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Introduction

On the basis of six months of testimony and deliberations, the New
York State AIDS Advisory Council Ad Hoe Committee on Adoles-
cents and HIV has concluded that HIV presents one of the gravest
threats to the lives of adolescents throughout New York State.

AIDS is a potent and a present danger for our teens, casting a dark
shadow over their lives now and in the future. A small, but signifi-
cant, number of teens will develop HIV-related illness before they
turn twenty; a far greater number, however, will become infected
with the virus during adolescence, to become symptomatic as much
as a decade later. Most importantly, many teens will adopt patterns
of sexual behavior and drug use that will continue to put them at
risk for HIV throughout their adult lives. To protect our youth,

we must address the need for effective HIV prevention education.
Successful prevention programs and needed clinical care will requiie
financing. Even in this time of fiscal austerity, we cannot forego
providing the funds necessary to create and maintain such interven-
tions. The recommendations for New York State that follow require
a minimum of $16 million in new monies for 1991, and a commit-
ment to ongoing annual support. However, the long-term economic
and social costs of abandoning our youth demand that New York
State devote these barely adequate resources to these efforts. Further-
more, as the Committee has fashioned these recommendations to
maximize all possible sources of federal reimbursement, the actual
cost to New York State will be limited.

The Ad Hoc Committee on Adolescents and HIV was charged with
assessing the spread of HIV infection among adolescents in New
York State and developing concrete recommendations. But, indeed,
the information brought before the Committee is not peculiar to

the adolescents of New York. Epidemiological data and case reports
indicate that adolescents throughout the United States are at risk

for exposure to HIV. Certainly, those factors in adolescent emotional
development and maturation thar put New York’s youth in the path
of the virus are common to adolescents throughout this country.

All adolescents must confront the need to experiment and take risks;
sexual activity or drug and alcohol use will emerge as options for
many. Just as the dangers outlined in this report are common to ali
adolescents, the recommendations for New York State may equally
be helpful for other states. While the recommendartions are crafred
to address the particular problems and structures of New York State,
the Committee hopes that they will provide a direction for states and
cittes across the United States.







The Confrontation of Adolescence and AIDS

This report is intended to sound an alarm and to alert society to the
dire consequences for our children and for ourselves that are sure to
follow if the incidence and prevalence of HIV infection in adolescents
continues to rise. The Ad Hoc Committee on Adolescents and HIV,
convened by the New York State AIDS Advisory Council to analyze
the dimension of the threat posed by HIV to adolescents, is convinced
that we face a grave epidemic. While the number of cases of AIDS
among adolescents is still small (89 cases among teenagers aged 13
to 19 in New York State reported as of June 30, 1991), it is but the
tip of an iceberg and is itself clearly a product of underreporting.
The 6368 cases already reported in New York State as of June 30,
1991, among young adults aged 20 to 29 represent in large part
persons infected during adolescence.

Compassion requires that we provide medical care and treatment,
housing and psychosocial supports for those teens already infected;
what we now provide is shamefully inadequate. Self-interest argues
for effective education to prevent transmission of the virus to greater
numbers of adolescents and from those infected to other adolescents
and adults; what we now do is woefully ineffective.

The reality is bleak. New York City has more cases of AIDS among
adolescents than any other city. A study by the Alan Guttmacher
Institute has found that 80% of teenagers nationwide are sexually
active by age 19; all of these young people are potentially at risk of
infection. Although the incidence of AIDS is highest in New York
City and in other urban areas, cases have been reported from all
counties in New York State. All adolescents, urban or rural, upstate
or downstate, are at risk. These stark facts frame this report. The
young people of this state are becoming infected with HIV. If we
don’t stop the transmission of the virus even larger numbers will
sicken and die. While becoming sick, they may infect others, and
in addition may transmit the infection vertically to newborns.

This 1s an unacceptable future.

It is clear that this is not a propitious time to argue for new programs
and new funding. This is particularly true for long-term difficult
problems that preclude a quick fix. Since adolescents traditionally
lack access to medical care and to services, new programs must be an
essential component in any effort to reach this population. Moreover,
these costs dwindle in comparison to the horrendous costs to our
society of abandoning our youth to the devastation of HIV infection.
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There are even more daunting obstacles than money to devising
effective strategies to combat the spread of HIV infection among
teenagers. Successtul programs will require imagination and courage.
They must be blunt and scraighdforward abour sex and drugs. They
must acknowledge thar most adolescents are sexually active and that
many use drugs, while at the same time giving teens self-confidence
and strategies to resist both drug use and pressure to engage in
sexual experiences they do not want. Programs must also recognize
and respond to the disorder and deprivation which surround many of
these young lives, especially when they are poor. They must confront
the ambivalence of society about many teen behaviors and the unwill-
ingness of many adults to face the present reality of adolescence.
Effective programs must reflect and respond to reality and be able

to pierce the “veil of secrecy” that surrounds this epidemic.

Explicit prevention education about HIV and its patterns of trans-
rmission that results in changed behavior is the only vaccine we have
against the spread of this epidemic. Developmentally appropriate
clear and biunt reaching about sex and drugs must be the foundation
of all educational efforts.

Finally, adolescents themselves may pose one of the most forbid-
ding obstacles to combartting the spread of HIV in this population.
The developmental characteristics of adolescence, including life
style experimentation, perceptions of immortality, and limitations
of judgment, complicate the tasks of shaping appropriate programs.
The threat of HIV infection, not sufficiently imminent to adults,
fades into the distance for many teens and is dwarfed in their minds
by the urgency of everyday concerns and the process of maruration.
Many adolescents have learned to see AIDS as a disease of gay white
men and intravenous drug users, and use these myths to deny their
own risk behavior. For streer kids and others ac highest risk of
infection, fears of the virus are overwhelmed by more immediate
needs — food, shelter, care, or a means of obtaining money for drugs —
that take precedence over the possibility of becoming il some ten
years {rom now.

Adolescence is the last time we can use formal education to atfect
risk associated behaviors that will put individuals and cheir sexual
and drug sharing partaers at risk, both now and in the furure.

Defining Adolescence
Adolescence is an ill-detined term whose upper and lower limits are
not set by firm chronological boundaries but by markers of emotional



and cognitive development. Adolescence begins as a child initi-
ates the growth and separation process that will lead nltimately to
independent adult living; it ends when the child’s emortional matu-
rity and cognitive skills have developed to the point where she can
support the degree of separation necessary for independence. These
markers or stages of development vary in individuals, and cannot
always be correlated with chronological age. Nonerheless, this
report requires a working definition.

In formulating its recommendarions and report, the Committee

has elected to extend the age boundaries of adolescence beyond rhat
period from ages 13 to 18, commonly used to characterize adoles-
cence, to include all youth aged 10 to 24. For some young people,
adolescence may nat begin until age 13 and may be completed by
age 18, the legal age of majority. However, for many children, and
particularly for those who have adult responsibilities thrust upon
them at an early age, or who lack firm adult guidance, adolescence
can begin as early as age 10. In addition, rthe maturation process
may not be completed by legal adulthood at age 18; for many adoles-
cents, whether in or out of college, the perind between 18 and 24 is
often one of continuing maruration, cognitive development and self-
definition.

