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Introduction

AIDS (Acquired Immune Deficiency Syndrome) has rapidly
become the Nation's number one puktlic health threat. It has
already taken the lives of more than 26,000 Americans, princi-

pally adults, and has devastated thousands more.

But AIDS is not limited to adults. Jt has already killed
hundreds of children and threatens to kill thousands more, many

of them very young.

As a nation we have failed to meet this terrible challenge,

which only promises to worsen.

While the numbers of children who have AIDS and the AIDS
virus remain low, they are increasing geometrically; conse-

quently, the threat must be taken seriously.

To hel, understand the complexities of AIDS and its impact
on children and teenagers, the Select Committee on Children,
Youth, and Families has conducted several hearings and culled
the most up-to-date redearch and information. We have compiled
and examined expert testimony, evolving knowleige, and emerging
implications for our medical, educational and social services

systems.

This report presents what we krow about the threat of AIDS
to infants, young children and teenagers, and how we can pre-~
vent its escalating toll. We recognize the limitations of any
, study, given the rapid advances in our kncwledge and under-

standing of AIDS and its implications. We also recognize that

(VII)
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VIII

every opportunity taken to focus attention on these issues may

sav. lives.

Increasingly, those with the least ancess to information
and fewest available resources -- low-income minority women and
children -- are facing the greatest risk. We know that adoles-
cents are especially vulnzrable, because they are prone to

engage in high risk behaviors that can lead to AIDS infection.

There ¥s as yet no cure, vaccine or satisfactory treatment
for AIDS. But it can be prevented. Individuals can protect

themselves and reduce the risk of infecticn.

Surgeon General C. Everett Koop, the chief public health
officer of the Nation, has stated that abstinence provides the

only certain way to prevent the spread of AIDS through sexual

contact. We agree. But, as Dr. Koop has emphasized, ''because
about 70% of adolescents are sexually active...f they haven't
listened to the message of abstinence or monogamous relation-
ships on a long-term basis, you have to introduce such things

as condoms."

In the face of this epidemic, we must put aside ideology
aad marshall every available educational, medical and social

|
service tool to address the AIDS epidemic. |

If we fail to act now to limit the widening spread of AIDS,
the public health threat of the 80's will become the public
health and economic dicaster of the 90's. Thousands of chil-
dren will be lost; their families devastated. And the nation
will be left reeling from the staggering and uncontrollable

costs in lives and money.
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X

We hope this report will serve to underscore the potential
threat to children and youth, to fuel greater efforts to pre-
vent the spread of AIDS and to improve care for those already

infected by this deadly disease.

George Miller, Chairman
William Lehman
Patricia Schroeder
Lindy (Mrs. Hale) Bogge
Matthew F. McHugh

Ted Weiss

Beryl Anthony, Jr.
Barabara Boxer

Sander M. Levin

Bruce A. Morrison

J. Roy Rowland

Gerry Sikorski

Alan Wheat

Lane Evans

Richard J. Durbin
Thomas C. Sawyer

David E. Skaggs
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FINDINGS

INFANTS AND YOUNG CHILDREN

AIDS RAPIDLY EMERGING AS MAJOR HEALTH THREAT TO LARGE NUMBERS
OF_INFANTS AND YOUNG CHILDREN

*¥ While still a small proportion of the total AIDS population,
the cases of AIDS among children under 13 increased over
60% (from 420 to 691) from January 1987 - Nosember 1987.

* Experts estimate that for every child with active AIDS,
geveral others are infected.

*  The Public Health Service predicts a nearly 3501 increase
by 1991 to 3,000 cases; some experts predict as many as
10,000 to 20,000 pediatric AIDS cases by 1991.

ALREADY STRAINED SERVICES FOR PRENATAL CARE, FAMILY PLANNING

AND_DRUG TREATMENT, FACED WiTH SOARING NUHBtR OF WOMEN WITH OR

AT RISK OF AIDS

*  Nationally, over 3,000 AIDS cases have been ceported in
women, most of wheu are of childbearing age.

*  This number is expected to increase 600% to over 20,000 by
the end of 1991.

*¥ 37 - SO% of the babies born to HIV-infected women are also
i fected.

* In Few York City, about 3% of wcmen of reproducti.ve age
(approximately 50,000) are infected with HIV; most were
exposed to the virus through intravenous drug use or sexual
contact with an HIV-infected individual.

AIDS CLAIMING MAJORITY OF YOUNG VICTIMS IN COMMUNITIES LEAST
ABLE TO FIGHT BACK

*¥  Minority children, many of whom face urban poverty, poor
health, lack of access to adequate care, and educational

disadvantage, comprise the vast majority of pediiatric AIDS
cases.

* While black children are 15% of the total U.S. child
population, 54% of all pediatric AIDS cases are black.

*  Hispanic children are 10% of the child population, but 23%
of the childhood AIDS population.

*  White children, 75% of the population, represent 22% of all
pediatric AIDS cases.

WHILE EXPANDED HOME AND NON~HOSPITAL BASED SERVICES F 'OMISE MORE
HUMANE AND COST-EFFECTIVE CARE, HIV-INFECTED CHILDREN
TREATED IN EXPENSIVE IN-PATIENT HOSPITAL CARE

*  Hogpital carz for infants born with AIDS can cost more than
$200,000 per year per child. .

xn
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In contrast, Hale House Cradle, a planned group home in New
York City for chilaren with AIDS, is expected to cost $161
per day, or $58,765 per year for treatment and care, in corn-
tiist to $500 per day or $219,000 per year for acute care

in a hospital.

The St. Clair's Home, a transitional fester care facility in
Elizabeth, New Jersey, has been providing home care since
May 1987; ut u4 yearly operating budget of $200,000, its

five beds have been continously occupied.

PEDIATRIC AIDS THREATENS ALREADY OVERBURDENED FOSTER CARE SYSTEM

*

Declining numbers of availablc foster homes combined with
growing numbers of medically fragile and drug-exposed
children have made appropriate placement of medically
fragile children exceptionally difficult.

Reduced availability of foster care has resulted in lengthy
hospita: =tays for growing numbers of abandoned or orphaned
children with or at risk of AIDS.

New York City reported in July 1987 that at least 30 chil-
dren with AIDS were boarding in hospitals. These ''boarder
babies" had been orphaned or abandoned and were awaiting
foster care placement.

Los Angeles County reported a 1000% increase between 1981
and 1986 in the number of infants and toddlers needing
foster care for drug-related reasons, and increased
referrals of sexually abused children -- both circumstances
which place children at risk of AIDS infection.

ADOLESCENTS

NUMBER OF REPORTED AIDS CASES AMONG TEENS LOW, BUT ALOLESCENT

SEHAVIORS PLACE THEM AT RISK

*

While AIDS cases among 13-19 year olds represent only 0.4%
of the total 47,298 reported AIDS cases, cases among this
age group increased by 54% between January-November 1987
(from 127 to 195).

By age 20, 70% of girls and 80% of boys have engaged in
sexual intercourse at least once.

Sexually active teens have the highest rate of sexually
transmitted diseases among heterosexuals of all age groups.

Increased heterosexual transmission of AIDS a:ong teenagers
and young adults has been confirmed by recent research.

ADOLESCENTS WITH HEMOPHILIA MOST HIV-INFECTED TEEN GROUP TO DATE

*

ERIC
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80% of AIDS cases among 11-17 year old males are hemophili-
acs.

22%-75% of hemophiliacs have tested positive for AIDS anti-
bodies; witn the future safety of the blood clotting factor
asgsured, the virus will no longer be transmitted in this
way.
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RUNAWAY AND HOMELESS YOUTH, AND MINORITY YOUTH IN URBAN CENTERS
AT GREATEST RISK OF HIV INFECTION AND HARDEST TO REACH

*  Qut-cf-school, runaway and hcmeless youth risk becoming
infected because of higher rates of drug abuse and prostitu-
tion, and other behavior associated with HIV transmission.

Minority youth also are at greater risk of AIDS infection
due to their bigher rate of sexua.ly transmitted diseases,
and their higher concentration in urban areas where the

AIDS virus is prevalent.

ADOLESCENTS HOLD INAPPROPRIATE ATTITUDES AND BELIEFS ABOUT THEIR
RISK OF AIDS INFECTION; PREVENTION DEMANDS AFPROPRIATE AND CLEAR
SEX EDUCATION BEGINNING AT EARLY AGES

*  Only 15% of sexually active youth surveyed reported changing
their gsexual behavior to prevent contracting AIDS; only 20%
of those who changed their behavior used effective preven-

tive methods.

Teens' denial of vulnerauility and tendency to experiment
and take risks makes AIDS education by itself insufficient.

Only ha... .f the largest U.S. school districts are provid-
ing AIDS education and prevention programs; programs to
reach high-risk, out-of-school youth lag even further
behind.

THE FEDERAL RESPONSE

FEDERAL EFFORTS TO COMBAT AIDS UNDERFUNDED, UNCOORDINATED, AND
INSUFFICIENT

* A 1986 National Academy of Sciences report charged that the
federal AIDS education effort was 'woefully inadequate in
terms of both the amount of educational material made
available and its clear communication of intended messages.'

*  An August 1987 General Accounting Office review of AIDS
prevention and the Administration's p_uposed 1988 budget
reported a consensus of experts that federal efforts so far
have been underfunded, uncoordinated, and insufficient.

LITTLE ATTENTION AND MONEY TARGETED ON AIDS PREVENTION AND
TREATMENT FOR CHILDREN AND YOUTH

*  Although children and youth are likely to benefit from most
federal spending on AIDS, in FY 1987, only $6 5 million was
made available by the lenters for Disease Control for school
health prevention efforts. Only $16 million of the Adminis-
tration's $422 uillion FY 1988 request for AIDS research at
the National Institutes of Health would target children.

* $7.5 million of the National Institutes of Health's $252
million AIDs research budget for FY 1987 v+ 3 dedicated to
research exclusively on pediatric AIDS.
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1. INFANTS AND YOURG CHILDREN

A. AIDS AMONG INFANTS AND YOUNG CHILDREN INCREASING
DRAMAT ICALLY

IN THE FIRST ELEVEN MONTHS G 1987, THE NURER OF REPORTED
AIDS CASES AMONG INFANTS AND YOUNG CHILDREN ROSE MORE THAN 60
PERCENT

The first cases of children with AIDS (Acquired Immune
Deficiency Syndrome) were reported to the Centers for Disease
Control (CDC) in December 1982. As of November 30, 1987, 691
caces of AIDS in U.S. children under 13 had been reported to
the CDC, up by 271 cases or more than 60% since January 1,
1987. (62)

AIDS Cases Vastly Underreported

Childhood AIDS cases currently represent fewer than 2% of
the 47,298 diagnosed cases reported thus far in the U.S. How-
ever, for both adults and children, experts agree that the num-
ber of reports received significantly underestimates the actual
incidence of the disease. Dr. Tames Oleske, Director of the
Division of Allergy, Immunology and Infectious Disease at the
University of Medicine and Dentistry of New Jersey, reported to
the Committee in May 1986, that the 350 cases of pediatric
AIDS reported to the CDC at that time severely underreported
the actual number, which he estimated to be closer to 2,000
cases. (45)

Dr. Moses Grossman, Professor of Pedlatrics and Vice

Chai rman, Department of Pediatrics at the University of

(1)

O
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California at San Francisco, concurred with Oleske in his

testimony at the Committee's February 1987 hearing:

I would like to echo those who said before me that the num-
ber [of reported pediatric AIDS cases) is under-represented
in a very serious way. CDC for epidemiologic purposes has
a very strict and very narrow definition of AIDS. For
epidemiological purposes, it is fair enough, but if you
think about children who need care, and how many of them
there are, as of today, there are many, many more than that
number. (23)

In addition to diagnosed cases of pediatric AIDS, many more
~hildren are thought to have milder forms of the illness, or
are infected but do not show symptoms. Experts have estimated
that for every child with full-blown AIDS, several others may
be infected. (45; 33)

Until recently, according to the CD7, in order to be diag-
nosed as having AIDS, a child needed to have a reliably diag-
nosed infection with one of a specific list of organisms asso-
ciated with immune deficient patients (e.g., an opportunistic
infection) and have no other disease causing immune defi-

ciency.l/

There are many children with AIDS-related illnesses whose
cases have not been recorded by the CDC because they failed to
meet the strict definition. For each case o> AIDS in children,

pediatricians esiimate that there are 3 to 5 times as many

1/ on August 14, 1987, the CDC published a revised case defi-
nition for AIDS "a) to track more effectively the severe
disabling morbidity associated with infection with HIV
(human immunodeficiency virus); b) to simplify reporting of
AIDS cases; c) to increase the sensitivity and specificity
of the definition through greater diagnostic application of
laboratory evidence for HIV infection; d) to be consistent
with current diagnostic practice, which in some cases
includes presumptive, i.e., without confirmatory laboratory
evidence, diagnosis of AIDS-indicative diseases.' See
Appendix 1I, containing revised guidelines.

14
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children with AIDS-related illnesses. They also estimate that
over a two to three year period, 20-25% of children with AIDS~
related illnesses will acquire one of the life-threatening

opportuniscic infections that have denoted full-blown AIDS. (15)

Rapid Increase in Childhood AIDS Expected To Continue

There is every indication that childhood AIDS will increas-
ingly become a major national -ublic health problem. The U.S.
Public Health Service estimates that by 1991, the number of
children with pediatric AIDS will have increased to 3,000, and
virtually all will die of the disease within 3 years. This is
nearly a 350% increase from the current number, and according
to Surgeon General Koop, ''as frizhtening as this may sound, the

number is undoubtedly underestimated." (33)

In New York City, Department ot Health officials expect as
many as 4,000 cases of pediatric AIDS by 1991. The Mayor's
Task Force on AIDS in Washington, D.C., projects over 1,000
cases in that city by 1991. 1In New Jersey, the State Depart-
ment of Health reported a 400% increase in the number of

pediatric cases in the past year. (43)

The increases will come largely as a result of the growing
number of women of childbearing age infected with the disease,
since about 80% of AIDS cases in children result from perinatal
transmission from the mother. Just over 3,300 cases of AIDS
have been reported in women, 95% of whom are of childbearing
age. This number is expected to increase to over 20,000 by the
end of 1991. As more women become infected, more children born
to these women will be infected. "HIV infection in children

is likely to become a more common pediatric infection." (34)




O
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Dr. Robert Benjamiu, M.P.H., Chief of tne Bureau of
Communicable Diseases, County Department of Community Health
Services, Alameda County, California, reported corroborating
evidence to the Committee at the February hearing, based on .

the results of a survey conducted in that County:

The January 1987 results of a blind study conducted in sex-
ually transmitted disease (STD) clinics in Alameda County,
California, showed a 0.5% geropositivity in women ’
attending premartial testing sites. This means that
approximately 1 in 200 women at:ending those clinics was
infected....Thia information has potentially grave
implications for the prospects of vertical transmission
and the appearance of increasing numbers of children with
AIDS and ARC. This study reprecents pievalence in the
~opulation almost one year ago. (10)

Dr. Lorraine Hale, Executive Director of Hale House jin New
York, which provides a group home environment for babies born
to drug-addicted mothers, has also described the magnitude of

the problem in New York State:

Ten years ago, it was estimated that in New York State,
there were 28,000 female drug users, 26,000 of child bear-
ing age, [each] capable of giving birth to 3.5 babies over
a 15 year period. Given today's statistics, we find there
are 75,000 women in mathadone maintenance programs. 63%
or { ,250 have positive antibodies for the [A%DS] virus.
They too are each capable of giving birth to 3.5 bobies
over a 15 year period, for a total of 165,375 babies, the
vast majority of vtom will also test pusitive for the
antibodies. (25)

Extrapolating from test site data, cxperts now estimate
that in New York City, there are some 50,000 women who are
infected but presently asymptomatic, and most of them unaware.
"They represent 3% of the City's women of reprcductive age.
The infection rate is thought to be 50% among women who use

drugs and 207 among those whose zates are addicts." (11)

nd
o
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The drug abuse and AIDS connection is especially ominous

for increased perinatal transmission of the virus. While drug
use is estimated to have dropped in the country overall, drug
abuse has continued or increased among the poor end least
educated, particularly in urban epicenters where the AIDS

virus is most prevalent. (69)

Geographic Spread of AIDS Virus Seen

Surgeon General Koop has also called attention to the
increas.ng geographic gpread of the disease. By 1991, accord-
ing to the Public Health Service, BOZ of all AIDS cases will
occur in areas outside ot New York City and San Francisco, the

cities most heavily affected so far. (61)

In the early 1980's, childhood AIDS was localized in the
Ne- York, New Jersey, and Florida areas, reflecting the occur-
rence of AID® .ages in IV drug users (75% of whom are from New
York or New Jersey) and among Haitian immigrantsg-/ (792 of
whom reside in Florida or New York). However, the proportion
of AIDS cases among children reported from other states has
increased from 24% in 1982 - 1984 to 34% in 1985 - 1986. "This
trend in reporting is expected to continue over the next 5
years as the AIDS epidemic spreads to other areas in the
United States." (34)

Sucvival Rates Are Low

Thus far, the survival rate for children with AIDS ig 1low.

2/ A higher prevalence of AIDS has been reported among
Haitians {mmigrants than among the general population in
which prevalence remains low. Experts suggest the greater
frequency of heterosexual transmission in the spread of
HIV infection among the Haitian population than among the
U.S. population ag a whole, so far.




Of all children under 13 years of age diagnosed with AIDS, 60%

are known to have died. (62) Of children diagnosed with AIDS

before 1984, 75%-80% are known to have died. (45) As with

reporting of active AIDS cases, deaths attributable to AIDS are

also likely to be underreported.

The 1ife span of infants with fully developed AIDS appears
to be about one year after dia,10sis. Howewver, this period is
highly variable; the final mortality rate for infected children

is also unknowr.

Oleske has reported that, as a result o. the comprehensive
program of care provided at Children's Hospital in Newark, New
Jersey, the mortality rate of infants with AIDS has decreased.
‘46) Also, with the increasing sophistication of medical care,
a few infected children have reached the age of 7-9 years and
are reasonably healthy even though their immune systems are
impaired. (51; 66) It is quite poassible that some of these

children will survive to sexually active young adulthood.

B. PEDIATRIC AIDS AND AIDS AMONG ADULTS DIFFER

The same virus, human immunodeficiency virus (HIV), causes
AIDS among adults and among infants and young children by

attacking and damaging their fmmune and central nervous systems.

There are, however, many differences in the manifestations and

course of the disease for the two groups.

Infection with the AIDS virus is more diffi-~ult to ascer-

tain in infants especially because HIV-infected mothers may

transmit HIV antibodies as well as the virus to their babies.
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Infants who have ¢« positive r.sult on the antibody cestgl at

birth may later test negative, indicating transmission of the
mother's antibodies but not HIV infection itself. Recent
revigion of the Centers for Disease Control Surveillance Case
Definition for AIDS notes more stringent laboratory criteria
for HIV infection among infants, "since the presence of HIV
antibody in the child is, by itself, insufficient evidence for
HIV infection because of the persistence of passively acquired
maternal antibodies at less than 15 months of age." (See
Appendix II1.)

Infection with HIV panifests itself in a range of condi-
tions and symptoms ttat differ fn children and adults. In
adults, symptoms of fully developed AIDS include the presence
of opportunistic infections and/or rare cancers. Most deaths
of adults with AIDS result from these conditions. The most
common of these are Pneumocystis carinii pneumonia, a rare
pneumonia, and Kaposi's sarcoma, a rare cancer that appears on
the skin and can spread to internal organs. To date, close to
80% of AIDS patients have had one or both of these diseases.
Other disorders associated with AIDS in adults are leukemia-
like cancer, prolonged diarrhea leading to severe dehydration,
weight loss, and infections of the central nervous system that

can lead to neurological problems including dementia.

An HIV-related condition of a seemingly less severe nature,

but which may also be very debilitating and 1ife threatening,

3/ There is now a simple test that can detect antibodies to
HIV in the blood three weeks to three months after infec-
tion. This test does not directly show infection with HIV,
but rather the presence of antibodies to the virus. The
gresence of antibodies is used as the indicator of HIV

nfection. In very unusual cases, an individual's antibody
test may remain negative for a longer time; however, the
virus can be passed on to others ewven before the antibody
test is positiwve.
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is termed AIDS-Related Complex (ARC), more commonly known as
HIV-related illness. Symptoms of this condition may include
enlarged lymph nodes, fatigue, weight loss, fewver, and
diarrhea. In addition, a large number of individuals who test
positive for HIV aniibodies may not have any obvious symptoms
or illnesses at all. It is not yet clear how many of these
asymptomatic individuals may become symptomatic, develop ARC,
or develop full-blown AIDS.

In infants and children, the disease is generally charac-
terized by <ailure to thrive and the appearance of unusually
severe bacterial infections. Childrer with symptomatic HIV
infection do not often develop as frequent or diverse opportun-
istic infections as adults, with the exception of Pneumocystis
carinii pneumonia. Mor: frequently, children suffer from
recurrent bacterial infections, persistent or recurrent oral
thrush (a common fungal infection of the mouth or throat), and
chronic or recurrent diarrhea. Infected children may also
demonstrate enlarged lymph nodes, chronic pneumonia, evelop-

mental delays, and neurologic abnormalities.

