Ilowever, group care
may sometimes be necessary fiw
children awaiting foster or adoptive
honws or reunification with their
families. It is essential that group
care be considered only as a tempo-
rary arrangement, be developmen-
tally' supportive, be stalled with
appropriately trained personnel,
and welcome and encourage the
involvement of the child's family. ,
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,A.,wide range of services is

necessary but not sufficient
.161. the creation of a com-

prehensive system of carc fOr chil-
dren with HIV infection and their
Families. A system of care will not
exist until these individual services
are linked together to form a
whole. Coordination is the key to
these linkages. both at the level of
system and program design and at
the level of car coordination for
an individual child and family.

Creming a coordinated system of'
care requires that everyone
involved state and local policy
makers, professionals, families, and
the conmunlity commit them-
selves to interdisciplinary and inter-
agency partnerships. Personal,
public, private, and corporate
resources are all necessary to meet
the complex needs of these chil-
dren and families. The Pediatric
Oncology Program of' the National
Cancer Institute at the National
Institutes of Health is one such
example. This Federally-funded
effort provides total comprehensive
care fbr children and, acting in
concert with the Adult Medicine
Branch of the Clinical Oncology
Program, is actively implementing
comprehensive family-based care.
The contact person is: Dr. Philip
A. Pizzo, National Cancer Institute,
Building 10, Room 13N240,
Bethesda, Maryland '20892,
(301)496-4256.

Fostering Community Support

Commtmitv support is one of the
single most important factors in
determining the success of a pro-
gram fm children with HIV in fee-
tic W. and their families. Such sup-
port is essential if the necessary mix
of public, private, and corporate
resources is to be realized.

Many communities are fostering
support for HIV programs through
task fOrces or other consortia made
up of public policy makers, health
care providers, educators, social
service providers, civic leaders, and
Families. Such consortia can shape
public opinion and develop sup-
port fOr services thro ugh communi-
ty education to promote HIV
awareness, media in tery;ews and
public service announcements,
meetings with local and state legis-
lators, and fundraising events.

Assessing Community Needs

(:onlinunity needs should be
assessed concurrently with, and as a
part of the process fOr, developing
community support fOr programs
to serve children with HIV infec-
tion and their Families. The pur-
pose of this rweds assessment is to
identifi available resources, both
HIV-related and non-HIV-related;
to identify current gaps in services;
to increase awareness of the need

comprehensive care programs
to close these gaps; and to identifV
local agencies, providers, and com-
munity members who are willing
and able to provide services and
supports to children and families
with HIV infection.

Among the kinds of programs and
services that should be reviewed in
the needs assessment are primary,
secondary, and tertiary medical
facilities; universities and other
research institutions, including
University Affiliated Programs
(UAPs); local, state and Federal
government agencies and pro-
grams, including, for example,
Medicaid, r'hild welfare, and health
care programs; community social
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service and child welfare agencies;
child care centers and Head Start
programs; early intervention, fami-
ly support, and family resource pro-
grams; local education agencies
and public and private schools;
organizations fbr persons living
with AIDS/HIV and minority com-
nninity-based organizations; private
insurers and health care providers;
adult AIDS organizations; gay and
lesbian organizations involved in
AIDS issues; volunteer clearing-
houses; neighborhood develop-
ment and civic organizatioks; and
churches, synagogues, mosques,
and other spiritual institutions.

Consulting with Families

To be effective, comprehensive
care systems and programs must be
designed to meet the real needs of'
children and families, as perceived
by the families themselves, rather
than identified only by profession-
als. In recent years, families of chil-
dren with special health care needs
have increasingly come to be recog-
nized as vital consultants and advi-
sors to program planners and care
providers. In a 1988 meeting with
Federal health policy makers for
instance, a variety of birth, foster,
and adoptive parents and extended
family members demonstrated that
families caring firr children with
HIV infection are able and willing
to help plan services for their own
children and, given proper support
and assistance, to advise about and
advocate fin services for other chil-
dren as well.

It is essential that family consul-
tants and advisors reflect the cul-
ture, language, race, ethnicity,
socioeconoiMc status, and routes of
transmission of the families in the
communities to be served by the
program. Because child and
parental illness, family drug depen-
dence, and poveily are ofien fac-
tors in the lives of these families, it
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is important that programs rely on
a variety of families for consulta-
tion to avoid overburdening any
particular families at times of crisis.

Coordinating the Care
System

The many different kinds of ser-
vices and providers needed by chil-
dren and families with HIV infec-
tion require extraordinary coordi-
nation to operate as a system of
care. Such a system of care must
integrate highly specialized HIV-
related medical care with basic pri-
mary care, and this integrated nwd-
ical care must itself be integrated
with developmental and social ser-
vices. All this must by done within
a framework that allows close com-
nninication iind coordinated deci-
sion-making by families and profes-
sionals from many disciplines and
agencies.

Linking Medical Semices: The exis-
tence of primary, secondary, and
tertiary medical care within a geo-
graphic area does not guarantee
that an integrated system exists.
Particularly critical is the coordina-
tion between clinical out-patient
care and in-hospital care (for
example, follow-up and monitor-
ing). Arrangements such as the
following are necessary to develop
and maintain an integrated system:

integrated clinical care proto-
cols to guide coordination of
primary care, referrals, and in
hospital management;

communication guidelines and
mechanisms to ensure that
providers at all levels of care
have up-to-date infbrmation on
a child's medical status; and

joint educational programs to
facilitate tinwlv dissemination
of important clinical care rec-
ommendations and to stimu-
late discussion and exchange
among care providers.



Federal, state, county, and local
financial and reimbursement poli-
cies also must be examined to
ensure to minimize financial disin-
centives that hamper coordinated
care.

Linking Medical Services with
Developmental and Social Services:
The survival of many children with
HIV infection and AIDS and their
families depends on the linkage of
existing medical, developmental,
and social service systems; collabo-
ration among these systems and
personnel must be institutional-
ized. At a minimum, regular meet-
ings must take place between medi-
cal care providers, child welfare
and other social service workers,
and developmental specialists and
educators.

There are numerous approaches to
developing and institutionalizing
such links. One of the most
promising may be the "transagen-
cy" model. This model applies the
principles of transdisciplinary
team-based service delivery to com-
munity service systems. In this
model, services are coordinated by
a board made up of stafffrom rele-
vant agencies. Care coordination
teams are formed across participat-
ing agencies to develop and imple-
ment, with the family, a family care
plan.

For more information about this
approach or how to receive train-
ing in the transagency service deliv-
ery model, contact Projects WIN
and STAR, 1800 Columbus Avenue,
Roxbury, Massachusetts 02119.

Coordinating Care for the Child
and the Family

just as the system of care must be
coordinated, so too must be the
services that an individual child
and family receive. Care coordina-
tion. or case management, is the
vehicle for coordinating the ser-

vices that make up child and family
careplans. Care coordinators
ensure that children and families
have access to all needed services;
promote integrated care by linking
medical, developmental, and social
service providers; follow -up to
ensure that these families receive
the services and that the services
are acceptable; advocate for and
act as liaison between the family
and other members of the care
team; and empower families in
the care of their children and
themselves.

All of' the current pediatric AIDS
demonstration projects funded by
the Health Resources and Services
Administration (URSA) have a care
coordination component, usually
called case management. The
locus of care coordination varies
among projects. In some, care
coordination is based in a tertiary
care center; in others, it is located
in a community-based service
organization. The New jersey
Statewide Health Services Network
for Children with HIV Infection
and Their Families, for example, is
built upon the state's 30-year-old
system of case management for
children with special health
care needs through the Title
V program.

The Boston Pediatric AIDS
Demonstration Project features a
Family Support Team that includes
a case manager, social worker, and
outreach worker based in a COM-

munity health center to work with
families to develop and implement
a service and referral plan. The
Case Management Demonstration
Program in Los Angeles County
uses an automated case manage-
ment system for care planning and
coordination. Alabama, Maryland,
Pennsylvania, and Washington
State Medicaid programs use tar-
geted case management services to
link eligible persons with AIDS to
medical social, educational and
other services.
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Other HRSA-supported activities
which provide case-management
activities for HIV-infected children
and their families include the
Primary Care and HIV Initiative
and Health Care for the Homeless
Program supported by H RSA's
Bureau of Health Care Delivery
Assistance (BHCDA), as well as the
Primary Care and Substance Abuse
I.inkage Program, jointly spon-
sored by ADAM HA and HRSA. For
more information, contact Ms.

Joan Holloway, Division of Special
Populations, HRSA/BCHDA,
(301)443-8134.

Recruiting, Training, and
Supporting Care Providers

efo a great extent, a comprehensive
system of care for children with
HIV infection and their himilies
depends on the existence of well-
trained and willing care providers
who' are committed to working
across agencies and across disci-
plinary boundaries.

Preferably. program staff should
reflect the culture and ethnic back-
ground of' the children and fami-

36

lies that the program is serving.
Traditional methods of recruit-
ment nmst be supplemented by
creative non-traditional methods
such as speaking to community and
church groups, utilizing the media,
and others. Incentives in terms of
salary, vacation, insurance, and per-
sonal time policies must attract
qualified and dedicated candidates.

Depending on its structure
(whether staff for a coordinating
body, a hospital-based program, or
a home- an(l conununity-based
effort), a comprehensive care deliv-
en. system will require a team of
medical and social service workers,
including medical and allied health
profCssionals, social workers, men-
tal health specialists, developmen-
tal specialists, physkal and speech
therapists, and educators. At all
times, saff should have access to
medical and nursing staff for medi-
cal updates and client health moni-
toring. Formal and informal pre-
service and ongoing staff training is
essential. The caregivers will need
emotional support to reduce stress
and to pace themselves when faced
with difficult hunilv issues. Such
support comes not only from staff
support sessions, but also from ritu-
als that help staff acknowledge and



express their emotions attend-
ing f unerals and memorial services,
Or holding ceremonies to celebrate
life and growth, such as a child
returning to school after
hospitalization.

For information on Federally-spon-
sored IIIV training for health care
professionals, contact Ms. Cherry
Tsutsumida of HRSA's Educational
and Training Center Program at
(301)443-6817. In addition, WIN
Outreach, a project operated by
Project STAR, provides training
and technical assistance geared to
the needs of staff providing com-
prehensive care to children with
HiV and their families. WIN train-
ing ranges fi-om hour-long to five-
d..:v workshops, tailored to meet the
needs of each site. For infOrma-
tion, contact Project STAR at
(617)442-7442.

Coordinating Volunteer Efforts

Volunteers and voluntary organiza-
tions are essential contributors to a
comprehensive system of care. To
be most effective, voluntary efforts
must be fUlly integrated with the
other elements of the care system.
The cost of expanding the volun-
teer community committed to
pediatric HIV infection is usually
quite modest and may be limited to
training volunteers on pediatric
HIV issues; to coordinating and
supervising volunteer providers; to
training volunteers to train
other volunteers and families: and
to providing emotional support
and counseling for volunteers
around issues of grief and loss,
State Medicaid agencies are
required to train and make use of
volunteers in providing Medicaid
services; volunteers may be reim-
bursed only for actual expenses
incurred in rendering such
services.

Although there are many differ-
ences between pediatric and adult
HIV infection, the massive volun-
teer effOrts that have been essential
to fighting the adult epidemic offer
important lessons for programs
concerned with children and fami-
lies. These adult efforts, led for the
most part by community-based gav
men's organizations, can be a sub-
stantial resource for the pediatric
commtniity, organizing, for exam-
ple, "buddy programs" to provide
respite care for families, or operat-
ing residences fOr HIV-infected
families.

Families of' children with HIV infec-
tion can be a valuable resource to
the pediatric HIV care system.
Many families are interested in sup-
porting other families and sharing
expertise on caring for infected
fiunily members. Many parents
who are themselves infected seek to
help others; such reciprocal help-
giving opportunities help families
recognize and build on their family
and community strengths. Time
spent recruiting, training, and sup-
porting families in such roles will
be amply repaid by the develop-
ment of a cadre of committed,
experienced volunteers. v
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Estimated Cost of Direct
Medical Care
r --1 he limited ditta available

suggest that the lifetime
cost of direct medical care

for pediatric IIIV/AIDS totals
about $50,000 per child. Most of
the cost is attributable to inpatient
hospitalizations, which are some-
what more frequent for infected
children than for adults and are
concentrated in the final stage of
illness (AIDS). The U.S. Health
Care Financing Administration
(H( FA) estimates that, nationally,
Medicaid serves at least 40 percent
of all AIDS patients and up to 90
percent of all children with AIDS.

The medical costs associated with
pediatric IIIV infection are chang-
ing rapidly. Many of the strategies
and drugs used in treating pedi-
atric HIV are experimental, and
their costs have not been reflected
in past studies. If these strategies
succeed in reducing morbidity and
extending survival, it is difficult to
assess what overall impact they will
have on the lifetime cost of care.
Whatever that impact, community-
based care can help to contain
costs by reducing unnecessary hos-
pitalizations. It can also make a
major contribntion to the quality of
life for children with HIV infection.

Locating and Integrating
Funding Streams

(;iven the scope of wrvices needed
by HIV-infected children and their
families, it is not surprising that
financing fitr these services must be
obtained front a variety of sources.
Integrating Federal funding
streams is complicated by the fact
that local itrogram administrators

\ \ ) \11)`.
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have somewhat limited opportunity
to combine Federal entitlement
programs, block grants, and discre-
tional), grants. Those communities
that have responded most vigorous-
ly to the HIV epidemic have been
able to support services from not
only Federal but also state and
local government sources, founda-
tions, businesses, other private
sources, and volunteer efforts.

As this document shows, a wide
variety of services is required from
cooperating agencies and providers
to help create family-centered,
comprehensive, coordinated sys-
tems of care. Because these agen-
cies all have their own languages
and ways of operating, it is impor-
tant for program administrators to
help them articulate common
interests and identify mutual tasks.

This shared process of articulating
common interests and identifying
tasks results in a political and man-
agement coalition that can then
develop its own strengths and pro-
gram directions. Successful rela-
tionships in such a coalition are
based on detailed planning, clearly
identified roles and responsibili-
ties, program monitoring, periodic
evaluation and revision, and con-
stant cooperation. Written agree-
ments can prmide it framework for
effective collaboraticm imd shared
use of resources.

Often itdministrators have to be
flexible in finding ways to sustain
community-based care programs,
both financially and politically.
Some of the programs developed
with government and foundation
support have begun as tinw-linfited



demonstration projects; when these
expire, ongoing sources of funding
must be in place.

Over the course of a time-limited
demonstration project, Federal,
state, and local policymakers
help program administrators iden-
tifY additional funding sources to
provide continuity in client ser-
vices. It is critical that program
administrators and those whom the
programs serve make these pro-
grams well-known to legislators and
policymakers. Program administra-
tors should make these contacts
early in the life of the program and
should provide progress reports as
the program matures. In this way,
when continuation or bridge fund-
ing is sought, dialogue will already
be established and the program
will be familial Also, in discussions
with policymakers, program admin-
istrators should identify barriers to
effective utilization of existing
resources.

The types of services covered by
any particular entitlement program
are often subject to administrative
constraints. If local programs are
to be comprehensive, program
administrators will need to not only
highlight such constraints, but also
identify complementary sources of
funding to fill coverage gaps. For
example, although good housing
and nutrition are crucial to com-
munity-based care programs, many
medical entitlement programs do
not cover them. Funds may be
available for these purposes, howev-
er, fibm social service programs.

Similarlv, there may he restrictions
upon the levels of reimbursement
available through entitlement pro-
grams. For example, because med-
ical care for IIIV is often more
intensive and comprehensive than
that required for other diseases,
ceilings on provider fees may
threaten to limit services. In a
number of states, reimbursemen t
programs have been redesigned to

accommodate the needs of' people
with HIV. Thus, fbr instance, some
state Medicaid agencies have estab-
lished special rates and/or have
developed special diagnosis-related
groups (DRGs) to enhance reim-
bursement for hospitals for the
care of HIV-infected patients.
Medicaid waivers have been
obtained by over a dozen states to
allow for the rehnbursement of
home- and community-based
services; and payments made to
foster parents of children with HIV
have been increased above
previous ceilings.