It is equally important in addressing the issues of sexuality, sexual
development and substance abuse not to overlook children under
age 13. By age 13, many children have developed a firm concept of
sexuality, and, indeed, are likely to be involved in some degree of
sexual exploration. A small but non-trivial number of youngsters
are engaged in sexual intercourse. In addirion, especially in some
neighborhoods, ten year olds are also likely to encounter deug use.
Thus, experimentation with and attitudes toward drugs and sexu-
ality may both begin by age 10. If we wish to prevent the establish-
ment of behaviors that can put children at risk througheout their
lives, we must tackle these issues ar the earliest possible develop-
mentally appropriate moment.

While developmental issues have led the Commitree to focus on
youth between the ages of 10 and 18, specific practical issues require
the extension of the boundary ro age 24. Private insurance ofren
provides coverage for dependent youth through this age. This possi-
bility of dependent coverage creates a group which may be limited in
its ability to gain independent access to medical care. This lack of
access to medical care presents an enormons obsracle to stemming the
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spread of infection in this group and argues for its inclusion for the
purposes of this report.

el DARL T I N 5 oo E EITET
s a0 seil-elinition i the &gx B FEL Y

Adolescence is a time for experimentation with various behaviors,
life styles, experiences, peer groups and identities. For some, 1t 1s
also a time of passionate commitment to political issues, to idealism
or to materialism. It is a time to discover personal strengths and
test ciit approaches to the world. For most youngsters in 1991, as
noted above, adolescence involves sexual investigation; for some it
involves experimentation with drugs. This process of choosing
among identities and behaviors sets the ground for adult personality.

Unfortunately, this very process of maturation may put adolescents
at risk for infection.

HIV infection has not changed what adolescents do; it has, however,
changed the stakes. If sexual relationships and drug sharing conduct

invalve HIV-infected persons, typical behavior and experimentation
become life threatening.

This is a difficult message for adults to comprehend and is doubly
hard to sell to adolescents. For developmental reasons, most adoles-
cents see themselves as invulnerable if not immortal. Dangers or
warnings are “for others,” not for them. Many adolescents who
engage in high risk behavior and who may already have been exposed
to HIV infection, or who may in fact be infected, will never perceive
themselves as being at risk.

Historically, normal adolescent behavior, including trials of new
identity and even exaggerated or abrasive attempts at detachment
from parents, took place within coherent communities and more or
less secure family structures. While this stable family and commu-
nity life was never a norm experienced by all teens, it was certainly
more than a well-accepted myth and probably reflected a fairly wide-
spread reality. Stable communities and functioning families helped
to set limits, define acceptable behavior, reinforce reality and guide
adolescents toward self-protective actions.

Today fewer limits are set by family and community. As described
by Dr. Mindy Fullilove, in poor urban neighborhoods, communi-
ties may be “shredded,” a step beyond disorganization and decay.
Society’s message, as glimpsed in movies, television and advertising
seems clear: sex is cool and money talks. Economic and social strains
have weakened families, removing those guidelines and boundaries
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necessary to prevent young people from slipping over the edge as
they experiment with dangers.

Adolescents are volatile and impressionable, inquisitive and coura-
geous, with a strong sense of integrity and of the value of relation-
ships, especially with peers. Their behavior, however, regularly
puts them at risk for the transmission of HIV infection. What is
particularly difficult to relay to this group, as well as to adults, is
that it is the consext as well as the content of behavior that puts them

at risk; sexual intercourse without a condom with an infected person
1s dangerous.

The degree of social risk to which an adolescent is exposed results
directly from the decisions he or she makes about engaging in high-
risk behavior. The process of decision-making is poorly understood
in adults, let alone in adolescents; the differences between adolescent
male and female decision patterns are vircually unexplored. Most
decision-making by adults, as well as by adolescents, is a mixture

of information, analysis and emotion. A rational decision-making
model, under which sequential steps lead to prudent decisions, has
been the core of most social science analyses and the basis for many
behavior modification programs. This model, however, largely
reflects an abstraction rather than reality. We do know that an
adolescent’s decisions are likely to be made under conditions of high
uncertainty, inexperience and strong emotion. Rational, abstract
models do not apply under these conditions. In addition, as with

all people, decisions come to be intertwined, intermingled and inter-
dependent. This appears to be an accurate characterization for all
decisions; it most certainly applies, however, to decisions involving
peer pressures, sexual identity and sexual and drug using behaviors.

Intellectual models assume that individuals opt for risk-averting
behavior. Adolescents, who in their role as adolescents need to
experiment and to court danget, may opt for risk-courting behavior.
Risk-courting and risk-averting behaviors may also be defined differ-
ently by an adolescent and an adult. An adolescent girl may choose
to engage in unprotected sexual intercourse in order to avoid the risk
of losing her boyfriend. For adolescents, bucking the opinions and
actions of peers is very threatening behavior.

In attempting to prevent and to treat HIV infection among adoles-
cents, we must recognize that taking risks is inherent in this stage
of life. Rarther than attempting to force adolescents into protective
courses of action that defy these processes of maturation and develop-
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ment, programs must be designed with understanding of the unique
needs of this age group. If programs do not address the issues sur-
rounding HIV within the developmental and cognitive capabilities
of adolescents, they are likely to fail.

The Epidemiology of HIV Among Adolescents
in New York State

New York State and, in particular, New York City can easily be
described as the epicenter of the epidemic of HIV in adolescents.

As of March 1990, 209 of all reported cases of ATDS among persons
aged 13 to 21 in the United States were diagnosed in New York Ciry.
Dr. Karen Hein, an expert on adolescents and HIV, has suggested that
New York City “may now be a crystal ball for the rest of the country,”

illustrating the likely impact of HIV on adolescents throughout the
United States.

AIDS adolescent case data, however, has only limited value in
demonstrating the true dimensions of the epidemic. As noted above,
the number of reported cases of AIDS among both adolescents and
those aged 20 to 29 points to a growing rate of HIV infection among
adolescents. Given the eight to ten year delay between infection and
development of symptoms, relatively few HIV-infected youth will
present with full-blown AIDS during adolescence. Reported HIV
prevalence data for adolescents may also be misleading because the
obstacles that prevent adolescents from gaining access to health care
limit the number of adolescents undergoing HIV testing. The lack
of contact points with adolescents make blinded anonymous sero-
surveillance difficult, In addition, practitioners are not sufficiently
aware of AIDS as a disease of adolescence; this decreases the likeli-

hood of testing and increases the probability of underreporting of
HIV infection in this age group.

New York State, New York City and the federal government have
initiated studies of the rates of HIV infection, known as “serosurveys,”
among various subsets of high-risk adolescents. Studies carried out

in New York City, admittedly of small samples of adolescents, have
revealed relatively high seroprevalence rates: 2.2% for those under age
19 and 9.7% for those beyond age 19 at sexually transmitted disease
(STD) clinics; 0.16% for males and 0.17% for females aged 17 to 19
applying for military service; 1.03% for women under 19 giving birth
or terminating pregnancy; 6-8% for runaway and homeless youth ar
Covenant House’s medical clinic.
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By definition, many of these adolescents are at high risk of infection.
Clients of STD clinics and adolescent mothers clearly have engaged

in unprotected sexual activity; the rates of infection in these subpopu-
Jations warrant alarm.