Infarn.s and Young Children Most Frequently Infected Perinatally

Most HIV-infected young children became infected with the
AIDS virus from their infected mothers during pregnency. Many
of the infected pregnant women were drug abusers themselves or
had sexual partners who had HIV infection. A few young
children have become infected with HIV by receiving
transfusions of contaminated blood or blood products, through
sexual abuse by an HIV-infected adult, or by contact with a

contaminated needle.

20



The CDC has reported that among all AIDS patients under 13
years of age at the time of diagnosis, 76% had a parent
infected with AIDS. Of the vemaining 22%, 13%1 received a
contaminated transfusion; 61 regularly received blood products
because of a hemophilia/coagulation disorder; and 51 were of

undetermined origin. (62)

The epidemiological characteristics of these children
closely parallel those of hetervsexual adults with AIDS,
particularly women. Over half (65%) of reported cases of
AIDS in wozen, 697 of heterosexual men with AIDS, and 73%
of the perinatally acquired AIDS cases in children were
related to IV drug abuse or gexual contact with IV drug
abusers. (50)

Althogh the transmission of AIDS during pregnancy is fre-
quent. U.S. Surgeon General C. Everett Koop indicated that we
cannot fully answer how infected mothers transmit the virus to

their babies:

In one study of mothers who had already delivered one
infected baby, 50% transmitted the virus to their subse-
quent children. Transmission rates in other studies have
been lower. Based on current knowledge, CDC estimates
that about cne-third to one-half of infected mothers will
glive birth to infected infants. (34)

He added:

It is hypothesized that transmisaion could occur during
pregnancy, through passage of the virus through the
placenta; during labor and delivery, throuygh exposure to
infective maternal blood and vaginal secretions, or after
birth, throwgh breast feeding. There is evidence that
transmisgion can occur through all of these modes. (34)

The fact that AIDS is transmitted through gexual contact
also places child victims of gexual abuse at higher risk of
contracting AIDS and ARC. Seweral doctors and social workers
have reported treating a small number of children who, they

telieved, contracted AIDS as a result of gexual molestation by
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an HIV-infected adult. (58) At the Select Committee’s hearing

in February on AIDS and young children, Dr. Moses Grossman told

the Committee that there had been several reports of children
who were infected as a result of sexual abuge, but that

research on transzission due to sexual abuse was just getting

underway.

Children whose environment includes the activities of
IV-drug using adults are also potentially exposed to contami-
nated needles, another source of transmission for HIV virus
which can lead to AIDS. For example, in New York, a 9-year-old
girl who first showed signs of AIDS symptoms at age 7 is
thought to have contracted AIDS by playing with contaminated
needles used by her drug-abusing parents. (58)

C. MINORITY CHILDREN DISPROPORTIONATELY AFFECTED BY AIDS
INFECTION

MINORITY CHILDREN, MANY OF wHOM FACE OBSTACLES OF POVERTY, POOR
HFALTH AND LACK OF ACCESS TO ADEQUATE CARE, AS WELL AS EDUCA-
TIONAL DISAVANTAGE, NOW HARDEST HIT BY AIDS VIRUS

Poor, urban, minority communities, which already face over-
whelming problems and have the fewest resources, now are bear-
ing the brunt of the AIDS epidemic. The AIDS virus first was
reported and remains most prevaleut in urban centers of the

country where minority populations are large.

Individuals infected with AIDS virus are increasingly

young, and black or Hispanic. According co the CDC, minorities

make up less than one-fifth of the country's population, but

account for more than one-third of the reported AIDS <ases,

with minority women and children facing the greatest risks.

L2
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Nearly 80%Z of sli the children with ATDS are either black
or Hispanic, and more than 70% of all women with AIDS are
members of a minority group. (62)

As of November 30, 1987, the CDC reported that 375 or 541
of the reported AIDS patients under sge 13 are b'ack; 162 or
23% are Hispanic; 149 or 221 are white; and 5 or 1% are of
other or unknown races. Black children represent only 15% of
the total U.S. population of children, and Hispanic children
represent only 10X. Most of tl:ese infants and children became
infected during pregnancy; 85% of minority children with AIDS
and 42% of white children were infected perinatally. (62)

William Barrick, R.N., M.S.N., Program Manager for the AIDS
Project at Alta Bates Hospital in Berkeley, California, empha -
sized in his testimony before the Committee in February that:

Of particular importance is the creation and expansion of
services reaching Hispanic ind Black mothers--the incidence
of HIV fnfection in their children is already nine to
fifteen times higher than among whites. (9)

Sylvia Villarreal, M.D., a Physiclan Specialist with the
Department of Public Healta for the City of San Francisco and a
mesber of the Department's Minority AIDS Task Force, pointed
out that the disparity in representation of minority children
uit:h..;IDS reflects the greater incidence of poverty, low educa-~
tion and drug abuse among these children and their families.
Villarreal told the Committee:

Racial, ethnic and culturally specific and sensitive educa-
tion must be financed and targeted for the communities of
color. Previous models used for gay and white populations
may not be appropriate or gensitive to the needs of diverse
peoples. We must educate that it (AIDS) is a nonsexist and
nonracist disease that attscks all. (65)

Q RPN
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D. CARE FOR CHILDREN WITH AIDS SCARCE

Children with AIDS Face Multiple, Devastating Health Problems

Children with HIV infection are similar to severely
premature infants or low birthweight babies. Their health
easily deteriorates and highly specialized care is required.
Oleske described many of these children as demonstrating

"failure-to-thrive," noting:

They have a special type of pneumonia. They have chronic
diarrhea, swollen lymph glands, swollen liver and spleen.
And most devastating is the recognition that nmaybe half or
more have an encephalopathy. In other words, their brains
are directly infected. And this, of course, introduces so
many problems, as it relates to treatment and rehebilita-
tion. Their immune system is depressed, just like the
adults, and they are «c risk of many opportunistic infec-
tions, many of them difficult to treat. (45)

Adequate Health Care and Related Services for Children is
Lacking

Oleske characterized the treatment programs that are avail-
able for infants and children with AIDS as being ''catch-as~
catch-cen.'” These programs have been developed without organ-
ized support in places where the concentration of patients 1isg

heaviest:

Specific therapy programs for children are still not avail-
able. We try to provide rehabilitatica services, because
of the tremendous problems these children have, as I men-
tioned, related both to their encephalopathy, and also
their deprived background....(The, programs need to be
comprehensive, need to take into consideration both the
medical issues and the psychological issues which are
presently overwhelming....These children deserve good care,
and they are not fetcing good care, because of the limited
resources available to this tragic group of patients. (45)

Margacet Heagarty, M.D., Director of Pediatrics at Harlem

Hospital Center in New York, noted that because most children

ERIC 24
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with AIDS come from poor families, they are often cared for in

public hospitals. There, coo, the problem of providing ade-

quate care is acute:

Public general hospitals, almost by definition, are
embattled institutions that survive from hand to mouch....
The AIDS epidemic has placed enorrous financial st ress upon
thege public general hospitals that in the best of circum-
stances barely manage to survive economically. Mareover,
it has not only affected the care of AIDS pestients, but
imperils the entire municipal health care delivery system
of this and other cities in which substantial numbers of
poor AIDS patients are to be found. (27)

Based on his experience with the AIDS Project in Berkeley,

California, Barrick predicted that the demand for hospital and
related services for infants and children will increase

substantially:

Infant services will be seeing unknown numbers of children
with chronic and mortal discase. The danger of live-virus
immunization of children with AIDS may cause such diseases
as measles, rubella, and mumps to reappear among these chil-
dren. Frequent of fice visits to pediatricians for close
follow-up {11 become routine. In-patient treatment of
infections will be far more frequent in this group. Acute
care hospital admissions for diagnosis and treatment of nen-
rological manifestations of AIDS will be more frequent. (9)

Barrick strongly urged in his testimony that prenatal

health care providers work to identify HIV-positive mothers and

advise them using many of the models developed for genetic

coungeling. In addition, he stated that perinatal care provid-

ers must take the appropriate precautions, as suggested by CDC,

to protect the health care team during and after delivery of

the infant; and postnatal services must be prepared for lengthy

follow-up of the mother compromised by intravenous drug use and

HIV infection.

O
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special training to gain a good understanding of the disease
and provide appropriate care, as well as to protect themselves
sgainst HIV infection. The CDC have recommended that children
with HIV infection be cared for by pediatricians knowledgeable
in the management of AIDS. The CDC have also published
extensive guidelines on the protection of workers in healt)k

care environmentr,

Growing Numbers of Children with AIDC Abandoned and Orphaned

INCREASINGLY, HOSPITALS ARE HAVINC TO CARE FOR CHILDREN WITH
AND AT RISK OF AIDS ORPHANED BY PARENTS UNWILLING OR UNABLE TO
CARE FOR THEM

Some New York City hospitals and socicl service agencies
have already been overwhelmed by the growing numbers of babies
abandoned by their parents. These babies may already be 111
with AIDS or test positive for the AIDs virus with no aigns of
illness. (44)

In February, Villarreal told the Committee rhat New Yo:k
City was maintaining in hospitals HIV-positive children not
clinically 111 because of the inability to secure adequate

placement.

By summer, Heagarty reported on the costliness of this
extended but unnecessary hospitalization of "boarder babies."
For the first 37 children with AIDS cared for in Harlem
Hospital, 30% of the hospital days and 20% of the total cost
were not medically necessary, but unavoidable because there

were no other placements available for the children. (27)

While this gituation has eased with the establishment of

26:
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specialized foster care placements and vigorous recruitment,
problems remain. In July 1987, at least 30 children with AIDS
who had been orphaned or abandoned and were waiting for foster
fanilies were boarding in New York hospitals. Further, in some
cases when the City placcd children with AIDS in foster care
prior to diagnosis, foster parents have left the children in
hospitals once the diagnosis was made, unwilling or unprrpared
to deal with the physical, emotional and financial burdens.
Many of these abandoned children experience ..%e fear and

isolation common to the teminally or chronically £11.

Many of them are also psychologically scarred because they
were abandoned in hospitals. According to several experts
in early childhood development, these children are often
emotionally disturbed and developmentally delayed because
of the absence of consistent one-on-one care. (58)

One such child was "Peter," who spent his first 5 years in

a hospital:

Peter (was) abandoned by parents who were drug abusers. He
is making a ragged adjustment to foster care and seems more
1ike an emotionally disturbed boy than a sick one, often
separated from other children because of his unruiy
behavior. (58)

The director of a day-care center for AIDS children in
Bronx, New York, reported that these children did not under~
stand the difference between day and night or between friends
and strangers. ''They have no sense of cause and response, no
sense of what a day {8 or when you do this or that. They also
find transitions of any kind difficult, because any change
symbolizes all the ~ther comings and goings." (58)

Hoapital settings, strained to care for increasing numbers

of abandoned babies, have been referred to as "silent

O
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nurseries.” Eweryone agrees that they are not designed,

equipped or staffed to parent infants and young chi ldren.

Foster Care } _ nts Needed But Increasingly Hard to Find for
Children witi . a. Risk of AIDS

Children with HIV infection who have been abandoned, cr

whose parents are themselve= too gick to care for them, need
safe and loving foster care. "The absence of a nuturing envi-
romment with adequate infant gtimulation can compound AIDS-
related or drug-related failure to thrive by devel opmental

delay and growth fallure secondary to maternal deprivation."

(8

Unfortunately, it has hecome increasingly difficult to find

foster care placement for children with or at risk oi AIDS.

The needs of these children nust be addressed by an already
beleaguered foster care system, once asgain experiencing growth
in the numbers of children in care after an estimated decline
from 500,000 fn 1977 to 269,000 in 1983. (70) The estimated

average monthly number of children in AFDC foster care in FY

1987, 109,000, was the highest of any year since 1980 (57). In
a survey conducted by the Select Committee, of the 50 states
and the District of Columbla, between 1981-1985, the number of

children reported to have been abused or neglected rose 55%. (¢)]

The Committee's examination of homelessness early in 1987

documented also that increasing numbers of homeless families
are forced to place their children in foster care because
shelters are rarely set up to accommodate them. Tricia Fagan,
Outreach Coordinator, Association for Children of New Jersey,
told the Comnittee in February that because of the limited

ERI

Aruitoxt provided by Eic:



E

MC Y #Ry |

17

number of family shelters, and because their parents could not
find an affordable place to live, at least 1200 children in
New Jersey were placed in foster care in 1985, representing

18% of that state's foster care caseload. (20)

Along with these crises, child welfare systems are faced
with increasing numbers of children born to drug dependent
parents who are too ill or unprepared to care for them
properly. Now there is AIDS, and fear of the deadiy disease
has placed tremendous new demands on the sycstem au:d _reated

new barriers to foster care placement.

Jean McIntosh, M.S.W., Assigtant Director, Los Angeles
County Department of Children's Services in California,
reported fncreagses on the order of 1000% between 1981 and 1986
in the numbers of drug-related dependency petitions for infants
and toddlers. She also reported increases in referrals of
children who are the victims of sexual molestation. These are
both circumstances which place fnfants and young children at
risk of becoming infected with AIDS and potentially in need of

out-of-home care:

Nationally, recruitment of foster families for pre-school
children i8 becoming more and more difficult due to social
and financial considerations. Compounding this trend is
the fact that those foster parents we do recruit are often
afraid to care for such medically fragile children. Now,
we are facing the alarming possibility that a significant
proportion of these children are at risk of AIDS. It is
not hard to imagine that potential foster parents may move
away from caring for these vulnerable children to protect
their own families. Given what we know about the social
and physical isolation that is attendant to AIDS and even
ARC, young children so afflicted may have significantly
reduced hope for foster placement. Not only will the
social costs be great; the fiscal ramifications for the
foster care system are enormous. (40)

Joyce Thomas reported similar problems in Washington, D.C.:
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Infants at risk for AIDS hecause of their parent's illness
or their own early symptomatology are difficult to place in
the foster care system. We are confronted with such prob-
lems here in Children's Hospital. The difficulties in
terminating the parental rights of AIDS children in foster
care end in firding adoptive homes for tt:m may create a
new class of children for whom the permanency planning
goals of 7he Adoption Assistance Act of 1980 remain
elusive. (59)

E. NEW EFFORTS TO SUPPORT AIDS SERVICES FOR CHILDREN PROMISING,

BUT _ADEQUATE HEALTH, SOCIAL SERVICES MODELS SCARCE

Localities with the greatest numbers of pediatric AIDS
cases have responded by creating new specially designed serv-
ices that offer promise of more adequate trecatment and care of
infected children. So far, existing programs are predominantly
hospital-based, although a few are non-hospital based, and more

are planned.

At Albert Einstein l'edical Center in Bronx, New York, a
comprehensive clinic, which includzs a mother's support group,
has served more than 200 children with AIDS -- the most in the

country.

Also in New York, the City bas financed a day-care center
in the Bronx where 357 of the city's pediatric AIDS cases are
found. Twenty AIDS children attend the center which provides
them with regular companioaship and stimulation and their
parents with several hours of relief each day from the daunting
tagk of caring for them. The New York T. es has reported that:

Social workers who seek homes for AIDS children said they
made more placements in the Bronx than in other boroughs),

4/ The Adoption Assis:ance and Chil? Welfare Act of 1980
(P.L. 96-272) includes protecti.as and safeguards for
children in foster care, and outlines procedures for more
expeditious handling of foster care placements so that
children can be reunified with their families when
possible or provided a permanent placement.

30
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in part because of the center, which also offers a weekly |
support group for mothers.

At Children's Hospital in Newark, New Jersey, a program for
pediatric AIDS patients that includes early intervention, com-
prehensive rehabilitation, and support for families has helped
to reduce the mortality rate among the children, and to improve
their quality of life, by reducing recurrent episodes of seri-
ous infections. (46)

Two private foster care agencies in New York City now have
special programs to find homes for AIDS children. A grant from
the New York State AIDS Institute has enabled these agencies to
offer parents additional assistance, including reimbursement
for baby sitters and equipment such as washing machines. In
New York, foster parents caring for an HIV-infected child

receive more than twice the financial support than is ordinar-

ily received for foster care reimbu.-sements. (41)

The experience of one model foster care program operated

by Leake and Watts Children's Home in New York suggests the

following lessons for recruitment and retention of foster

families to care for children with HIV infection, ARC r~r AIDS:

1. Recruiting foster parents is a difftcult task tiat
requires a multifaceted strategy using both formal ¢1d
informal networks; media announcemencsrfenerace a high
volume of interest but the most appropriate candidates have
been located through foster parent and community networking.

2. Successful recruitment depends won finding foster
parents who are well infcrmed concerning the disease, are
not afraid of contsgion, and, it would appear, have some
med ical background/experience in caring for 111 people.

3. Recruiting and keeping foster parents are made possible
at our present level of knowledge about and treatment of
AIDS by offering an excertional boarding home reimburszement
rate (even at this rui> one munth of foster care is less
expensive than two days in the hospital') with continued

80-284 0 - 88 — 2
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financial assistance during hospitalizations. Maintaining
foster homes also requires intensive medical and psycnolog-
ical support services.

4. Because assisting foster parents and children places
strong demands on staff members for support, information,

and guidance, caseload size has to be small and staff
members must work as a team, with flexibility. (24)

slgo in New York, Hale House Cradle is scheduled to open in
tall 1987. Based on the highly successful Hale House Center,
which has provided a residence for the infants of drug-addicted
women, the Cradle will provide a small residential tacility for
unrelated babies born addicted to drugs who also test positive
for antibodies to the AIDS virus. A similar home, St. Clair's
Home in Elizabeth, New Jersey, has been in operation since May

1987.

In recent testimony before the Subcommittee on Select
Education of the House Education and Labor Committee, Virginia
Anderson, M.D., who directs the Surgeon General's Study Group
on Pediatric AIDS, called urgent attention to the fact that:

Adequate social and health care del’very models for pediat-

ric AIDS do not exist and must be developed along multidis-

ciplinary lines. Case management utilizing a care team
approach may prove best for both patient and care-giver.

It is [the] consensus of pediatricians acruss the country

that suitable humane alternatives to the costly hospitali-
zation of abandoned infants must be developed. )

She added that

In home day-care by trained foster parents who can access

a support system of social workers, medical doctors and

pediatric AIDS treatment and evaluation units, is urgently

needed. (8)

Oleske has suggested the development of treatme..c and care
models that would focus on A7',S as a family disease, to provide
care to both the often sick mother and her baby together,

perhaps building on strategies employed in WIC (Special

ERIC e
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Suppiemental Food Program for Women, Infants and Children)il

and other maternal and child health programs. He points out
that the care system now typically treats the mother and child

with AIDS separately and with little success. (47)

Donna Pressma, Executive Director of the Children's Home
Society of New Jersey in Trenton, further supported the need
to assist the family besieged by AIDS. Citing P.L. 96-272 and
its major objective in child welfare services to maintain and

preserve the natural family, she said

This principle in both practice and philosophy must not be
overlooked in attempting to serve children with AIDS or
born addicted to drugs....Although the mothers themselves
are infected, they could be capable of taking care of their
infants with adequate medical and social supports....While
we are fully cognizant of the fact that many...mothers of
HIV infected or drug addicted children may not ultimately
be capable of parenting their child, every effort must be
made to first assess the needs of that mother and some
attempt toward helping her with adequate parenting skills
be made. When a determination is made that the natural
parent is not capable of parenting the child, and is not
expected to be able to parent, a termination agreement
should be accomplished expeditiously in order to adequately
plan for the permanent placement of the child. (48)

F. THE COST OF CARING FOR CHILDREN WITH AIDS IS ENORMOUS AND
ESCALATING

HOSPITAL CARE FOR CHILDREN COSTLY; MAJORITY OF FAMILIES DEPEND
ON PUBLIC ASSISTANCE

While costs have decreased as more efficient service

options have been explored (including hospital and non-hospital

5/ Special Supplemental Food Program for Women, Infants, and
Children (WIC), authorized by the Child Nutrition Act of
1966, as amended, provides nutritious supplemental foods
to pregnant and post-parium women, infants and children
through age 4, determined to be at nutritional risk
because of inadequate nutrition (as determined by a
competent professional authority) and inadequate income.

Co
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based services), the costs of care for infants with AIDS have
been extraordinary. A study conducted at Harlem Hospital in
New York City of 37 infants and children with AIDS or HIV posi-
tive gtatus revealed the costs for in-hospital care alone to be
$3.4 million. The 37 patients had 6,035 in-hospital patient
days with a cost range of $300-$2,400 per day. (43)

Hale reported in June that:

The cost for monitoring one baby in Harlem Hospital for one
day is 3600 or $219,000 per year. Simple calculations
reveal that the hospital care of Hale House Cradle will be
3161 per day, per child or $58,765 per year.