Because ofwide variations in state
and locai resources, as well as in
the way sta:-s structure their use of'
Federal entitlement and grant pro-
grams, it is impossible to draw up a
universally satisffictory manual fbr
the financing of HIV care. While
programs developed in some states
may serve to inspire efforts in other
states, adapting them to meet local
tweds may be difficult. However,
some strategic advice can be
offered to help in the development
of' local family-centered, communi-
ty-based programs:

Resources, regardless of'
amount, can be used more
effectively when they are coor-
dinated across agencies and
disciplines, when they are
directed toward the specific,
expressed needs of the fitmily,
and when they enhance or
extend existing care systems
rather than create new ones.

Needs assessment can provide
inkirmation to help with pro-
gram advocacy, planning, and
man agemen t.

Local consortia innl task fbrces
may be effective in developing
in tegrated communi ty-wide
programs.



Families currently receiving

services are an invaluable
source of infbrmation about
barriers to care and, thus, the
need fbr program enhance-
ments.

For children and mothers with
HIV, many benefits are avail-
able through existing programs
for maternal and child health.

Private donors are often willing
to make capital outlays to
develop facilities, especially
when there is assurance of a
continuing fimding stream to
provide services in these

Potential donors are particular-
ly supportive of programs that
have incentives to use resources
efficiently, such as those that
emphasize preventive and out
patient care.

It is wise to seek support from
local employers that have par-
ticular interests in helping chil-
dren, for example, public utili-
ties or companies that provide
services or health products.

From the moment time-limited
programs begin, administrators
must plan fbr and seek new
sources of support.

Revenues can be increased
through effective coordination

of benefits. For example, sever-
al states have fimnd it cost-
eflective to pay for extensions
of clients' insurance coverage,
relieving the burden on
Medicaid.

Given below are desci:iptions of sev-
eral specific fiindk.g streams that
have been used in the financing of'
family-centered, community-based
care fbr children with HIV and
their families. Among the Federal
resources of funding available are
Medicaid, including optional
waivers for home- and community-
based services care; U.S. Public
Health Service programs, including
model health care programs such
as Title V Maternal and Child
Health block grant programs and
pediatric AIDS model demonstra-
tion programs, Community and
Migrant Health Centers, and sub-
stance abuse programs; and other
Department of Health and Human
Services programs, including Social
Services block grants (Title XX),
Head Start programs, the
Abandoned Infants Assistance Act,
and the Administration on
Developmental Disabilities.

In addition, a summary of state
activity on pediatric AIDS is provid-
ed, as well as a listing of several pri-
vate sources of funding and nation-
al organizations that fund services
for children with HIV infection
and AIDS.

Table 3

Fur.itra I Remifirecs

Health Care Financing
Administration
Medicaid

U.S. Public Health Services
Perinatal HIV/AIDS

Prevention Programs
Model Health (%ire Poigrai»s
Substance Abuse Treatment

Programs
H IV/AI DS Research

Federal Human Services, Education,
and Nutrition Programs
Social Services Block Grant

(Title XX)
Head Start
Abandoned Infants Assistance Act
Administration on Develop-

mental Disabilities
Early Intervention Plogram for

Infants and Toddlers with
Handicaps (P.L. 19-457)
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National Institute on Disability
and Rehabilitation Research
Programs (NIDRR)

Early FAIncation Piligram f(ir
Children with Disabilities (EEPCD)

Special Supplemental Food
Program fin. Women, Infants,
and Children (WI( )



Federal Resources

States exert significant authority
over the disposition of most of the
relevant Federal resources, notably
Medicaid (Title XIX) and block
grants for maternal and child
health (Title V) and social services
(Title XX). The Omnibus Budget
Reconciliation Act (OBRA) 1989
amendments to the Maternal and
Child Health block grant (Title V)
redefined the mission of the state
programs for maternal and child
health and for children with special
health care needs. Under these
amendments, Congress directed
the programs to develop systems of
services that are "family-centered,
community-based and coordinat-
ed." A statewide needs assessment
and plan are required to include
children and families with or at risk
for HIV infection. Program man-
agers should begin efforts to devel-
op comprehensive pediatric HIV
care programs by contacting the
various state offices responsible for
these programs to determine the
extent to which they can be utilized
in putting together a comprehen-
sive pediatric HIV care program.

Health Care Financing Administraion

Medicaid: To be eligible for
Medicaid, persons must meet cer-
tain financial requirements and
categorical tests. Medicaid eligibili-
ty for women and children may
derive from the Aid to Families
with Dependent Children (AFDC)
program status of the children's
mothers for cash assistance, by
virtue of their disability under the
Supplemental Security Income
(SSI) program of the Social
Security Administration (SSA), or
from their status as a poverty-relat-
ed pregnant woman or child or as a
low income person whose
Consolidated Omnibus Budget
Reconciliation Act (COBRA) pri-
vate health insurance premiAms

I iftlar

are paid by Medicaid. Some states
offer a medically needy program,
for which individuals "spend
down," incurring medical costs that
deplete their resources for medical
expenses. Most children with peri-
natally-acquired HIV are eligible
for and have their medical care
covered by Medicaid.

Available Medicaid funding
streams are being successfully used
by some states to put together com-
prehensive pediatric AIDS care
programs. State Medicaid pro-
grams must cover a core of essen-
tial services, including: inpatient
and outpatient care, early and peri-
odic screening, diagnostic and
treatment program (EPSDT), and
physician care. States may also opt
to cover other services, such as case
management, prescribed drugs,

.13
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home health care, and hospice
care. EPSDT, the preventive and
comprehensive health program fin-
Medicaid-eligible individuals under
21, is a significant base fbr building
comprehensive care systems fbr
children with HIV infection and
AIDS.

State Medicaid agencies must seek
out eligible children and families,
infbrm them of the benefits of pre-
vention and about available ser-
vices, furnish assistance with
scheduling and transportation, and
encourage their enrollment. States
must also assure that health needs
are assessed through periodic
screenings. Screening services
include comprehensive health and
developmental history, physical
examinations, appropriate imam-
nizations, blood lead level and
other laboratory tests, health edu-
cation and guidance, and vision,
dental and hearing services. To
correct or ameliorate any health
problems fbund, states must pro-
vide any medically necessary health
care, diagnostic services and treat-
ment available under Medicaid,
whether or not they are covered
under the state's Medicaid plan.
Care coordination or case manage-
ment is integral to successful
EPSDT programs.

Alabama, Maryland, Pennsylvania,
and Washington State have added
targeted case management services
as an optional Medicaid service for
eligible persons with HIV infection
or AIDS. For example, Maryland
pays providers $150 a month per
patient for case management. In
addition, all states provide
Medicaid coverage of prescribed
drugs as .a state option, each state
deciding which drugs they will pity
for. HCFA, based on FDA
approval, has specifically encour-
aged states to cover AIDS therapies
such as zidovudine (AZT),
aerosolized pentamidine, and
gancyclovir.

4 4

Waivers enable states to pay for
home- and community-based ser-
vices for children and families with
HIV infection and AIDS who other-
wise would require institutional
care. As of February, 1991, HCFA
has approved AIDS-specific waiver-
for 15 States: California, Colorado,
Delaware, Florida, Hawaii, Illinois,
Iowa, Missouri, New jersey, New
Mexico, Ohio, Pennsylvania, South
Carolina, Virgirt and
Washington. Illinois and North
Carolina also include persons with
AIDS under similar waivers fbr
broader populations. Some of the
services covered include: case
management, foster care, private
duty nursing service, and personal
care. Twenty-four states now offer
hospice benefits under their
Medicaid programs, providing eli-
gible individuals with terminal ill-
nesses a comprehensive home pro-
gram including physician services,
nursing, medical appliances and
supplies, and counseling.

States can also opt to enhance
Mee ' access to services by
increahig payments to providers.
Massachusetts, fin example, allows
payment for specialized nursing
units (SNUs) for AIDS and ARC
patients, and requires that facilities
reserve 60 percent of SNUs for
Medicaid recipients. Twelve states
oiler enhanced payment to nursing
homes for AIDS-related care. New
York has developed a system of des-
ignated care centers providing or
arranging fbr a full range of care,
including housing, home health
care, and hospice services fbr per-
sons with AIDS. Covered services
pnwided by these centers qualify
for higher Medicaid reimburse-
inent. Although originally devel-
oped to serve adult AIDS popuht-
tions, 21 New York hospital pro-
grams have been designated pedi-
atric and maternal care centers.
New York and New Jersey have
developed specific DRGs for hospi-
tal inpatient AIDS care, and the
New York Medicaid program has



encouraged the Visiting Nurse
Association to provide a compre-
hensive package of home care
services.

For further infbrmation, contact
the appropriate regional office of'
HCFA, the state Medicaid agency,
or Christine Nye, Director of the
Medicaid Bureau, HCFA,
Baltimore, Maryland, (301)9(16-
3870.

U.S. Public Health Service Programs

Through its eight agencies, the
U.S. Public Health Service (U.S.
PHS) currently devotes $1.9 billion
to address all aspects of AIDS.
From brochures sent to every U.S.
household :About 111V infection, to
extensive and ground-breaking
AIDS research programs, to expe-
dited AIDS drug development and
studies of the impact of HIV/AIDS
on U.S. health care, many of the
dollars spent on HIV/AIDS by the
U.S. PHS benefit children with HIV
infection and their families.

With regard to pediatric AIDS, the
U.S. PHS provides Wilding for peri-
natal AIDS prevention activities, fbr
the development of model health
care programs, for substance abuse
services, and for clinical trials of'
HIV therapeutics throughout the
country. In its provision of com-
prehensive health care to American
Indians and Alaska Natives, the
Indian Health Service, an agency of'
the U.S. PHS, provides direct care
for HII/-infected individuals.

Perinatal HIV/AIDS Prevention
Programs: WC's Perinatal AIDS
Prevention Projects implement and
evaluate approaches to preventing
perinatal transmission of HIV infec-
tion (see Appendix E).

Continuation fimding, totaling
over $5 million in FY1990, was
awarded to seven ongoing projects.
Six of these projects were initially
finided in FY1988; a New Jersey
project was fUnded in 1987.

Successful perinatal prevention
programs limit the spread of HIV
inkction among women of child-
bearing age and encourage the
effective use of contraception by
both HIV-infected women and
women at high risk of becoming
infected who wish to avoid preg-
nancy. These prbjects have four
main objectives:

to identify and remove barriers
to effective use of contracep-
tion among target populations
of women at high risk of HIV
infection or WV-infected
women;

to facilitate the use of family
planning services by the target
populations;

to evaluate psychosocial factors
related to use of contraception;
and

to encourage behavioral
change to reduce risk of acqui-
sition and transmission of HIV.

Three prevention models are cur-
rently being tested following pre-
Ihninary research and interviews
with women at high risk:

enhanced Novices pro-
vision/increased accessibility of'
services (Philadelphia, New
ersey, San Francisco, Harlem
Hospital, and New York City);

group-based education /skills-
building sessions (New York
City and Florida); and

community-based risk reduc-
tion (Baltintore).
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Each project uses a common set of
questionnaire items and a longitu-
dinal study design to assess the
impact of these programs on access
to services, contraceptive use, and
risk behavior change among
cohorts of pregnant and non-preg-
nant high risk or HIV-infected
women.

For more information contact
Christine Galavotti, CDC, at (404)
639-0848.

During FY1990, CDC also dis-
tributed approximately $146 mil-
lion to state and local prevention
programs in 50 states, seven munic-
ipalities, and eight territories
through HIV/AIDS Prevention and
Surveillance Cooperative
Agreements to support:

continuation of HIV antibody
testing, counseling, and part-
ner notification services in STD
clinics, drug treatment centers,
and women's health clinics;

health education/risk reduc-
tion (HE/RR) effbrts targeting
persons at high risk;

a program of financial and
technical assistance to commu-
nity-based organizations
through state and local govern-
ments for the prevention of
HIV in minority populations;
and

continuation of state and local
public information programs
that address local needs and sit-
uations based on the findings
of locally conducted surveys of
HIV-related knowledge, atti-
tudes, and belief's. This
includes a local and/or state-
wide hotline in all cooperative
agreement areas.

Model Health Care Programs:Under
the Maternal and Child Health
block grants, states can use 85 per-
cent of these funds as they choose
to provide quality maternal and
child health services and to pro-
mote family-centered, community-
based, coordinated care.
Innovative use of these ftmds can,
fbr example, allow for one-stop
family shopping fbr health services,
reducing transportation and
scheduling disincentives associated
with separate care delivery systems
for mothers and children. Fifteen
percent of the ftmds are retained
by the HRSA's Federal program
office to carry out discretionary
projects in research, training,
genetic disease testing and counsel-
ing, hemophilia, and other special
projects of regional and national
significance (SPRANS). Funding
under SPRANS supports a national
network of comprehensive diagnos-
tic and treatment centers that pro-
vide services to children with
hemophilia (including those with
HIV infection and AIDS) and their
families.

For fUrther information, contact
Dr. Merle M. McPherson,
HRSA/MCHB, (301)443-2350.

In addition, the Maternal and
Child Health Bureau (MCHB) of
HRSA administers the Pediatric
AIDS Demonstration program
which has developed strategies and
innovative models for comprehen-
sive services to HIV-infected chil-
dren, adolescents, and families.

MCHB currently supports 23
demonstration projects that pro-
vide interventions in pediatric
AIDS and coordinated services for
children, youth, and women of
childbearing age with HIV infec-
tion, AIDS, or other related condi-
tions, or fbr those at risk of devel-
oping HIV infection. The prqjects
(1) demonstrate effective ways to
prevent infection, especially by
reducing perinatal transmission;



(2) develop commtinity-based, fam-
ily-centered, coordinated services
fin- infected women, infants, chil-
dren, youth, and families; and (3)
develop programs to reduce the
spread of HIV infection to vulnera-
ble populations of young people.

Two projects, in New York City and
in Philadelphia (see page 65 for a
more detailed description of this
program), have developed a coor-
dinating entity or "consortium"
using fbrmal contracts and agree-
ments to link medical and social
service providers within a local
area. Institutionalization of the
consortium is fostered by requiring
each participant to garner private
support for a specified portion of
coordinating costs. Also in New
York, at Harlem Hospital, the
Pediatric Demonstration program
is funding comprehensive pediatric
care to H1V-infected children, as
well as counseling, testing, and
social services for high risk mothers
who have received little or no pre-
natal care.

The fifteen MCHB National
Resource Centers, including the
National Pediatric HIV Resource
Center at Children's Hospital in
Newark, New jersey, provide infiw-
mation on family-centered commu-
nity-based care, and focus on HIV
educiltion and training and AIDS
policy development and communi-
ty planning.

For ftirther information, contact
Dr. Merle M. McPherson,
HRSA/MCHB, (301)443-2350.

HRSA also supports 550
Community Health Centers
(CHCs) that provide direct com-
prehensive primary care services to
the medically underserved, and
that offer linkages to other-
providers. Currently, special funds

are earmarked for HIV/AIDS and
Early Intervention Services in
Migrant and Community Health
Centers and other community-
based primary care centers. The
1991 budget increased such funds
to $44.9 million, up from just over
$10 million in 1990. HRSA's
Health Care for the Homeless
Program and Comprehensive
Perinatal Care Program (CP( P)
also offer HIV-related care to chil-
dren. In addition, programs
addressing health care provision
for migrants and the honwless
offer services to children with
HIV/AIDS.

Substa no Abuse Treatment Programs:
Given the interrelationships among
drug abuse, riskv sexual behaviors,
and HIV infection, a comprehen-
sive approach to pediatric
HIV/AIDS care must address drug
abuse treatment and prevention for
women of childbearing age. The
drug abuse prevention and treat-
ment context offers the opportuni-
ty for intervention strategies aimed
not only at drug use, but also
directly at prevention of HIV infec-
tion (e.g., safer sex practices educa-
tion, self-esteem development,
empowerment training).
Additional special effiwts may be
necessary to reach women who
themselves are not injection drug
users, but who are the sexual part-
ners of injection drug users.