Available data on HIV seroprevalence and HIV illness among adoles-
cents and young adults provide a picture of the epidemic that differs
from the epidemic among adults. The proportion of cases of AIDS
among females is strikingly higher among adolescents than among
adults; while the male to female ratio in New York City has been 5:1
among those individuals over age 24, it is only 3:1 among thirteen
to twenty-four year olds. Heterosexual transmission appears to be
substantially more common among adolescent women; among cases
of AIDS nationwide, heterosexual transmission was cited as the source
of infection for approximately half of cases among adolescent females
(here aged 13 to 21), but for only 29% of cases of AIDS among adult
women (over age 21). In New York City, young adult cases (20-24)
are more likely to be either Black or Hispanic than are adult cases

(36% and 32% compared to 33% and 25%) among those persons
over age 24.

There are no reliable data on homosexual or homeless youth; how-
ever, gay adolescents, street kids, and those under the jurisdiction of
the New York State Division for Youth (DFY) are of special concern.
Stigmatization of homosexuality and fear of rejection may lead many
gay youth to run away from home — exposing them to increased
dangers. Fear of stigmatization may lead to secrecy and denial, which
may prevent adolescents experimenting with homosexual behavior
from seeking out HIV prevention information or applying it to their
own behaviors., Young gay men share their peers’ feelings of immot-
tality and may refuse to acknowledge their own risk of infection.
Adolescent lesbians may use unprotected heterosexual intercourse as
a means of denying their own sexual identity or may experiment in
heterosexual activity with gay male peers. A gay adolescent, strug-
gling with his sexual identity and fear of peer rejection, may be
unmindful of precaution as he engages in clandestine sexual activ-
ity, often with adult males. Many street kids, runaways and those
barely “in-home” support themselves through heterosexual and/or
homosexual prostitution, compounding their risks. In addition, a
substantial number of adolescents who will ultimately define them-
selves as heterosexual will engage in sexual experimentation with
members of their same sex.
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The New York State Division for Youth admits over 2000 young-
sters per year, mainly from the state’s urban centers, to its residential
facilities. These teens are mainly poor; 38% have used drugs; 23%
have serious alcohol problems; 16% have committed sex offenses and
20% are the victims of sexual abuse. Virtually all are sexually active.
Runaway and homeless programs supported by DFY serve over
30,000 teens annually in New York State, of whom some 50-75%
admit involvement with drugs.

Among adolescents, as among heterosexual adults, intravenous drug
use is a risk laden behavior. But among adolescents, IV drug use,
although important as a route of transmission, may be secondary to
transmission through high-risk sexual activity associated with the use
of crack cocaine and other substances. Anecdotal evidence indicates
thar compulsive sexual behavior and prostitution for money or drugs
both surround the use of crack cocaine.

We must recognize that all adolescents who are sexually active are

at some risk for infection especially if they live in communities where
seroprevalence is already high. In these areas, experimentation with
either heterosexual or homosexual behavior may put adolescents at
risk. We must not confuse the issue: behavior — not community
residence or other demographic characteristics — places individuals,
including adolescents, at risk. However, the greater the possibility
that an adolescent’s sexual or needle-sharing partner is infected, the
greater the risk incurred by engaging in unprotected sex or needle-
sharing. If the likelihood that potential partners are infected is signifi-
cant, serial monogamy and other behaviors may be much riskier than
generally acknowledged. Most importantly, the changing patterns

of adolescent behaviors make it particularly difficult to determine
degrees of risk as adolescents experiment with self-image and lifestyle.

Some adolescents may have been infected by HIV through perinartal
transmission. Alchough it is unlikely that there are a substantial
number of perinatally-infected adolescents at present, there is every
reason to expect that this group will grow in furure years. A recent
report in the Lancet described the case of a twelve-year old giri who
was shown ro have been infected through perinatal transmission and
who to date has remained asymptomatic. It has been estimated that
some 1900 HIV-infected women give birth to children each year in
New York State; 20-40% of the infants born to these mothers will
be infected wirth HIV. While little is known of the natural history
of HIV iliness in children, it appears that a number of these children
may survive at least into early adolescence. They will likely outlive
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their mothers and may thus join the ever growing numbers of orphans
living in foster care or with members of their extended family.

There are two final routes by which adolescents may have been
infected with HIV: exposure to blood and blood products, and sexual
abuse. Blood and blood products no longer present a significant
mode of transmission of HIV; however, we will continue to see cases
of HIV illness and AIDS among adolescents exposed to the virus
through transfusions, treatment for hemophilia, and other medical
treatments carried out before HIV testing of all blood and blood
products was implemented in 1985. A substantial proportion of
adolescent hemophiliacs who were treated with blood products

prior to 1985 are infected with HIV.

Finally, some children may be infected through sexual abuse by

adults. This may, indeed, be a substantial group although data
are unavailable.

The Social Conrext

Teenagers are put at risk both by their own behavior and by the peril-
ous environment in which they live. The onset of sexual behavior is
far earlier today than it was in the past. Data recently published by
the Alan Guttmacher Institute indicate that rates of sexual activity
among adolescents continue to rise rapidly. Among adolescent girls
surveyed in 1982, 32% of those aged 15 to 17 and 64% of those aged
18 to 19 reported that they had ever engaged in sexual intercourse.
By 1988, fully 40% of younger girls and 74% of those in the older
age group indicated that they had been sexually active. The report
also noted that teenagers are now more likely to have multiple
partners.

Little remains of the previously accepted, if rarely honored, boundary
between premarital and marital sex. Most young people have a differ-
ent sexual career than did their parents, one characterized by mulriple
partners in a pattern of serial monogamy.

Many kinds of substance use threaten adolescents. As noted previ-
ously, opiates and heroin both present dangers. But the use of more
familiar intoxicating substances — alcohol and marijuana — are also
dangerous. Alcohol and sex can be a deadly combination for teens.
Any drug use that serves to suppress social and personal inhibitions

leads to an increase in unprotected sex, enhancing the possibility of
infection.
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Sexual experimentation and substance use are encouraged by the
media. Television, movies, rock songs, advertising and music videos,
all sell the glamour of money, sex and risk taking behavior while few
or none of the adverse effects are shown,

While the social destabilization that shapes the lives of so many
youngsters is beyond the scope of this report, certain important
elements must be noted. The disintegration of families and neighbos-
hoods is linked to a more profound, although most certainly associat-
ed phenomenon, the emergence of multi-generational poverty. This
growth of entrenched poverty is accompanied by the widening gap
between rich and poor, the increase in teen pregnancy, the decline in
economic opportunity, the lure of high paying employment available
in the illegal drug industry, and the fact that all of these catastrophes
disproportionately affect poor communities and communities of color.

These declining economic and social opportunities may encourage
adolescents to engage in precisely those behaviors that put them at
risk. While we may not be able to alter these factors by any means
short of a dramatic structural reform of society, we must recognize
that they establish the context within which some adolescents make
their decisions about their behaviors and their lives. We can only

reiterate that programs, to be effective, must address the reality of
adolescents’ lives.

Adolescents and the Health Care System

Health care services must be an essential element of any strategy

to contain the epidemic of HIV among adolescents. Those who are
infected need monitoring and treatment. For adolescents, confiden-
tial health care and social services could provide an additional source
of support to encourage testing and early detection of HIV infection.
This is particularly important now that effective prophylaxis and
early treatment are available. However, adolescents have long had a
problematic relationship to the health care system and, in general,
have suffered from che lack of access to medical care. There are legal,
ethical and economic reasons for this state of relative neglect.