We expect Medicaid or foster care to pay for all of these
children, f{n homes or in hospitals. In other words the

American people will pay for the cost for the care of these
infants. (2‘5’5’

Given these enormous costs, payment for services for chil-
dren ig clearly a major problem. Dr. James QOleske told the

Conmittee:

We treat all their ongoing infections, which are many. Ve
use special drygs for special gituations. In particular,
we use intravenous gamma globulin, a very expensive ther-
apy, for these children to try to prevent infection. The
cost of these gometimes are rejected and denied by the
various health care providers....Our hospital in Newark,
NJ -- Children's Hospital -~ just about went [bankrup.;,
trying to take care of these children. They spent
3186,800 (per year] in just IV gamma Zlobulin alone, a
medicine we give just once a month. (45)

The U.S. Department of Health and Human Services has esti-
mated that given current trends in the number of child and
adult AIDS cases and the cost of medical treatment, an estimate
of the co3t of personal hospital and out-patient medical care
in 1991 is $8 billion. However, costs could reach as high as
318 billion. At the beginning of September, the administrator

34
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of the Health Care Financing Administration told the Presiden-
tial Commission on the Human Immunodefic;iency Virus Epidemic
that by fiscal 1992, federal and state Medicaid spending on
AIDS will jump sixfold from $400 million this year to $2.4
billion annually. (71) Projected costs specific to the treat-

ment of children have not been computed.

More Effective and Cost-efficient Options Needed

There is good reason to believe that some of the current
costs for hospital care for children can be avoided through
better use of foster care, home health care and social serv-
ices. For example, Hale indicated that in the new "grow home
setting" for the treatment of infants with AIDS called "Hale
House Cradle" due to open as soon as final approval is obtained
from New York State, the cost of providing treatment will be
$161 per day, or $58,765 per year. (25) The St. Clair's Home,
a five-bed transitional home in New Jersey, provides a home
care environment for $150 per day. (47)

Barrick indicated that the "impact [of AIDS]} on home health
and soclal gervices will be extreme." In his testimony to the
Committee, Barrick described the kinds of home health care and
social services that would be required to allow children with
AIDS to live at home when not in need of hogpitaiization.
According to Barrick, case management will be needed to address
issues such as parenting skills, AIDS infection control in the
home, logistical support needed to secure appropriate medical
follow-uwp, foster care, medical fost.r care, AIDS education of
parents and foster-parents, community education, counseling,
substance abuse rehabilitation, vocational training and the
1ike.
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Utilization of these home health care and gocial services
would likely result in savings overall, comparad to hospital
care. In San Francisco, home health and case management for

adults with AIDS have provea to be cost effective, cost con-

taining, and more emotionally supportive and sensitive than

hospital care. Barrick asserted that there is every reason to
believe the same will be true of the pediatric population.
Savings accrued through proactive use of home health and gocial
services to adults, compared to admission to an acute care
hospital without guch services, range from S0 to 75%. (9)
Recent estimates regarding the use of non-hospital-based serv-
ices for adults with AIDS have suggested cost savings of about
40%. (39




I11. ADOLESCENTS

A. AIDS AND ADOLESCENTS: A TIME BOMB?

CURRENTLY . THE NUMBER OF AIDS CASES AMONG ADOLESCENTS IS LOW.
HOWEVER, TEEN SEXUAL ACTIVITY, HIGH RATES OF SEXUALLY TRANSMIT-
TED DISEASES, AND RECENT EVIDENCE OF INCREASING HETEROSEXUAL
TRANSMISSIGN OF AIDS AMONG ADOLESCENTS SUGGEST RISKS FOR YOUTH
ARE GROJING.

Fortunately, the e have been many fewer reported cases of
AIDS among adolescents than smong adults or younger children.
As of November 3G, 1987, CDC had reported 195 cases of AIDS
among 13-19 year olds, which represents 0.4% of the total
47,298 reported AIDS cases. Of the total AIDS cases among
teens, 388 or 45% are white, 66 or 34% are black, 36 or 181 are
Hispanic, and 5 or 3% are of other or unknown races. 7lhere
were 9,859 cases among 20-29 year olds (212 of the reported
AIDS cases). Because of the typically lenz latency between
infection and th: onset of symptoms of the disease, it is
likely that many of these 20-29 year olds became infected as
teenagers. Geographically, cases of AIDS among teenagers are

clustera in New Jersey, New York, and Florida. (62; 35)
Surgeon General Koop told the Committee in Juna 1987:

To date, only one perc. - oZ all AIDS cases has occurred
among persons under age 20 (post of whor w: re infected by
transfusion or perinatal tmnsmisaiong; about 21% of all
cases have been diagnosed in the 20-29 gge group. Simce
the time between infectjon with the AIDS virus and onset of
symptoms may be severa. years, soie proportion of those
aged 20-29 who have been diagnosed with AIDS were most
likely infected as teensgers. (35)
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According to Karen Hein, M.D., of the Department of
Pediatrics at Albert Efnstein College of Medicine in New York,
the iow percent of AIDS cases among adolescents reflects the

cunulative, not the current pattern of infection:

Analysis of the most recent data from N.Y.C. underscores the
fact that heterosexual transmissfon among inner city minor-
ity youth is a clear and present danger. It is difficult
to get an accurate sense of HIV prevalence in the adolescent
population since few have been tested as yet. Asymptomatic
HIV infection in adolescents is likely to present as illness
(AIDS or ARC) in young adults. It is critical to focus on
adolescents because the risk of an HIV-infected teenager
developing AIDS does not decrease over time, and the virus
can be transmitted while the adolescent remains asympto-
matic. (28)

Transmission and course of HIV infection in adolescents
appears more like that among adult cases than HIV infection
among infants and young children. Adolescents have chiefly
become fnfected with HIV through receipt of conteminated blood
and blood products, sexual activity with an infected partner,

and drug abuse using contaminated needles.

The unique character of adolescence as a developmental
period also makes attention to the vulnerability of youth to
HIV infection especifally warranted. At ~ne of the Select
Committee's earliest hearings in Octc er 1983, Joan Lipsitz,
then Director of the Center for Early Adolescence at the

Unfversity of North Carolina, told the Select Committee:

Adolescents' new sense of independence, of their personal
destiny, their new ability to evaluate values, and their
self-consciousness about their emerging sexual maturity

make them more fragile than we like to acknowledge. (36)

Adolescence is a period of personal uncertainty yet, para-

doxically, a period characterized Ly a sense of invulnerability.

>
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These factors often lead to a good deal of experimentation, for
many in terms of sexual behavior and for some fn taking illficit
drugs. Because AIDS transmission is directly linked with sex-
ual contact and drug abuse, the potential for fnfection among
adolescents is clear. The danger is especlally great in areas
of the country where the prevalence of HIV fnfection is highest.

Gay and lesbian youth present special conmcerns. Profes-
sionals working with this population report that these teens,
in struggling with their sexuality, frequently m&y have anony-
mous homosexual encounters distant from home while maintaining
and engaging in heterosexual relationships in their neighbor-
hoods. (72)

Richard Gordon, executive director of the Youth Development
Branch of the Sequoia YMCA located in Redwood City, California,
who also testiffed before the Committee in June 1987, reported
that juwenile delinquents, runaways, homeless youth, and
victims of child abuse are even more at risk of exposure to the
AIDS virus, because they are even more 1likely to be involved in

sexual experimentation, prostitution and drug use. (22)

Sexual Activity Among Teens Puts Them At Risk of HIV Infection

Since the most frequent mode ¢f transmission of the AIDS
virus i3 thrc gh sexual cortact, it is clear that teenagers may
be very much at risk because of their behaviors. Studies have
shown that over 11.6 million teens (70% of girls and 80% of
boys) have ergaged in sexual intercourse at least once by the
time they reach age 20. It also had been estimated that more
than one million teenagers become pregnant each year. (74)

Despite the good news of a decline in the rate of teen

Ca
-}

—




O

28

pregnancy from 1980 - 1983 (75), one million teen pregnancies

and their associated risks are alarming.

Testifying before the Select Committee in June 1987, Surgeon
General Koop said:

American teenage females experience about one million
unplanned pregnancies each year. These data indicate not
only the extent to which teenagers are sexually active,
but also the extent to which they might transmit the AIDS
virus perinatally. (35)

Teen Rates of Sexually Transmitted D.seases Suggest AIDS Spread

Overall, the evidence suggests that sexually transmitted
diseases (STDs) are the most pervasive, destructive and costly
communicable disease problem confronting adolescents today in
the U.S. Premature sexual activity in conjunction with
ineffective methods of contraception place the adolescent at

risk for STDs, including AIDS.

Sexually active teenagers have the highest rates of STDs
among heterosexuals of all age groups. It has been estimated
that 1 in 7 teens currently has a sexually transmitted disease;
this means that approximately 2.5 million teenagers are affected
by sexually transmitted diseases eech year. (49) Chlamydia and

gonorrhea are the mc:-c prevalent of all STDs.

Mary-Ann Shafer, M.D., Associate Director of Adolescent
Medicine at the University of California, San Francisco, cited
estimates that more than half of the 20 million STD cases
reported yearly will occur in individuals under the age of 25;
one-fourth will affect teenagers under the age of 18. Recent

research indicates female adolescents have the highest rates of

40

ERIC

Aruitoxt provided by Eic:




O

29

STDs. For males and females, STD rates decline dramatically

with increasing age. (52)

Shafer elaborated c: the evidence:

More adolescents are engaging in sexual intercourse and are
initiating this activity at younger ages than 10 years

ago. Fifty per cent of adolescents have initiated sexual
intercourse their sixteenth birthday and over 70%Z by
their nineteenth birthday. Among sexually actiwve adoles-
cent girls aged 15-19 years, almost 2/3 of these girls use
no or ineffective contraception, and less than 174 reported
using a barrier contraceptive method at last intercourse
(15% condoms, 3% diaphragms). It is these latter forms of
contraceptives, the barrier methods, that can afford some
protection ~gainst STDS, including AIDS. (52)

In his testa»uny before the Committee fin Junc, Surgeon
General Koop cited findings from the National Su-vey of Family
Growth that about half of teenagers use some method of contra-
ception at first intercourse; those who did use a method tended
to use the condom. (35) The survey found thet, among teens
using contraception, the younger the teen the more likely the
person is to use a condom than other methods. Because of this
trend, it wculd geem that condom use is a teachable tech-

nique appropriate for sexually active adolescents.

Heterosexzual AIDS Transmission Among Teens on Rige

The facts that a high proportion of teens are sexually
active and that rates of STDs are highest among adolesrents
make young people especially vulnerable to heterosexual trans-

mission of the AIDS virus.

A recent study of charts of more than 4,000 persons treated
at an inner-city STD clinic found that 6.3% of the men and 3%

of the women were HIV-infected. Of those with positive test
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results, one~third of the men and nearly 50% of the women were

in_ected heterosexually. (82)

Evidence of heterosexual transmission is suggested in the
changing male to female ratio of AIDS infection. In the U.S.,
for all ages, the male to female ratio of AIDS victims is 12 to
1, reflecting the greater numbers of AIDS cases among male
homosexuals. Recent research evidence suggests the concentra-
tion of AIDS infection among homosexual males may be leveling
off or declining. At the same time, the concentration is
increasing among other groups at risk, such as IV drug abusers,
their partners and their offspring. Also, it appears that sur-
vival rates are lower among IV drug abusers with AIDS. At the
end of October, health officials in New York City reported a
study of deaths from 1982-1986, resulting in a higher rumber
of deaths due to AIDS among drug addicts than among homosexual
men. (3)

Results of the first six months of HIV testing of civilian
applicants to the military revealed that of those testing posi-
tiwe for HIV antibodies, the male to femsle ratio was 2.69:1.
This suggests a much higher level of heterosexual transmission
of the AIDS virus than indicated in the total population of
reported AIDS cases to date. Of the 460 applicants identified
as HIV-ant ibody-positive, nearly 15% were teenagers (17 to 20
years of age).

Seropretilences increased directly with age from 18 years

to 27 years, after which age-specific rates plateaued or

tended to decline. These data suggest that teenagers and
young adults have an ap;l;reciable rigsk of infection, and

that the risk may be relatiwely constant and cumulative
throughout this sge group. (13

The principal researcher, Dr. Donald S. Burke of the Walter
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Reed Army Institute of Research in Washington, told Select
Committee staff in an irterview for this report that the subse-
quent year of testing has revealed an increasing prevalence
rate among recruits, particularly among young black men where

an increase of 252 has been observed between 1986 and 1987. (12)

Dr. Hein also provided evidence suggesting increasing
heteroszexual transmission of the AIDS virus among adolescents
by noting that among New Yorx City adolescent AIDS cases, the

male to female ratio is 2.8:1.

In September 1987, a study of 118 New York youth ages 13 to
21 with AIDS, the majority of whom were black and Hispanic
males, showed a much lower incidence of homosexuality or bisex~-
uality (44%) compared to adults (66%), while a higher percent-
age were IV drug abusers (23% compared to 16% among all adults)
or female partners of these two groups (111 compared to 2%).
Eighteen percent of the New York City young male adolescent
AIDS cases were transfusion recipients or hemophiliacs as
comp ared to B0% of younger adolescent males in the rest of the
nation. (29)

B.

MINORITY TEENS ESPECIALLY AT RIS OF AIDS INFECTION

HIGHER PREVALENCE OF SEXUALLY TRANSMITTED DISEASES, COMBINED
YOUTH AT GREATER RISK FOR AIDS INFECTION

To understand the possible impact of the AIDS epidemic on
adolescents, Shafer said, it is necessary to understand the
characteristics of the youth population, and the ac ual and

projected scope of the problem of sexually transmitted
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The heightened risk of AIDS infection among minority youth
comes at a time when the proportion of youth in the U.S.. who
are minority is rising rapidly. By the 1990's, a significant
proportion of the country's adolescents will belong to a minor-
ity group. Currently, there are over 35 million youth 10-19
years of age in the U.S. More than 6.5 millior. are minority
group members. Over the next decade, the adolescent popula-
tion 18 expected to increase by about 10% with the greatest
increases in population occurring in the Wes: and Southwest.
Ethnic minorities, especially Latino and Asian youth, will

account for the largest fncreases in the adolescent population,

Shafer also noted that there is an increasing trend towards
poverty among youth. By the 1990's, 25% of all famflfes with
adolescents will be headed by a single parent with 90% of these
households headed by temales. (In 1986, 34% of all female
headed families 1ived below the poverty line; 50% of black
female headed families and 51% of Hispanic female headed
families were poor.) With the projected increase in single

parent households, it is predicted that poverty will have a

greater impact upon adolescencs of the 1990's then on tle

youth of today.

The incidence of sexually tir~ mitted diseases among
minority youth is generally f« than among their white

counterparts.,

Shafer told the Committee that the average age-adjusted

gonorrhea rate in black males aged 15-19 years is approximately

15 times that fo~ their +hite peers, and the rate for black
females aged 15-19 1s 10 times the white rate. Young black
females hed “he highest prevalence rates of chlamydia (23%);
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young Latino femalrs had a prevalence rate of 14%; young white
females, 10%. (52)

The greater incidence of STDs among minority youth, com-
bined with demographic changes, will place more youth at risk
for sexually transmitted disease infection (including AIDS) in
the future given the established association between STDs

(including AIDS) and poverty, minority, and younger age status.

C. HEMOPHILIA-ASSOCIATED AIDS INITIALLY SIGNIFICANT AMONG
ADOLESCENTS

WHILE SEXUAL ACTIVITY IS CLEARLY THE MOST PERVASIVE RISK FACTOR
FOR ADOLESCENT AIDS, A SIGNIFICANT NUMBER OF ADOLESCENT AIDS
CASES 7Tn'JS FAR ARE AMONG HEMOPHILIACS

In 1982, the fir 't cases of AIDS in hemophiliacs were
reported. Of t. 2 184 cagses of AIDS among teenagers reported
threugh October 1987, 57 cases or 311 involved teens with
hemophilia. Adolescent hemophiliacs represented 13% of the
total of 440 hemophilia-associated AIDS cases. (76) Nation-
wide, among young adolescent males aged 11-17 yecars with AIDS,
80% are hemophiliacs. Of all the reported cases of AIDS among
20-29 year olds, 108 or 1% have hemophilia. Of all hemophilia
associated AIDS cases, 241 are among 20-29 year olds. (7o)

Louis M. Aledort, Professor and Vice Chairman of the
Department of Medicine at the Mount Sinai Sclool of Medicine in
New York, told the Committee that, of all hemophiliacs, two-
thirds (67%) are seropositive for HIV-virus. Depending on the
type of clotting factor received, 22%-75% of hemophtliacs have
tested positive for AIDS antibocd’es. With the future safety

of the blood clotting factor assured, the virus will no longer

be transmitted in this way, although some HIV-fnfected
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individuals will progress to symptomatic AIDS. (5)

According to Aledort, the rate of newly reported hemophil-
iac related cases among all age groups has remaired constant
at about 30-37 cases per quarter since 19t5. Aledort reported
that the hemophiliac populstion probably hes the highest preva-
lence of infection to date. (5) However, un.ike otlers deemed
at risk, hemophiliacs so far appear to have a l.. rate (2%) of

progression from seropositivity to symptomatic AIDS. (77)

Aledort also estimated that 15% to 171 of the sexual part-
ners of hemophiliacs with AIDS are now infected th¢ ~lves. He
told the Committee:

A recent survey at our center revealed that although 98% of

our responding hemephilisce haove scquired the mejoricy of
facts about the transmission of HIV, 51% do not practice
safer sex. (5)

He added:

Greater than 601 of all adolescents experience tongue kiss-
ing and are poor users of contraception ~- condoms are very
unpopular. These figures are as true for young hemophil-
iacs as for the general populacion. (5)

D. DRUG ABUSE, ADOLESCENTS, AND AIDS: PROBLEMS COMPOUNDED

WHILE NOT CURRENTLY PREVALENT AMONG ADOLESCENTS, INTRAVENOUS
DRUG USE REMAINS A SERIOUS POTENTIAL RISK. 1IN 1985, 1.2 OF
16,000 HIGH SCHOOL S¢NLORS REPORTED HAVING EVER USED HEROIN.

Surgeou General Koop told the Committee that:

About 1% of American high school seniors self-report hav-
ing ever used heroin, 16.7% report having ever used
cocaine, and 23.4% report having ever used sti~ulants; all
of these drugs can be taken intravenously. A.though
teenagers generally do not inject drugs, those who do and
share needles are at increased risk for janfection with the
AIDS virus. (35)

46 .
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The spread of the AIDS viw.us by intravenous drug abusers

poses a significant threat particularly to "street youth,'" who
are more likely to be exposed to and erngage in this high risk
behavior, and to have sexual contact with individuals who

might be HIV infected.

Adolescents who engage in other kinds of needle sharing
behavior may also be at gsome risk. Gordon reported that his
experience with teen runaways in California indicates that

outside of urban areas the number of youths using IV drugs is

relatively low. Gordon told the ccmmittee that in his afflu-

ent suburban area:

Probably the group of youth rost at risk for infection via
shared needles are high schoul football players and ot:her

athlates who chare neadleg £nr grarnid injoction,

\——I

E. CARE FOR ADOLESCENTS: MULTIPLE CONSIDERATIONS

During the course of investigation for this report, the
Select Committee discovered no evidence that the cost of pro-
viding medical care to adolescents with AIDS differed substan-
tially from the cost of providing treatment to adults. Barrick
estimated that the cost of care for aduvlts ranged nationally
from $60,000 to over $140,00 per case, depending primarily on

the number of hospital days consumed per case.

However, Hein told the Committee that the cost of identi-
fying and caring for adolescents with AIDS calls for a
different type of analysis that goes beyond the direct costs

of testing and patiert care.

OQut-patient and in-~patient insurance coverage for adoles-
cents, particularly those who are not in school and who
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are from 'wrking poor' families is often inadequate or
non-existent. The greatest demand will probably be for
ambulatory care. The usual barriers keeping adolescents
from obtaining care (payment, consent and confidentiality)
?re particularly relevant in relation to HIV infection.
28)

Further documentation of the barriers faced by adolesc2nts
came from Deborah Chollet, Ph.D., Senior Research Associate at
the Emp loyee Benefit Research Institute, who told the Committee
that i{n 1985, 20% of all children under 18 and 33% of all chil-
dren living in families whose ficome was below the poverty line
were uninsured. The specific percentage of adoletccents without

health insurance was not analyzed. (78)

According to the National Center for Health Statistics, in
1980, 3.7 million or 15% of 12-17 year olds Lad no private or
public health insurance coversge, or had only part-year

coverage. (79)

The indirect costs to society for related services and lost
productivity must also be considered. Recent estimates indi-
cate that in 1991, the total indirect morbidity and mortality
expenses associated with AIDS, ircluding loss of productivity
and premature mortality, vill be more than §55 billion, as

much as $45 billion more than direct medical costs. (55)

John Williams, .ecutive Director of Children's Hospital at
Stanford in Palo A’to, California, addressed the issue of the
cost of AIDS treatment for hemophiliac patients in addition to
other medical expenses at the Committee's February 1987 hearing
in Berkeley.