Over 100 Federally-supported
demonstration and research pro-
jects are in the process of imple-
menting and examining interven-
tion strategies to prevent and
reduce drug abuse by pregnant and
postpartum women and, nmre gen-
erally, by all women of childbearing
age.

Numerous offices in the U.S. PHS's
Alcohol, Drug Abuse, and Mental
Health Administration (ADAMHA)
hind research and demonstration
projects on substance abuse treat-
ment and prevention in women of
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childbearing age. For infbrmation
on these programs, contact the fol-
lowing agencies and individuals:
the National Institute on Drug
Abuse, Elizabeth Rahdert,
(301)443-4060; the Office for
Substance Abuse Prevention
(OSAP), Dr. Bernard Mc Colgan,
(301)443-9110 and Marilyn Rice
(301)443-4564 jointly with HRSA's
Maternal and Child Health Bureau,
Ellen Hutchins, (301) 443-5720;
and the Office for Treatment
Improvement (301) 443-8802.

Other U.S. PHS effbrts addressing
substance abuse in women and
children include NIDA's Outreach
Demonstration Projects, Barry
Brown, (301)443-6720 and HRSA's
Community and Migrant Health
Center Program, Joan Holloway,
(301)443-8134.

Finally, the National Association of
State Alcohol and Drug Abuse
Treatment Directors (NASADAD)
is knowledgeable about Federal
and state effbris on substance
abuse, women, and children.
Contact William Butyn.ski,
(202)783-6868.

In addition, ADAMIIA/NIDA and
HRSA have provided $9 million to
21 grantees to provide community-
based drug treatment and primary
health care along with a wide spec-
trum of services fbr sexual partners
and families. Nine of these sites
are community health centers
(CHC's). CHC's are also receiving
funding from the Centers for

Disease Control (CDC) for conunu-
nity education and risk assess-
ment/prevention activities. CHCs
in Miami, New jersey, and New
York are demonstrating compre-
hensive systems of care fbr persons
with HIV/AIDS, with CDC funding
for prevendon activities and
ADAMHA flinding fbr drug abuse
treatment linked to primary care
for 1-11V.

I IIV/AIDS Research: IIIV infection
and AIDS have been the focus of'
an unprecedented research effbrt
by the U.S. PHS. An array of basic
and applied scientific investigations
has been directed at virtually all
aspects of the disease, its determi-
nants, and its treatment. In addi-
tion, studies of its societal impact,
financial costs, and ethical chal-
lenges have also been undertaken
in the hope of assessing the hill
scope of HIV's meaning to
American society.

The Federal research agenda on
HIV and AIDS has been imple-
nwnted within the Federal Govern-
ment's own laboratories and clini-
cal centers as well as through an
intense collaboration with a range
of state, municipal, and private
organizations, including many
leading universities and research
institutions. There is significant
coordination and.joint effbrt
among the involved U.S. PHS agen-
cies, and a general outr ie of their
mutual responsibilities is on Tablp 4.

Table 4

U.S. Public 11ealth Service Research Programs on 111V and ,k1 DS

Basic Biomedical Research:
National Institutes of' Health

'. Drug Abuse, and
!. Health Administration

Clinical Trials of New Treatments:
National Instittues of Health

Product Evaluation and Monitoring:
Food and Drug Administration

Epidemiologic Research on HIV
Alcohol, Drug Abuse, and Mental

Health Administration
(:enters for Disease Control
National Institutes of Health

Transmission and Illness:
Alcohol, Drug Abuse, and

Mental Health Administration
(;enters k)r Diseasc (;ontrol
National Institutes of Health

Drug Use Research:
Alcohol. Drug Abuse, and

Mental Ilealth Administration
( ',enters for Disease Control
Natioi 'nstitutes of Health



Children with HIV infection and
AIDS and their families may derive
significant resources and support
by participating in AIDS research
underway throughout the country.
The AIDS Clinical Trials Group
(ACTG) is a cooperative group of'
clinical trials establishe(l by NIH's
National Institute on Allergy and
Infectious Diseases (NIAID). (See
Appendix F !bra list of ACTG sites
and units.)

Beginning in 1990, the National
Institute or Child Health and
}Inman Development (NICHD)
and NIA1D joined ftwces to extend
access to clinical trials to HIV-
infected pregnant women and chil-
dren in the United States and
Puerto Rico. Together, these two
Institutes fund 48 maternal and
pediatric clinical trials. These clini-
cal trials include research on the
use of antiretrovirals, including
zidovudine (AZT), in infmns and
children, treatment of opportunis-
tic infections, and the timing and
prevention of perinatal transmis-
sion of HIV infection. In addition
to the 48 trials in the ACM, the
National Cancer Institute (NCI) is
conducting 13 pediatric trials, and
the NICHD is conducting another
three.

With regard to comprehensive
pediatric AIDS care, coordinated
delivery of services will also be fos-
tered by linkages between, fin-
example, the CHC's and NIH's
Community Program fin. Clinical
Research in AIDS (CPCRA, funded
by NIAID). This program broad-
ens access to clinical trials through
support of 18 institutions where
community-based physicians enroll
their patients into clinical trials of'
new HIV/AIDS therapies. (See
Appendix G for the entities partici-
pating in CP(;RA.)

The U.S. P115 also gathers infOrma-
tion to more accurately estimate
the number of HIV-infected infants
born each year. The CDC, in col-
laboration with state and local
health departments and Nil I, con-
ducts surveillance for HIV antibody
among childbearing women
through "blinded" testing (with no
means of identifying the infected
person) of blood specinwns collect-
ed on filter paper from newborns
fiw routine metabolic (PKU) test-
ing. To date, 44 states and territo-
ries are participating in these sur-
veys. Other blinded seropreva-
lence surveys are being conducted
in women attending clinics in sev-
eral geographic areas, applying to
the militaryjob Corps, and blood
donation programs.

For infOrmation on these surveil-
lance programs, contact the
National AIDS Infiwmation
Clearinghouse, Rockville,
Maryland, 1(800)458-5231.

Federal Human Service, Mucation,
and Nutfition Programs

In addition to the U.S. P115, other
pa..5 of the Department of Ilealth
and Human Services (111IS) and
the Department of Education pro-
vide relatively unrestricted funding
to states For the types of social and
educational services needed by
children with HIV infection and
AIDS and their fiunilks.

Social Services Block Grant (Title XX):
MIS' new agency, the
Administration for Children and
Families (ACF), provides funding
in a block grant to states fin- social
services. In its tenth year, the
Social Services Block Grant (Title
XX) allows states to provide social
services that increase sellsuprrt
and selkulficiency, that prevent or
remedy neglect, abuse, or exploita-
tion of children or adults, that pre-



vent or reduce inappropriate insti-
tutionalization, and that secure
referral for institutional care,
where appropriate.

States show great variation in the
design of their social services pro-
grams. Despite their variety, all the
state social services programs fund
services that address the problems
of children with HIV infection and
AIDS and their families. In FY
1989, fbr example, the most fre-
quently provided services were day
care for children, home-based ser-
vices, special services for the dis-
abled, and protective services fbr
children. In 42 states, AFDC and
SSI recipients are eligible to receive
all these services and, in 13,
Medicaid recipients can receive
certain services. In addition, sever-
al states transferred funds from this
block grant to the Maternal and
Child Health block grant and to
the block grant fbr substance abuse
services.

For fUrther information, contact
William Schambra, HHS's
Administration for Children and
Families, at (202)245-7027.

Head Marl: HHS' Administration
on Children, Youth and Families
(ACYF) administers the Head Start
Program, which provides compre-
hensive development services for
low-income children and their fam-
ilies through a nationwide network
of 1,290 Head Start grantees serv-
ing 2,000 communities. Its four
major program components
education, health, parental involve-
ment, and social services pro-
vide a net of' human services that
can be a vital part of' a comprehen-
sive pediatric AIDS care program.

Head Start programs provide
preschool children with medical
screenings, dental exams, immu-
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nizations, special services, and
needs assessments. Beyond these
basic health care services, the Head
Start Program also funds five pedi-
atric MDS demonstration pro-
grams, as well as 37 parent and
child center programs (PCC) for
pregnant and postpartum women
and infants.

One project, in Alaska, provides
AIDS information and education to
Alaska Natives. The other projects,
in Boston, Baltimore, Los Angeles,
and Newark, are developing com-
prehensive family-based services for
children with HIV infection and
their families. The Boston and
Baltimore projects utilize
transagency or multidisciplinary
case management systems to pro-
vide comprehensive services for
young children with HIV infection
and their families. Through its
Parent and Child Center, the
Newark project operates a program
specifically for children with HIV
infection and their families; it pro-
vides parent education, parental
support, foster parent education
and support, and nutrition services
to children under the age of' three
with HIV infection and their

For further information, contact
Dr. Wade Horn, Commissioner,
ACYF, (202)245-0347.

Abandoned InfanIs Assislance AO:
HHS/ACYF also administers the
Abandoned Infants Assistance Act,
which provides grants to develop
and operate services for "aban-
doned infants and young children,
particularly drug-exposed infants
and those with AIDS." Approx-
imately 50 grants were awarded in
September, 1990, ranging from
$75,000 to $300,000.

The types of projects funded
include Model Community Service
Projects, designed to prevent the



occurrence of "boarder babies";
support of HRSA's pediatric AIDS
demonstration projects to expand
services to include dnig-exposed
infants; and state/local coordina-
tion models, supporting innovative
models to target state and local
resources to coimnunities experi-
encing problems related to babies
with HIV and drug exposure.

For further information, contact
Dr. Wade Horn, Commissioner,
ACYF, (202) 245-0347.

Administration on Developownlal
Disabilities (ADD): This HFIS pro-
gram serves persons whose severe
and chronic disabilities began
before age 22. Through funding
programs for protection and advo-
cacy, model service delivery, univer-
sity research and training, and
efforts of "national significance,"
ADD stresses independence, pro-
ductivity, integration into the com-
munity, and keeping families
in tact.

Through its Projects of National
Significance, ADD funds a number
of demonstration projects related
to Pediatric AIDS. For example, a
collaborative project at Boston
Children's Hospital has produced a
set of Guidelines on Developmental
Sel,:ices for Children wilh 11117
Infection, to he periodically updat-
ed, that provide resource infiwma-
tion and recommendations for pro-
grammatic efforts fm persons with
HIV infection and developmental
disabilities. It has also produced
several technical reports, including
reports on model service delivery
for program planners, and has con-
ducted a national conference on
HIV infection and developmental
disabilities.

ADD also hinds a prect with the
American Bar Association (ABA)
intended to help overcome barriers
to services fm persons with
HIV/AIDS and developmental dis-

abilities, and to provide guidance
on appropriate procedures for han-
dling confidentiality issues. Its
publications include AIDS and
Persons with Developmental
Disabilities: flu, Legal Perspective,
which addresses the major legal
issues confronting persons with
HIV infection and developmental
disabilities, including access to
child welfare, education, housing,
employment, and health care, as
well as the service and advocacy
organizations devoted to helping
persons with developmental disabil-
ities. Another is a 1991 report,
Guidelines and Model Procedures on
Confidentiality, specifically for ser-
vice providers.

ADD also hinds projects to develop
AIDS infOnnation and education
for persons with mental retarda-
tion, to develop coordinated, com-
prehensive early intervention ser-
vices fOr HIV-infected children at
risk fOr developmental disabilities,
to provide specialized foster care
for children with HR' infection,
and to infiwm agencies and fami-
lies about the special developmen-
tal needs of young children with
HIV infection.

For further infOrmation on ADD
and how to obtain their publica-
tions, contact Deborah McFadden,
Commissioner, ADD, Washingum,
D.C., (202) 245-2890.

Early Intemention Program fir Infants
and 7Mdiers with Handicaps: This
prognun, part H of Public Law 99-
457, directs participating states to
establish a statewide, comprehen-
sive system of early intervention ser-
vices for infants and toddlers with
handicaps and their families.
Under the provisions of the law,
the Governor of each state
appoints a lead agency and an
interagency coordinating council
to be responsible for developing a
statewide system of early interven-
tion based on the 14 minimum
imfnponents included in the law.

5



Eligible children and families
receive services based on an
individualized Family Service Plan
(IFSP) developed jointly by the
family and early intervention ser-
vice providers. Early intervention
services under this law include a
broad array of developmental ser-
vices fnr the child and support ser-
vices for the child and family.

Under the provisions of the law,
each state will determine, within
certain guidelines, how it will
define "developmental delay" and,
therefore, determine eligibility for
early intervention services.
Included in this definition is the
degree or level of delay that cpiali-
ties a child for services. Individual
states also have the option to
decide whether or not to serve chil-
dren "at risk" for developmental
delay. Thus, infants and toddlers
with HIV infection and their fami-
lies can become eligible fbr these
services in a variety of ways,
depending on how individual states
define "developmental delay," on
whether or not they decide to serve
children at fisk, and on how "at
risk" is defined. Some states are
explicitly including 111V infection
in their definition of developmen-
tal delay. Others are specifYing
HIV infection as a risk factor. Any
child with 1.11V infec6on who
demonstrates a level of develop-
mental delay consistent with the
state definition is eligible for and
cannot be denied these early inter-
vention services.

For more information, contact the
Governor's office in each state for
the name of' the lead agency deal-
ing with developmental delay or
the National Early Childhood
Technical Assistance System,
(919)962-2001.
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NatUinal Institute on Disability and
Rehabilitation Research Programs
(NIDRIO: NIDRR is part of the U.S.
Departnient of Education, Office
of Special Education and
Rehabilitative Services (OSERS).
NIDDR contributes to the indepen-
dence of persons of all ages who
have disabilities by seeking
improved systems, products, and
practices in the rehabilitation pro-
cess. It does this through grants,
contract.:, and cooperative agree-
ments with universities, Indian
taws, research groups, nonprofit
organizations, some profit-making
companies, and individuals.

Through its Innovation Grants,
NIDRR supports inventive
approaches to old and newly identi-
fied problems. In 1989, NIDRR
funded the development and publi-
cation of Community-lksed Services
for Children with II1V Infection and
Their Families: A Manual for
Plannm, Service Providers, Families
and Advocates by Geneva Woodruff',
Ph.D. and Christopher Hanson,
Ph.D. Manuals may be purchased
from South Shore Mental Health
Center, 6 Fort Street,
Quincy, Massachusetts 02169,
(617)847-1950.

In 1990, NIDRR approved fnnding
for a national training institute fnr
100 plamwrs, professionals, and
advocates who are serving or plan-
ning to serve children with 111V
infection and their families. This
week-kmg training institute, sched-
uled for the summer of 1991 in
Boston, will address conummity-
based services for children with
111V infection and their families.
Specific topics of the training will
include: "Characteristics, Issues
and Needs of Children with 111V
Infection and Their Families:
Family-Centered Principles for
Comimmity-based Programs
Serving Children with 111V
Infection and Their Families;



Developing a Transagency Case
Management System; and Ilelping
the Helpers: Strategies for
Professionals Working with
Families Affected by AIDS." For
more information about the train-
ing institute, contact Tasha
Davidson, 77B Warren Street,
Brighton, Massachusetts 02135,
(617) 783-7300.

For further information about
NIDRR's programs, contact
NIDRR's Grant Information Line
at (202)732-1207.

Early Eduralion Programfbr Children
with Disabilities: Part of the U.S.
Department of Education, Office
of Special Education and
Rehabilitative Services. EEPCD
(formerly known as the
Handicapped Children's Early
Education Program, or H( EEP)
supports model demonstration pro-
jects, outreach projects, experimen-
tal projects, research projects and
research institutes, in-service train-
ing projects, and technical assis-
tance with the goal of improving
and expanding services to young
children with disabilities and their
families.

IICEEP funded Project WIN frinn
1986 to 1989 to provide services to
30 children a year who were at risk
for or diagnosed with 111V infec-
tion and their substance-using par-
ents. WIN utilized a transdisci-
plinary team model to provide
lunne-based services to the chil-
dren and a transagency model of
case management to coordinate
services in the community. Services
were overseen by a transagencv
board comprised of representatives
frinn 31 agencies serving children,
adults, and families.