Legal obstacles emerge from the assumption that parents must
consent to medical care for their children and adolescents. In the last
decade and a half that assumption has been overtaken and largely
overridden by events, Cases decided by the U.S. Supreme Court and
by various state courts, congressional legislation and state statutes
have now determined that adolescents, absent parental consent or
supervision, have a right to family planning counseling, contraceptive
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information and contraception devices and prescriptions; a right to
buy condoms; a right to receive medical care for sexually transmitred
diseases and conditions related to sexual behavior; a right to alcohol
and drug treatment; a right to confidential care and treatment for
pregnancy; and a limited right to abortion without parental consent
(although in some states not without parental notification).

In addition to these specific rights, many of which are directly rele-
vant to prevention of HIV infection, there are also customs of provid-
ing medical care. Most providers will provide confidential care for
adolescents, especially when the adolescent is older (15 or more), the
care is non-controversial and is clearly in the “best interest” of the
child. This provision of service for the adolescent alone is further but-
tressed in New York by the AIDS Confidentiality Law which provides
specifically that an adolescent may undergo HIV testing on the basis
of his or her own consent. In addition, New York has variations of the
“emancipated minor” and “mature minor” rules which permit some
youngsters who are married, pregnant or who have borne a child, or
who are truly independent of their parents to consent to care.

This Commirttee assumes that young people at risk for the transmis-
sion of HIV infection are capable under some combination of the

factors listed above to consent to their own testing, diagnosis, care
and treatment.

Whether this pattern of care provision is ethically appropriate is a
separate matter. The fact that an adolescent can legally be counseled
and tested for HIV infection on his or her own does not mean that care
providers should see the adolescent as an isolated individual. Provid-
ers should strive to ensure that there is an involved adule, whether a
relative, friend or care provider, who can help this teen deal with the
crisis of learning that he or she 1s infected with HIV or interpret the
meaning of a negative test result. There are good reasons an adult
should be involved with care plans and provision. Ideally, an adult
would provide wise counsel, emotional support, a broader perspective
and an ability to weigh the risk and benefit of any suggested interven-
tion. But if no adult is available and services are necessary, young-
sters should be permirtted to consent on their own.

All providers who treat adelescents attempt to link them with their
parents — that is always the preferred care plan. Bur, sometimes, and
often in the case of adolescents at risk for HIV transmission or infected
with the virus, this alliance is neither feasible or desirable. Often the
parents are a part of the problem and not the solution. Many young
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people at highest risk for HIV transmission have no parent or adult
in their lives who is able to provide this support and counsel. Many
adolescents have fled their homes out of fear or to escape a loveless
setting. Some adolescents perceive their parents as abusive and
dangerous; some parents are. A significant number of adolescents
are so alienated and angry thar a requirement of parental involvernent
will effectively drive them away from care.

There is no question that providers have enhanced ethical duties to
and dilemmas about younger persons with no mature and involved
adult in their lives. There is also no question, however, that con-
frontation with these dilemmas is superior to excluding these young
people “a priori” from care. In this, as in other matters involving
adolescents and AIDS, we must work within the reality provided
rather than rail against it,

Payment is often a major barrier to provision of care. Nationally, 14%
of adolescents aged 10 to 18 and 26% of young adults aged 18 to 24
have no public or private health insurance. Among poor adolescents
and young adults, who are more likely to live in high seroprevalence '
areas and thus to be at higher risk for HIV, the rates are even higher.

Fully 31% of poor adolescents and 35% of poor young adults have no
health insurance.

Virtually all adolescents and young adults who are privately insured
receive coverage as dependents under their parents’ individually
purchased or group health insurance plans. Asa result, their parents
in effect control their dependent children’s access to health care
financing. Indeed, part of the reason, historically and now, for requir-

ing parental consent is to secure parental financial liability for care
provided.

In New York, any adolescent with family income below the federal
poverty level is eligible for Medicaid, the largest source of public
health financing for both pediatric and AIDS-related care nationally.
Given the exceedingly high cost to both the state and local govern-
ments of caring for persons with AIDS, the federally-assisted
Medicaid program represents one of the few sources of significant
financial assistance for these patients and is of particular importance.
However, based on intensive discussions with local providers of care
to adolescents and young adults, we have reason to believe that

New York’s Medicaid coverage policies for adolescerits may warrant
particularly close scrutiny, at least for this sub-population. The
potential problems fall into three major categories: 1) the financial
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criteria used to determine eligibility for benefits and the barriers
created by having to prove one’s eligibility for benefits, 2) the ease
with which adolescents (particularly those who ate HIV-infected
and without family support and thus under extraordinary stress to
begin with) can secure entry into the program, and 3) the absence
of immediate coverage for those adolescents willing to brave the
system and seek medical assistance.

Barriers Created by Financial Eligibility Criteria

and Eligibility-Related Proof

New York is to be commended for not restricting Medicaid cover-
age (as do approximately 30 states) to certain sub-categories of poor
children and youth, and for establishing enhanced Medicaid reim-
bursement rates for HIV-related care that address the disincentive

of providing costly AIDS care. Nevertheless, the financial eligibility
criteria themselves pose enormous burdens. Adolescents applying
for Medicaid must prove that both their incomes and assets fall with-
in allowable standards. Despite the fact that many of the adolescents
applying for benefits have virtually no income or assets, the task of
proving the negative can be arduous. Moreover, even applicants who
can prove their financial eligibility also must prove that they qualify
on the basis of age, that they are citizens or aliens lawfully admitced
for permanent residence in the U.S. and that they are residents of
the state of New York. Studies repeatedly have shown that the vast
majority of denials of applications under Medicaid in the case of
families with children occur not because of applicants’ failure to meet
financial or other criteria but because they cannot comply with the
program’s stringent documentation requirements.

Even where an adolescent can muster the needed proof, certain
methodologies used to determine Medicaid eligibility may work
against the adolescent, particularly in the case of runaway and home-
less youth. Financial methodologies used to determine Aid For
Dependent Children (AFDC) eligibility normally are incorporated
automatically into state Medicaid eligibility standards (because of
the piggyback nature of the Medicaid program). One of these meth-
odologies may classify runaway youth as only temporarily absent
from their parent’s homes, thereby requiring that all parental income
be treated as, or “deemed,” available to the adolescent.

A second potential eligibility problem concerns the requirement
that applicants disclose all third party liability (TPL) to which they
are entitled at the time of application. In the case of runaway youth,
this “TPL” disclosure rule may compel them to reveal themselves
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and their whereabouts to parents so that dependent private insurance
benefits can be pursued.

Both of these requirements — the deeming of parental income and
disclosure of third party liability — can create extremely serious prac-
tical and legal barriers in the case of otherwise eligible adolescents
who are unwilling to, or afraid of, revealing their whereabouts to
their parents. The barriers are costly, since they effectively preclude
the establishment of Medicaid eligibility.

Barriers to Application

Like virtually all other Medicaid applicants, adolescents seeking
primary and non-hospital health care must apply for benefits at local
welfare agencies. This requirement has a major chilling effect on
adolescents who are sick, troubled or simply fearful about applying
for benefits at the welfare office.