Hemophilia is a very expensive health problem. The annual
cost for the clotting factor concontrates varfes from as
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little as $1,000 for a mild case to $75,000 for severe
problems....AIDS is an additional financial catastrophe for
children who already have the catastrophic health condition
of hemophilia. For example, the cost for one of our chil-
dren was $244,000 for the last year before he died. (67)

Aledort also testified that, for the hemophilia population,
the need is great and the associated costs high for paychoso-

cial and educational services, and staff training and support.

Appropriate personnel are hard to find, but it is much more
difficult to pay for them once you've found ther. Reim-
burseme «it in the medical setting for these gervices is
almost nonexistent in either the public or private insur-
ance gector anc we have seen hardly any educational funds
trickle down to our centers. (5)

Hein recently reported the establishment of the Adolescent
AIDS Program at Albert Einstein College of Medicine, ! ontefiore
Medical Center, in New York. 1t is the first multidisciplinary
program : :at is exclusively addressing the complex medical,
psychosocial, ethical and legal issues of HIV infection and

adolescents.

F. PREVENTION STRATEGIES TO STEM SPREAD Of AIDS AMONG
ADOLESCENTS LIMITED

Adolescents’ Sense of Invulnerability and Lack of Knowledge
about AIDS Make Preventive Education Ditficult

Although teenagers are clearly at risk of becoming infected

with the AIDS virus, most teenagers do not believe they are.
In his testimony before the Committee, Surgeon General Koop
cited a recent survey of adolescents which appeared in the May

1987, issue of Pediatrics:

A random sample of 860 Massachusetts youth aged 16-19
revealed that while 70% reported they were gexually active
only 152 of them reported changing their sexual behavior
because of concern about contracting AIDS; and only 20% of
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tél;o;e who changed their behavior used effective methods.
5

In her testimony, Hein also described various characteris-
tics of adolescent psychological development that are
important in considering educational interventions to prevent

AIDS infection.

Teenagers tend to feel invulnerable, making a future risk
of AIDS appear remote. This {8 compounded by the tendency
toward ''concrete” rather than "abst ract" thinking still
prevalent among adolescents. Decisions are thus based on
very tangible factors rather than on long term probabili-
ties. Peer pressure is an immediate and important factor
that can override abstmact and distant risks. The tendency
toward denial, shared by all age groups, may be exagger-
ated in adolescence. (28)

A recent study by DiClemente, et al, described to the
Committee by Shafer, also points to the lack of good informa-
tion among teenagers about AIDS. To assese the needs of San
Francisco high school students in order to develop an appropri-
ate and relevant AIDS curriculum in the schools, the inwestiga-
tors administered an AIDS Infomation Survey to 628 students
aged 14-18 years. The survey was a self-report questionnaire
consisting of 30 items which assessed a student's knowledge,
attitudes and beliefs regarding AIDS. The students surveyed
included 141 Latinos, 226 blacks, and 261 whites. Fifty-two

percent of the students were male. (17)

The survey results supporte. _he hypothesis that adoles-
cents lack sufficient knowledge about the cauze, transmission,
and prevention of AIDS, particularly about the preventive
measures to be taken during sexual fintercourse, fncluding the
use of condoms. For example, while "92% of the students

correctly indicated that 'sexual intercourse was one mode of
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contracting AIDS,' only 60Z were aware tha: 'use of ¢ .-ndom
during gexual intercourse may lower the risk of getting the .
disease.'" 1In addition, only about two-thirds of the surveyed

students knew that AIDS was mnot spread through casual contact.

Shafer also noted that the research showed:

Significant ethnic differences were identified in knowledge
of AIDS, perceived risk of acquiring AIDS, and in the
presence of misconception:s about AIDS transmission through
cagual contact. Whites were found to be the most knowledge~
able, and latinos the least knowledgeable, with black youth
interuediate in their knowledge of the cause, transmission,
and prevention of AID3. Minority youth were approximately
twice aa likely aa white youth to have misconceptions
regarding acquisition of the virus through casual contact.
Youth, especially minority youth, wo had less knowledge
and more misconceptions about casual transmission of the
virus, were likely to perceive themselves as more suscep~
tible to the virus than their more knowledgeable peers. (52)

Shafer told the Committee that such findings have important
implications in the development of an intervention for adoles-
cents regarding AJDS as well as other STDs. Since orevention
is the key "tool" regarding STDs in adoleecents, it is impera-~
tive to design intervention programs which will effect change
in knowledge, at~iftudes, amd beliefs and will prevent or modify
behaviors which place the adrlestent at risk for STDs, fnclud-
ing AIDS.

Shafer emphasized that intervention strategies become
important when considering adolescents who are in the process
of establishing "adult' health and behavior patterns. She
pointed out that this is a period wlen youth may be particu-~
larly amenable to change throwgh intervention. Experts note
that this process of education to change attitudes and

behaviors will be long tem.
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AIDS Education: What Students Need to Know

The Surgeon General has emphasized that it 18 mosc fmpor-
tant that teenagers receive education that specifically would
enable them to understand and avoid behaviors a'sociated with

transmission of the AIDS virus.

A single pamphlet, a single filmstrip, a single lecture
about AIDS will not be sufficient. Similarly, education
about the biology of the virus, the symptoms of the disease,
or the socifal and economic consequences of the epidemic
well do little to influence its spread. Programs need to
be designed specifically to help teenagers adopt the kind
of behavior which will keep them from contracting this
disease. (35)

Pointing out that abstinence from sexual intercourse until
young pecple are ready to establish mutually faithful, monoga-
mous relationships 18 the only certain way to prevent AIDS
infection through sexual contact, the Surgeon General also has
stated repeatedly that sexually active persons, including youth,
need to learn about the proper use of condoms to protect them-

selves and their partners sgainst HIV infection. (35; 80)

Because about 70X of adolescents are sexually active, it's
very dif ficult to f:t them to change that activity, and
that is when, if they haven't listened to the message of
abst inence or monogamous relationships on a long~tem
basis, you have to introduce such things as condoms,
knowing that it offends the sensitivities of some people
but, on the cther hand, as a health officer, and even
knowing that condoms are not 100% safe, there is little
that I can do except to offer that to youngsters who are
serually active. (35)

The Surgeon General added that "when we talk about condons,
the education that goes with that has to be extraordinarily
explicit.”

The Surgeon General also emphasized the need for starting

O
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appropriate education early:

If you wait until a child 1s an adolescent and is fig bt ing
all these new urges and feelings for himself, it's very
hard for him to :iproach sexuality in an abstmct way.
That's why I think most pecple who are concerned abqut the
sexual activity of our teenagers believe that we ha'e to
build these foundations before they themselwes go through
pwerty.... (35)

At the Committee's February hearing Quackenbush further

pointed out that:

...1f we do not begin AIDS educatior until the middle of
high school, & gmall but significant mmber of children
will already be engaging in risk behavior before they
receive the prevention fnfomation. Two, young childzen
need help understanding the concept of "not casually trans-
mitted." The diseases that young childen are familiar with
are, for the most part, very easily tmnsmitted and tley
have a hard time understanding sometimes that “hey are not
at rigk to contmct AIDS in their normal affairs with
playmates, studeats, and their famlliss. Information as
essential as AIDS prevention needs to be repeated over a
period of time for it to be fully comprehended. We expand
our opportunity to do this and to provide thls information
and education effectively by starting early. (49)

AIDS Educat’ n: What's Happening in Schools

SURVEY OF THE NATIMN'S LaaGEST LOCAL SCHOOL DISTRICTS FINDS
ONLY HALF PROVIDE SOME FORM OF AIDS EDUCATION

In his testimony before the Comnittee in June 1987,
Jonathan Howe, President of the Netional School Boards Associa-
tion, underscored the fmportance of develcoping AIDS education
policies and programs:

AIDS education cannot be an optiona. accivity for schools --
it is something we must do, because school-age gtudents are
a primary AIDS risk grow, and AIDS is a life-and -death
issue. Many of the new cases will be young people. Ewen
when a preventive vaccine is developed, it will not protect
those already exposed. This leaves us with only one way to
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prevent the further spread of AIDS -- and trat is through
education. (31)

Howe pointed out that one of the problems facing educators
is the lack of good infomation. He explained that what is
needed 18 a depth of undemstanding that can be incorporated
into comprehensive curricula that address many levels of health
and sex educetion throwghout the elementary and secondary
schools.

Howe added, however, that schools are locking sufficient

resources to do the job that they need to do.

We need help. We need financial resources, and you're
absolutely correct, we must have some financial resources
for research and the development of a model curriculum. (31)

The National Association of State Boards of Education
reports that only nine states have mandated an AIDS education

policy, with action pending in six additionsl states. (83)9/

According to Surgeon General Koop, infomation gathered
during the winter of 1986 showed that 40 of the Nation's 73
largest school districts were providing education about AIDS,
and 24 of the remainirg 33 districts were planning such educa-
tion. Of the districts that provided AIDS education, 90%
provided it during 10th grade, 63% provided it during 7th
grade and 60% provided it during 9th grade.

Jomnie Hsmllton, Science Coordinator for Fairfax County

6/ On December 2, 1987, that National Association of State
Boards of Educetion reported an update of the prelimimary
survey. According to the survey, 18 states now mandate
some AIDS education. (84)
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Public Schools in Virginia, told the Committee that Fairfax,
the 11th largest school district in the nation, has developed a
very comprehensive health education curriculum from the early
grades upward that stresses responsibility and morality  AIDS

education has been blended into this course of instruction.

Our students are encouraged to just say no to many types
of exploitation and negative peer prersure, both sex and
drug related; however, we know that sc .e students are
sexually active and are drug users, and our AIDS
instruction also addresses their need for life-saving
information. (26)

Hamilton also reported to the Committee that in response
to community inquiries, Fairfax is currently reviewing AIDS

education materials suiiable for 5th and 6th grade students.

Experts ha ged that to assuve that curricular materials
are factually correct and age-appropriate, educational materir:
be developed b7 education professionals and health experts
working together. Howe cited an example of health and educa-
tion professionals working together on curriculum development
in Eugene, Oregon, where the curriculum was written by a
classroom teacher, a heaith teacher, and a registered nurse;
technical review was provided by two state health officials

with AIDS expertise.

In October 1987; the U.S. Department of Education issued a
handbook entitled "AIDS and the Education of our Childrea."
The handbook is described by William Bennett, Secretary of
Education, as "a scientifically accurate and morally serious
contribution to AIDS education." (60) The Department intends
to distribLute copies of the handbook to principals, school

boards, parents' groups anc other educators.

53




44

AIDS Education: A Pavent/Student/Community Partnership

AIDS EDUCATION FOR CHILDREN NOT ONLY A JOB FOR SCHOOLS --
PARENTS, TEENS AND COMMUNITY PROGRAMS ESSENTIAL

Surgeon General Koop along with the educators who testified
before the Committee emphasized involvement of parents as an
essential part of any education effort on AIDS for school-aged

children.

Wayne Lutton, Ph.D., Research Director for The Summit in
Manitou Springs, Colorado, told the Committee that an efficient
and inexpensive means of reaching school children with informa-
tion about AIDS would be for teachers to give responsible

information directly to the parents.
In addition, Lutton stated that:

A cop¥ of all public gchool materials dealin§ with AIDS and
sexuality should be placed in local public libraries so
citizens can have easy access to them. This should be done
voluntarily by the schools, ordered by the school boards

or mandated by state law. (37)

The first AIDS hotline run by high school students for the
community was established in Montgomery County, Maryland,
through the Health Education Resource Organization (HERO).
Operating 7 days a week, 8 AM to midnight, the hotline received
over 4,000 calls a month from concerned adolescents and their

parents who had questions and fears about the AiIDS epidemic.

Becky Adler, a senior high school student and Teen AIDS

Hot-liner told the Committee in June that:
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The teen years are times of experimentation and new
options. Americans are becoming sexually active younger
and younger, and those who do abuse drugs usually start as
teenagers. So, if there is such a thing as a "high-risk"
group -~ it is teen America. And we at the Teen AIDS
Hotline are working to save our generation. (2)

The Teen AIDS Hotline was conceived as one of several
"family-oriented" programs to educate the community about AIDS.
Other program examples include a Teen and Family Conference on
AIDS held every weekend at neighborhood churches or synagogues;
PTSA AIDS Night, an evening of education and dialogue about
AIDS in the community for the entire family; and the Teen
Internship Project, where teens are trained to educate their

peers about AIDS and AIDS prevention.

The Teen AIDS Hotlire was discontinued at the end of June
1987, because of lack of funding. The Teen AIDS Hotline was
reconstituted under the auspices of the Maryland AIDS

Foundation in August 1987.

Out-0£-School, Runaway and Homeless Youth Require Special
Outreach

NATIONALLY, ABOUT 257 OF YOUTH DO NOT FINISH HIGH SCHOOL,
CREATING A NEED FOR AIDS EDUCATION FOR ADOLESCENTS OUTSIDE
SCHOOL SETTINGS.

Gordon reported to the Committee that:

Runeway and homeless youth may be involved in juvenile
prostitution and drug sales. Youth who have been sexually
molested become ''sexualized" and are more liely to be
involved in sexual activity. When these young people are
sheltered or incarcerated in runaway facilities, juvenile
detention centers, or protective group homes thev are
often in same sex facilities where there may be increased
homosexual activity or homosexual rape. (22
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Compounding the high risks that runaway and homeless youth
race, these adolescents are exceptionally difficult to reach
for purposes of prevention education or care. Child welfare
professionals point to the tremendous need for outreach serv-
ices to these adolescints with strong guarantees of confide 1~

tiality. (53)

Community leaders on the Board of Directors of the Sequoia
YMCA in Redwood City instituted the Youth Development Branch 10
years ago to serve out-of-school youth. This program includes
a juvenile court diversion program, two shelters for runaway
youth, a drop-in center for homeless youth, and a long-term
residential treatment center for youth who are victims of child

abuse or have other emotional problems.

In response to concerns about out-of-school, runaway and
homeless youth, the Youth Development Branch launched the AIDS
Education Project for Sheltered and Incarcerated Youth. The
goal of the AIDS Education Project was to develop a prevention
curriculum specifically designed for youth in institutional
settings and to provide training for the staff of those insti-
tutions in San Mateo County. An initial curriculum was devel-
oped based on input from an advisory panel of medical, health

education, and public education experts.

Gordon told the Committee:

Our curriculum was designed to meet the specific needs of
the institutional setting. 1In the institutional setting,
youth are transient and the may be only one opportunity
to provide information and n. opportunity to provid. for
follow-up discussion. One other important aspect of our
work has been the education of the institutional staff.
To date we have certified 46 staff in the County juvenile
facilities to provide this AIDS prcvention education.

Ut
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Educated staff can guarantee that the institution affirms
risk reduction. (22

The New Jersey Department of Health has also de.elgped an
outreach to those hard-to-reach populations who may be at risk,
including out-of-school adolescents. One outreach prograz is
training er-addicts to go back into the streets and share
information about AIDS and the drug-use connection. Addition-
ally, mobile vans have been put to use to frequent low-income
neighborhoods in cities with a high proportion of AIDS cases,
such as Jersey City and Newark, New Jersey. These neighbor-
hoods harbor many of those adolescents who have run away and
are homeless. Physicians and social work=rs who staff the
vans provide informatjion sbout drug abuse and its side effects,
including its connection to AIDS and how to prevent exposure to

the AIDS virus. (56)
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III. LEGAL AND ETHICAL CONSIDERATIONSZ/

A. AIDS AMONG YOUNG CHILDREN AND ADOLESCEN.o RAISES COMPLES

As a result of the growing AIDS epidemic, society is strug-
gling with complex legal and ethical issues, such as testing,
the right of privacy, protections against discrimination, and
duty to varn, in dealing with adults with or at risk of AIDS.
The issues appear, in many cas s, even more difficult in
addresaing concerns about children and youth, especially
adolescents. In addition, fssues uniquely concerning children
are raised. Tbree main groupe of issues will be raised here:
(1) issues concerning medical treatment and testing which
arise because of the age of the child; (2) privacy issues; and
(3) issues concerniig discrimination, especially relating to

access to education.

Medical Treatment and Testing

Witk regard to infants and young children, decisions
regarding care and treatment because of HIV infection are typi-
cally handled in the same way as they are dealt with for other
conditions. Since infants and young children are unable to
make meaningful judgzents concerning medical intervention,
parents or legal guardier-: generally hold the authority for
decislons regarding straightforward treatment. The mattz.

become: more complex when considering a child's participation

1/ This section was developed with assistance of the Con-
gressional Resea.ch fervice's American Law Division, in
conformance with a request of the Select Committee. The
section does not necessarily represent the opinion of CRS.

@9
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in medical research. At the Surgeoa General's conference on

pediatric AIDS last spring, it was noted:

Although the potential benefits of participation In
research protocols (extended life or an improved quality of
life) may often be substantial, many of these research
protocols also may present substantial risks to the child.
What are the decision-making processes that will maximize
the potential benefits of medical science to the non-
consenting child while protecting his or her fundamental
rights? (21)

In addition, similar to the discussion concerning adults,
questions have arisen regarding medical confidentiality for
infants and children with HIV infection and the duty to warn
those whou, without adequate information and protection, may
risk becoming infected because of extensive, non-casual

contact, such as in medical or foster care.

Adolescents with and at risk of AIDS raise these and addi-
tional questions. Although minors, adolescents may consent to
diagnosis and treatment other sexually transmitted diseases.
However, AIDS is unlike other STDs because so far it has no

satisfactory treatment and it leads to death.

In her testimony before the Committee, Hein posed several

ethical and legal questions pertinent to screening adolescents.

Do adolescents have the right as a minor to participate in
screening if it were available? Do they have the right to
refuse, such as the mandatory screening for the military,
Job Corps or Peace Corps? If they are screened, do they
have the right not to be told the results? Should they
have access to anonymous testing?...Should parents be
involved, again, in the decision to be tested? What about
if, at result time, if the results are positive, should
parents be notified? If so, this would be quite different
from other STDs....How can we inform immature minors about
the issues involved in testing and in being positive? What
about their partners who, themselves, are minors? What
about case contacting? (28)
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Recently, Abigail English, staff attorney, National Zenter
for Youth Law in San Francisco, California, called attesztlon to

other legal iss'tes relevant to HIV infection in adolescents:

What is the scope of the confidentiality protection for an
institutionalized adolescent known to be i fected with the
virus? Who, if anyone, is liable if disclosure of an
adolescent's antibody status results in discrimination or
other harm to the adolescent? (19)

She further pointed out how efforts that appear to be in
the best interest of one age group may not be appropriate for
another group. Citing a then-pending legislative ~roposal in
California which would allow the testing of wards of the

juvenile court, Engliesh commented that

this statutory provision may be intended to allow the
juvenile court to order the HIV test for infants born to
drug-addicted mothers, but the authority it confers on the
juvenile court E%Z be used by another judre in another
context to compel adolescent runaways to submit to
involuntary testing. (19)

Mary-Ann Shafer in her testimony before the Committee in
June also reised specific reservations about testing adoles-

cents:

Regarding testing, especifally with adolescents, I have a
big concern....lf you require and mandate testing, that may
backfire in that the groups that you want to reach with the
counseling...to essentially change behaviors...won't enter
the system and get that really in-depth counseling that's
required. (52)

Vernon Mark, M.D., Assnciate Professor of Surgery, Harvard
Medical School, Boston, presented another point of view in his
testimony before the Committee. Ma~k auggested that repeated

HIV testing is needed for epidemiologic purposes to see how
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far and into which groups of the population the epidemic isg
spreading. (38)

Benjamin and Hein pointed out to the Committee that sero-
prevalence studies for purposes of epidemiology can be done
through unlinked anonymous testing. Hein has added that this
strategy can be coupled with voluntary confidential testing
with age-appropriate pre- and post-test counseling. She
recently commented that these approaches are '"completely con-
trary to the current policies of mandatory testing for Job
Corps, Peace Corps, the military and of dependent mirors of

certain federal agency employeces." (29)
Privacy

One of the main issues raised by public health measures
regarding AIDS is the question of the right of privacy for the
person tested. This issue involves questions regarding federal
and state constitutional rights, statutory provisions and com-
mon law actions. The resolution of the issues may turn on num-
erous factors including whether testing is voluntarr or manda-
tory, whether there is consent to disclose results, the purpose
of disclosure, and the application of speciiic statutory provi-
sions. Legally, the icsue has been seen in terms ot balancing
the individual's right to privacy against the need for society

to know.

The public health community has generally agreed on the
need for some type of confidentiality. Mark, in his testimony,
also stated, "1f we are going to resort to testing, we have to

require confidentality.” (38) Surgeon General Koop has stated
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publicly that it is absolutely essential to ensure confidenti-

ality.