For fnrther infiwmation about
WIN, contact fames Hamilton at
(202)732-1084.

Special SuOkmental Food Program JOT
Women, Infants, and Children (WIO:
This is jointly administered by the
Food and Nutrition Service of the
U.S. Department of Agriculture at
the Federal level and by the state
health department at the state
level. WIC provides monthly infirnt
fbrmula or basic fbod packages
(milk, juice, cereal, beans, cheese,
peanut butter) to pregnant, post-
partum, and breast-feeding women,
infants, and children under the age
of five, meeting state-specified
income and nutritional need
requirements. In most states, the
income requirement is 185 percent
of U.S. Poverty Income Guidelines.
Also, in Federal guidelines and in
most state programs, nutritional
risk includes medically-based risks
such as anemia, being under-
weight, and poor pregnancy out-
comes, including HIV infection
and AIDS.

Most infants and children at high
risk for HIV or 'ith HIV infection
will qualify. fbr WIC. in addition to
receiviNg these nutritional supple-
nwnts, WIC participants are
referred as needed to health and
social services agencies fbr assis-
tance. Thus, WIC can serve as an
important coordinating tool in
developing comprehensive care for
children with HIV infection and
AIDS and their families. State
Medicaid agencies are required to
refer certain pregnant, postpartum,
and breast-keding women, as well
as children under age five to local
WIC programs.

For fnrther infOrmation ;thorn
WIC, contact Ronald]. Vogel,
Director, Supplemental Food
Programs Division, Food and
Nutrition Service, USDA, 3101 Park
( :enter Drive, Alexandria, Virginia
22302, (7(13)756-3746.



State Action to Address Pediatric
HIV Infection and AIDS

States are taking action in a num-
ber of' areas to address pediatric
HIV and AIDS. The extent and
type of activity frequently depends
on the number of cases of' pediatric
AIDS in the state. The following
is a description of' some state
activities.

Coordination: States often initiate
or facilitate the coordinated plan-
ning and delivery of services to chil-
dren with HIV infection and AIDS
and their families. The task force
is a common mechankm for bring-
ing together providers, families,
advocates, social workers, and gm-
eminent officials to share informa-
tion and determine how to best
meet needs and develop plans.

Innovative Ifse of Federal Resources:
Although only a limited number of'
states have Medicaid waivers for
home and community-based care
for AIDS patients, many envision
using "Katie Beckett" waivers to
pnwide care at home. At least half
of the states offer case manage-
ment services for children, not nec-
e!,,arily specific fiw FIW, either
through the Maternal and Child
Health program or the Medicaid
program. A number of other states
are considering case management
programs. In many of the low-inci-
dence states, tnost of' the medical
care for HIV-infected children has
been provided in pediatric medical
centers.

AID,S. Information and Mucation:
States collect infiwmation about
pediatric AIDS, and often operate
or sponsor AIDS clearinghouses
that distribute pertinent informa-
tion. Many states have their own
hot lines, and most states are
expanding their AIDS information-
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programs targeting minorities,
women, jail inmates, and youth.
The need for HIV education at the
local school level is a major con-
cern of' public health and educa-
tion agencies in eveiy state.
Currently, every state and several
local departments of' education
receive Federal funding to help
develop HIV prevention education
programs for youth. HIV educa-
tion is mandated in many states,
although it is not necessarily linked
to school funding. In Pact, most
states have rejected the idea of
requiring HIV education as a con-
dition of fimding for schools. The
grade at which the education is
offered may vary, from elementaiy
to high school. Because a high
proportion of New jersey's AIDS
cases are injection drug-related,
HIV/AIDS education in that state
is closely linked with the drug and
alcohol education program.

Communities are frequently and
directly involved in planning and
providing HIV/AIDS education.
For example, to make sure that
HIV infection prevention is
addressed, Indiana requires the
development of' an HIV/AIDS advi-
sory committee in each school to
provide input to school administra-
tion and school boards. The
Michigan Department of' Public
Health has devoted considerable
effort to the school population,
including training for school per-
sonnel and development and distil-
hution of suggested AIDS curricula
for grades K-12, and the
Department's cooperation with the
Department of' Education has been
hailed as a nmdel across the
country.

"Irgeted Outreach and Prevention:
Almost all states appear to give pri-
ority to expanding outreach to
hard-to-reach groups, and expand-
ing counseling and testing sites.
Califiwnia's AIDS plan includes a
recommendation for routine test-
ing and counseling of all women of



child-bearing age in areas where
HIV infection rates among that
group exceed 1/1,000.

Foster Care Issues: Policies vary
among states as to whether wards
of the state can participate in
HIV/AIDS clinical trials. At least
15 states have policies that allow
participation, and a number of
other states have such policies
under consideration. Other states,
however, do not allow wards of the
state to participate in clinical trials.
For further information, see the
upcoming report of the U.S. PHS
Panel on Women, Adolescents and
Children with HIV Infection and
AIDS, Points to Consider: Involving
HIV Positive Children Who Are Wards
of the Stale in HIV/AIDS Research, to
be available from NIH's Office of'
Protection from Research Risks,
Bethesda, Maryland, (S01)496-
7005.

States recognize relatives as appro-
priate sources of foster care, and
relatives are usually the first choice.
Using ielatives can be difficult in
high-incidence areas, however,
because the relatives themselves
may have AIDS. Relatives of child-
ren needing care are informed of
the services and benefits available
to them as foster parents. As a
result of an experiment called the
Boston Blitz, Massachusetts expects
to provide timely training and
quick placement in families willing
to take drug-exposed and HIV-
infected cl!ildren. Other areas too,
are accelerating certification pro-
grams for foster parents and mak-
ing them more flexible, and also
providing training for potential
foster parents for HIV-infected
children.

Placement for the few children
needing foster care has not posed a
significant problem for low-preva-
lence states. However, states with
areas of high prevalence are

addressing the need for congregate
care in a variety of ways.

Connecticut is considering means
by which congregate care could be
arranged and financed if the need
arises. In Massachusetts, there is a
widely-perceived need for newmod-
els of congregate care that can
serve mothers and children togeth-
er, and some thought has been
given as to how such facilities
might be developed on an experi-
mental basis. Although
Pennsylvania places priority on
family placement for HIV-infected
children, projects for four- to six-
bed programs are being developed
as interim steps in the cities of'

Philadelphia and Pittsburgh.
Associated Catholic Charities of
Maryland has recently opened a
community-based residential pro-
gram for infants with AIDS.
Georgia and Florida have tempo-
raiy residences for HIV-infected
children.

For more information about foster
or congregate care, contact the
appropriate state child welfare
agency.

Private Support and Funding

The private sector can and does
contribute significantly to the pro-
vision of services fbr children with
HIV/AIDS and their families.
Collaboration among the public
sector, private foundations, and
community-based organizations
may be the only way to build a com-
prehensive, integrated system of
care for children with HIV/AIDS
and their families.

National Foundations and
Organizations
According to the Foundation
Center, over 150 private founda-
tions have made AIDS-related
grants. Since 1985, the Robert
Wood Johnson Foundation (RWJ)
has awarded 127 grants totaling
more than $50 million to existing



health care facilities and communi-
ty-based organizations to improve
AIDS care and accessibility and to
support HIV prevention efforts.
tinder its A/DS Prevention and
Services Program, RWJ has award-
ed 54 grants to geographically and
organizationally diverse AIDS pre-
vention and service projects; the
AIDS RWJ Health Services Program
awarded grants serving 11 high-
incidence arcas fbr comprehensive
community-based systems of care.
Six grants totalling $4.2 million
have been awarded to support pro-
grams specifically serving the pedi-
atric population.

RWJ also funds the Healthy
Children and Healthy Futures pro-
grams, specifically designed to
assist communities in developing
health care services for children.
These programs may enable exist-
ing funding to be utilized for ser-
vices to children with HIV/AIDS.
For further information on RWJ
funding, contact RWJ at (609)243-
5937.

National Pediatric HIV/AIDS
Organiza ions
Since the mid-1980s, numerous
organizations have been formed to
provide advocacy and support for
persons with AIDS. Organizations
that specifically address pediatric
AIDS include:

The Pediatric AIDS Coalition is
a coalition of 21 national
organizations that serves as
advocates fin- children, adoles-
cents, families, and caregivers
whose lives are affected by HIV
infection and AIDS. Staffed by
personnel from the American
Academy of. Pediatrics, the
Coalition serves as the pediatric
task force for the National
Organizations Responding to
AIDS (NORA) and lobbies
before Congress for better laws
and appropriations of funds.
Appendix 11 provides a list of'
national organizations that

belong to the National
Pediatric AIDS Coalition.
For further information, con-
tact the Pediatric AIDS
Coalition at (202)662-7460.

The Pediatric AIDS Foundation
promotes biomedical research
on pediatric AIDS. It works
closely with the American
Foundation for AIDS Research
(AmFAR), the Pediatric AIDS
Consortium of Los Angeles,
and pediatric AIDS units in
hospitals around the world to
improve and increase pediatric
AIDS research. It also has pro-
vided funds to a model commu-
nity program in Los Angeles
for emergency assistance and
public education. For further
information, contact the
Pediatric AIDS Foundation at
(213)395-9051.

The Foundation for Children
with AIDS, Inc. provides a net-
work for professionals working
with drug-exposed and HIV-
infected children and their
families. The purposes of the
Foundation are to advocate
quality services for drug-
exposed and HIV-infected
chidren and their
families; to promote and
provide innovative, compre-
hensive, family-centered and
community-based services; to
provide a network for profes-
sionals; and to disseminate
state-of-the-art information
about the issues, needs, and
services for drug-exposed and
HIV-infected children and
their families to professionals,
family nwmbers, decision and
policy makers, and the public.

Six times a year, the
Foundation publishes a newslet-
ter, entitled Children with AIDS,
that reaches a national reader-
ship 013,800 people. The
newsletter carries articles about
children and families, pro-



grams from across the country,
job openings, updates on
research, funding sources, and
resources. The Foundation is
engaged in a campaign with the
Junior League of Boston to
increase public awareness about
the needs of children with I-HV
infection and their families
through presentations made to
corporations and businesses.
The Foundation sponsors con-
ferences, lectures, and work-
shops for professionals, includ-
ing intensive training institutes
fbr community service
providers. It receives funding
from the Samuel Jared
Kushnick Foundation, the U.S.
Maternal and Child Health
Bureau, the JDM Foundation,
the Shappell Foundation, and
also from private donations.

For more information, contact
the Foundation for Children
with AIDS at (617)442-7442.

Non-A1DS Public Interest/Advocacy
aganizations
Numerous organizations that are
not A11)S-specific provide advocacy
kr children's health and welfare.
Such organizations include the
Child Welfare League, the National
Foster Parent Association, and the
Association fbr Care of Children's
Health. These organizations pro-
vide the public advocacy that can
often stimulate the increased pub-
lic awareness, funding, and volun-
teerism so critical in addressing
pediatric AIDS/HIV care issues.
See Appendix I for a selected list-
ing of these organizations.

Community Oiganiwtions, Including
Churches
Other non-AIDS organizations that
operate at the «immunity level are
potential resources for services and
support. For example, the
American Cancer Society (A( :S)
pays it certain aMOIIII t fbr home
attendant services, depending on

local funding. ACS may pay family
members and friends kr providing
care, as well as furnish transporta-
tion to and from the hospital, clin-
ic, or doctor's office. Meals on
Wheels and similar programs deliv-
er two meals a day to the homes of
sick or disabled persons. Churches
or civic groups may provide com-
panions or aides who will help with
household chores, pick up medica-
tions, provide respite care, and
other services. For more inkrma-
tion on the American Cancer
Society, contact 1(800)4- CANCER.
For more information on Meals on
Wheels programs, contact
(202)547-6157.

The National Community AIDS
Partnership, a partnership of 19
cities, awards funds on a competi-
tive basis to local community
groups kr riot's AIDS activities,
including pediatric AIDS efforts.
For more information, contact any
of the 19 locally-based organiza-
tions forming the partnership list-
ed in Appendix J.

The National Association of
Community Health Centers
(NACHC) is also involved in pedi-
atric HIV issues. It provides clini-
cal, management, and capacity
development training concerning
HIV to its members, Federally-
funded community and Migrant
Health Centers and Health Care
fbr the Homeless Projects. Thirty
percent of the 5.8 million patients
in care at these 2,000 clinic sites are
children under the age of 15. It is
estimated that health centers will
see 247,000 HIV positive individu-
is in 1991. For further infbrma-
tion. contact David Cavenaugh,
(202) 659-8008.
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New Jersey

0 ne of the first areas in the
United States where the
HIV epidemic took root

among injectiag drug users was in
the urban northeastern part of
New Jersey adjacent to New York
City. By the mid-1980s, hospitals in
that area and health officials in the
state government were aware that
growing numbers of drug users,
women, and children most of'
whom were uninsured or relied
upon public entitlements to fund
their health care were becoming
infected. Because the state reim-
bursed hospitals for uncompensat-
ed care, many of these people first
sought care for HIV symptoms at
acute care hospital emergency
rooms. For those who were admit-
ted and treated, getting discharged
was often a problem because there
were so few services and support
mechanisms to assure them contin-
uing appropriate care.

By 1986, having recognized the
scope of the epidemic, state health
and human services officials had
made application to fbundations
and federal sources to develop pro-
grams for HIV-infected people.
The New Jersey State Department
of Human Services applied to
Medicaid for a home- and commu-
nity-based service waiver. The waiv-
er, implemented early in 1987, set
up two case management systems

one for adults and one for chil-
dren to assure the cost-effective
deliveiy of care to people with HIV
in local facilities. The Medicaid
case management program fbr chil-
dren with I-11V was combined with
an existing case management pro-
gram for children with special
health needs, under the aegis of
the Special Child Health Services
program.

Also in 1986, the Department of'
Health applied to the Robert Wood
Johnson (RWJ) Foundation's AIDS
Health Service Program to develop
a case management system in the
areas most seriously hit by the epi-
demic. Representatives of many
major health and social service
organizations in Newark and Jersey
City were brought together to help
plan the care system. When the
Rwj grant was awarded, this same
consortium of providers set about
to implement it. The case manage-
ment system, administered central-
ly by the State Department of
Health, was fUnded at six hospitals,
including Children's Hospital of'
Newark, because the hospitals were
the points of entry to the health
care system for the majority of HIV-
infected people. With additional
funding from the Federal Health
Resources and Services
Administration, the program was
expanded in 1988 from six to ten
hospitals.

RWJ program case managers and
other providers came to be strong
advocates fbr the broad range of
services needed by HIV-infected
people. And, seeing the program's
success, several participating hospi-
tals elected to fund additional case
management positions.
Currently, both the RWJ and the
Federal grants supporting this pro-
ject are for demonstration pro-
grams; with their expiration in
1991, the state plans to use Federal
HIV block grant funds to maintain
the project.

A case management program can
succeed only to the extent to which
there are community-based services



to which clients can be referred. In
New jersey, some of these services
already existed, although in some
cases, case managers had to inter-
vene to make them available to
people witn HIV. In other
instances, services had to be creat-
ed. For example, subacute facili-
ties were needed for children no
longer requiring hospitalization
but not yet ready to go home (or to
a fbster home). The first such facil-
ity in New jersey was financed by a
newly created foundation, and
much of the work to prepare the
physical plant was donated. Several
additional such facilities have since
opened throughout the state.

Recognizing the need for broad
cooperation among providers serv-
ing children with HIV, the State
Department of Health and
Children's Hospital applied to the
Federal Department of Health and
Human Services for a pediatric
AIDS demonstration grant to estab-
lish a netwcrrk of regional pediatric
HIV centers. The experience of
Children's Hospital indicated that
such centers should plan care for
HIV-infected children with input
from their nmtlwrs and other Iamnm-
ly members, This input was sought
through various agencies serving
these populations, including the
state's Maternal and Child Health
Care unit and its child protective
agency, the Division of Youth and
Family Services.