Lack of Irmmediate Coverage

Even for adolescents who do amass the needed paper-work and

make the trip to the welfare agency, the application process can be
long and drawn out. At a minimum the eligibility determination
process takes from 45 to 60 days, depending on the basis for which
coverage is sought. It is not uncommon for eligibility determin-
ations to take months. While reimbursement to providers can be
made on a retroactive basis (and indeed can even include payment
for services rendered prior to the date of application), the absence of
formal enrollment adds enormously to infected adolescents’ problems
in securing health care.

Public Health and Prevention Strategies for Adolescents

The only solution presently available to stop this epidemic is to pre-
vent transmission. However, our relative lack of knowledge about the
lives and behaviors of adolescents further compounds the difficulties
of developing effective prevention programs and messages. Disap-
proval of adolescent sexual experimentation and substance abuse has
stifled much research in these areas. More generally, we know little
about how adolescents make decisions. Of the many programs that
have attempted to encourage behavioral change or health behaviors in
adolescents, very few have had adequate evaluation components. We
do not have the time to rediscover the same successes and to repeat
our own failures. It is, therefore, crucial that resources be devoted to
research into the epidemiological and behavioral aspects of HIV trans-

mission in adolescents, as well as to the broader issues of adolescent
behavior.
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Nevertheless, the experience of those who have provided care, support
and social services to adolescents at risk, and the research that has been
done to date on adolescent behavior does provide some guidance in
developing effective HIV prevention programs for adolescents. The
message we send to adolescents about HIV prevention must be con-
sistent and it must pervade their world. It is crucial that we attempt
to reach adolescents at every available opportunity from one-on-one
encounters between providers and young people, to group programs,
and to mass media campaigns. So far as we possibly can, we must
seek to create a sense of a new social norm one that provides constant
support for those who choose preventive behaviors.

There are, in fact, many opportunities to reach adolescents. Schools
are an obvious but so far underutilized resource. HIV prevention
education programs have been included in the required curriculum
for all children and adolescents in New York State. Too frequently,
however, the messages given have been imprecise, and weakened by
the resistance of local school boards and local school officials. In
New York State, any HIV education provided for children in kinder-
garten through sixth grade is carried out within the regular health
curriculum, and varies widely in content and in quality. The state-
wide requirement for adolescents — one semester of health education
in junior high school and one in senior high school ~ is clearly inade-
quate. HIV education must begin with education itself, must focus

as early as thoughts of sexual experimentation emerge, and must be
reiterated in every school year,

School programs reach only those adolescents in school. The drop
out rate is frighteningly high in New York City and in New York
State, and, as noted above, out-of-school youth are at highest risk.
HIV prevention programs must be incorporated into youth and com-
munity programs as well as those health and social service programs
that reach adolescents. Media campaigns — including posters in the
subways and on buses, and public service announcements on tele-
viston and radio — are an important way to reach those adolescents
who don't come in contact with other systems. These messages will
also reinforce those given in all of the in-school and out-of-school
programs.

As we have learned from past efforts to reduce teen pregnancy, smok-
ing and alcohol use, information alone does not lead to behavioral
change. Programs must be carefully developed to provide adolescents
with information in a form they can understand and accept, and to
assist teens in developing the skills necessary to initiate and to main-
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tain preventive behaviors. Adolescents are likely to reject HIV-
specific programs; in general, providers have found that adolescents
only choose to engage in programs that meet their self-defined needs

and desires, ranging from food and shelter to athletics programs or
art classes.

Drawing on presentations by experts on adolescents and HIV and
a review of relevant literature in the field of adolescent behavior,
the Committee offers the following list of characteristics that must
be considered in developing programs for this age group:

Programs must be constructed specifically for adolescents. If they
are not, the system will create programs that are most appropriate
for children or for adults, and will overlook adolescents. There is
a body of evidence that teens will not avail themselves of services
provided on a non-age-specific model. All programs dealing with
adolescents must be developmentally appropriate and sensitive to
needs as perceived by and defined by adolescents themselves.

In order to succeed, programs for adolescents must provide a careful
balance between narrow and specific AIDS prevention and more com-
prehensive services and instruction. Categorical interventions that
focus on a single issue such as AIDS prevention generally fail or, in
the best of hands, are minimally effective on a transitory basis. Com-
prehensive programs that integrate a broader range of issues and focus
on developing life skills, social competence and self-esteem, have been
shown to be more effective. Such programs may, however, have little
impact on specific AIDS prevention behaviors. Those programs that
attempt to encourage development of generic and comprehensive
skills within the context of a categorical domain (here AIDS) appear
to have the best results. Even so, for such programs to be successful
they must be implemented by well-trained staff over a substantial
period of time. The impact of a one-time effort can be sustained and
augmented greatly by “booster” sessions at regular intervals. Compre-
hensive services may also need to include food, shelter, remedial
education, clothing, medical care, mental health services and employ-
ment among other supports. Programs that do not provide compre-
hensive services are far less likely to beveffective. By addressing
adolescents’ self-defined needs first, the provider can build a relation-
ship of trust with the child which in turn acts as the basis for effective
HIV prevention education. School-based health clinics that provide
care for what the adolescent sees as his greatest need (such as acne) can

often provide the stimulus for the adolescent to develop a relationship
with the health care system.
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Adolescent programs will be most successful if they address the
adolescent in the context of his or her world:

a) Programs should use peer teaching and support to promote
behavior change.

b) Parent involvement is a crucial factor. It has been shown that the
extent of parent involvemnent depends on the quality of outreach to
parents, not on the parent’s own qualities. It cannot be assumed that
the parent is not willing to participate or is not interested.

¢) Community support is an important factor in determining the
success or failure of a program.

Programs addressed to adolescents must be developmentally appro-
priate. When working with early adolescents, it is especially impor-
tant that outreach and programming be geared to the adolescent’s
emotional and cognitive levels of development. Programs must also
recognize teen sub-cultures, patterns of behavior, and conventions of
social interaction. For example, it is probably fruitless to encourage
teenagers to “interview” their sexual partners about past risk behavior;

they are unlikely to do it, or, if they do, it will be done ineptly with
little effect.

Programs must also be culturally appropriate and designed with

an awareness of the economic realities and constraints of adolescents’
lives. The Latino community and its subparts and the African-
American community may require widely different educational
strategies to prevent the spread of HIV infection.

Testing adolescents for knowledge about HIV and HIV prevention
is misleading since adolescents may not be able to recognize that
they lack the skills necessary to initiate risk reduction. Adolescents
may demonstrate high levels of HIV-related knowledge and strong
sense of personal efficacy, or confidence in their own ability to carry
out risk reduction behavior, while role-playing and other exercises

demonstrate that they are actually unable to negotiate or implement
such behavior.

Some professionals concerned with public policy and some parents
might fear that talking openly with adolescents abourt sex will lead
youngsters who are not developmentally ready to engage premarurely
in sexual experimentation. Most experts deny the existence of this
slippery slope. Most parents, when questioned, want their children
to receive education about AIDS and even about condoms.
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It falls to families to inculcate particular values and social and behav-
ioral standards. It is a public responsibility, however, to protect all
teens by educating them to the dangers of HIV infection.
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Recommendations

‘These recommendartions will urge that a minimum of $16 million

be allocated in 1991 to create effective strategies to prevent our youth
from becoming infected with HIV. These monies will be in addition
to funds necessary for effective school-based education. This is largely
new money, although effective administration will recapture some
funds from federal reimbursement. It must be continuing money —
expenditures will be required every year for the foreseeable future
until the threat of this epidemic has passed. As we learn more about
adolescents and AIDS we may need to spend more. All of the money
that will be spent on prevention will be but a fraction of what will

be required for treatment if prevention fails.