With regard to school-aged children, both CDC and the
American Academy of Pediatrics (AAP) recommend that school and
health officials respect the right to privacy of any student
infected with the AXDS virus. (See Appendix II)

In their Recommendations and Guidelines, (Aug. 30, 1985),

CDC states:

Parents of infected children should be aware of the poten-
tial for social isolation should the condition of the child
become known to others in the care or educational getting.
School, day-care and social service personnel and others
involved in educating and caring for these children should
be sensitive to the need for confidentiality and the right
to privacy in these cases. (See Appendix 11§

And, according to the AAP:

The number of personnel aware of the child's condition
should be kept to the minimum needed to assure proper care
of the child and to detect situations in which the potential
for transnission may increase. (6)

The rapidly evolving nature of the AIDS epidemic among young
children and adolescents suggests the importance of advice given
by English, urging 'very careful development and evaluation of

any recommendations specific to children and youth." (19)

Nondiscrimination and Access to Schools

Prevention of discriminstion against adults with active
AlDS or positive HIV-antibody test results has been the focus
of considerable debate. English has pointed out several

special problems with respect to discrimination against minors:
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First, most antidiscrimination laws do not speak to the
specific settings in which minors may suffer the most
threat: 1in the juvenile justice system; in schools; and in
the foster care system. Second, while children and adoles-
cents are entitled to protection of their constitutional
rights, including privacy, the courts have applied different
standards, in some cases less stringent standards, in evalu-
ating burdens on the constitutional rizhts of minors,
because of their vulnerability and imema:. wity, and because
of the presumption that their parents, or the state acting
in loco parentis, will act in their best interest. Third,
adolescents [1In particular] have more limited ability to
advocate for themselves than adults do, and far more

limited access to attorneys and other advocates. (19)

There are two main federal statutes which could affect the
rights of children with a positive antibody test for the AIDS
virus: section 504 of the Rehabilitation Act of 19732/, and
P.L. 94-142, the Elucation for All Handicapped Children Actgl.
Sectiop . 04 could affact the rights of children in areas such
as enployment or transportation, but the primary import of hoth
these statutes for children may be in their possible require-
ments for access to education. Before analyzing this particu-
lar legal issue, it is helpful to note that CDC has published

guidel’nes concerning access to education.

CDC, along with many state education and health depart-
ment8, has recommended that most children infected with the

AIDS virus be allowed to attend school. In its recommendations

8/ 29 U.s.:. section 794. Section 504 of the Rehabilitation
Act of 1973 prohibits discrimination against otherwise
qualified handicapped individuals solely by reason of their
handicap in any program or activity that receives federal
financial assistance or in an executive agency or the
United Postal Service.

9/ 20 U.S.C. sections 1400 et seq. P.L. 94-142, The Educa-
tion for All Hendicapped Children Act amended The Education
of the Handicapped Act, which authorizes a number of pro-
grams to support and improve the education of handicapped
children. The largest is the State %rant program, designed
to assure that every handicapped child aged 3-21 years,
residing in a state that participates in this program,
receiv<s a free apprioriate public education in the least
restrictive environment.
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on education and foster care of HIV-infected children, CDC

explains that:

None of the identified cases of HIV infection in the U.S.
are known to have been transmitted in the school, daycare
or foster care setting or through casual person-to-person
contact. (See Appendix II)

Specifically, children with LIV infection do not transmit
the infection by sharing eatiug or 4ri-king utensils, coughs
or sneezes, or casual kissing on the cheeks or mouth. 1In
addition, although HIV-infected children may themselves face
greater risk of infeccion in a group setting because of their
immune system deficiencies, CDC has indicated that, “for most
infected school-aged children, the benefits of an unrestricted
setting would outweigh the risks of their acquiring potential
harmful infections in the setting and the apparent nonexistent
risk of transmission. These children should be allowed to
attend school and after-school day-care and to be placed in a

foster home in an unrestricted setting.'" (See Appendix 1I)

A survey conducted by the National Association of State
Boards of Education in June 1987, indicated that, at that time,
a majority of states (39 states) had policies or a position

statement on admitting students with AIDS to schools. (42)

Guidelines issued by CDC note that decisions regarding the=
kind of educational and care setting for the child infected
with the AIDS virus "should be based on the behavior, neuro~
logic development, and physical condition of the child and the
expected type of interaction with others in that setting," and
tha. :ach case should be evaluated individually by a team that

includes the child's phycician, public health officials, the

o C 6
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child's parent or guardian and personnel from the care facility

or school. (See Appendix II)

For preschool-age children and for some neurologically
handicapped children, such as those who lack control of body
secretions, CDC recommends a more restricted environment such
as a getting that minimizes exposure of other children to blood

or bodily fluids.

Both sectfon 504 and P.L. 94-142 could be used as a possi-
ble statutury basis for a right to education for children
infectzu with the AIDS virus. Section 504 prohibits discrimi-
rnation against an otherwise qualified handicapped person solely
by reason of handicap in any program or activitiy that receives

federal financial assistance.

The issue of whether this section would cover persons w.th
AIDS, ARC, or a positive blcod test for antibodies tc the AIDS
virus is one of the most discussed legal issues involving AIDS.

The Supreme Court fa School Board of Nassai County v.

é;ligg,lg/ held that a person with the contagious disease of
tuberculosis may be a handicapped individual under section 504
and that the fact that a person with a record of an impairment
is also contagious does not limit the coverage of the section.
The Court further found that the igsue of whether such conta-
glous individuals are protected by section 504 is determined by
whether such an individual is "otherwise qualified." 1In deter-
mining whether an fndividual is otherwise qualified, the Court
found that an individualized inquiry must be made concerning

the nature of the risk, the duration of the risk, the severity

10 94 L.Ed.2d 307 (1987)
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of the risk and the probability that the disease will be trans-
mitted. A court must then evaluate whether reasonable accommo-

dation 18 possible.

It has been suggested that the Supreme Court's reasoning in

Arline would be applicable to children who are antibody posi-

tive for the AIDS virus and who manifest physical symptoms of
the disease. The issues regarding children who are only anti-
body positive gre less certain but an argument could be made
that such children would also be handicapped persons for the
purpose of the Act. 1In a recent Califo:zaia case, Thomas v.

11/

Atascadero Unified School District, an injunctior was

issued based on section 504 precluding the exclusion of an HIV-
infected child from attending his kindergarten class. The
court found that the child was otherwise qualified in the
absence of evidence that the child posed a significant risk of

harm to his teachers or classmates.

In November 1987, the U.S. Court of Appeals for the Ninth
Circuit overturned a lower court's denial of injunctive relief
and found that the plaintiff had a strong likelihood of
prevailing in his allegation that he was discriminsted against
under section 504.12/ The court ordered the reinstatement
of a California teacher with AIDS who had been barred from the
classroom. The court decided that the teacher, although
handicapped by AIDS, most likely "'is otherwise qualified to
perform his job within the meaning of the Rehabiiitation Act
of 1973."

11/ 662 F. Supp. 376 (C.D.Calif. 1987)
Chalk vs. U.S. District Court Central Districc of
California, No. 87-6418 (9th Cir. November 18, 1987).
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P.L. 94-142 could also be used as a basis for requiring the
education of an HIV-infected child. This Act provides federal
funds to the states and conditions the receipt of these funds
on the provision of a ''free appropriate public education." It
would appear that the Act would cover some HIV-positive chil-
dren. Madeleine Will, the Assistant Secretary for Special
Education and Rehabilitative Services, has indicated that
"[clhildren with AIDS would be eligible for coverage under
EHA-B if they are evaluated as having one of the handicapping
condition: Isted in the statute, and in need of special educa-
tion and related services. Children with AIDS could be eligi-
ble for special education programs under the category of 'other

health impaired.'"Ld/

B. CONTINUING ETHICAL DILEMMAS

~egal issues in the context of HIV-infected children deal
with hat the present protections and requirements are; ethical
issues deal with how society should deal with the issues pre-
sented by these children. The two types of issues are related
but distinct. This section will not attempt to solve thne
thorny ethical dilemmas but will simply note several a: .s

where ethical considerations have arisen or may arise.

The basic ethical dilemma involving HIV-positive children

is the balance between the rights of the children and nt soci-

ety in general. The tension between these groups could take

several forms. There could be ethical questions concerning

13/ 221 EHIR 343 (1984). Not all children with AIDS would
necessarily be considered to fall within the definition of
"other heslth-impaired." For example, see District 27,
supra, al 13; Case No. 85~20 (August 26, 1955), 507 EHLK
303. But see Case No. 225, In re Ryan White (Feb. 14,
1986), 507 EHLR 342, where the student was found to have a
handicapping condition.
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the balancing between possible rights of HIV-positive childr-n

HIV-positive children and possible infection or danger to soci-
ety, e.g., to others in school or in out-of-home placements.

As was discussed above, the Supreme Court's analysis in Arline
attempts to strike a balance relating to rights of persons with
contagious diseases and the protection of society in its

analysis of who is otherwise qualified.

Ethical questions could also be posed concerning the use of
limited societal resources to educate or treat HIV-infected
children who have a limited life expectancy and whose treatment
is very costly. To what extent, if at all, should a cost-
benefit analysis be used in situations involving an individual's

rights, particularly rights to medical treatment or education?

Also, a tension between the parent's or guardian's interests
and that of a child could arise regarding an HIV-infected child.
To what extent should a parent or guardian be able to determine
the type of medical care, experimental medical care, or even

access to testing?
Although these and .ner ethical issues are not capable of

easy resolution, their consideration is crucial in making

determinatlons regarding HIV-infected children.
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1V. THE FEDERAL EFFORT

A. LITTLE FOCUS AND FEW RESOURCES DEVOTED TO AIDS PREVENTION
ARD TREATMENT FOR CHILDREN YOUTH

While children and youth will benefit from overall federal
ggending for AIDS research, prevention and treatment, few
ef forts have been targeted speciffcally toward children so far.
In Fiscal Year 1981, the total am.unt of federal funding dedi-
cated to AIDS vegsearch and education was $200,000; by FY 1987
the figure was $494 mfllion. The Administration's revised
FY 1988 budget request for AIDS related activities was $791
million.

CIC has two programs dedicaced to prevention of AIDS among
children. }or FY 1987, the CDC allocated $11.3 million to a
"School Health Initiative." Of this amount, $6.5 million was
obligated in FY 1987 to national education and chi'd-gserving
organizations, and state and local school districts to dissemi-
nate infommation concerning AIDS and children, and to other
agencies involved in developing training and demonstration
projects. The CDC utilized the remaining funds for "direct
operations,"” including contracts cn materials developed for the

CDC, evaluation, staff support, and outside consultation.

The CDC also provided an initial $24 million in FY 1987 to
fund AIDS prevention efforts t .ough community-based orgariza-
tions. In early July 1987, an additional $27 million was added
to this amount. Prevention activities conaacted with theae
resources, while not targeted specifically to children, if

successful could affect children positively, by reaching them

©n
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dire tly or by reaching at-risk adults who are or might become

parents.

In FY 1987, $7.6 mtllion of the National Institute of
Health's $252 million AIDS research budget was dedicated to
research specifically on childhood AIDS. Of this amount, $7.45
million was targeted to pediatric A7DS, and $152,000 to adoles-
cents. Sixteen million of the Administration's FY 1988 request
of $42Z2 pillion for AIDS research would be focused specifically
on children ($15.97 million for pediatric AIDS, $491,000 for

adolescents).lﬁ/

CDC published gtatist’.s three and one-half years ago
showing that blacks and Hispanics have substantially higher
rates of AIDS compared to the total popilation. However, not
until July 1987, were any funds targeted toward minority
populations. At that time, Congress specified that $7 miliion
of the $27 million FY 1987 supplemental appropriation be made
available for prevention efforts specifically targeted toward
minorities. As noted early in this report, nearly 80% of all
the children with active AIDS are black or Hispanic, and more

than 70% of all women with AIDS are members of a minority group.

Insufficient Funding for Children's Medical and Related Services

INADEQUATE SUPPORT FOR DIRECT MEDICAL SERVICES FOR INFANTS,
CHILDREN AND ADOLESCENTS WITH AIDS LEAVES MAJOR GAPS (N
TREATMENT

The primary way in which the federal government pays for

medical services for children and adolescents with AIDS is

14/ Reviged request, June 30, 1987.
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throwgh Hedicaid.gl sfficials of *he Health Care Financing

Adninistra fon within the U.S. Department of Health and duman
Services have estimated that Medicaid spending for the treat-
ment of AIDS in the whole population will increase sixfold by
FY 1992, increasing from $400 million this year to $2.4 billion.

Of thisg amount, the federal government would pay about 55L. /71)

According to Oleske, the federal contribution toward psying
for medical treatment of children and youth with AIDS is very

far from adequate. Oleske told the Committee:

...there £g little or no funding for these issues. Children
receive very, very little of the monies allocated to AIDS
work. Most of the money goes to research. Very, very
little for care and treatment. (45)

He added:

I guess one thing AIDS has taught me, besides a lot of
humility in the frustration of not being able to treat
people, was that as a country, I guess we do not know how
to respond to an epidemic. Our agencies, “he NIH and the
CDC, and in a small way, the Pederal Drug sdministration,
the FDA, are really not geared to handle a probiem that ia
emergent and rapidly progreasing. (45)

To addresa asome of theae financing problems, Heagarty in
New York City recommended automati~ access to come fomm of
third party inaurance, probably Medicaid, for children
diagnosed with AIDS.

In addition, several recommendationa conce.rning financing

emrged from the Surgeon General's Workshop on Children with

15/ Medicaid, authorized by Title XIX of the Social Security
Act, 158 a federal-state matching prograa providing medical
asniatance for certain law-income Derronk whn are aged,
blind, disabled, or members of familfes with dependent
children. The federal govcrnment’s shrre of Medicaid is
tied to a formula which {s inversely related to the pex
capita income of the states, and averages 55%.
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RIV Infection and Their Families in spring 1987:

(1) Because reliable data are scarce, we can make only
rough estimates of the health care costs of pediatic
HIV infection...a number of studifes has found hospital
utilization of 30 to 40 days per year per child....We
estimate that by 1991 between 800 and 1,000 beds,
representing 2% of the nation's pediatric beds, may be
needed. ...The care must be multidisciplinary and must
inwlve therough coordination across a wide ramge of
services and settings.

(2) Financing strategies must be designed to support and
encourage alternatives to hospital care whenever
possible. E.g., New Jeraey ia the first State to
develop a "Home and Community Based Services Model
Walver for Peraons wit! AIDS/ARC" under the Medicaid
progranm...bringing Federal matching dollars into the
State for multidisciplinary services not nomally
covered under Medicaid. In New York State, designated
AIDS Care Centers receive an increased reimbursement
rate for enhanced care to AIDS patients....Some of
these facilities include spec:fic pediatric AIDS
services providing family support and linkages with
community programs.

(3) ....All segments of the health care financing system
should share the cost of HIV-related illness.

(4) Llegislation should be supported which would waive the
24-month disability waiting per’od for Medicare
eligibility for patients with 4IDS who often do not
live long enough to qualify.

(5) Federal government ahould add critically needed serv-
ices to the minfaum benefits which States are required
to provide. Specifically, approved drugs, foster
care, and home nursing care sgould be required of all
States under Medicaid, with matching Federal funds.
The Medicaid waiver program should be expanded to all
States, along the lines vf the New Jersey pilot pro-
gram. The privsate aector should be encouraged to join
these waiver programs by contributing funds for the
devel opment og case management and out-patient serv-
ices and by deweloping innovative coverage strategies.

(6) Income eligibility requirements for Medicaid ghould be

altered to allow coverage cof families who are working
poor or uninrured. (68)

The evolving nature of the AIDS epidemic among young chi1l-
dren and adolescents will require thoughtful consideration of
these and other financing strategies for research and treat-
ment, if we are to halt the spread of the AIDS virus and offer

appropriate and humane care to all who may be affected.
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Also Little Legislative Action Regarding Children and AIDS

While more than four dozen legislatiwe propusals have been
introduced on the AIDS epidemic, only six address the emerg-
ing apecial needs of children and youth.

One proposal in the House of Rep ;esentatives and one in the
Senate have as their mair thrust to waiwe the 2-year waiting
period for Medicare eligib§lity for individuals disabled by
AIDS.E/ The Senate proposal includes a requirement for the
Secretary of Health and Human Services to conduct a survey on
children with AIDS who lack parental involvement and support
or who have been placed in foster care. This Senate proposal

was contained in the Senate's Budset Reconciliation bill.

Two bills -- one pending in the House, the other in th:
Senate -- propose amending the Public Health Service Act to
provide a comprehensive program of AINS education, information,
risk reduction, training, prevention, treatment, care and

research. 1_7_/

There are also Senate and House proposals to address the
problems of infamts exposed to drugs or to HIV infection who
may be abandoned in hospitals -- the so-callaed "boarder babies"
discussed earlier in this report. The Senate passed the bill

16/ 5. 24, A bill to amend title II of the Social Security to
waive, for 5 years, the 24-month waiting period for Medi-
care eligibility on the basis of a disability in the cases
of individuals with AIDS.

H.R. 276, Companion bZ1ll to 5. 24 in the House of
Representatiwes.

17/ s. 1220, A bill to amend the Public Health Service Act to
provide for a comprehensiwe program of education, informa-
tion, risk reduction, tmining, prevention, treatment,
care, and reseafch comcelaiig AIDS.

H.R. 2626, Companion bill to S. 1220 in the House of
Representatives.
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in August; the measure is pending in the House. 18/

B. OVERALL, FEDERAL RESPONSE TO THE AIDS EPIDEMIC FOUND
LACKIRC IN FUNDING AND LEADERSHIP

The AIDS epidemic has fueled numerous calls for bold, coor-
dinated action to stem the spread cf HIV infection among the
purulation anl to enable our health, education and social serv-

ice systems to respond adequately and humanely.

Despite the fact that no vacecine or cure may be available
for yeere, experts agree that research has made dramatic
strides in understanding the disease and the virus. In con-
trast, unfortunately, experts also agree that still little has
been done by the federal governmeant in delivering AIDS informa-
tion and education -- the only proteccion curreatly available

to prevent the spread of the virus.

More than a year ago, the Institute of Medicine (IOM) of
the National Academy of Sciences said that AIDS aducation
stould be "pursued with a gense of urgency and a level of
funding appropriats for a life-or-death situation." The IOM

report noted that

For at least the next several years, the aost effective
measure for significantly reducing the spread of HIV infec-
tion is education of the public, especially those individ-
uals at higher risk....The present federal effort is woe-
fully inadequate in tems of both the amount of educational
material made available and its clear communicatior of
intended messages. (32)

18/ 5. 945, "Abandoned Infants Assistance Act of 1987."
H.R. 3009, Companion bill to S. 945.
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This year, October 1987 was declared Natioral AIDS Aware-
ness Month. At the beginning of the month, the Centers for
Disease Control began a nationwide AIDS information and pre-
vention campaign, the goal of which is "to reach every American
citizen with the facte about AIDS."” The campaign includes
public service announcements, print ads, brochures and other
materials, and special informational programs to provide

opportunities for discussions about AIDS.

Also in October 1987, the Department of Education issued a
handbook entit’ed "AIDS and the Education of our Children," to
be distributed to principals, school boaris, parents' groups

and other educators.

Mervyn Silverman, President of the American Foundation for
AIDS Research and Director of the Robert Wood Johnson AIDS
Health Srrvices Program, in testimony before the Ad Hoc Task
Force on AIDS of the House Budget Comaittee, highlighted dis-
turbing evidence that, notwithstanding the federal education

campaign, very little had changed since the IOM report in
1986. He testified that:

- The CDC has just this year decided to launch a national
information campaign about AIDS, 6 years after the digease
was first reported.

- Requests to obtain copies of the Surgeon General's report
on AIDS, perhaps the most thorough and effective brochure
yet produced, seem to fall on deaf ears. We at AMFAR have
waited 5 months for delivery of a mere one thousand copies.

- Little or nothing has been accomplished in jtreamlining
the paperwork required for federal funding for education.
Health educators often spend more time cozpletine paper-
work than educating. (513

Further, an August 1987 General Accounting Office review of
AIDS prevention and the Administration's _roposed 1988 budget

77
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reported a consensus of experts that federal efforts so far

have been underfunded, uncoordinated, and insufficient.

Experts at the national, state and local levels generally
concurred with privrities for action reflected in the budget
proposals, which focused on "1) reducing HIV infection among IV
drug users and their sexual partners, 2) educating targeted
high-risk groups and the general public, and 3) expanding the
availability of voluntary testing with pretest and posttest
counseling." (61)

However, these public health authorities and medical
experts surveyed by the GAO said that the "resaurces are inade-
quate in all priority areas...and that at least $365 million
more 18 needed for AIDS prevention programs.' (61)

GAQO furth.r emghasized the need to expand voluntary testfng

and covnseling services:

HHS estimates that the revised federal budget provides
funds for about half the counseling and testing needed
natiomwide. Using an average cost per test of P45, we
estimate the federal budget matched with stete funds would
cover testing and counseling services for anout 4 milifon
individuals. According to IOM's teport, how ver, more than
10 million persons may be candidites for testing. Recent
CDC data on the estimated propulations at high risk of HIV
infection...approach 10 million persons. At an average
cost of $45 per person, potential resources needed if these
individuals request testing would approach $450 millfon.
Asaunin'g federal and state resources of about $184 million,
over $250 million mome in funding would be needed to meet
this demand. (61)

Experts surveyed also expressed serious dismay about the
lack of federal leadership, considered "at least 28 tre.bvlrsome
as shortfolls in the budger." (61) A related problem cited

was the "piecemeal nature of federal, state, and local funding
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and the administrative requirements for obtaining such funds.”