Most of' the facilities that became
the five regional centers were
ahvady experienced in dealing
with HIV-infected children.
Experienced personnel from
Children's Hospital were already
serving as consultants to otlwr lacil-
hies throughout the country. In
1989, this service was institutional-
im.c1 as the National Pediatric 111V
Resource (:enter, and received
Federal fnnding in 1990.

During 1990, ; Jersey also insti-
tuted a l'reatment Assessment

f
ii

Program to extend monitoring,
evaluation, and care to asymp-
tomatic people with HIV infection.
This program enables women and
children to receive antiviral and
prophylactic treatment as appropri-
ate. These services are being
financed to the greatest possible
extent out of' existing funding
streams. Private payers are begin-
ning to recognize that timely reim-
bursement for ambulatory care
often reduces the costs of acute
care down the road. State lwalth
authorities, who have already
adopted DRGs for the reimburse-
ment of in-hospital HIV care, have
been negotiating changes in reim-
bursement fin. outpatient care, to
include case management and
pharmaceuticals. Since many
clients receive health care through
Federal entitlement programs,
appropriate changes will need to
be made in those reimbursement
policies as well.

'To ensure broad professional and
public input into its programs, in
1986 the New Jersey Department of
Health formed several statewide
task fbrces to make recommemla-
tions on public policy. A task fbrce
on education brought together
community leaders in education
with representatives of both the
Departnwnt of' Health and the
Department of Education to devel-
op HIV curriculum guidelines fbr
schools. To carry prevention mes-
sages to children and adolescents
not in schools, the Departnwnt of
I lealth worked with the New Jersey
Health Products Council, repre-
senting the pharmaceutical indus-
try. One product of their collabo-
ration was a series of "Bands to
Beat AIDS" posters featuring popu-
lar entertainers.

Another statewide task force was
the Pediatric AIDS Advimnv
Committee. In 1989, this commit-
tee obtained hinds froin t.re



Department of' flea!th to prepare a
final repc)rt. Called Generations in
jeopardy: Revponding to IIIV hilertnin
th Children, Wonum, and Adokseents
in New jersey, the report identifies
priority issues in shaping care deliv-
ery and prevention efforts fbr chil-
dren, women, and adolescents at
risk.

To procure copies of this report
and fbr general information about
New jersey's efhwts, contact the
National Pediatric Illy Resource
Center at Children's Hospital, 89
Park Avenue, Newark, New jersey
07104, (201)268-8251.

South Texas Children's AIDS
Center
South Texas is a region with inter-
mediate prevalence of HIV infec-
tion. Recent studies of the Texas
Department of' Health place this
prevalence at about 1/1000 among
pregnant women and at about
2/100 among students of colleges
and universities. Prevalence is three
thnes higher among blacks than
anhmg Hispanics and Anglos.
The South Texas Children's AIDS
Center is a prc)gram of the
Department of' Pediatrics of The
University of Texas Health Science
Center at San Antonio in collabora-
tion with many communn; ed
organizations and clinics. Because
of' the relatively low prevalence of'
HIV infection in this reghm, the
facility and staff of' the Center had
the opportunity to develop strong
programs in prevention of' HIV
infection and professional and
community educathm in addition
to programs of' care fbr infants,
children, and their families.

The three stated objectives of' the
Center have been to provide:

comprehensive care of 111V-
infected infants and children
.and their parents through case
management;

prevention of' the spread of'
I IIV inkction through educa-
tion; and

education of' health profession-
als on the diagnosis and man-
agement of' HIV infection in
infants, children, and their
parents.

Comprehensive Care: In 1985, testing
of' patients with hemophilia reveal-
ed 67 who were seropositive fbr
HIV. Of' these, 43 were under 18
years of age. The lemophilia/H IV
Surveillance Clinic was organized
by the faculty and staff of' the
Department of' Pediatrics at the
Santa Rosa Children's Hospital.
Because increasing referrals of
non-hemophilic, HIV-infected
pediatric patients to that clinic
strained thc resources designated
for patients with hemophilia, in
early 1988, the Department of
Pediatrics committed faculty and
staff to create a separate clinic, the
San Antonio Pediatric AIDS Clinic,
which was housed at the
Brady/Green Community Health
(:enter in downtown San Antonio.
With a Pediatric AIDS Health Care
Demonstration Grant from the
Maternal and Child Health Bureau
of' the IIIIHS, in August of 1988
the two clinics were merged into
South Texas Children's AIDS
Center. Early in 1989, a monthly
clinic was begun in the border
town of' McAllen, Texas, to provide
care for infants, children, and their
families in the rural Rio Grande
Valley.

The characteristics of' the compre-
hensive care provided at the Center
are as follows: The faculty and staff
of' the multidisciplinary care team
are mostly bilingual in English and
Spanish. The care team provides
primary, secondary, and tertiary
care to outpatients and inpatients;
subspecialty care is provided by the
AIDS Center's 75 faculty members
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from the Department of Pediatrics
in the University Clinics. While
outpatient care is provided without
regard to financial eligibility, all
patients needing inpatient care
have so far qualified fbr coverage
by insurance, Medicaid, or the
Texas Crippled Children's
Program (Chronically Ill and
Disabled Children) of the Texas
Department of Health.

Case management is provided to all
patients and their Nmilies.
Moreover, the care team is assisted
by 90 volunteers trained in the han-
dling of pediatric HIV-infected
patients. Care includes develop-
mental assessment and support of
the HIV-infected children and
their families. To care for aban-
doned babies with HIV-infection
awaiting foster home placement or
to provide respite care to needy
families, the Center, in collabora-
tion with the Sisters of the Divine
Providence, has built and now
operates the Providence Home for
Infants with HIV Infection/AIDS, a
special care facility licensed by the
Texas Department of Health on
the grounds of the Stella Maris
Clinic.

The fiscal support fbr the Center is
derived from the University of
Texas Health Science Center, the
Maternal and Child Health Bureau
of the DHHS, the Hemophilia
Foundation, local charitable organ
izations, the United Way of San
Antonio, and numerous donors of
monies from the private sector.
The development of this special
care delivery system has been
accomplished through the support
of existing agencies and institu-
tions without the need to invest in
new fficilities. The Center faculty is
comprised of physicians, psycholo-
gists, nursing and social work coor-
dinators, research nurses and a

developmentalist; it recently
acquired the services of' an internist
to care for parents in the same set-
ting and at the same time care is
provided to their children. Care is
available 24 hours a day. An
Advisory Committee, comprised of
"consumers," representatives of col-
laborating organizations, hospital
administrators, and Center faculty,
meets quarterly to review the evolu-
tion and effectiveness of the Center
programs.

Pnvention: The Center has devel-
oped a multifaceted system for pre-
venting the spread of HIV infection
among women and through them
to their offspring, as well as among
youths engaging in high-risk activi-
ties. Some of the prevention pro-
grams include:

reproductive counseling of
iujection drug abusers referred
to the Center;

AIDS prevention classes (5
hours per week) for the
approximately 1,500 youths
(ages 10-17 years) detained fbr
acts of delinquency at the
juvenile Detention Center of
Bexar County. This program,
through a grant from
HRSA, has been expanded to
provide integrated primary
care, drug abuse rehabilitation,
AIDS prevention education,
and vocational/educational
rehabilitation to these youths
during detention and during
the year of probation that
follows;

AIDS prevention education to
administrators, PTA presidents,
school nurses and teachers of
three San Antonio school
districts;

AIDS education to churches
and synagogues in collabora-
tion with the Regional AIDS
InterNith Network;
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AIDS prevention classes for
drug-abusing pregnant adoles-
cents; and

Numerous print, radio, and
television interviews on pedi-
atric AIDS.

Professional Education: The Center
has been active in the education of
health professionals, increasing
their understanding of the epi-
demiology and pathophysiology of
HIV infection and developing their
skills in diagnosing and treating (or
referring) pediatric patients with
this disease. Some of the highlights
of these activities include:

familiarizing all pediatric resi-
dents and medical students
with the principles of diagnosis,
treatment, and prevention of
HIV infection;

presenting in-service training
to medical, nursing, and other
staff of hospitals and clinics in
the region;

publishing articles on pediatric
AIDS in eight consecutive
issues of' Texas Medicine, the
official journal of the Texas
Medical Association, which is
distributed to 28,000 physicians
monthly;

accepting graduate students
from nursing, social work,
counseling, and psychology
program of various colleges
and universities for clinical
training in pediatric AIDS;

providing care in five commu-
nity clinics, which removes the
fear of handling HIV-infected
infants and children; and

working with the judicial staff
of the Juvenile Probation
System and providing correct
information about pediatric
AIDS.

The model system represented by
this Center has worked well in this
region with an intermediate preva-
lence of HIV infection. It has made
crisis interventions unnecessary
and allowed time to prepare, inter-
weaving existing resources into an
effective multifaceted system. It
has marked a new era in the prac-
tice of pediatrics by an academic
group; it has opened the doors of
community clinics and health orga-
nizations to the pediatric faculty of
the University and demonstrated
that such interactions can be mutu-
ally beneficial. It has shown that, as
the HIV epidemic gains momen-
tum in our country, all segments of'
our health care delivery systems
and the public must work together
to successfUlly meet the challenges
of' this disease, difficult as they are.
It has shown the immense value of
public and professional education
in the prevention of pediatric
AIDS. It has shown what pediatric
practice should and could be in the
year 2000.

For more infbrmation, contact the
South Texas Children's AIDS
Center, Department of Pediatrics,
University of Texas Health Science
Center at San Antonio, 7703 Floyd
Curl Drive, San Antonio, Texas
78284, (512)692-3641.

Project STAR
Project STAR is a community-based
program providing a range of ser-
vices to Boston area children with
HIV infection and their famifies.
Most of the children served by
STAR live with their biological fam-
ilies; all have at least one parent'
who is infected. Funded until 1993
by a grant from the Robert Wood
Johnson Foundation, the program
aims primarily to help families con-
tinue caring for their H1V-infected
children at home fbr as long as pos-
sible. To this end, STAR defines
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the family as the client, and staff
work with all family members to
promote and support family
fimctioning.

SEAR services are monitored by a
transagency board of 31 represen-
tatives from hospitals and agencies
serving women, children, substance
users, families, and those affected
by AIDS. Tratisagency board mein
hers and staff from their affiliate
agencies refer families for STAR
services. At monthly board meet-
ings, the transagency board mem-
bers recommend services and
strategies for families, monitor case
management, and advocate for
services.

STAR employs a 20-member multi-
cultural and multilingual staff. A
four-member outreach team works
on Boston streets and in the
Massachusetts women's prison to
educate adults and youth engaging
in high-risk behaviors about pre-
venting 111V transmission. They
also ident4 fitmilies in need of
STAR services and engage them in
the program.

At present, early intervention mad
day care staff work with 46 children
under age five who are HIV-infect-

ed and 140 members of their fami-
lies. Services begin with an explo-
ration with the family about their
perception of service needs, and an
assessment of the child's develop-
mental strengths and needs. The
staff and family then develop an
Individualized Family Service Plan
that will govern the delivery of'
STAR services. In addition to work-
ing uirectly with the family, the
early intervention team member
also serves as the family's case man-
ager and coordinates STAR services
with those provided by direct ser-
vice providers from other agencies
who also serve the family, such as
the Massachusetts Association of'
Visiting Nurses, the family's physi-
cians at clinics and health centers,
legal aid staff or other community-
based AIDS programs. At the Star
Project, all of' the families receive
services from at least five outside
agencies.

SEAR staff work with the Lunilies in
their homes, providing conr seling
and developmental intervention,
and at a center located on the
grounds of' a community health
center. Children with 1-1IV infec-



tion under age five are transported
by bus to the STAR early interven-
tion groups and therapeutic day
care programs each day. Parents,
siblings, and other family members
also come to the center for educa-
tion, support groups, and recre-
ational activities. The STAR center
is designed to be a happy, comfort-
able, and safe haven where families
can openly share their thoughts
and feelings, support one another,
and feel at home.

The case management activities of
STAR staff are critical to helping
the children live at home and the
families fUnction effectively. Many
of the families are involved with as
many as 13 different practitioners
and agencies. Careful coordina-
tion of the medical, social, and
other family services helps to
ensure that the children and fami-
lies not only receive, but also uti-
lize, necessary services.

In addition to the grant from the
Robert Wood Johnson Foundation,
operating support to STAR is pro-
vided by the finidraising activities
of the Foundation for Children

with AIDS. Funds raised from pri-
vate foundations in the Boston area
were used to renovate and equip
the STAR Child and Family Center.
Medicaid reimburses some of the
services provided by the early inter-
vention team. The program is
exploring ways to integrate STAR
services into the state early inter-
vention and education systems in
order to ensure continuation of the
program when Foundation fimds
are no longer available.

For more infOrmation about
Project STAR, contact the Project
at 1800 Columbus Avenue,
Roxbury, Massachusetts 02119,
(617)442-7442.

Circle of Care
The Circle of Care, established in
1990, is a family-centered program
designed to meet the needs of HIV-
affected families and help prevent
the spread of HIV among women,
children, and adolescents living in
Philadelphia. This project employs
an integrated system to deliver
health can., case managenwnt, cen-
tralized support services, communi-
ty education programs, and preven-
fion efforts. Public and private
organizations have come together
to provide an extraordinary array
of services.
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The participating progi"anis are
ActionAIDS, Bethanna, Blacks
Educating Blacks About Sexual
Health Issues (BEBASHI),
Children's Hospital of
Philadelphia. Congreso de Latinos
Unidos, Family Planning Council
of Southeastern Pennsylvania,
Pennsylvania Department of
Health, Philadelphia Community
Health Alternatives (PCHA),
Philadelphia Departmcnt of
Human Services, Philadelphia
Department of Health, and St.
Christopher's Hospital for
Children.

The spirit of collaboration extends
to the funding of this project. The
Pew Charitable trusts is supporting
the Circle of Care with an $800,000
two-year grant and the Rhone-
Poulenc Rorer corporation is par-
tially underwriting the family
health clinics with a $1 million five-
year grant. The Commonwealth of
Pennsylvania is funding the case
management program with a
S350,000 18-month grant through
the Philadelphia AIDS Consortium.
The U.S. Department of Health
and Human Services (through
HRSA's MCI-1B) is providing a
three-year grant with funding of
$600,000 in the first year.

The Circle of Care is guided by a
vision of the future, a vision that is
sinmltaneously bleak and hearten-
ing. The number of' families affect-
ed by HIV and in need of services is
rising and will continue to rise fbr
the foreseeable future. This tragic
sittL4tion is of'ket by the fact that
treatment methods fiir HIV are
rapidly improving, and state-of-the-
art medical and social interventions
are helping people to live longer,
more productive lives.

Semires Pmvided: In Philadelphia,
the system of services for HIV-
affected Winks has been over-
extended, under-financed, and

totally uncoordinated. Until now,
almost no public funding existed to
meet the needs of HIV-afkcted
women, children and families. The
Circle of Care provides a coordinat-
ed, comprehensive ongoing
response. Approximately 430 HIV-
affected families representing an
estimated 1,940 individuals will be
enrolled in the program over the
next three years.

All services provided by the Circle
of Care are available to children
under the age of 19, their siblings,
HIV-infected parents, other family
members and fbster
Services are provided to family
members who are symptomatic or
asymptomatic. The components of
the Circle of Care are:

Health Care: Out-patient prima-
ry care fbr HIV- affected par-
ents and children is provided
under one roof. For the first
time in Philadelphia, adult clin-
icians are providing care at two
pediatric hospitals, creating
family clinics for HIV Families.
These familv-centered
are at St. Christopher's
Hospital fbr Children and the
Children's Hospital of
Philadelphia.

Case Alanagewnt: Case man-
agement services are being pro
vided by ActionAIDS, and every
family enrolled in the program
has a case manager. Supple-
menting the case managers are
trained home visitors who pro-
vide support ar .1 assistance to
the families.

Other Support &tykes: Non-
reimbursable goods and ser-
vices are available to families
through the Resources to
Families Fund. Bethanna, a
foster care agency, promotes
positive, interactive relation
ships between foster and bio-
logical families.