The New York State Department of Education and the New
York City Board of Education should require that every school
provide ongoing, frank, explicit and culturally and develop-
mentally appropriate education on HIV infection, transmission
and prevention, as part of a comprehensive program of health
education and life skills training, to all children in all grades.
These programs should integrate assistance from and develop
outreach to parents, the community, and adolescents them-
selves. Schools and their supervisory agencies should report to
the Governor yearly through the New York State Department
of Health on the content of these programs and on their evalu-
ation, implementation and monitoring.

Mandatory and continuing HIV education carried out in school
health education programs provides a unique opportunity to expose
children and adolescents continuously to a full range of prevention
education, and offer the most cost effective rourte for reaching the
greatest number of young people. Therefore there should be develop-
mentally appropriate modules for each grade, kindergarten through
twelfth. Carefully constructed comprehensive programs can, in addi-
tion, help to develop the self-esteern and social skills needed to imple-
ment health promoting behaviors. Despite fiscal belt-rightening
these budger lines should be protected.

Children begin to develop attitudes and assumptions about sex and
drug use while still quite young — education about the danger of
HIV must start just as early. An HIV prevention education curricu-
lum must be mandatory for a// children in a// grades, kindergarten
through twelfth grade. At appropriate ages, no child should be
denied frank and clear, developmentally appropriate information due
to the preferences of local school officials or school boards. Parents
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should not be permitted to choose to withdraw their children from
such classes, just as they are not allowed to forego vaccination for
rubella or other preventable diseases.

HIV prevention educarion will not achieve a reduction in risky
behaviors if it is presented in a narrow manner, isolated from the real
lives and concerns of adolescents. Categorical education, like cate-
gorical programming, is unlikely to succeed. School health education
programs must deal explicitly and clearly with methods of HIV trans-
mission and prevention, high risk and low risk behaviors, manifesta-
tions of disease, discrimination and confidentiality issues, as well as
provide sources for further information on both prevention and care.
Life style issues, heterosexual behavior and homosexuality must be
presented in a nonjudgmental manner which focuses on risk reduc-
tion. Frankness and candor are absolutely crucial in presenting
prevention education. Specifically, all students must receive explicit
instruction in preventive behaviors such as the proper use of condoms.
Students must be taught what condoms are and role play exercises
must be used to teach how to negotiate with partners about their

use. Schools should provide condoms in a confidential manner to

all sexually active students. Where provision in the schools would
compromise anonymity and discourage condom use, schools must
devise an additional or alternative system of distribution.

School districes should look to resources both inside and outside

of the schools for assistance in developing and implementing these
programs. The New York City Board of Education is to be com-
mended for its adoption of Growing Healthy, a comprehensive
kindergarten through seventh grade health education curriculum,
and its development of Being Healthy, a middle school curriculum.
Each discusses AIDS in developmentally appropriate ways. The
State should support New York City and other local school districes
to ensure that, whatever comprehensive curricula they select, suffi-
cient and direct attention is devoted to AIDS.

The New York City Board of Education is also considering other
models for adolescents that seem promising: these include develop-
ment of core HIV education teams for each school, peer educators,
parent training, community outreach and the development of com-
munity networks. HIV education can then draw on discussions led
by peers, parents or teachers. Local community-based organizations
with experience in HIV-related issues or in working with adolescents
may assist both in developing programs for students and in training
staff. Finally, peer support and peer education efforts offer a unique
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opportunity to allow teens to turn peer pressure around and provide
support for each other.

Adequate training must be provided for teachers in a range of issues
including HIV transmission, sexuality and substance abuse, as well
as in social issues such as confidentiality and in counseling practices.
The goal of training should be to “train the trainers” and establish

a knowledgeable core of teachers statewide, It may be possible to
append training modules to already mandated teacher training pro-
grams such as that required in the area of child abuse. All programs
should be monitored and evaluated.

The Governor should ensure that all programs that serve
adolescents who are disconnected from schools must provide
HIV prevention education as an integrated part of their service
delivery. The AIDS Institute should develop appropriate HIV
prevention education and provide trainers for all staff in
programs that serve adolescents.

A large proportion of older adolescents, variously estimated in differ-
ent neighborhoods as 30-80%, are no longer in school. Some of these
young adults live in areas where the prevalence of HIV infection is
high, and where, therefore, sexual and drug behaviors present particu-
lar risks. These teens must be reached through programs other than
school, including after-school programs, runaway shelters, Job Corps,
vocational schools and training programs, family planning clinics,
teen pregnancy and maternal/child health programs, STD clinics,
DFY and Juvenile Justice facilities. Integrating HIV prevention
education into these programs reaches the non-school population

and acts to augment school-based programs.

As with school-based HIV prevention programs, outreach and youth
programs must deal frankly and explicitly with all components of
HIV transmission. Prevention education should include instruction
in the use of condoms, social skills and interpersonal negotiation
training; adolescents should have confidential access to condoms in
these programs.

The AIDS Institute, with the assistance of its adolescent care and
service providers, should develop training for staff that includes HIV-
specific information and sources for referral, and, in addition, develops
the skills needed to work with adolescents around sensitive issues.
Caregivers and service providers cannot work effectively with adoles-
cents until they have examined their own ambivalence to adolescents
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and to HIV-related issues. This training is especially important for
staff of DFY, of locally-operated detention facilities and runaway/
homeless programs, of Department of Social Services group homes,
of substance abuse treatment programs serving youth, and of insti-
rutional adolescent programs under the jurisdiction of the Office of
Mental Retardation and Developmental Delay and the Office of
Mental Health.

New York State should establish community-based compre-
hensive programs for those adolescents whose behaviors place
them at highest risk of acquiring HIV infection, and for those
adolescents who are already infected. These programs should
provide developmentally appropriate HIV prevention educa-
tion, confidential medical care, social services, and counselling.
Programs should be designed so that adolescents can gain access
to all programs and services on their own initiative and consent.
New York State should allocate $12 million in 1991 to these
programs.

The idea of comprehensive programs is not a new one; adolescent
service providers have long recognized the utility of this design.
However, agency guidelines and funding streams have been based
on a categorical approach, with each marking out its own particular
territory. We must restructure funding streams so that they will
facilitate, not obstruct, the development of comprehensive programs.

New York State should allocate $12 million in 1991 to the develop-
ment of adolescent comprehensive programs with a commitment

to ongoing funding in subsequent years. Of the approximarely four
million adolescents aged 10 to 24 in New York State, we estimate
approximately one-half or two million engage in sexual activity or
drug use that puts them at risk for infection. Five dollars per adoles-
cent at risk is little enough to allocate to battle against HIV. More-
over, these funds will have a multiplier effect, attracting matching
funds and allowing programs to draw on reimbursement from
Medicaid and other sources to support ongoing service delivery.