Concerns regarding federal leadership have persisted with
continuing tumoil surrounding the Presidential Commission on
the Human Immunodeficiency Virus Epidemic. The Commission,
appointed in July 1987, first came under attack on the grounds
that its membership lacked the necessary expertise on AIDS, as
well as the objectivity to fulfill its mission to advise the
federal government regarding AIDS prevention and treatment. In

September, the Commission's executive director of only a few

months was forced to resign. In early October, the chaiman

and vice chaimman of the Ccuxission resigned, citing ideologi-
cal differences and lack of support from the Administ ration

that reportedly undercut their arility to do their jobs. And,
in mid-October, a coalition of civil rights and public health
grows filed a lawsuit against the Commission, charging that a
lack of balance in the groups and viewpoints represented among

Commnis sion members violates the Federal Advisory Committee Act.

Undetectable "War on Drugs' Threatens AIDS Efforts

After promoting a '"'War on Drugs' and signing legislation
authorizing $1.7 billion in new funds under the Anti-Drug
Abuse Act of 1986, the Administration proposed cutting funding

for treatment, education and law enforcement in FY 1988,

Highlighting the need for more funds to limit the spread
of HIV apong IV drug users and their partners (whose infants
and young children account for 73% of the children under 13
with pediatric AIDS), the GAO noted that the "availability of
treatment for IV drug users was less than demand even before

the AIDS epidenmic." (61) Officials in New York City, which
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haa about one-third of the country's IV drug users, reported

that IV drug users may wait for up to two months for treatment.

It is estimated that of the Nation's 500,000 to 1.2

of becoming infected with and transmitting the AIDS virus --
only about 10% receive drug treatment. As noted earlier, in
New York City, the major epicenter of the epidemic so far,
health officials reported a study of all drug-related deaths
in the City from 1982-1986 found that AIDS-related deaths
among intrevenous drug users surpassed those among homosexual
and bisexual men during that period. Intravenous drug users
accounted for 53% of all AIDS-related deaths, while deaths
involving sexually active homosexual and bisexual men

accounted for 38%. (3)

In addition to already inadequate treatment resources and
continuing shortfalls, the drug education effort, a principal
tool in stemming the spread of AIDS particularly among chil-

dren and youth, was also propos:d to be cut in half.

|
i
|
|
million of the nation's IV drug abusers =-- those at high risk
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Revision of the CDC Surveillance
Case Definition for
Acquired inmunodeficiency Syadrome

Seported by
Council of State and Territonal Epidemiologists;
AIDS Program, Center for Infectious Diseases, COC

INTRODUCTION

The following revised case definition for surveillance of acquired immunodefi-
ciency syndrome (AIDS) was daveloped by COC in collaboration with public hestth
snd clinics! specisiists. The Council of State and Territorisi Epidemiologists (CSTE)
has officislly recommended adoption of the revised definition for national reporting
of AIDS. The objectives of the revision are a) to track more effectively the severs
{HIV} {including HIV-1 and HIV-2); b) to simpify reporting of AIDS cases; ¢) 1o incresse
the sensitivity snd specificity of the definition through grester disgnostic spplicaticn
of lsborstorv evidence for HIV infaction; and d) t0 bs consistent with current
disgnostic practice, which in some cases includes presumptive, i.e., without confirm-
slory lsboratory evidence, disgnosis of AlDS-indicative diseases (0.g., Pneumocystis
carinii pneumonis, Ksposi’s ssrcomas).

mmmamudmmmma*mdm-.d

Mmondmm Jopathy, HIV wasting syndrome, and a brosder range of
specific AIDS-indicziive disesses (Section ILA); b} inclusion of A!DS patients whose
indicator disesses are disgnoseo presumptively (Section .8); and c) efimination of
exciusions due to other ceuses of immunodeficiency (Sxticn LA).
Appﬁmondﬂndoﬁnmonforduldnndiﬁmﬁomﬂmbrdulmeowan

i lymphoid
smong children but not smong adults. Second, for children<15 months of sge whose
maothers ace thought to have had HIV infection during the child’s perir.atat period, the
sboratory criteria for HIV infection are more stringent, since the presence of HIV
antibody in the child is, by itself, insufficient evidence for HIV infection because of the
persisience of passively acquired maternal aitibodies < 15 months sfter birth.

The nevy definition is effective immaedistely. State and local hesith departments sre
requested to spply the new cCefinition henceforth 10 patients reported to them. The
initiation of the actusl reporting of cases that meet th+ new detinition is targeted for
September 3, 1987, when modified computer software and report forms should be in
place to sccommodate the changcs. CSTE has recommended retrospective spplica-
tion of ths revised definition to patients siready reported to hesith departments. The
new definition follows:

- ERIC so-2800- 88 — &
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1987 REVISION OF CASE DEFINITION FOR AIDS
7OR SURVEILLANCE PURPOSES

For national reporting, 8 case of AIDS is defined as an iliness characterized by one
or more of the following “indicator” diseases, depending on the status of laboratory
evidence of HIV infection, as shown below.

1. Without Laboratory Eviderce Regerding HIV Infection
if iabors oty tats for HIV were not performed or gave inconciusive results (See
Appendix 1) snd thy patient hed no other cause of immunodeficiency I:sted in Section
LA below, then any disess: listed in Section LB indicat ss AIDS if it was diagnosed by
8 definitive method (See Appendix ii).
A.  Coauess of immunodeficiency thet disqusalify disssses as indicstors of AlDS in
umummmmm«
. high-doss or long-term systemic corticosteroid therapy or other immuno-
Wvdcytotomﬂnnpy <3 months before the onset of the indicator

2 mdﬂnfoﬂomngdinm diagnosed <3 months aiter diagnosis of the
inGicstor disesse: Hodgkin's disease, non-Hodgkin's lymphoma (other
than pcimacy besin tymphoma), lymphocytic leukemis, multiple myeloms,
any other cencer of lymphoreticular or histiocytic tissue, or angicimmu-
noblaetic lymphadenopsthy

3. 2 genetic (congenital) immunodeficiency syndrome or an scquired immu-
nodeficiency syndrome stypical of HIV infection, such ss one involving
hypogsmmaglobulinemia

8. indicater dissssss disgnosed definitively (See Appendix N)

candidiseis of the esophagus, traches, bronchi, or'lungs

aymcoceub, extrepuimonary

cryptosporidiosis with distrhes persisting >1 month

cytomegalovirus disesse of an organ other then liver, spleen, or lymph

nodes in 8 patient >1 munth of age

herpe:s simplex virus infection csusing @ mucocutaneous ulcer that per-

sists Jonger than 1 month; or bronchitis, pneumonitis, or esophagitis for

any durstion sffecting a pstient >1 month of age

Kaposi’s ssrcoma affecting o patient < 60 years of age

tymphoma of the brain (primary) sffecting a patient < 60 years of age

tymphoid interstitis! pneumonis end/or puimonary lymphoid hyperplasia

{LIFPLH complex) sffecting a child <13 years of sge

9. Mycobacterium avium complex or M. kansasii disesse, disseminated (st

# site other than or ir addition to lungs, skin, or cervical or hilar tymph
noass)

10. Pneumocystis carinii pneumonis

11. progressive multifocal leukoencephalopathy

12. toxopiasmosis of the brain sffecting 2 pstient >1 month of age

I

eNo

K. With Laboratory Evidence for HIV infection

Regerdiess of the presence of other causes of imm.unodeficiency (1A}, ir the
presence of Isboratory evidence for HIV infection (See Appendix i), sny disease fisted
abovs (1.8} or below (ILA or 11.B) indicates a diagnosis of AIDS.

92
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A. Indicator diseases diagnosed definitively (See Appendix ¥)

1.

&

PNo®

10.

1.
12.

bacterial infoctions, multiple or recusrent (any combination of at least two
within a 2-year period), of the following types affecting a child < 13 years of
age:
seplicemis, pneumonia, meningitis, bone or joint infection, or abscess of
an mnternal organ or body cavity (exciuding otitis media or superficial
skin or mucosal abscesses), caused by Haemophilus, Streptococcus
(including pneumococcus), or other pyogenic bacteria
coccidioidomycosis, disseminated (at a site other than or in addition to
lungs or cervical or hilar lymph nodes)

HIV encephaiopathy (also called “HIV dementia,” “AIDS demcntia,” or

“subacute encephalitis due 1o PIV”) (See Appendix Il for description)

histoplasmosis, disseminated (at a site other than or in addition to lungs or

cervical or hilar lymph nodes)

isosporissis with diarrhea persisting >1 month

Kaposi's sarcoma at any age

lymphoma of the brain (primary) at any age

other non-Hodgkin’s lymphoma of B-celf or unknown immunologic phe-

notype and the following histologic types:

a. small noncleaved lymphomas (either Burkitt or non-Burkitt type) (See
Appendix IV for squivalent terms and numeric codes used in the
International Classification of Disesses, Ninth Revision, Clinical
Modification)

b. immunoblastic sarcoma (equivaient to any of the following, afthough
not necessarily all in combination: immunobiastic lymphoma, large-
cell lymphoma, diffuse histiocytic ymphoma, diffuse undifferentiated
lymphoma. or high-grade lymphoma) (See Appendix IV for equivalent
terms and numeric codes used in the International Classification of
Diseases, Ninth Revision, Clinical Mo-Z.fication)

Note: Lymphomas are not included here if they are of T-celi immuno-
logic phenotype or their histologic “/pe is not described or is described as
“lymphocytic,” “lymphoblastic,” “smali cleaved,” or “plasmacytoid lym-
phocytic”

any mycobacterial disease caused by mycobacteria other than M. tuber-
culosis, disseminated (at a site other than or in addition to lungs, skin, o¢
cervical or hilar lymph nodes;

disease caused by M. tuberculosis, extrapuimonary (involving at least one
site outside the lungs. regardless of whether there is concurrent pulmo-
nary involvement)

Salmonelia (nontyphoid) septicemia, recurrent

HIV wasting syndrome (emaciation, “slim disease”) (See Appendix I for
description)

8. indicator diseases disgnosed presumptively (by 8 method other than those in
Appendix )
Note: Given the seriousness of diseases indicative of AiDS, it is generally
important to diagnose them definitively, especially when therapy that would
be used may hava serious side effects or when definitive diagnosis is needed

Yo
o
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for eligibility for antiretroviral therapy. Nonetheless, in some stuations, a
patient’s condition will not permit the performance of definitive tests. In other
situations, sccepted clinical practice may be to diagnose presumptively based
on the presence of characteristic clinica! and laboratory abnormalities. Guide-
lines for presumptive disgnoses are suggested in Appendix iIl.

candidiasis of the esophagus

cytomegalovirus retinitis with loss of vision

Kapoti’s sarcoma

tymphoid interstitial pneumonia and/or pulmonary lymphoid hyperplasia
(LIP/PLH complex) affecting a child <13 years of age

mycobacterial disesse (acid-fast bacilli with species not identified by
culture), disseminated {involving at least one site other than or in addition
to lungs, skin, or cervical or hilar lymph nodes)

Pneumocystis carinii preumonia

toxoplasmosis of the brain affecting a patient >1 month of age

Evidence Against HIV infection
With laborstory test results negstive for HIV infection (See Appendix 1), a
diagnosis of AIDS for surveiflance purposes is ruled out unless:
A. all the other of i deficiency listed above in Section LA are
excluded; AND
B. the patient has had either:
1. P ystis carinii p nia diagnosed by a definitive method (See
Appendix }; OR
2. ». any of the other diseases indicative of AIDS listed above in Section 1.8
disgnosec by a definitive method (See Appendix I); AND
b. a T-helrerfinducer (CD4) tymphocyte count <400/mm?.

COMMENTARY

The surveillance of severe disease associated with HIV infection remains an
essentis’ thouzl. wut the only, indicator of the course of the HIV epidemic. The
number . AIDS cases and the reiative distribution of cases by demographic,
geographic, and behavioral risk variables are the oldest indices of the epidemic,
which began in 1981 and for which dsta are available retrospectively back 10 1978.
The original surveiliance case definition, based on then-available knowledge. pro-
vided useful epidemiologic dats on severe HIV disease (7). To ensure a reasonabie
predictive value for underlying immunodeficiency csused by what was then an
unknown sgent, the indicators of AIDS in the old case definition were restricted to
particular opportunistic diseases disgnosed by reliable methods in patients without
spacific known causes of immunodeficiency. After HIV was discovered to be the cause
of AIDS, however. and highly sensitive and specific HIV-antibody tests became
svailable, the spectrum of manifeststions of HIV infection bacame better defined, and
classification systems for HIV infuction were developed (2-5). it became anparent that
some progressive, seriously disabling, and even fatal conditions {e.g.. encephalop-
sthy, wasting syndrome) affecting a substaniial number of HIV-infected patients were
not subject to epidemioiogic surveillance, as they were not included in tha AIDS
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case definition. For reporting purposes, the revision adds 10 the def:nition most of
those severe non-infectious, non-cancerous HIV-associated conditions that are cate-
gorized in the CDC clinical classification systems for HIV infection amoag adults anc¢
children (4,5).

Another limitation of the old definition was that AIDS-indicative diseases are
disgnosed presumptively (i.e., without confirmation by methods required by the old
definition} in 10%-15% of patients diagnosed with such diseases; thus, an appreciable
propetion of AIDS cases were missed for reporting purposes (6,7 ). This proportion
may be increasing, which would compromise the old case definition’s usefulness as
atool for monitoring trends. The revised case definition permits the reporting of these
clinically disgnosed cases as long as there is laboratory evide: -2 of HIV infection.

The effectiveness of the revision will depend on how extensively HIV-antibody
tests are used. Approximately one third of AIDS patients in the United States have
been from New York City and San Francisco, where, since 1985, < 7% have been
reported with HIV-antibody test results, compared with > 60% in other areas. The
impact of the revision on the reported numbers of AIDS cases will also depend on the
proportion of AIDS patients in whom indicator diseases are diagnosed presumptively
rather than definitivaly. The use of presumptive disgnostic criteria varies geograph-
icelly, being more common in certain rural areas and in urban areas with many
indigent AIDS patients.

To avoid confusion soout what should be reported to health departments, the term
“AIDS" should refer oniy to conditions meeting the surveillance definition. This
definition is intended only to provide consistent statistica! data for public health
purposes. Clinicians will not rely on this definition alone 1o diagnose serious disease
caused by HIV infection in individual patients because there snay be additional
information that weuld lead to a3 more accurate diagnosis. For example, patients who
are not reportable under the definition because they have either a negative HIV-
antibody test or, in the presence of HIV antibody, an opportunistic disease not listed
in the definition as an indicator of AIDS nonetheless may be diagnosed s having
serious HIV disease on consideration of other clinical or laboratory characteristics of
HIV infection or a history of exposure to HiV.

Conversely, the AIDS surveillance definition may rarely misclassify other patients
8s having serious HIV disease if they have no HiV-antibody test but have an
AlDS-indicative disease with a background incidence unrstated 1o HIV infection, such
as cryptococcal meningitis.

The diagnostic criteria accepted by the AIDS surverllance case definition should
not be interpreted 23 the standz d of good medical practice. Presumptive diagnoses
are accepted in the definition because not to count them would be 1o ignore
subsantial morbidity resulting from HIV infection. Likewise, the definition accepts a
reactive screening test for HIV antibody without confirmation by a supplemental test
because a repeatedly reactive screening test result, in combination with an indicator
disease, is highly indicative of true HIV disease. For national surveillance purposes,
the tiny proportion of possibly false-positive screening tests in persons with AIDS-
indicative diseases is of little consequenca. For the individual patient, however, a
correct fiagnosis is critically important. The use of supplemental tests is, therefore,
strongly endorsed. An increase in the diagnostic use of HIV-antibody tests could
improve 1 oth the quality of medical care and the function of the new case definition,
as well as assist in providing counselling tc prevent transmission of HIV.

95
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FAGURE 1. Flow diagram for revised CDC case definition of AIDS, September 1, 1987
Q Laborstory evidence of HIV infection (Appendix 1) )
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Laboratory Evidence For or Against HIV infection
1. For infection:
Whan a patient has disease consistent with AIDS:
a3 a serum specimen from a patient >15 months of age. or from a child <15
monins of age whose mother is not thought 10 have had HIV infection during
the child’s perinatal period. that is repeatedly reactive for HIV antibody by a
screening tast (e.g., enzyme-linked i munosorbent assay [ELISA)), as long as
subsequent HiV-antibody tests (e.g.. Western blot, immunofiuorescence as-
say). if done. are positive; OR
b. 8 serum specimen from a child < 15 months of age, whose mother is thought
1o have had HIV infection during the child’s perinatal period. that is repeatedly
reactive for HIV antibody by a screening test (e.g.. ELISA). plus increased
serum immunoglobulin levels and at least one of the foll~#in~ abnormal
immunologic test resuits: reduced absolute lymphocyte count, depressed CD4
{T-helper) tymphocyte count, or decreased CD4/CD8 (helper/suppressor) ratio,
92 long 88 subsequent antibody tests (e.g., Western blot, immunofiuorescence
sssay). if done, are positive: OR
c. apositive test for HIV serum antigen; OR
d. s positive HIV culture confirmed by both reverse transcriptase detection and a
specific HIV-antigen test or in situ hybridization using a nucleic acid probe; OR
e. 3 positive result on any other highly specific test for HIV (e g., nucleic acid
probe of peripheral blood lymphocytes).

2. Agasinst infection:
A nonreactive screening test for serum antibody to HIV (e g., ELISA) without a
reactive or poditive result on any other test for HIV infection (e.g., antibody,
antigen, culture), if done.

3. inconclusive (Neither For nor Agsinst infection):

8. 8 repestedly reactive screening test for serum antibody to HIV (e.g.. ELISA)
followed bty a negative or inconciusive supplemental cest (e.9., Western blot,
immunof.uorescence assay) without a positive HIV culture or serum antigen
test, if done; OR

5. aserum specimen from a child < 15 months of age. whose mother is thought
to have had HIV infection during the child’s perinatal period, that is repeatedly
reactive for HIV antibody by a screening test, even if positive by a supplemen-
1al test, without additional evidence for immunodeficiency as described above
{in 1.b) and without a positive HIV culture or serum antigen test, if done.
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APPENDIX Il

Definitive Diagnostic Methods for Dissases Indicative of AIDS.

Diseases
cryptosporidiosis
cytomegalovirus
i80sporiasis
Kaposi's sarcoma
lymphoma
fymphoid pneumonia
or hyperplasia
Pneumocystis carinii
pneumonia
progressive multifocal
tsukoencephalopathy
toxoplasmosis

candidiasis

coccidioidomycosis
cryptoLuccosis
herpes simplex virus
histoplasmosis

tubercuiosis

other mycobacteriosis

salmonellosis

other bartarial
infection

RIC
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Definitive Diagnostic Methods

mi~roscopy (histology cr cytology)

gross inspection by endoscopy or autopsy or by
microscopy (histology or cytology) on a specinen
obtained directly from the tissues affected (in-
cluding scrapings from the mucosal surface), not
from a culture.

microscopy (histology or cytology). culture, or
detection of antigen in 3 specimen obtained
directly from the tissues affected or a fluid
from those tissues.

culture.

Ne)
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HiV encephalopathy®
{dementia)

HIV wasting syndrome®

MMWR August 14, 1967

clinical findings of disabling cognitive and/or
motor dysfunction incerféring with occupation or
activities of daily living. or foss of behavioral de-
velopmental milestones affecting a child,
progressing over \73eks 10 months, in the
absence of a co:current iliness or condition other
than HIV infection that could explain the findings.
Methods 10 rule out such concurrent ilinesses and
conditions must include . 8rebrospinal fluid exam-
ination and either brain imaging {computed to-
mography or magnetic resonance) or autopsy.

findings of profound involuntary weight loss
>10% of basaline body weight plus either chronic
disrrhea {at feast two loose stools per day for
= 30 days) or chronic weakness and documented
fever {for > 30 cays, intermittent sr constant) in
the absence of a concurrent iliness or condition

ot than #IV .nfection that could explain the
findings (e.g., tancer, tuberculosis, cryptosporidi-
osis, or other specific enteritis).