Outreach and Case Identification:
Philadelphia Community
Health Alternatives (PCHA)
provides education on HIV pre-
vention geared toward home-
ess youth. Counseling and
testing services are available to
atrisk teenagers.

Prevention and Community
Education: Blacks Educating
Blacks About Sexual Health
Issues (BEBASHI) and
Congreso de Latinos Unidos
provide community-based pre-
vention education to minority
youth. The Family Planning
Council of Southeastern
Pennsylvania coordinates HIV
risk assessment and counseling
at teen family planning clinics.
Sexuality education and refer-
rals fbr services will be provid-
ed to at-risk teenagers.

Linkages with Existing Services:
The Philadelphia Department
of Public Health insures that its
HIV-fUnded services are appro-
priate and sensitive to the
needs of women, children, and
families. The Philadelphia
Department of Human Services
insures that children of HIV-
afkcted families receive appro-
priate protective services. The
Pennsylvania Department of
Health, Division of Maternal
and Child Health, provides
linkages with existing Maternal
and Child Health-funded ser-
vices throughout Philadelphia.

For more information about the
Circle of Care, contact the
Family Planning (:ouncil of
Southeastern Pennsylvania,
260 South Broad Street, Suite 1900,
Philadelphia, Pennsylvania 1910'2,
(215)790-4638.
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APPENDIX A

Neuropsychological Assessment

Domains Birth to 3 wiry old. In assessing

infants and Ytning children Iron) birth to

3 years old, the fit Bowing construct

domains are essential (Fletcher, Francis,

Bronstein, Bronwers, Pequegnat,

Ratidenbush, Schmitt, & Sniver, 1990):

(1) recepti. t vticabulary, (2) IenqH'ra-

nwnt, (3) motor development, (4) Mint.-

proce5.s11)g, and (5) social interac-

litin which can be obtained using natural-

istic metluids complemented with psycho-

metric assessineniti and caretaker reports.

These assessments can he used to evalu-

ate thc efficacy of drug therapy and other

Iwhavitiral preventive inteiventitins and

edticatitmal 'migrants, and to design

rehabilitation prtigrams to imprtive the

quality of file of HIV-infected infants and

young children.

Ihnnaim Ito I 7 wan old. In assessing

chiklren from 3 to 13 years old. the fol-

lowing dotnains nnty need to be assessed

(Wilson, Pecptegnat, Belman, Bronwers,

et al., 1990). Tlw essential construct

domains are: (1) :mention, (2) tnemory,

(3) inotor, (4) constructional, and (5)

general intellecutal ability. he desiralde
construct domains are: (1) language mid

(2) conceptualimtion. The /.iptional con-

struct doinains are: (I) academic adiieye-

ment, (2) iSlective pro(essing, and (3)

learning.

APPEN Di X B

Infomaion Sources: Substance Abuse,
Women, and HIV

Publications:

Substance Alnise'rreattnent and

Prevention in Won ten of

(Alildbearing Age

Brown, S.S. (Ed.) Children and Parental
Illicit Drug Use: Research, Clinical, and

Policy Issues. Institute of Medicine,

Nat itmal Academy Press, Washingu HI,

D.C., 1991.

S. Owernment General Accounting

Office. Drug-Exposed Infants: A

Generation At Risk. Washington, D.C.,

1990.

American Bar Assticiation. Drug-

Exposed Infants and Their
Families: Coordinating
Responses of the Legal, Medical,

and Child Protection System.
Washington, D.C., 1990.

Miller, 11,G., Turner, & Moses, I.E.

(Eds.). AIDS: The Second Decade.

National Academy Press, Washington,

D.C., 1990,

Office of. Inspector ( ameral,

Department of Heidi I 'Inman

Services. Crack Babies. 'Nashington,

D.C., 1999.

Frig, I.. Drug Exposed Infants and
Children: Service Needs and Policy
Questions. Office of Social Servkes

Policy, Division of Children, Youth, and

Family Policy, Office of the Assistant

Secretary for Planning and Fsalnation,
LS. Department of I leafili and Iltunan
Services, Washington, D.C., 1990.



Hutchins, E., & Alexander, G. Substance
Use During Pregnancy and Its Effect or,
the Infant. PIG.111 TRS 90-01,

Department of Maternal and Child
Health, The Johns Hopkins School of
lygiene and Public Health, Baltimore,

Maryland, 1990.

National Center for Clinical

Infant Programs. Zero to Three.
Washington, D.C., 1989 (Vol IX,
No. 5).

CLasnoff, I J. (Ed.). Alcohol, Pregnancy
and Parenting. Kluwer Academic
Publishers, Hingham, Massachusetts,
1988.

Chasnoff, 1.1 (Ed.). Drug Use in
Pregnancy: Mother and Child. Kluwer
Academic Publishers, Hingham,
Massachusetts, 1986.

Preparation for Hospitalization
and Medical Procedures

Wells, N., Anderson, B. Preparing
Children for Medical Tests: Guidelines
for Parents and Professionals.
Federation for Children with Special
Needs, Boston, 1986.

Residential and Foster Care

American Academy of Pediatrics, l'ask

Force on Pediatric AIDS. Infants and
Children with Acquired Immuno-
deficiency Syndrome: Placer- it in
Adoption and Foster Care. I- ec., dries, 83,
609-612, 1989.

Gitelson, P., & Emery, L. J. Serving

HIV-infected Children, Youth, and Their
Families: A Guide for Residential Group
Care Providers. Child Welfare League of
America, Washington, D.C., 1989.
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Programs that Address Substance Abuse

Treatment and Prevention in Women of

Childbearing Age. (See section on Federal

Resources for more comprehensive listing.)

National Institute on Drug Abuse (NIDA)
Research Demonstration Projects on
Drug Abuse Treatment for Women of
Childbearing Age. NIDA, ADAMHA.
Contact Person: Elizabeth Rahdert,
(301)443-4060.

Office for Substance Abuse Prevention
(OSAP) and Maternal and Child Health
Bureau (MCHB) Demonstration Projects
for Pregnant and Postpartum Women and
Their Infants. OSAP, ADAMHA, and
MCHB, HRSA. Contact Persons: Marilyn
Rice, (301)443-4564; Ellen Hutchins,
(301)443-5720.

Office for Treatment Improvement
(OTI) Demonstration Projects for
Women of Childbearing Age. OTI,
ADAMHA. Contact Person: Loretta

Finnegan, (301)443-8802.

National Institute on Drug Abuse (NIDA)
Outreach Demonstration Projects.
NIDA, ADAMHA. Contact Person: Barry
Brown , (301)443-6720.

Bureau of Health Care Delivery
Assistance (BHCDA) Community and
Migrant Health Center Program.
BHCDA, HRSA. Contact Person: Joan

Holloway, (301)443-8134.

Administration k.or Children, Youth, and
Families (ACYF) Abandoned Infants

Assistance Program. ACYF, OHDS.
Contact Person: Dr. Wade Horn,
(202) 245-0347.

National Association of State Alcohol and
Drug Abuse Treatment Directors
(NASADAD). Contact Person: William
Butynski, (202) 783-6868.



APPENDIX C

Characteristics of Effective Mental

Health Services

Tlw goals of mental health interventions

include:

decreasing health risks and

increasing compliance with

medical regimens (through

cognitive-behavioral interven-

tions Pnd combinations of

social learning, educational,

behavior modification, and
face-to-face modeling

approaches);

de!creasing psychologic symp-

toms such as depression and

fatigue;

improving coping and social

supports;

improving school performance

and peer relationships; and

improving the quality of life

(Pequegnat, 1990).

Additionally, mental health service

programs must demonstrate:

commitment to meeting the

child and family needs;

multidisciplinary professional

expertise in the treatment of

children with administrative
policies and procedures to

facilitate integration of health

and mental health care;

physical, financial, and cultural

accessibility with adequate

space, personnel, and supplies;

a plan to miniinize institutional
barriers to the services

provided;

poll( ies and procedures to sup-

port program staff and prevent

burn-out";

access to consultation with

medical specialists, ethicists,

religious personnel, advocacy

groups, and legal experts;

systematic methods of

evaluation.

Essential resources (whether internal or

available through referral) would

include:

an intake and diagnostic evalu-

ation service, including individ-

ual and family assessment;

crisis intervention and emer-

gency services;

in/outpatient medical and psy-

chiatric services;

aggressive outreach for less

accessible populations (e.g.,

the homeless); and

mobile services for home care

(National Institute of Mental

Health, 1989).
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Associate Regional Administrators for
Medicaid, Health Care Financing

Administration, Regional Offices

Roston (1):Connecticut, Maine,
Massachusetts, New Hampshire, Rhode
Island, Vermont

Contact: Alfred G. Iii

(617) 565-1223

New York (11): New jersey, New York,

Puerto Rico, Virgin Islands

Contact: Arthur J. O'Leary
(212) 264-2504

Philadelphia (111):Delaware, District of
Columbia, Maryland, Pennsylvania,
Virginia, West Virginia

Contact: Rothr. t J. Taylor
(215) 596-1378

San Francisco (1X):American Sanum,
Arizona, California, Guam, llawaii,
Nevada

Contact: lAwrence L. McDonough
(415) 744-3568

Seattle (X): Alaska, Idaho, Oregon,
Washington
Contact: Alberti Benz
(206) 442-7806

Atlanta (IV): Alabama, Fltwida, Getwgia.

Kentucky, Mississippi, North Carolina,
South ( larolina, Tennessee

Contact: William R. Lyons
(835) 841-2418

Chkago (V): Illinois, Indiana, Michigan,
Minnesota, Ohio, Wisconsin
(:ontact: Charks W. Hazlett
(312) 353-5354

Dallas (V1): Arkansas, lAniisiana, New

Mexico, Oklahoma, Texas
Contact: James L. Reed
(214) 767-6493

Kansas City (VII): Iowa, Kansas, Missouri,
Nebraska

Contact: Richard P. lInnumel
(816) 426-5925

Denver (VIM:Colorado, N.Ionlana, North
Eakota, Smith Dakota, Utah, Wyoming
(;ontact: Gary Wilks

(303) 8,1.1-2121
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APPENDIX E

CDC's Perinatal HIV Reduction and
Education Demonstration Activities

(PHREDA)

Harlem Hospital/Columbia University

of New York

.Janet Mitchell, M.D., M.P.H.
Ilarlem Hospital Center

Department of Obstetrics

and (:yneeology, Room 4139

506 Lenox Avenue

New York, New York 10037

(212) 61)44122

FAX: (212) 491-1321

Rosalind Thompson, M.P,A., M.P.H.

flarlem Hospital Center
Department of Obstetrics

and Gynecology, Room 4139

506 1,enox Avenue

New York, New York 10037

(212) 694-4422, 4421

FAX: (212) 491-1321

Pearila Namerow, Ph.D.

Columbia University
CPR I

60 Haven Avenue, 11-3

New York, New York 10032

(212) 305-6960, ext. 44

FAX: (212) 305-7024

The City of New York Health Department

Joanne Mantel!, Ph.D.

Bushwick Health Center

AIDS Research Unit

335 (:entral Avenue

Room 138

Brooklyn, New York 11221

(718) 443-3923 or 374-2995 (96) (97)

FAX: (718) 443-3924

The State of Neugersey Health Department

Kevin McNally

Maternal and Child llealth Services
NewJersey Department of Flea h

CN 364

Trenton, New Jersey 086'.5-0364

(609) 292-565(1

FAX: (609) 292-3380

George I Lilpiti, M.D., M.P.H.

Director
Maternal and (Mild Health Services

New Jersey Department of Health

CN 364

Trenton, Newiersey 08625-0364

(609) 292-5656

FAX: (609) 292-3580

Anna Kline, Phi).
New Jersey Department Of Ilealth

363 W. State Street

Trenton, New Jersey 08625

(609) 984-0725

FAX: (609) 292-35811

Family Planning Council of Southeastern

Pennsylvania, Inc.

Kay A. Armstrtmg

Research Director

Family Planning Ct)uncil

of Southeastern Pennsylvania

260 S. Broad Street, Suite 1900

Philadelphia, Pennsylvania 19102-3865

(215) 985-2(123

FAX: (215) 732-1252

Mark Bencivengo

Philadelphia Department of Health

8th Floor
1101 Market Street

Philadelphia, Pennsylvania 19102-3865

(215) 51)2-5410

FAX: (215) 592-5484

Baltimore City Health Department

.1ohn Santelli, M.D.

Director of (Mild Services

Departnwnt of Health

303 East Fayette Street

Baltimore, Maryland 21202

(301) 31)6-4452

FAX: (301) 396-1571

lowanda Burwell
Baltimore Citv Health Department

303 East Fayette

Baltimore, Maryland 21202

(301) 396-3048

FAX: (301) 727-2722



Florida Department of Health and

Rehabilitative Services

Shannon Hughes
Project Manager
liRS State Health Office
Family Planning Office HSPF
1317 Winewood Boulevard

Tallahassee, Florida 32399-0700
(904) 488-2901

FAX: (904) 488-2341

Marilyn Fordyce, M.P.H.

HRS State Health Office

Family Planning Office HSPF

1317 ,*inewood Boulevard
Tallahassee, Florida 32399-0700
(904) 488-2901

FAX: (904) 488-2341

Maurine Jones, Ph.D.

HRS State Health Office
Family Planning Office HSPF

1317 Winewood Boulevard

Tallahassee, Florida 32399-0700
(904) 488-2901

FAX: (904) 488-2341

San Francisco Department of Public Health

Geraldine Oliva, M.D.

Family Health Bureau
San Francisco Department of Public

Health
101 Grove Street, Room 115-B
San Francisco, California 94102
(415) 554-2563

FAX: (415) 554-2564

Philip Darney, M.D.

Co Principal Investigator
University of CaliforniaSan Francisco

(UCSF)

Departntent of OB/GYN
San Francisco General Elospital
San Francisco, California 94110
(415) 821-3050

FAX: (415) 821-3112

Moher Downing, M.A.

University of Cal i .1 tiaSan Francisco
(UCSF)

3130 20th Street
San Francisco General Hospital
San Francisco, California 94143
(415) 476-6117

FAX: (415) 647-7611
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Chrystal Tunstall, Ph.D.

University of CaliforniaSan Francisco
(LICSF)

P.O. Box 0898

3130 20th Street, Room 352 (3rd Floor)
San Francisco, California 94143-0898
(415) 476-6117

FAX: (415) 647-7611

Stephen Purser
Family Planning Coordinator
San Francisco Department of Public

Health
101 Grove Street, Room 115-B

San Francisco, California 94102
(415) 554-2563

FAX: (415) 554-2564

Susan Kegeles, Ph.D.

University of CaliforniaSan Francisco
(UCSF)

Center for AIDS Prevention Studies

74 New Montgomery Street, Suite 600
San Francisco, Ci ifornia 94105
(415) 597-9159

Office (415) 559-0678

FAX: (415) 597-9213

Emory University

Michael Lindsay, M.D.

P.O. Box 26158

Grady Hospital
Atlanta, Georgia 30303
(404) 589-3995

FAX: (404) 659-7041

Susan Willis

Emory University
Atlanta, Georgia 30333

(404) 589-3995

Joanne Gramling
Emmy University
Atlanta, Georgia 30333

(404) 222-2307

Data Management
C.Itarles Gaol

Jemiy Musial

Program Resources, Inc. (PRI)
18 Executive Park Drive

Atlanta, Georgia 30329
(404) 728-1022

FAX: (404) 321-4043



LTG Associates, Inc.

Cathleen Crain
Niel Tashima
141 Ritchie Avenue

Silver Spring, Maryland 20910

(301) 588-2828

FAX: (301) 588-9421

or
P.O. Box 517

Livingston, California 95334

(209) 394-7171

Centers for Disease Control

Christine Gahtvotti, Ph.D.

CDC/CPS/DSTD/HIVP (E-44)
1600 Clifton Road

Atlanta, Georgia 30333
(404) 639-0848

FAX: (404) 639-0868

Kevin O'Reilly, Ph.D.