Programs may take a variety of forms, depending on the needs of
adolescents in each community. However, to reach teens successfully,
these programs must be community-based, provide care in an acces-
sible office or clinic, and be oriented specifically toward teens. They
must provide services in a non-judgmental, developmentally appro-
priate and culturally sensitive manner and must meet the specific
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practical and logistical needs of adolescents, offering, for example,
drop-in services and flexible hours.

Above all, programs for adolescents must be comprehensive and

offer a full range of services and activities if they are to attract adoles-
cents. Adolescents at risk are more likely to seek services to meet
their immediate needs than to seek out HIV-specific programs. Even
among infected adolescents, HIV cannot be treated in isolation. To
an infected teen, the problems of poverty, homelessness or drug addic-
tion may loom larger than his or her serostatus. HIV infection may
also be the source of further burdens that must be addressed, includ-
ing rejection by family and friends and the Joss of economic support.
HIV is one of a constellation of problems for adolescents; HIV-specific
care must be one element in a network of solutions.

Prior evidence from adolescent programs, focused on issues such as
teen pregnancy and substance abuse, demonstrate that HIV-related
issues cannot be isolated from the compelling issues that influence
day to day decisions made by adolescents. Comprehensive programs
that address adolescents’ self-defined needs and priorities provide the
opportunity to develop a relationship of trust between the provider
and the client and offer the only vehicle by which effective HIV
prevention educartion can be conveyed.

Few comprehensive programs presently exist and those that do offer
this integrated system of services are strained to the limits. Established
clinics, community health centers, youth service providers and youth
programs provide expertise for developing new programs.

New and expanded programs must be developed specifically to address
the needs of gay and lesbian youth. Gay and lesbian teens may avoid

programs designed primarily for a heterosexual population out of fear
of identification and rejection.

New York State should allocate $2 million in 1991 to develop
special programs targeted to adolescents under the jurisdiction
of the Division for Youth (DFY) and those adolescents who are
“out-of-home” or “on the street.”

The urgency of this population’s need demands special focus. DFY
provides services each year to over 30,000 adolescents through residen-
tial and community programs. Many of these youth are runaways,
“throwaways,” street kids, or other “out-of-home” youth whose drug
use and sexual behaviors put them ar parcicular risk for the rransmis-
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sion of HIV infection. Many will return to the street when not in
DEY facilities. Street kids, who are at highest risk of infection, will

not seek out services; these services, including HIV education, must
be brought to them.

The Governor should allocate a2 minimum of $2 million per year
for these youngsters who are at particularly high risk, and who are
particularly vulnerable as they have few advocates and lictle adult
support. Out of this fund, $300,000 should be allocated to provide
funding for a Chief Medical Officer/Medical Director and staff for
DFY in order to direct adequate HIV prevention, education and
treatment efforts within that agency. The remaining $1,700,000
should be used to support, expand and replicate programs that have
demonstrated success in reaching street kids and other “out-of-home”
adolescents. In particular, funds should be provided to those com-
munity-based organizations whose expertise is central to designing
and expediting these programs.

MNew York State should develop adolescent-specific substance
abuse treatment programs to provide access for adolescent sub-
stance abusers and substance abusing pregnant young women.

The documented links between substance abuse and HIV transmus-
sion in adolescents lend urgency to the need to provide appropriate
substance abuse treatment for all adolescents, and, specifically, for
adolescent girls who are pregnant of who have children. There are
at present virtually no available drug treatment slots for these two
populations.

Opening slots for adolescents in existing drug treatment programs
focusedvon adults is not the answer, as the needs of adolescent
substance abusers differ radically from those of adults. If teens can
be enticed into adult programs they are unlikely to remain. Out-
patient and residential substance abuse treatment programs must
be specific to adolescent needs and reflect the emotional, cognitive
and developmental characteristics of adolescence.

Patterns of teen addiction today are different than in the past. Crack
has had a particular appeal among teens and young adules; crack while
horrendous itself also frequently leads to intravenous polydrug use
and to the bartering of sex for drugs.

Adolescent mothers and pregnant teens cannot easily be integrated
into existing programs. Most either do not accept these women or
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do not provide day care. Both the logistics and the broader issues
of parenting must be incorporated into effective substance abuse

rreatment.

oliowing major recommendarions for the reform

locumentation reguirements,

]

essary to facilitate enroliment of eligible

To the extent that the agency uses a parental income deeming defini-
tion or third party liability (TPL) identification and recovery proce-
dures that are not compelled under federal law, those criteria should
be relaxed. For example, amending the emancipated minor laws to
clarify that adolescents living on their own and who are suffering
from AIDS or other infectious diseases are to be considered emanci-
pated may eliminate the state’s need to comply with federal TPL
disclosure rules in the case of runaways, because parents have legally
been absolved of their financial liability.

The health status of low income adolescents is so poor that al] efforts
should be made to reach out to teens and enroll them in Medicaid as
their primary source of health care funds. But the need is particularly
great in the case of teens at risk of HIV infection. The 1991 budget
legislation enacted by Congress will require New York and all other
states to establish convenient subsidiary programs for determining
eligibility of pregnant women and children.

At each of these sites, along with other hospital and free-standing
clinics serving low income teens, special eligibility assistance units
should be established that assist with paperwork and applications
and that offer an alternative application site. In numerous commu-
nities, the state has implemented this type of alternative entry
program for pregnant women and should now do so for adolescents.
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In the case of HIV infected adolescents, there must be no delay
between the time that help is sought and when it is rendered.
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We therefore recommend that even though no federal financial
participation is available, the state establish a presumptive eligibility
program that allows for the immediate issuance of Medicaid coverage.
Since most of these young people ultimately will be found eligible
for Medicaid, the presumptive eligibility program should be viewed
simply as “a front-loading” measure, with much, if not all of, the
state’s initial outlay recouped through the retroactive payment of
federally matched benefits to providers.

The New York State Department of Health should allocate

$1 million in 1991 to train providers of services and counselors
to adolescents in the skills necessary to counsel adolescents
about HIV testing in order to increase identification of HIV-
infected individuals in this age group. These counselors must
be knowledgeable about pre and post-test counseling and refer-
rals for care and services.

The availability of prophylaxis against FIIV-related opportunistic
infections and early treatment for HIV illness may substantially
improve the quality and length of life of HIV-infected persons. It is,
therefore, imperative that adolescents at high risk of exposure to the
virus be provided the opportunity to be tested. While adolescents
have the legal right to consent to HIV testing in New York Stare,
providers have the ethical obligation to ensure that adolescents are
tested under the following conditions: adolescents must receive
developmentally appropriate pre and post-test counseling that may
need to be much more elaborate than that provided to adults; the
provider must determine that the adolescent has some adequate form
of available support, whether a familiar adult or an identified trained
provider, to help the adolescent deal with the consequences of a posi-
tive or a negative test result; providers should not offer testing unless
they are able to link teens who test positive directly with service
providers. Experience indicates that it takes many more sessions

to counsel adolescents than adults. A series of post-test discussions
may be necessary to ensure that the youngster does not court risk
behaviors, if negative, or withdraw or act out, if positive.