*For HIV encephalopathy and HIV -...stirg syndiome. the ds of di is d bed here
are not truly definstive, bur are sufficiently ngoro.s for urveillsnce purposo:

16C
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APPENDIX 1l
Suggeste Guidelines for Prasumptive Diagnosis
of Diseases Indicative of AIDS
Diseases Presumptive Disgnostic Criteria
candidiasis of a. recent onset of retrosternal pain on swallowing; AND
esophagus b. oral candidiasis disgnosed by the gross appearance of

cytomegalovirus
retinitis

mycobacteriosis

Kaposi's
sarcoma

lymphoid
interstitial
pneumonia

Pneumocystis
carinii
pneumonia

white patches or plaques on an erythematous base or
by the microscopic appearance of fungal mycalial fila-
ments in an uncultured specimen scraped from the
oral mucosa.

a characterstic appearance on serial ophthalmoscopic
examinations (e.g., discrete patches of retinal whitening
with distinct borders, spreading in a centrifugal mannar,
following biood vessels, progressing over several months.
frequently associsted with retinal vasculitis, hemorrhage,
and necrosis). Resolution of active disease leaves reti 1a
scarring and atrophy with retinal pigment epithelial n -
thng.

microscopy of a specimen from stool or normally sterile
body fluids or tissue from a site other than lungs, skin, or
cervical or hilar lymph nodes, showing acid-fast bacilli of
a species not identified by culture.

a characterisiic gross appearance of an erythematous or
violazeous plaque-like 1esion on skin or mucous
membrane.

{Note: Presumptive diagnosis of Kaposi's sercoma should
not be made by clinicians who have seen few n2ses of it.)

bilateral reticulonoduler interstitial pulmonary infiltrates
present on chest X ray for >2 months with no pathogen
identified and no response 10 antibiotic trestment.

a. 3 history of dyspnea on exertion or nonproductive
cough of recent onset (within the past 3 monthsj, AND

b. chest X-ray evidence of diffuse bilateral interstitial infil-
trates or gallium scan evidence of diffuse bilatera! pul-
monary disease; AND

c¢. arterial blood gas analysis showing an arterial pO, of
<70 mm kg or a low respiratory diffusing capacity
{<80% of predicted values) or an increase in the
slveolar-arterial oxygen tension gradient; AND

d. ro evidence of a bacterial pneumonia.

(93)
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toxoplasmosis a. recent onset of a focal neurologic abnormality consis-
of the brain tent with intracranisl disease or a reduced level of con-

sciousness; AND

b. brain imaging evidence of a lesion having a mass ef-
fect (on computed tomography or nuclear magnetic
resonance) or thc radiographic appearance of which is
enhanced by injection of contrast medium; AND

¢. serum antibody 10 toxoplasmosis 0. successful
response 1o therapy for toxoplasmosis.
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APPENPIX IV

Equivalent Terms snd Intumational Classification

of Disease {ICD) Codes for AlDS-indicative Lymphomas

The following terms and codes describe fymphomas indicative of AIDS in
patients with antibody evidence for HIV irfection (Section LA.8 of the AIDS case
definition). Many of these terms are obsolete or eosivalent 1o one another.

200.0

200.2

$601/3

9612/3

96323

975073

“RIC
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ICD-9-CM {1978)
Terms
Reticulossrcoma
tymphoma (malignant): histiocytic {diffuse) reticulum cell sarcoma:
pleomorphic cell type or not otherwise specified
Burkitt's tumor or
malignant tymphoma, Burkitt's type

ICD-0 {Oncologic Histologic Types 1976)

Terms
lymphoma, undifferentiated cel! type

non-Burkitt's or not otherwise specified
Maelignant lymphoma, stom celi type
stem cell lymphoma
Malignant lymphoms, immunobiastic type
immunoblastic sarcoma, immunoblastic lymphoma, or immunoblas-
tic lymcnosarcoma
Malignant lymphoma, centroblastic type
diffuse or not otherwise specified, or germinoblastic sarcoma: diffuse
or not otherwise specified
Matignant lymphoma, folliculsr center cel., non-ciasved
diffuse or not otherwise specified
Reticulosarcoma, not otherwise specified
malignant lymphoma, histiocytic: diffuse or not otherwiz ® specified
reticulum cell sarcoma, not otherwise spacified malignant
lymphoma, reticulum cell type
Reticul>sarcoma, pleomorphic cell type
malignant lymphoma, histiocytic, pleomnrphic cell type reticulum celi
sarcoma, pleomorphic cell type
Burkitt's tymphoma or Burkitt's tumor
malignant lymphoma, undifferentiated, Burkitt's type malignant lym-
phoma, lymphobiastic, Burkitt's type

(95)
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228 Clessificstion System for Human
e, o Virus (HV] Inf,
n Chidren Under 13 Years of Age

MORSIDITY AND MORTALITY WEEILY REPORT

Current Trends

Classificstion System for Human immunodeficiency Virus
GHIV) Infection in Children tinder 13 Years cf Age

INTROWUCTION

With) the identificstion of the causstive sgent of the scquired i deficiency syndch
m.ammdmmmmunMww.:ﬁmmm
WMWOM.WMMMMMCOCMMHM
for AIDS {1.2). no standerd definitions for other meniestations of HIV infection have been de-
wmmwmm,mww.mmwmm
t0 gorize chnicsl p mmmmmmmummw:ow
fants snd childeen (3-5).

Physicians from institutions cering for reletively lerge rumbx of HIV-infected cheidi
mmmmuawmmmﬁcmmmwmmnw,
utfil the criterie of the COC surveiience definition for AIDS (6.7).

To develop a <leserfication sy for HIV infection in chil COC convened 8 panel of

Child Heslth and Crigpled Children’s Programe, the Nationet on Drug A Alcoh
mmmmmwmww 14" Allergy and Infectious
Di Nstonet & of Heelth, snd the Drvision of Meternel snd Chwid Heatth/Hesith
Resources snd Services Administration, snd COC
GOALS AND OB JECTIVES OF THE CLASSIFICATION SYSTEM

The system was Gesiged primarily for pubic heelth purp fudng op iolog
nmmm;mmmmwammsm'm
penel attempted to deviy; o simple scheme that could be bdivided ss needed for %
purposes

*P Seunell, MO, R Osum. MO, Americen A y of Peds + Chen, MO, Stete Epsdemiciogest, Caidor- |
nis Dept of Hesith Svca, L Cooper. MO, St Luke’s-Roosevelt Hosortal Conter, New York Crty. J Ofeske.
uo.m,t:umw.umo'mnumdmm.m.muo.cmanm-.
wnmwc.m.wmmoc.smw.mumwcwmmmcnp.
wm‘.nwm.srmm.msmwwcmumwacmu.
MNY,GScou.w,umo!MSMo'm.ﬂsmMD.Urwolc.Mm,Lm
Modn;P'I’homn.IIJ.NO*YMCRVWo'm.ow'n.w,l!movc&lms'nhmm,

oW MO, Los Angetes County J Jw.m.m.mtwo.paom..nhmacmuw

trve Svcs

U.S. DEPARTMENT OF HEALTH ANO HUMAN SERVICES / PUSLIC HEALTH SERVICE
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M1V Infection — Continved
DEFINITION OF HIV INFECTION IN CHILDAREN (Teble 1)

ideslly, HIV infection in cluidren s identified by the p onhomumuoodof
tisaues, confimed by culturs or other lsboratory detecti thods.
osts —including culture—for detecting the virus or its sntigens sre not o ‘mm

not resdily avadeble. Detection of specific sntibody 10 the virus is 8 sensstrve and specific -
dicator of HIV infection in adults, since the mejority of 24uits with sntibordy have had culture
ovidence of infection (8- 10). Swnder studies involving chio/en have not been reported. Also,
the presencs of pessively rans’=rred maternsl sntibody in infants krets the interpretation of s

mmmtmwhmmmmum it b d thst p

§ HIV sntibody could i mmforuptoi.':mmmronm
ree30n, two definitions for infection n children are nesded one for infants and children up to
15 months of sge who have been sxposed 10 thew infected mothers perinetelly. und snother
for older children with perinstal infection and for inf, and children of sl sges scax g the
virus through other meens
nfants and ohiidren under 15 months of 89e with peri d infoction fection in in-
fonts and chddren up 10 15 months of age who were sxposed 10 infected mothers in the
perinetsl penod may be defined by one or more of the following 1) the identifs of the
virvus in blood or ti 2) the pr ofHIV “,u" d by s repsatedh

mmt%mmﬂ”ommwmbme
wtmmﬁmumnmdmwcmmmmmww
sults indicsting both b i and Y pobul
levels. depr “I’HT" ] sbeolute celt count, sbsolute lymph is, d d T4/TS
mmmmmwoﬂmamdmmmmm
£-2 {descnbed below). or 3) the confirmstion that & child's symptoms meet the previously
MCDCcmmoMormmS(lz)

The nfection status of other pers d ser2positve infants and childrenup 10 15
mmdmmudmdmm jogic or chnical criteris is indetermi
These infants should be followsd up for HIV-relsted #iness, and they stould be tested st regu-

TABLE 1. Sum.nery of the definition of HIV infection in chil drer
nfents and ehildren under 15 menths of age with perinstal infection

1} Virve m biood or tesues
or
2) HIV sntbody
nd
ondence of both celuier and humoral immoune deficrency
and
ONe Or More categones i Class P-2

or
3 Sy vg COC cose def for AIDS

with perinatel infoction and childrer with HIV infect} ired through other
medes of trarawission

1} Virvs mblood or tssues
or

2) MV sntibody
or
3) Sy g COC case def for AOS

—
<
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HIV Infection - Continved
lor intervels for persistence of antibody to HIV infants end children who b " 9 3 |
mmwmwm«m ples ore cultured), and to have no |
clinical or lsb Y litios loted with HIV & sre unkkely to be |
infected. |

Otdor chiléren with perinatel infection and children with HIV infection acquired |
through other modes of trarmissien - HIV infection i~ these chddren is defined by one or |
more of the following 1) the identification of virus in blood or tissues. 2! the presence of HIV
satbody (positive ing test plus confi y test] regardiess of whether immunologc
sbnormalities or 9igne or symp ore pr t, or 3) the confirmation thet the child’s symp-
toms meet the previously published COC cese definition for padistric AIDS (7.2).

These definitions spply to children under 13 yesrs of age Persons 13 yesrs of age and
older should be clese.fied according to the adult Clessification system {3)

CLASSIFICATION SYSTEM (Table 2)

Children fulfilling the definrion of HIV infection discussed sbove may be classified into one
of two mutuslly exchsive clesses bseed on the p or ab of clnical signs snd
symptoms (Teble 2). Clees Pedistric-1 r-ﬂuﬁm«wmmummmovm

or sb of & losjic 4 Cless P-2 is subdvided by
P-2. he or she should not be resssigned to cless P-1 «f signs snd symptoms resoive,

Perinstally exposed infants snd children whose infection status is ind ore clossi-
fied into cless P-O

Class P-0. ndeterminete infoction includes perinetally exposed infants snd children up
10 15 monthe of age who cannot be clessified as definitely infected ding to the ebove
definition but who have sntibody to HIV, inds g exp 10 a mother who is inf d

Class P-1. Aoy ic infection. includ: who meet one of the sbove defiw-

TABLE 2 Summary of the cless fication of HIV infection in children under 13 yeers of age
Crase P-0. Indetormi..ae infoction
Class P-1.  fa"metematic infection

Subcless A Norma! immune function

swdma Abf\om.d-mmnmfmcm
sock f not tested

Class P-2. Symp*ematic infoction

|
maﬁ-donuummo Omudndhumw ymp ond is therefore classified n
|

Subclsss A N £hic frdny
Subcless B Proge togec dh
SubclessC  Lymph
Subciess O v wh A

CahooryD! Spectfi y inf L histed n the CDC survellence defin-

ton for AIDS

Cstegory D-2 N serious A mnf

meynl Other specified y inf d

CahooryE- wmmhmnmcncwmddmm
cmﬁ-z m i dery to HIV

icioss F Other due 10 HIV infy
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tions for HIV infection aut who have had no previous $igns or symptoms that would have led
to classification in Class P-2
These chron may be swcluubed on the basis of :\mmunologic testing This testing

should 3 lete blood count with d‘"mmml and T-
ymphocyts wbut quantitation Ruults of f; } testing of lymphocy such
83 pokeweed) may aiso be abuiormal in HIV-mfected children, but it is less speciic m compars-
0N with lobulm levels and lymphocyte subset analysis. and it may be impractical
Subclass A - Mxmol A function includes children with no abnormalities
iated with HIV i
Subclazs B - A L fi fon. includes children with one or more of the com-
monly observed b d with HiV infection, such a3 hyperg
maglobuimemia, T-helper (T4) lvmphopenw decreasad T-heiper/T.suppressor (T4/18)
7at10. and absolute lymph Other of these ab litizs must be excluded
Subcises C - Not tested. hdudn chiidren for whom no or incompiste (ses above) im.
munologic testing has been done
Cisss P-2. Symp tic infection 1 [ ting the above dufimtions for
HIV i..echon snd having signs end symp of inf Other of these sgns and
ymp should be sxciuded Sub 39 O d based on the type of signs and symp-

tomns that are present Patients may be classified i more than one subclass

Sbclass A - Nonspecific findings. includes chidr:m with two or mo-s unexplained non-
specific indngs persisting for more than 2 months. mcludmg fever, hsluro-to thrive or
waeight loss of mors than 10% of b h galy. g fym.
phadenopathy llymph noctss meesunng st bni 05 cm puun! 0 two Of Mose $it8s. with
bilateral lymph ncéss countng as one sita). pacotitis. and charrhes (three or more looss
$100is per day) that 1s erther p or (defined as two or more spisodes of di-

anmes paved by dehyd: w.mm.z momhp.nod)
Subcln: 8 - Progreesive Vogi ! hiidren with one or more of the
g prog findings 1) loss of develop | or k f abslsty.
2) impaired bmn growth {scquired microcephsty and/or brain atrophy demonstrated on
puterized grephic scan or mag ging scan. or 3) progressive
motor d fasted by two or mors of these findirgs paresis. abnormai

!or\o pathologic reflexes, ataxia, or gart disturbance

Subcl C Lymphoid interstitiel p itis. includes chidren with a histologicaity
f h d by diffese 1 and peribronciwolar ind
of tymphocy -.md d ceits and without «dentifiable pathog: or, 1 the ab of
8 histologic dhagnosis. 8 chroni che d by bl jonodularin-
terstetial infiitratas with or without hilar lymphad hy —present on chast X-ray for a
period of et lesst 2 hs end P to spprop herspy Other
of ) nfi hould be axciuded. such as tubercul P
cornu p is, CY gt # or other vxst or parssitic infections
Sulyciass D - Secondary infectious di Includes ch#-iren with s diagnosis of sn -
fectious disease that occurs 8 # result of def y d by mf, with HivV
Category D-1 includes p with di f ok due to one of the
p d d Iisted n the CDC wrvodlanco defintion IorAOS Preu-
mocystis canmit chronic cry D P
m!honutmov l month olm mn mmtmol strongylowdi h D
8. o phagesl. b 1. or puk Y. puk Y crypt .
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s18, d d histopt . puk Y- or d d
mycob t it lany other than leprss). cytomegaiovirus nfection
with onset sfter 1 month of age. ord ted 1108
simplex virus nfection with onset sfter 1 month of age. extrapulmonsry or dissem-
nsted = d: ycosis, di . ond prog: muitifocal leuko-
encaphaiopathy.
Cotagory D-2 includes p with teined. recurrent. b } infec-
tions {two or more within a8 2-yesr period) ding sepsis, gitis, preumons,
sbscess of an mternal orgen. and bons/joint infections
Category -3 Includes p with other nf d tuding orel candi-
dasis persistng for 2 months or more. two or more des of herpes
within 8 yesr, or multid § or d d herpes zoster infection
Subclass E - St dary Includes children with sny cancer descnived below in
categonesE-1 andE-2
Category E-1 includes p with the disg of one or more kinds of cencer
known to be d with HIV inf o3 listed i the survailiance defintion of

AIDS and indicstive of @ defact in cell-mediated immunity Ksposi's sarcoms. B-Cell
non-Hodgkin's lymph . of primary lymph, of the brain
Coategory E-2 includes p S with the diag of other mehg possibly as-
socisted with HIV infection
Subs == F - Other dil Includez children with other cor:3 possibly due to HIV
mnic. O 50t hsted i1 the sbove subcl such as h diopsthy. nephropathy.
- L 9 A, "y s 1, ™ ytop XY w s Yy
Aep by AIOS Prog Center for 0, coc
Editorisl Note: This clessification system 1s based On present knowbdgo and understending
of pedistnc HIV mfection and may need to be d 83 new nf labl
New d tests. particularty d tests and HIV-specific IgM tests. mey lesd
tos bomv defition of HIV mnfection m 1 and chid int from seversl nstural
history studes currently under way mey j hanges i the subci. based oncle.-
c8l s.gns snd sympioms
A def duag of HiV it " P I d nf and children under 15
months of sge cen be difficult TM mhchon smus of lMu HiV-seropositive mfants snd
chiidren who are esymp b ) be d d unless
virus culturs or other mt:gm-dﬂocnon tests sre pomivo Negative virus cultures do not
necessanty mesn the child 13 not mf smcnho o!thacdtmm:vbolow De-
cnum entibody mm hwo been helpful m d olhor i i such ss
and us H lhc pomm of i .antbody production in in-
um is not well dcﬁmd Al prasent. close follow-up of these chwideen (Class P-0) for s»gm
ond symptoms md of HIV in and/or pe of HIV antbody is
The p of chidren with HIV & shouid be d for HIV int pm‘cum-
ty the mothor The chdd is often the first p in such famdies to b
When HIV infection m s chid 18 mpoclod. o caraful history should be teken to ehcn possible
nsk factors for the parents and the child Appropriete lsboretory tests. mcluding HIV serolegy.

should be offered I mo her is positive, other chidren should be evaluated regerding
their nsk of y scquired infection Intrafemaial tr other than pennstal or
sexusl. 18 8x fy unikkely Ident:f of other mfected femily bers allows for sp-
prop: chcel care and pr tion of i ission to sexusl partners and future children
{11,12)
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HIV Infection ~ Continued

The nonspecific term AIDS -relesed compiex has been widsly used to descnbe symptomat.
1c HIV-infected children who do not meet the CDC case defintion for AIDS This classification

Y ceteg these children more ficalty under Class P-2

The devel and publ of this classificat.on system does not imply any immedi-
ate chenge in the defintion of pediatnc AIDS used by CDC for reporting purposes (7.2)
Chenges in this defimtion require approval by state end local hesith departments However.
changes in the defimtion for reporting cases have been proposed by CDC and are awaiting
state and local approvat

Whitten comments sce e ¢ They shouly be mailed to the AIDS Program. Center
for Infectious Diseases. Con.. ° <8 Conteul, Atianta. GA 30333
References
1 COC Update quited imn», y synd (AIDS) =~ United States MMWR 1984 32
688-91
2C0OC Revizion of the case defiution of d deficiency synd: for

reporting — Uruted States MM y/R 1985.34 373. 5

3 COC Ciassification systam for human T-lymp e wirus type Wiy
wirus mfections MMWR 1986.35 334.9

4 Redfeid RR, winght DC. Tramont EC The Waitsr Reed staging classification tc HTLV-HI/LAV infec-
ton N Engl JMed 1986.214 13t.2
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$17 Education end Foster Cerd of Children
Intected with HTLV ) LAV

MORBIDATY AND MORTALITY WEEKLY REPORT

Current Trends

Education and Foster Care of Children infected
with Human T-Lymphotropic Virus Type it/
Lymphadenopathy-Associated Virus

The snd dat: d n this d ware developed snd
pried by CDC n Itation with individusl: d by thex orgl to rep

tas Conferencs of Stete end T Eprd g tha A of Stats and Tarnto-
nsl Heslth O the N A of County Hesith Officers. the Division of Mater-
nal snd Child Heslth (Hesith Resources snd Services Ad ). the National A
for El ¥ Schoot Pincipals, the N, 1A of Stetc Schoo! Nurse Consultents.
ths Nationsi Congress of Parents snd Taschers. and the Children’s\id Socisty The consutt.
ants siso included the mother of a child with scquired d y synd (AIDS). »
legal advisor to a stats educstion department. anc ~evers! pedistricians who srs sxperts in the
field of ped AIDS This ¢ 15 made svailsbie to assist stete and focal hesith and
educstion depsrtments in developing guidsiine  for thew particulsr situstions snd iocations

These recommandstions spply to ali childran known to be infected with humen T-lympho-
t-opic virus type Hi/lymphadsnopathy d virus (HTLV-I/LAV) This includes children
with AIDS ss defined for reporting purposes (Teble 1), cruidran who sre disgnosed by thesr
phys:icians 8s having an iilness due to infaction with HTLV-/LAY but who do not meet the
cose def . snd childran who are asymp but heve logic or serologic evidence
of infection with HTLV-W/LAY These recommandstions do not spply to sibings of infected
children unless they are also infected
BACKXGROUND

The Scope of the Problem As of August 20. 1985. 183 of the 12.599 reported ceses of
AIDS i the United Stetes ware smong childran under 18 ysars of sge This numberis cxpect-
od t0 double in the next year Children with AIDS have been reported from 23 states. the Dis-
tnct of Columbie. and Pusrto Rico, with 75% residing in New York. Cahforria, Flonds. snd
Now Jersey

The 183 AIDS pstients reported to CDC raprasent only the most severe form of HTLV-