CDC/CPS/DS1'D/H1VP (E-44)
1600 Clifton Road

Atlanta, Georgia 30333
(404) 639-0848

FAX: (404) 639-0868

Carolyn Becker, Ph.D.

CDC/CPS/DSTD/HIVP (E-44)
1600 Clifton Road

Atlanta, Georgia 30333
(404) 639-0848

FAX: (404) 639-0868

David Cotton, M.P.H.

CDC/CPS/DSTD/H1VP (E-44)
1600 Clifton Road

Atlanta, Georgia 30333

(404) 639-0848

FAX: (404) 639-0868

Benita L. Harris, M.P
CDC/CPS/DSTD/H1VP (E-44)

1600 Clifton Road

Atlanta, Georgia 30333
(404) 639-0848

FAX: (404) 639-0868

Don Dowda

CDC/CPS/DSTD/H1VP (E-44)
1600 Clifton Road

Atlanta, Georgia 30333
(404) 639-0848

FAX: (404) 639-0868

Donna Higgins, M.S.
CDC/CPS/DSTD/H1VP (E-44)
1600 Clifton Road

Atlanta, Georgia 30333
(404) 639-0848

F .X: (404) 639-0868

Stuart Berman, M.D.
C1)C/CPS/DSTD/H1VP (E-02)

1600 Clifton Road

Atlanta, Georgia 30333
(404) 639-2580

FAX: (404) 639-2555
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APPEN DIX F

NIH AIDS Clinical Trials Group (ACTG) Mailing List

Institution

NICHD Centers

Bronx 1.ebanon
Hospital Center

idren's I lospital
Natknial Medical Center

(:ornell Medical (;enter

Emory University School
of NIedicine

Harlem I fospital Center

Principal Study!

Investigatory Coordinators

Andrew Wiinia, NED.
Department of Pediatrics
Bronx Lebanon Hospital
(:enter

1650 Selwyn Awl me
#2C Milstein
Bronx, New Yr ak 10457
(212) 518-5760
FAX: (212) 299-103

Tamara Rakusan, NI.D.
Department of Special
Immunology

Children's Hospital National
NIedical (:enter

III Mi( higan Avenue. "
Washington, D.C. 20610
(202) 7,M-3258
FAX: (202) 939-1.192

Paul Edelson. M.D.
Delsrralt Sanders, NI.D.
Pediatric Inketions Diseases
(.4,111(11 Medical Center, N-834

New York Hospital
1300 York Avenue
New Thrk. New York 10021
(212) 746-3320
FAX: (212) 746-8716

Steven Nesheim.
Department of Pediatrics
Emory University School
of Medicine

Inlectnms Diseases and
Inntintiohigy Division

69 Butler Street. SE
Atlanta, Georgia 30303
(404) 589-1887
FAX: (404) 659-0129

Elaine]. Abrams. M.D.
Direcurr of Pediatric AIDS
Harlem Hospital Center
Department of Pediatrics
506 I A110X Avenue
Room 17-157
New York, New Thrk 10037
(212) 694-1177
FAX: (212) 491-1817

7f;

Ann Stein. R.N.
(212) 518-5760

Sherrie Plumley, R.N.
(202) 939-358

Tony Ilinds, R.N.
(212) 746-3326

Sonja Neely. R.N.
(404) 589-4997

Maxine Frew, R.N
(212) 694-1177
Clinic (212) 694-4318
Rich [drain,
(212) 694-1177



institution

Lincoln Hospital Center

Thineipal Study

Investigators Coordinators

Kiran Shah, M.D.

Department of Pediatrics

Lincoln Hospital Center
234 E. I49th Street
Bronx, New York 10451

(212) 579-5141

FAX: (212) 579-5192

Metropolitan Hospital Center Mahrukh Bamji, M.D.
Department of Pediatrics

Metropolitan Hospital
Center

1901 First Avenue

New York, New York 10029

(212) 230-6841

FAX: (212) 230-8408

New York Medical College

North Shore University
Hospital

Aaha Gupta, NI.D.
Department of Pediatrics

New York Medical College

Westchester tIospital

Munger Pavillion, Rmun 108

Valhalia, New York 10595

(914) 285-7898

FAX: (914) 993-4142

Savita Pahwa, M.D.

Department of Pedi.itric
Immunology

North Shore University
Hospital

444 (:ommunity Drive,
Room 2%
Manhasset, New York 11030

(516) 562-2686

Then Balaguer, R.N.

(212) 579-5236

(212) 579-5000

(Beeper #29)

Mavis Dummit, R.N.

(212) 230-7103

(212)23046841 message

I.i/ Ahern, R.N.C.
(914) 285-7898

Cathy Ocane, R.N.

(516) 365-2733

Rainini Rutz Annan University David Garcia-Trias, M.D. Leticia Dia/, R.N.

Hospital Carmen Acantilado, M.D. (809) 798-2733

Department of Pediatrics
Ranum Rui/ Artian

University Hospital
I.aurel Avenue
Bayamon, Puerto Rico 00619
(809) 765-7618
FAX: (8(19) 765-7618
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Institution

San Juan City Hospital

St, Christopher's Hospital
for Children

Prinripal
Investigators

Eleanor Jimenez. M.D.
Centm Medko

Mail Station #I28
GPO Box 70344
San Juan. Puerto Rico

00936

(809) 765-7618
FAX: (809) 765-7618

Harold Lischner. M.D.
Dept. of Immunology
St. Christopher's Hospital
for Children

Erie Avenue at Front Street
Philadelphia. Pennsylvania

19134

(215) 427-5284
FAX: (215) 427-5598

Schneider Children's Hospital Vincent Bonagura. M.D.
Long Island Jewish Medical Department of Pediatrics
Ceti tel Schneider Children's

Hospital
Long Island Jewish Medical
Center

269-01 76th Avenue
New Hyde Park. New York

11042

(718) 470-3300
FAX: (718) 470-9291

State University of New York
Health Science Center

SUNY-HSCB

Senih Fikrig M.D.
Department of Pediatrics
Professor and Vice
Chairmau

State University of New York
Health Science Center
450 Clarkson Avenue - Box 49
Brooklyn, New York 11203
(718) 270-1908
FAX: (718) 270-1985

Hermann Mendez, M.D.
Director, Pediatric
Maternal HIV Center

(KCHC) - Department of
Pediatrics

SU NY-HS( Ai

451 Clarkson Avenue
Box 49
Brooklyn, New York 11203
(718) 363-6320/(718) 270-3825
FAX: (718) 270-1985

7S

Study

Coordinators

Esther Rosa
(809) 765-7618 (clinic)
(809) 766-2222 (office)

ext. 3325

Carol Treston, R.N.
(215) 427-5473
Sue Gregonia. N.P.
(215) 427-4329

Susan Schuval. M.D.
(718) 470-3323.
Debra Hickey, R.N.
(718) 470-3314

Gertrude Schuller. P.A.
(718) 270-3720

Kathie Shea-Con tello, R.N.
(718) 270-3825

Sherry Soltzberg
(718) 270-3825



Institution

I 'M DNA-Robert Wood
Johnson Medical School

PrirreipaI Study

Investigators Cmrdinators

I,awrence Frenkel,
Department of Pediatrics
UNIDI-Robert 1,Vood
Johnson Medical School

One R(ibert I,Vood _Johnson
Plac, CNI9

New Brunswick, New jersey
08903-0019

(2011 937-7894
FAX: (201) 418-3156

The University of-Connecticut George Johnson, M.D.
Health Center Department of- Pediatrics

The University of Connecticut
Healtn Center

Room I. 5090
263 Farmingoin Avenue
Farmington. Connecticut

(Hi032

(203) 679-2221
FAX: (203) 679-1251

'niversitv
College of Medicine

University of Puerto Rico

..Mbert Einstein College of
Medicine

Ken Rich, M.D.
Pediatric Immtumlogyi

Rhettmatology
Departm(Pt of Pediatrics,

MA: 856
University of Illinois College
of Medicine

College of-Medicine
840 South Wood Street
Chicago. Illinois 60612
(312) 9IHi-67i I
FAX: (312) 413-1526

Clemente Diai,
Juian Luis Cmlon Santini,

M.D.
Department of Pediatrics
l'niversitv of Puerto Rico
N1edical Sciences (:ampus
University Children's Hospital
GPO Box 5067
San Juan, Puerto Rico 00936

(809) 753-639(1
FAX: (809) 753-6835

Arw Rubenstein. M.D.
Albert Einstein College
of Medicine

1300 Nfiwris Park Avenue
Maier Building, Room 219
Bronx, New York 10461
(212) 430-2319
(212) 430-2940
FAX: (212) 931-9213

Robin Scudder, R.N., P.N.P.
Ida Kechula, R.N.
(2011 937-789-1

II )lraine Wells. R.N.
(203) 679-2221

Peggy Taboas. R.N.
(312)9'.ih-1778

Carmen Rivers. R.N.
(809) 754-3603

Sara Patterson
(212).130-2940



Principal Studv

Institution Investigators Coordinators

Bellevue Hospital William Borkowsky, M.D.
Associate Professor
Department of Pediatrics
Bellevue Hospital
550 First Avenue
New York, New York 10016
(212) 340-6426

Boston City Hospital

Chicago Children's Hospital

Ellen Cooper, M.D.
Assistant Professor
Maxwell Finland Laboratory

for Infectious Diseases
Boston City Hospital
85 East Newton Street, M-802
Boston, Massachusetts 02118
(617) 534-5588
FAX: (617) 5347230

Ram Yogev, M.D.
Infectious Disease

Department
Children's Hospital
2300 Children's Plaza
Box 20
Chicago, Illinois 60614
(312) 880-4757
FAX: (312) 880-6954

Cook County Hospital Hizabeth Gath, M.D.
(:ook (:ounty Hospital
1835 West Harrison Street
CCSN #958
Chicago, Mit' ois 60612
(708) 817-7'24 (beeper)
(312) 633-7810 (message)

Ann Marie Regan
(617) 534-5813

Kathleen Weber
(312) 880-4757

Children's Hospital - Boston Kenneth McIntosh, M.D. Nancy Karthas
Divis;on of Infectious Andrea Rubin

Diseases (617) 635-7879
Children's Hospital FAX: (617) 635-8387
300 Longwood Aventw
Boston, Massachusetts 02115
(617) 735-8202
FAX: (617) 735-8387

Children's Hospital - Edward M. Connor, M.D. Carmen Ayala, R.N.

New Jersey Children's Hospital of Research Nurse
New jersey (201) 268-8298

AIDS Program Nina ColabdIli, R.N.
15 Sooth 9th Street (201) 268-8298
Newark, New jersey 07107
(201) 268-8273
FAX: (201) 485-7769

Columbia University College Ann Gershon, M.D.
of Physicians and Surgeons Department of Pediatrics

Columbia University
College of Physicians
and Surgeons

Black BMIding Room 427
650 West I68th Street
New York, New York 10032
(212) 305-1556
FAX: (212) 305-7338

Susan Lauver-lAwelace
(212) 305-7222
FAX: (212) 305-2284



Institution

Duke University Medical

The Johns Hopkins Hospital

University of Maryland
at Baltimore

Math Hospital (and sub-units)

UCSF
SFGH
Stanford
Oakland

Mount Sinai Medical Center
(and sub-units)

Beth Israel City Hospital
at Elmhurst

Principal
Investigators

Catherine Wilfert, M.D.
Professor of Pediatrics and

Microbiology
P.O. Box 2951
428 Jones Building
Research Drive
Duke University Medical
Center

Durham, North Carolina
27710

(919) 684-3570
FAX: (919) 684-5653

John Modlin, MD.
Associate Professor

of Pediatrics
The Johns Hopkins

Hospital
Department of Pediatrics
CMSC 1104
800 North Wolfe Street
Baltimore, Maryland 21205
(301) 955-9728
FAX: (301) 955-0229

John Johnson, M.D.
Director of Pediatrics
Chief, Pediatric

Immunology
University of Maryland
at Baltimore

Bressler Building
Room 10-027
655 West Baltimore Street
Baltimore, Maryland 21201
(301) 328-8220
FAX: (301) 328-8742

Diane Wars, M.D.
Professor of Pediatrics
School of Medicine
Box 0105
Moffit Hospital
Room M-601
505 Parnassus Avenue
San Francisco, California
94143
(415) 476-2865
FAX: (415) 476-4009

Henry S. Sacks, M.D.
Director, Clinical Trials Unit
Mount Sinai Medical Center,
Box 1042
I Gustave Levy Place
New York, New York 10029
(212) 241-7856
FAX: (212) 860-4607

S

Study

Coordinators

Rosa McKinney

Lynn Nauman

Deborah Houck
(301) 328-7666
Kit Kellinger
(301) 328-8220

Estella Manjo(UCSF)
(415) 476-9373
FAX:(415)476-4009
Mindy Benson (SFGH)
(415) 821-8920
FAX:(415)821-3112
Barbara Sullivan (Stanford)
(415) 723-5682
FAX: (415) 725-8040
Michael O'Leary (Oakland)
(415) 428-3336
FAX: (415) 654-8474



Institution

Texas Chiklr('n's Hospital
(and sub-units)

Iiermann I lospititl

UCLA (and sub-units)

ElarNir (;eneral-UCIA Med.
Center

Cedars-Sinai Medical Center
Long Beall N1emo1 ial

Medical Center
Children's I- hispi;di L.A.
IA( ',USC Medkal Center
Kaiser Permanente-
Panarama

Martin trailer King Jr.
Genenil Hospital
Kaiser Permanente-Downev
U('.1A School of Medicine

ND Medical Center

.niversitv,,f miami school

(?(. Medicine

Adult Sub-units

Chu innati Children's
Hospital Medical Center

Prinripal
Investigators

William T. Shearer, M.D., Ph.D.
I. Celine Hanson, M.D.
Departnient of Allergy/
Immunology
Texas Children's Hospital
6621 Fannin Street
Houst( In, Texas 77030
(713) 798-1319
FAX: '713) 790-1345

Yvonne]. Bryson, M.D..
Professor

Department of Pediatrics
UCLA School of Medicine
10833 IA' (:ontr Avenue
Los Angeles, California 90024

Stephen Spector, M.D.

1CSD Medical Center
225 Dickinson Street

El-81-1-11

Sall Diego, California
92102

(619) 543-6447

FAX: 0119) 294-4106

Gwendolyn Scott, M.D.

University of Miami School
of Medicine

P.O. Box 016960, (4-4)

1550 NW 10th Avenue

Room 208

Miami, Florida 3313h-3101

(305) 547-6676

FAX: (305) 547-5562

his Harrimin, M.D.
Rm. 5-3 Building CHRF
Children's Hospital Medical

Centel

Eliend & Bethesda Avenue

Cincinnati. Ohio 45229
(513) 559-1200

62

Study

Coordinatory

1,eshe Spring
(213) 206-6369
FAX: (213)825-9175

Calidace McIver

(619) 543-6447

Rita Hatch
(619) 543-808(1

(4tthy Gamber

(305) 324-2718

Leslie Kieli

(513) 559-4578



Institution

Hershey Medical CLoter

Principal
Investigators

John Dosseus, M.D.

Department of Pediatrics
College of Medicine

University Hospital
Milton S. Hershey Medical

Center
Division of Infectious

Diseases

P.O. Box 850

Hershey, Pennsylvania 17033

(717) 531-5425

(717) 531-8881

FAX: (717) 531-8985

Ohio State University Michael Brady, M.D.

Columbus Children's Section of Infectious

Hospital Disease

Columbus Children's
Hospital

700 Children's Drive
Columbus, Ohio 43205

(614) 461-2248

FAX: (614) 293-5240

Rainbow Babies and

Children's Hospital

St. Louis Children's Hospital

Phillip Toliais, M.D.
Department of Pediatrics

Rainbow Babies anti

Children's Hospital
2074 Abington Road

Cleveland, Ohio 44106

(216) 844-3237

Gregory Storch,

Virology Department
St. Louis Children's Hospital

400 South Kings Highway

Boulevard

St. Louis, Miwiuri 63110

(314) 454-6079

St. Likes/Roosevelt Hospital Saroj Bakshi, M.D.