New York State should allocate a minimum of $500,000 per
year to establish an “Adolescent AIDS Research Center” to
collect epidemiological information necessary to improve

our understanding and enhance our ability to intercept this
epidemic and to gather data on the characteristics of the dis-
ease in adolescents, on adolescent behaviors which place them
at risk, and on patterns of transmission in this age group.
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Some characteristics of HIV among adolescents remain uncertain ~

we do not know all we might about the epidemiology of HIV or the
manifestations of HIV illness in adolescents. Some of the information
on drug use, sexual activity and risk behavior in adolescents is anec-
dotal and gives rise to hypotheses that should be confirmed or refuced.
Nor do we have an adequate understanding of how to influence adoles-
cent behavior abourt this disease. These gaps in knowledge hamper
efforts to alleviate the impact of HIV on adolescents.

At present, New York State leads the nation in gathering data on
this epidemic in adolescents. 1f the federal government continues its
present policy of underfunding research on HIV infection, the state
must continue to take the lead in this area and must either provide
or secure the funds for this task.

The Adolescent AIDS Research Center should spearhead and coor-
dinate research throughout New York State. The Governor should
convene an Advisory Board on Adolescent Research to designate
those areas where research is needed, to define the oprimal format
and location of the Center in order to assure that problems in all
areas of the state are addressed, and to determine how best to struc-
ture the Center itself (perhaps as a center without walls) as well as
its grants in order best to capture available matching funds from
private foundarions and from the federal government.

The Adolescent AIDS Research Cenrter should fund research in the
following areas:

Epidemiology

Continuing epidemiological research should document the prevalence
of HIV infection and of high risk behaviors in a range of teen popu-
lations, including male and female, affluent and poor, younger and
older, rural and urban, and in different ethnic and racial populations.
The studies should also examine the prevalence of HIV in special
populations of high risk youth, including those adolescents in locally
operated, secure detention facilities and in facilities operated by DFY.
Research should attempt to evaluate the relative role played by sex
and drugs in HIV transmission within the adolescent population as
well as berween adolescents and older individuals.

Clinical Research

Research protocols should gather data on the clinical progression of
the disease in adolescents. Studies should assess differences in mani-
festations in male and female adolescents, street kids, and adolescents
infected through perinatal transmission.
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Behavioral Research

Research projects should attempt to identify factors affecting adoles-
cent decision-making, factors influencing adolescent risk perception
and methods of influencing adolescents to change or modify behavior.
Special attention must be paid to possible differences in developmen-
tal processes berween male and female adolescents, and among adoles-
cents from different cultural, economic and/or educational back-
grounds. Particular emphasis should be placed on the issues of peer
pressure and peer support, substance use, sexual experimentation and
development of sexual identity and preference.

With or without the development of such a center, it is crucial that
New York State make even greater efforts to publicize the results of
its ongoing epidemiological surveillance, and clinical and behavioral
research throughout our community. The State must educate health
providers, policymakers and the public to the increasing danger that
adolescents will become infected with the virus and, without inter-
vention to modify behavior, will transmit the virus to others.

The Governor should initiate a private/public partnecship with
the business, media and advertising communities to develop
and conduct a sustained, consistent HIV prevention education
campaign targeting teens.

The influence of television, radio, music videos and advertising on
adolescents is staggering; unfortunately, most of the messages about
sex and drugs that they receive from these sources do not advocate
for safer behavior. By turning the medium around and using these
channels to convey equally sophisticated messages that “sell” safe
sex and safer behavior to adolescents, we can help frame adolescents’
assumptions and values. Media campaigns allow us to reach those
out-of-school adolescents who are hardest to reach, while reinforcing

the prevention messages conveyed through schools and other
programs.

While the media campaigns have been used to convey HIV preven-
tion messages, these campaigns generally have targeted adults with
messages that adolescents can all too easily dismiss as irrelevant.
Materials created for adult audiences may not pierce the illusion of
immortality and invulnerability so characteristic of adolescent devel-
opment or provide relevant scenarios. Messages addressed to adule
homosexual men may not reach adolescent males who may not
acknowledge that they are experimenting with sex with men.
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The Governor should allocate $500,000 in 1991 to create an
Offtice of Adolescent Services directed to meld categorical
funding streams into comprehensive programs, maximize
funds available under matching and reimbursement formula,
and coordinate complementary and overlapping agency
responsibility for adolescents.

Caregivers of adolescents testify to the confusion, chaos and frustra-
tion that surround the present fragmented system. Budgets are daunt-
ingly complex; different funding sources require various accounting
systems; permissions and approvals all demand separate applications.
Comprehensive programs will be possible only if New York State
creates a central authority at the State level able to coordinate existing
programs, facilitate cooperation between these programs and autho-
rize the variations necessary to present coherent services. This Office
of Adolescent Services should work closely to coordinate the HIV-
related activities of the New York State Department of Education,
the New York City Board of Education, the range of agencies and
programs serving adolescents, and the comprehensive programs and
the proposed Adolescent AIDS Research Center. The office must also
work to meld different funding streams, coordinate state agencies
which provide categorical services to adolescents, identify overlap-
ping programs in the New York City and New York State Depart-
ments of Health, Social Services, Mental Health, and Education, and
other departments which serve or could serve adolescents. It should
also provide a secure basis for existing programs and leadership for
the development of new programs. This state office, if successful,
could provide the model for similar local government organizations.
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Appendix One, List of Speakers

Marysol Asencio

AIDS Education & Outreach Coordinator, El Puente de Williamsburg
Larry Bilick

Program Director, Project Streetbeat,

Planned Parenthood of New York City

Georganne Del Canto

Assistant Director, Health Education Office of Health,
Physical Education and School Sports,

New York City Board of Education

Nancy Neveloff Dubler, LL.B.

Director, Division of Legal & Ethical Issues in Health Care,
Department of Epidemiology and Social Medicine,

Montefiore Medical Center/Albert Einstein College of Medicine

Mindy T. Fullilove, M.D.

Principal Investigator, Substance Abuse Core,

HIV Center for Clinical and Behavioral Studies,

Associate Professor of Clinical Psychology and Public Health,

New York State Psychiatric Instsitute/Columbia University

Beatrix A. Hamburg, M.D.

Director, Child and Adolescent Psychiatry, Mt. Sinai School of Medicine
Margaret A. Hamburg, M.D.

Deputy Commissioner of the Commission for Family Healch Services,
New York City Department of Health

Karen Hein, M.D.

Associate Professor of Pediatrics, Director, Adolescent AIDS Program,
Montefiore Medical Center/Albert Einstein College of Medicine

Stephen Joseph, M.D., M.P.H.
Former Commissioner of Health, New York City Department of Health

Frances Kunreuther
Executive Director, Hetrick Marrin lnstitute

Naomi Marsh
Out of School Youth Coordinator, Bureau of School Health Services,
New York State Department of Education

Inca Mohamed
Administrator, ICIS/The Door

Jonathan D. Moreno, Ph.D.
Director, Division of Humanities in Medicine,
State University of New York, Health Science Center at Brooklyn
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Lucy Perez, M.D.
Chief, Adolescent Medicine, Brooklyn Hospital Center

Sara Rosenbaum
Director of Programs and Policies, Children’s Defense Fund

Mary Jane Rotherham-Borus, Ph.D.
Associate Professor of Clinical Psychology, Columbia University
Research Scientist, HIV Center for Clinical & Behavioral Studies

Polly Thomas, M.D.
Director, Office of AIDS and HIV Surveillance and Serosurvey
AIDS Program Services, New York City Department of Health
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