Center Department of Pediatrics

St. Lukes/ Roosevelt

Hospital Center
114th St. and Amsterdam Avenue

New York, New York 10025

(212) 523-4000

FAX: (212) 523-3393

Tulane University Medic41 Russell Van Dyke, M.D.

School Department of Infectious

Diseases

Tulane University Medical

School

1430 Tulane Avenue

New Orleans, Louisiana 70112

(504) 588-5422

FAX: (504) 584-3644

S3

Study

Coordinators

I,ori Rockwell
(717) 531-5425

Jane [funkier, R.N.
614) 461-2000

Dehby Dalligaro

(504) 588-5422



Institution

University of Massachusetts
Medical School

University of Minnesota

University of North (:anilina
at Chapel Hill

l'nitersitv of Rochester

Principal Study

Investigators Coordinatois

John Sullivan, M.D.
Departnwnt of Pediatrics
Program in Molecular

Medicine
University of Massachusetts

Medical school
Two Biotech-373

Plantation Street
Worcester, Massachusetts

01605

(508) 856-5500

Henry Balfour, M.D. (lair Edgar
Professor (612) 625-1462
Lahoratmy of Medicine

and Pathology
Box A 437 - ACTU

University of Minnesota
Hospital and Clinics
Minneapolis, Minnesota

55455

(612) 625-1462
FAX: (612) 625-5167

Charles Van Der Horst, M.D.
Department of Medicine
Division of Infectious Eiseases
University of North Carolina

at Chapel Hill
547 Burnett-Wolmack Building
CB-7030

Chapel Hill, North Carolina
27599-7030
(919) 966-2563
FAX: (919) 956-6714

Raymond Dolin,
Department of Infectious Diseases
l'niversitv of Rochester
601 Elmwood Avenue, Box 689
Rochester, Net; York 14642
(716) 275-5871

FAX: (716) 442-9328
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Addiction Research

and

Treatment
Corporation (ARTC)

Unit 01

AIDS Research

of Atlanta, Inc.

(ARCA)

Unit 15

Bronx-Lebanon
Hospital Center
(131.HC)

Unit 06

Chicago Community
Program for
Clinical Research on

AIDS (CHI)
Unit 08

Clinical Directors
Network
of Region II (CDN)

Unit 11

Community
Consortium (CC)

Unit 10

APPENDIX G

NIH COMMUNITY PROGRAM FOR CLINICAL RESEARCH IN AIDS (CPCRA)

22 Chapel Street
Brooklyn, New York 11201

(718) 260-2917

FAX: (718) 522-3186

ARTC:MCI

E-Mail: 406-3315

131 Ponce de Leon Avenue

Suite 220

Atlanta, Georgia 30308

(404)876-2317

FAX: (404)872-1701

Atlanta, GA 30308

E-Mail: 407-3316

AIDS Division
Bronx-Lebanon Hospital Center

I 276 Fullerton Avenue, Room 223

Bronx, New York 10456

(404) 293-2593
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Program Director: Thomas Mitchell, M.P.H.
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(DEN)

Unit 17

Harlem AIDS

Treatment Group
(HATG)

Unit 03

Henry Ford Hospital
(HFH)

Unit 02

Hill Health
Corporation (HHC)
Unit 02

Harper Hospital Professional

Building
4160 John R., Suite 202

Detroit, Michigan 48201
(313)993-0934

Dr. Crane (313)745-9131

FAX: (313)993-0302

E-Mail: 406-3409

Medical Center of Delaware
501 West 14th Street

Wilmington, Delaware 19899
(302)428-2538
Dr. Holloway: (302)428-2744
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Dr. Reyes: (303)893-7341
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E-Mail: 406-3412

Harlem Hospital Center
Women's Pavilion, Room 126
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Dr. EI-Sadr (212)694-4034
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Mr. Fuentes: (212)694-4347

FAX: (212)694-4347

E-Mail: 407-3413
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Project Coordinator: Jack Rota B.S., M.S.W., M.B.A.
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Education & Training Preceptor: Michelle Hardy
ODB Coordinator: Mary Traynor, M.F.A.

Principal Investigator: Louis D. Saravolatz, M.D.

Project Coordinator: Heidi Robb, R.N., M.P.H.
Education & Training Preceptor: Kim Waigand, R.N.
ODB Coordinator: Heidi Robb, R.N., M.P.H.

Principal Investigator: Si-hoi Lam, M.D.
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Tulane University Medical Center
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New Orleans, Louisiana 70112
(504)584-1971

FAX: (504)5841972
E-Mail: 407-3426

657 King Boulevard
Newark, New jersey 07102

(201)648-0350

FAX: (201)648-0351

E-Mail: 409-3431

1314 East McDowell Road
Newark, New Jersey 07102

(602) 271-0008

FAX: (602)256-9208
E-Mail: 405-3437

Dr. Kaplan
Group Health Medical Association
1669 West INA Road

Tucson, Arizona 85704

2701 NW Vaughn, Suite 770
Portland, Oregan 97210
(503) 229-8428

Dr. Sampson (505)781-3292
FAX: (503) 227-0902

E-Mail: 401-3446

Box 49, MCV Station
Richmond, Virginia 23298
(804)371-6471

FAX: (804)225-4977

MCI Mail: 406-3454
Overnight Mail
ilth and Marshall Street
Sanger Hall, Room 7-48
Richmond, Virginia 23219

Departnwnt of Infectious Diseases
(151B) VA Medical Center
50 Irving Street, NW
Washington, D.C. 20422

(202) 745-8301

FAX: (202) 332-2797

FAX: (202)745-8632 (alt)

MCI Mail: 401-3462

Principal Investigator: C. Lynn Besch, M.D.
Project Coordinator: Donna Williams, M.S.
Education & Training Preceptor: Janis Walker, R.N., M.N., M.S.S.W.
ODB Coordinator: Donna Williams, M.S.

Principal Investigator: George Perez, M.D.
Project Coordinator: Lucille Mohn, R.N., M.P.H.
Education & Training Preceptor: Lucille Mohn, R.N., M.P.H.
()DB Coordinator; Lucille Mohn, R.N., M.P.H.

Principal Investigator: Charles S. Kaplan, M.D.

Project Coordinator: Hazel Chandler,VA.
Education & Training Preceptor: Mary Coburn, R.N., M.A., M.N.
ODB Coordinator: Hazel Chandler, M.A.

Principal Investigator: James Sampson, M.D.
Project Coordinator: Jane Spence, R.N., M.Ed.
Education & Training Preceptor: Joyce St. Arnaud, R.N.
ODB Coordinator: Karen Loveless, RN., M.S.N., A.N.P.

Principal Investigator: Thomas M. Kerkering, M.D.
Project Coordinator: Stanley White
Education & Training Preceptor: Pattie Bragg, R.N.
ODB Coordinator: Carol Thompson, R.N.

Pm incipal Investigator: Fred Gordin, M.D.
Project Coordinator: John W. Scott, R.N.
Education & Training Preceptor: Pat Kramer, R.N., N.P.
ODB Coordinator: Elizabeth Finley, RN.
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AI'PENDIX II

PEDIATRIC AIDS COALITION MEMBERSHIP LIST

Susan Campbell
Co-Chairperson

American Academy of Pediatrics

1331 Pennsylvania Avenue, NW

Washington, D.C. 20004-1703
(202)662-7460

FAX:(202)662-7471

Bill Bailey

American Psychological Association

1200 17th Street, NW

Washington, D.C. 20037

(202)955-7653

FAX: (202)331-0437

Vivian Gabor
NYC Health & Hospital Corp.
555 New Jersey Avenue, NW, #700

Washington, D.C. 20001
202/393-3903

FAX: (212925-3066

Dave Cavenaugh
National Association of Community
Health Centers
1330 New Hampshire Avenue, NW

Washington, D.C. 20036
(202)659-8008

FAX: (202)659-8519

Valencia Clark
Child Welfare League of America, Inc.
440 First Street, NW, Suite 310

Washington, D.C. 20001
202/6382952
FAX: 202/638-4004

Anne Dalton
Public Policy Coordinator
Association of Junior Leagues

660 Fkst Avenue

New York, New York 10016-3241

(212)683-1515

FAX: (212)481-7196

Diane Doherty
Georgetown University

The Cassp Technical Assistance Center

2233 Wisconsin Avenue, NW

(202)338-1831

FAX: t202)338-0860

Isabelle Garck
National Education Association

1201 16th Street, NW - Suite 624

Washington, D.C. 20036

202/822-7331

FAX: 202/822-7741

M Guida
American Association ofUniversity Affiliates

Programs for Developmentally Disabled

8630 Fenton Street, Suite 410

Silver Spring, Maryland 20910
(301)588-8252

FAX: (301)588-2842

Karen Hendricks
Association ofJunior Leagues

1319 F Street, NW, Suite. 604

Washington, D.C. 20004
(202) 393-3364

FAX: (202)393-4517

Kay Johnson
Children's Defense Fund

122 C Street NW

Washington, D.C. 20001
(202)628-8787

FAX: (202)783-7324

Carole Mandel
Klores, Feldesman & Tucker
2001 L Street, NW, Suite 300

Washington, D.C. 20036
202/466-8960

FAX:202/293-8103

Nexus Nkhols
National Runaway Network
AIDS Project Division

1400 I Street, NW, Suite 330

Washington, D.C. 20005
(202)682-4114

FAX: (202)283-1933

Donna Richardson
American Nurses Association

1101 14th Street, NW Suite 200

Washington, D.C. 20005
(202)789-1800

FAX: (202)842-4375
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Bill Schmidt
Western Association of

Children's Hospitals
c/o McDermou, Will & Energy
1850 K Street, N.W., Suite 550
Washington, D.C. 20006

(202) 778-8072

FAX:(202)778-8087

Tom Sheridan
AIDS Action Council
2033 M Street, NW, Suite 801
Washington, D.C. 20036

(202)293-2886
FAX:(202)296-1292

Anita Cohen
National PTA
700 North Rush Street
Chicago, Illinois 60611

(312)787-0977
FAX:(312) 787-8342

Sandra Butler Whyte
National Perinatal Assn.
101 1/2 South Union
Alexandria, Virginia 22314
(703)549-5523

FAX:(202)683-0067

Loretta Williams
March of Dimes
1725 K Street. NW, Suite 814
Washington, D.C. 20006
(202)659-1800

FAX:(202)296-2964

Peters Willson
National Association of Children's

Hospitals and Related Institutions
401 Wythe Street
Alexandria, Virginia 22314
(703)684-1355

FAX:(703)684-1589

Arnie Fege
National PTA
1201 16th Street, NW, Suite 621
Washington, D.C. 20()36

(202)822-7878

FAX:(202)822-7846

David C. Harvey, M.S.W.

Project Director
National Association of Protection &

Advocacy Systems

900 2nd Street, N.E.
Suite 211

Washington, D.C. 20002
(202)408-9514
FAX:(202)408-9520

Carolyn Burr
Director
The State & National Pediatric

HIV Resource Center
Children's Hospital of New Jersey

15 South 9th Street
Newark, New Jersey 07107

(201)268-8251
FAX:(201)485-7769

Audrey Wright-Spolarich
National Public Health and

Hospital Institute
1001 Pennsylvania Avenue, NW, Suite 635

Washington, D.C. 20004

(202)408-0229
FAX:(202)408-0235

Robert Carney
National Puerto Rican Coalition
1700 K Street, NW, Suite 500
Washington, D.C. 20009
(202)223-3915

FAX:(202)429-2223

Ellen Battestelli
Planned Parenthood Federation

of America, Inc.
2010 Massachusetts Avenue, NW, Suite 500

Washington, D.C. 20036

(202)785-3351

FAX:(202)293-4349

Susan De Laurentis
Pediatric AIDS Foundation
1311 Colorado Avenue
Santa Monica, California 90404
(213)395-9051

FAX:(213)394-6017
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APPENDIX I

CHILD ADVOCACYORGANIZATIONS

American Academy of Family Physicians

P.O. Box 8723

Kansas City, Missouri 64114-0723

(816)333-9700

American Association of University Affiliated
Programs for Persons with

Developmental Disabilities
8630 Fenton Street,

Suite 410

Silver Spring, Maryland 20910

(301) 588-8252

Association for the Care of Children's :Iealth
7910 Woodmont Avenue, Suite 300

Bethesda, Maryland 20814

(301) 6546549

Association of Maternal and Child Health
Programs

2001 L. Street, NW, Suite 308

Washington, D.C. 20036

(202) 775-0436

Federation for Children with Special Needs
95 Berkley Street

Boston, Massachusetts 02116

(617) 482-2915

March of Dimes Birth Defects Foundation
1275 Mamaroneck Avemic

White Plains, New York 10605

(914) 428-7100

National Black Child Development Institute
1463 Rhode Island Avenue, NW

Washington, D.C. 20005
(202) 387-1281

National Hemophilia Foundation
The Soho Building
110 Greene Street, Suite 406

New York, New York 10012

(212) 219-8180

National Minority AIDS Council
300 I Street, NE

Washington, D.C. 20002
(202) 544-1076

American Academy of Pediatrics

141 NW Point Boulevard

P.O. Box 927

Elk Grove Village, Illinois 60007
(708)427-1205

American College of Obstetricians and
Gynecologists

409 12th Street, SW

Washington, D.C. 20024-2188

(202)638-5577

Association of Black Social Workers

MetropolitanWashington Chapter
P.O. Box 2126

Washington. D.C. 20013

(202) 529-6127

Child Welfare League of America
440 1st Street, NW, Suite 310

Washington, D.C. 20001

(202) 638-2952

Healthy Mothers, Healthy Babies National Coalition
409 12th Street, NW

Washington, D.C. 20024-2188

(202) 863-2458

National Association of Children's Hospitals and
Related Institutions

401 Wythe Street

Alexandria, Virginia 22314
(703) 684-1355

National Black Nurses'Association, Inc.

1012 10th Street, NW

Washington, D.C. 20001

(202) 393-6870

National Institute of Child Health and Human
Development (NICHD), NIH

9000 Rockville Pike

Room 2A32

Bethesda, Maryland 20892
(301) 496-5133
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APPEN DIX J

NATIONAL COMMUNI1Y AIDS PARTNERSHIPS

LOCAL PARTNERS

Hartford Foundation for Public Giving

85 Gillett Street
Hartford, Connecticut 06105

New York Community Trust Foundation
2 Park Avenue, 24th Floor

New York, New York 10016

The Minneapolis Foundation
1400 16th Street, Suite 360

Washington, D.C. 20036

California Community Foundation
3580 Wilshire Boulevard, Suite 1660

Los Angeles, California 90010

Jacksonville Community Foundation
112 West Adams Street, Suite 902

Jacksonville, Florida 32202-3828

Arizona Community Foundation
4350 Fast Camelback Road, Suite 216C

Phoenix, Arizona 85018

Foundation for the Carolinas

301 South Brevard Street

Charlotte, North Carolina 28202

San Diego Community Foundation

525 B Street, Suite 410

San Diego, California 92101

Greater Richmond Community Foundation
4001 Fitzhugh Avenu:, P.O. Box 11553

Richmond, Virginia 23230

Dade Community Foundation
200 South Biscayne Boulevard, Suite 4970

Miami, Florida 33131-2343

The Saint Paul Foundation

1400 Hanna Building
Cleveland, Ohio 44115

Metropolitan Atlanta
The Hurt Building, Suite 449
Atlanta, Georgia 30303

Eugene & Agnes E. Meyer Foundation

500 Foshay Tower

Minneapolis, Minnesota 55402

Northern California Grantmakers
AIDS Task Force

731 Hillgirt Circle
Oakland, California 94610

Community Foundation of Metropolitan
306 West 7th Street, Suite 702

Ft. Worth, Texas 76102

Council of Michigan Foundations
One South Harbor Avenue, Suite 3

P.O. Box 599

Grand Haven, Michigan 49417

Community Foundation of New Jersey

Knox Hill Road
P.O. Box 317

Morristown, New Jersey 07960

Heart of America United Way
605 West 47th Street, Suite 201

Kansas City, Missouri 64112