/LAY infection, 18, those chidren who develop oppor or melg
(Table 1) As i adults with HTLV-HI/LAV inf many infscted chikdran mey have nuider i+
ness or may be asymptomatic

Logal lssues Among the legs! issues to be dered in f 9 gurdel for tho educa-

tion and foster cere of HTLV.dI/LAV-infected chiidren sre the Civ' rights aspects of publc

UL DEPARTMENT OF HEALTH AND HUMAN SERVICES / PUBLIC HEA) TH SERV'CE

0

o>
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HTLV-I1/LAV - Continusd
TABLE 1. Provisionsl cese definition for acquired & deflclency synd (amps)
aurveilisnce of children

For the hemrted of epwd i COC defnes o case of pediaz-~ ac-

qured immunideficency syndroms (AIDS) »” [} cmld who has hed
1 A rekably diagnosed disesse st least Y of rtywg colluter
deficency. snd

2 No known csuse of underlying celtular
reported to be umnohd with thet disesse

Of 80y other reduced resistence

The d d of undertyng celluler y 819
lho same a3 those uud n dolmmg AIDS -n adults in m sbsence ol mu OPPOTtuNSIC disesses
of chrome ty mu be consud.

ond -nmcctm of AIDS unlns nsml for HTLV.I/LAV sre neg C J 9.
0f harpes f 0 the first month 8ter brth 0f cytomagsiovirus
nfection i the first 6 months amr berth must be #xtuded
Specific condrons M must bu-cludod n g chid ore
1 Pomery severe d f v. 1iGeorge syn.
drome Wiskott-Aldnch O t long Qroft versus hon disesse neu-
porns, i f e b of hypog lot uhne-
mus with farsed igM

Y Y d wnth therapy 1
lar mahgnancy. of starvaticn
school d tha p for hand d children under 20 USC 1401 ot seq
ond 29 USC 794, the i of » student’s school record under stets laws and

under 20 USC 12329. and employee nght-10-know stetutes ror pubhc employess m some
states
Confidentislity fssues The disgnosis of ADS or d ik kes much fasr
from others in contact with the patient snd may evoka suspcion of hfe styles that may not be
ptadle to some p Parents of HTLV-NI/LAV-infected chidren should be swere of
the p | tor socisl isol shouid the chiid’s condition become known to others in the
C8re of od | sething School. day-care. and social service p 1 and othars ived
n sducatmg end cenng 'ov these chidren should be sensitiva 10 the nesd for confidentiatity
and the nght to privacy i these cases

ASSESSMENT OF MSKS

fiak Factors for Acquiring HTLV.HI/LAV infection snd T/ ission In sdults snd ado-
lnctms HLTV-MLAV is mmnumd pnimanty through sexusl contact {homosexust or hetero-
sex. " and through p p 10 inf, d blood or blood products HTLV-H#I/LAY

has been isolated from blood. semen, salive, and tesrs but transmission has not been docu-

mamod from sskva and tears Adults at ncrassed nsk for acquing HTLV.W/LAV include

1/b ) men, drug ab persons transfused with ted

biood or blood products, and sexusl contacts of persons with HTLV-M/LAV mnfection or n
groups at incressed risk for infection

The majonty of mfected chid the virus from thew mfected mothers in the

perinstal penod (7-4) In utero or mmpmum mmmm»on 819 lskely, and one child raported

trom A b ly scquired the virus bly from ing of brasst
mik {§5) Chadm may slso fected through tr of biood or blood products
that the virus S Y p of the ped: coses 1%00rted to CDC occurred

among chiidren whose perent had AIDS or was 8 member of  group st incressed nisk of ac-
quinng HTLV-H/LAV infection, 20% of the cases occurred .mong chidren who had recewed
blood or blood products. snd for 10%, g are

[y
-
[ R—
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Mok of Tranamission in the Scheel, Day-Care ¢r Foster-Care Sstting None of the
identefied cases of HTLV-W/LAY nfection in the Unites States sie known 10 have been trans-
metted in the school. day-care. or foster-care setbng or through other casusl person-
to-person contact. Other then the sexusl partners of HTLV-NLAV-nincted pstents snd -
fants bom to infected mothers, none of the famuly members of the over 12.000 AIDS pstients
reported 10 COC have been reported to have AIDS Six studes of fammly bers of P
with HTLV-IAAV infection have feilsd 10 demonstate HTLV-W/ILAY transmisson to sdults
who were not sexust of the inf dp 07 to older Chek who were not ikely
st risk from perinetal transmusion (6-171).

$000d on cumment evidence, casusl Person-to-person contsct es would occur among
uhookhlawwwpoummkmnmaonmmolwtrrouoh

ond d cheid mbetcoma
olmmmmmmwonn, ’ with othas icoble dis-
Mawmunwloerwu g thess chddren It
hould be emph d thet sny th 18 910/ woddmoﬂltdymohonm
of open 3kin l8sions or b to blood and possid™s other body fiuds of an n-
fected person.

Hioks te the Child with HTLV-W/LAV infection HYLV-I/LAV nfection may result m wm-

defi Such chidren may have 8 9 nsk of fectious agents n &
uhoolordoy-cmummnhm memmwm ney siso -
cresse the risk. In sdd younger children and neurvlogicaily hande: d ch who
may dusplsy beh such as h oltmwmuaxpocudtohonwwmhor
scquinng mfections. immunodepressed chdammdwn wummtol suffering severe
complicstions from such mnf asch herpes sim-
plox.uldmnhl.mcnmtolmm"|olmmmnodtmsmchluum3mwobvm
child's physecian who is ewsre of the chid’s mmune ststus The nsk of scquinng some nfec-

tons, such 8 chickenpox, may be reduced by prompt use of specs, lobuln folk o -
ing 8 known exposurs
RECOMMENDATIONS
1. Decisions regarding the tyr" s of aducstional and con umna for HTLV-W/LAV-nfected
chidren should be bssed on the beh 9 P and physicsl con-
chbon of the chiid ana the exp d type of mthotmnnltmulmo
TmmmmnmmbamtmmmwmhM|Mchhyu-
MMMMMcwlwu and
with the proposed care or edk g In 0ach case. nsks and benahis to both
mmocudchddmdlooﬂnnnlmmshodduww
2. For most nfected school-sged chwkiren, the benefits of sn d 9 would
outweigh the nsks of thew scqui ally harmful i nmummomd

mrmtmummlo“rmmolnnvww Thesa chidrun should
be sllowsd to attenu 3chool and after-school day-cars end 1o be pleced i a foster
home in sn unrestncied setting.

3. For the infectad preschaol-sged child and for some neurologcally hendicapped chil-
dren who lack control of their body secretions or vsho displsy behavior, wchubmng.
and those chikdren who nave sble. 002w X 8 more %
maent is advisabie untit More is knwn sbout transmMession n these setting.s. Chddren m-
focted with HTLV-WILAY should Le cered for mc ed dn gs that
#xposure of other chikiren 10 blood or body fiuds
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4 Care g oxp to the infected chid’s body fluds and excrement such as
fesding and diaper changing. shouid be performaed by persons who are aware of the
child’s HTLV-M/LAV infection and the modes of possibk In sny 9
wolving sn HTLV-WALAV -infected oood‘ dwashing aiter 0xp to
biood and body fiwds and before cumu for snother child snould be observed. and
gloves should be worn if open b oo p onthe ‘s hands Any open
! on the infected p hould siso be d
8 other _af n add: 1o HTLV-B/LAV can be present n blood or body
fluds, alt schools and day-care facsk regardiess of wheth with HTLV -/
LAV infection are atiending. should adopt routne procedures for ha ing blood or
body fluds Soded surfaces should be promptly cleaned with d-nfe . 7S, such as
housshold blssch (diuted 1 part bleach to 10 parts water) Disposable towels o
tissues should be used whenever powbh and mops should be ninsed 1> the disinfact-
ant Those who are ck hould svosd exp of open skin lesioi.s OF mucous
membranes to thohloodocbodv fluids
The hyg P of chidren with HTLV-W/LAV infection may smprove as the
chid Al ly, the hyg: pr may if the child’s con-
dition worsens Evaluation t0 assess the need for a restncted environment should be
performad regulsry
Physicians canng for childran born 10 mothers with AIDS or at incressed risk of ac-
quinng HTLV-R/LAV infection should consider testing tho children for evidence of
HTLV-M/AA it for dicsl For of wnf d
chidean with kve vieus vaccines. such as the beil {(MMR).
may be hazardous These chidren siso need to be foll d closely for probl with
growth and dcvalopmt and given pt and agg herapy for inf and

top fothal nfect: suchas Ha {0 the event that an antwviral
agont or other therapy for HTLV-WLAVY mfi b table. thess chid
should be deced for such therapy Knowledge that a child 1s infected will aiow
parents and other to take p when exposed o the blood and
body fluds of ths chid
Ad: on end lmw-cau sgencies should consder adding an-wuw screemng to
then /Outine medk k of chddren at d sk of i bafors place-
ment w the foster or adoptive home, since these parents must make decisions regard-
g the medical cane of the chwid and must consider the possible socisl and psycholog-
lcllm.cuomhu famibes.

Y Q882 d for school entry s not warrsnted basad on avadls-
ble dats.
Persons invoived i the care snd oduuwn of HTLV-M/LAY- nnlocud chitren shouid
respect the chdd’s nght to p y | ds The
number of ponomdwhoannmol ﬂndﬂd‘:cmwnshoﬂdbouapuum
mum nesded to assure proper care of the chid and {0 detect situstions where the
potentssl lovmnumrmymuuho hloodu\gmxy)
AN educstionsl and pubkc hesith depar g of whether HTLV-W/
LAV -nfected chidren are ived, are h ged to inform parents. chil-
dren, and educstors regerdng HTW-I/W ond s Such ed
would grestly sss:st efforts to provide the best care snd education fornfected chidren
while minimuzing the nek of transmussi0n to others.
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721 R for A g nthe
Prevention 0f Perndtat Transmission Of
HILV-81 LAV and AIDS

732 Mucuns prurens- As30Ciated Pruntus
-~ New Jerrey

734 intivenza Oulbreshs — AlSKS

MORBIDITY AND MORTALITY WEEKLY REPORT

Current Trends

Recommendations for Aasisting in the Prevention
of Perinstal Transmission of Human T-Lymphotrcpic Virus
Type lil/Lymphadenopathy-Associated Vitus
and Acquired immunodeficiency Syndrome

The int and di in this d are ded 1o ass1st heaith-cere
providers snd state and local heaith deper n devek Q P d tup t p
tr of h T-lymph PIC virus 1ype Wiymphad: hy d virus
(HTLV-I/LAV), the virus that causes scquwed f y sy (DS}

This d t d. for provichng hng and. when indicated.
testing for antibody to HTLV-U/LAV for who are 8t d 18k of acquinng the virus

8nd who Ore mither pregnant or may become pregnant It 13 smportant that these women know
they are 8t nsk, as well es know and understand thew HTLY-I/LAV-antibody status. o they

ske nformed d to help p ity scquued HTLV-WILAV

Through fkng. d can learn how 10 avowd vecoming infected. and in-
tected wor can ch to delay preg! y untd more s k sbout P )
of the vitus if siready preg d canbe p ded for gng the
pregnancy and canng for the child

Currently avadable data sndicate that most pediatnc HTLV-W/LAV infections snd AIDS sre

quired p Ny from d but edd | studves are needed 10 better fy
the nsk of trom an d pragnsnt ta the fetus or newborn

The below p to H men who are HTLV-W/LAV-

antibody positive should also be counselied regardng the nsks of sexual and permstsl trans-
mussion. $0 they can refer for counsetng and testing thew sex partners who may be pregnant
Of conssdenng pregnancy

SACKXGROUND
Pedistric AIDS Cases due to Perinstal T ission As of D ber 1, 1985. 217
{1 J of the 15.172 AIDS cases reported to CDC d g chidren under 13 yesrs of

age Sixty percent of these chidren are known to have died Thess 217 cases represent only
the more severe manfestations of HTLV-W/LAV nfection Lass severe manifesiations. often
described as AIDS-relsted complex (ARC). are not reported to COC. so the number of chddren

with ck Hy signif iiness butable to HTLV-M/LAV infection 13 graster than the
reported cases of ped AIDS In sdd ] ber of d chidren are probably
esymptomatic

US. DEPARTMENT OF HEALTH AND HUMAN SERVICSS / PUBLIC HEALTH SERVICE
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Of the 217 reported pediatnc AIDS patients. 165 (76%) have as thew only known nsk
factor 8 mother betonging 10 8 group with ncreased prevalence of HTLV-IWLAW nfection An
sdditional 18% of tha ped cases are butsbie 10 { of blood or blood prod-
ucts. whie risk factor information is Missing or mcomplete on the remawung 6% Of the 217
children with AIDS. 48% had mothers who were ntravenous V) drug sbusers. 17% had
maothers who were borm i Haiti. and 104\ hed mothers who were 38x partners of eher IV

deug sbusers of bisexual men

01 the p* with p My acquered AIDS. 45% res«ded mn New York City. while Flonds
and New Jericy d for an add 132%

Meochaniems of Perinatal T ission {1 13 bekeved that HTLV-WLA 18 tiznsautied
from nf; d 10 thes 4 or offsprnng dunng prege y. JuUnng labrs and de'rvery.

of perhaps shortly afier buth Transnussion of the virus dunng pregnancy of labor and delvery
18 demonstrated by two raported AIDS cases occurmnng i chidren who had no contact with
thew infected mothers aftes buth One was delvered by Cesarsan sectuon (1.2)

Transmission of the virus after buth has been imphcated i one case of HTLV-WLAV mfec-

t0n in 8 chid born 10 8 mother reporied 10 have scquered the inf from 8 postp
blood tra “fusion Since she braastied the chid for 6 weeks. the authors SugQestsd breast-
fesding as the p mode of {31 R ly. HTLV-WLAY has been rsolated

from the breast mik of nfected women (4}
Nsk of Pueriastal Transmission from nfected Mm TM rate of pennatal transm »-

3100 of HTLV-WLAVY from mnfecied pregnant s {sble dat’. sug-
gest 8 hugh rate In one study of 20 nf. bomn 10 mnfected mothers who had sire> uy deliv-
ored one niant with AIDS. 13 (65% had logic snd/or chucsl avidh of o’ ection with

HTLV-WLAV severs months after buth (5.5} Since these women were 3616Ct7 2 0n tha basis
of having praviousty transawtied HILV-WLAY pennatally. thes study may ¢ verestimats the

ge riek of for skl infected p
Py J from an nfecied mother 10 her newborn 13 not ble Of thves
hddren boin to who b f d with HTLV-W/LAY by #uficssl nsemination

from an infecteu doaor. 3l were in good haaith and negat:ve for antibo .y 10 the virus mosa then
1 yoar after buth { 7) Another chuid. Dorn 10 8 woman who was already pregnant at the Ume of
AlDS duag and was d d 1o be wes g tive. culture ~ .g8%.ve, and
healthy at bwth snd at 4 months of age 18] in s P study evaluating nne chiid
under 5 years of 3ge whose mothers were later thagnosed with AIDS, two tzzu had ¢ntsbody
1o HTLV-M/LAV {3) Thenfection status Of these women dunng pregnancy was unknown

in these studws, the rate of ged from 0% (0/3) 1o 85 {13/20} Acddonal
studses 8@ NSeded 10 better define the rate Of 1ransmussion and vanables associated with it

Nsk of Ninoes 9 inf d Progr WA rreg yis d with suppres-

%00 of cell d and d bidity to some iaf (10) The T-

heiper to T-suppe 18130 18 d d dunng i preg y. bting lowest i the third

o and et to ) appt ly 3 ths postpsrtum {70) It 13 not known

heth an d s sk of devel AIDS or ARC. but one

study Mﬂs "t dou {6) Filtesn infected women who were well at ime of delvery wera fol-
towsd #n aversge 0f 30 months after the buths of thew children Fiva (33%] subsequently de-
veloped AIDS. seven (47%} developed AIDS-rsiatsd conditions. and only three (20%) remanea
asymptomnatic These results may not pply 10 skl infected pregnant women but they do sug-
Jest an d hiketthood of dsveloping d when an HTLV-M/LAY nfection occurs

with p

L% Y

1i6
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Pravaience of HTLY-W/LAY infectien Counssilng and testing for antibody to HYLV.&/
LAV when d, 10 reduce p | of AIDS will be most bensficial in popy-
istons of with d prevek of the virus (Table 1) Thess include women who
have used drugs itravenously for nonmedical puzPoses, women who were bom in countnes
whese h 4 18 thought 10 pley 8 magor cole (77, 72); women who have en-
qwnuutnm,mmmmummmmdmmmw
aqs.mmmmum.mwnhmmmm
131hought to pley 8 mesor role (17,121, or have evidence of HTLV-SVLAY infection.

thunmofmmmlvmmus,mdmmmm
ﬁomhumonoo!%nfmabuoodmuouhi.huuthwmm
{13-15) Among b i IV drug sb the prevalence of HYLV-BLAY infection
ranges from 2 1o 53 N vanous geographic arees (16,7 7) Seroprevalence smong the hete-
[ ! p s of p ata d risk for AIDS varies from 10% in female pertners of

ymp positve hemopiwh potisnts 10 71% in the female partners of men with
A0S or ARC (18-20) Among prostnutes, the HTLV-B/LAV antibody prevalence varies from
5'-.ww»,aomonmmmm"mmmmmmmuw-
g histores of IV drug sbuse {27) Among female blood donors in Atents, Georgia, who

TABLE 1. Prevaionce of HYLV-UW/LAY antibedy in heterssexuel pepulstions — United
Stetes

Ne.
Populstions

Pursons enith hemophds (12, 14)
Factor Vi concentrate recipuents
Factor 1X concentrate recspeents
Cryops only

Fomaie prostiutes (21) Seattie. Washingion
Moy, Flonde

Female sex pariners
of men wiih AIDS or ARC
{two separsie studwsl ( 19.20)

Femaie sex partners of men with
asymptomanc HTLV-I LAV ntection (18}

Hatins $12)

Foman blood donors (15}

‘New Jorsey
Hew York Cy
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HILV I11/LAY ~ Continued
demved belonging 1o hsgh-nisk groups. 0 01~ had repeatedly reactive enzyme-hnked 1mmuno.
sorbent assays (ELISAs) followed by reactive Western blot tests {/15)

Commercially gvadlabie tests to detect antsbody 10 HTLV-M LAV are ELISAS using antrgens
denved from whole disrupted HTUV-M/LAV When the ELISA 13 ruclm on imtal tasting. itis
standard procedure 10 repeat the test on the same sp di tive tests are
highily and 3p for bodv 1o HTLV-M LAV Hovnvu whaen the ELISA i3 used
10 screen populstions in which the pmvdonco of mnfection 13 very low {such as blood donors
or women not n hegh-risk groupsl, the propartion of repe~tedly resctive results that are falsely
positive will bs tigher For that reason. an sddstionat test. such FYX ] w.slem blot. 1s recom-

ded ok iy ELISA results. azp y e low-pr
In popul mhhngh... ' of teg b “monovlvd:ugobuurs)
most repestediy reacive ELISAS are ¢ by Wi blot or her test For ple.

among 109 IV drug sbusers whose sera were repeatedly reactve by EUSA. over BS™ were
reactive by Western blot (22) In contrast. in s low-prevaience population of 69 female blood
donors whose sere were repeatedly reactive by ELISA. only 5% were reactive by Western blot
{15)
Due to the of the . of HTLV-M LAY/ -antibody reactivity. it +s recom-
ded that rep dh ELISAS be followed by an add l test. such as the VWest-
ern blot W with sera Oly resctive by ELISA ard reactive by Western blot should
have a thorough medical evaluation HTLV-M/LAY has been 1solated from 2 single specimen
n 67495 of persons with specific body {23.24) B f has been
o d n asy persons. the pe of specif tibody should be consd-
orea px P v of and

RECOMMENDATIONS
Women Whe Sheuld be Offered Counselling and Testing Cownselimg services and test-

mmmmroﬂnvmavmu flered to preg ond who may

preg i the foklowmg group (l)lhouwhohavccwdmolmlvmtmm!ec-
ton, (2} those who have used drugs ity by for dical purpozes, (3) those who
were bom n where h '] 18 thought to play 8 msjor role
(17.12). (8) those who have engaged m prostitution. (5} those who are o have been sex
partners of 1V drug sbusers. bisexual men, Men with hemophds, men who were borm i coun-
tnes where heterosexust transmession 18 thought 1o Jisy a mayor role (171,72). or men who

otherwise have ovmo of HTLV-WiLAW H datz b isble to show that
HTILV-WLAY body P o " d n other groups or g g and
g Prog hould be ded t0 “lhom“ ng and g of
women who zra not included m the abo gmmnnolucomnm\dedduuolow
. ot n! and about of test rasults n 3 low-prevalence

popum-on However 1! 8 woman requests :t, the service should be provided mn accordance
with these recommendations

smhplawmcmodﬂnom ng C hng snd g for 2ntibody 10
HTLV-WLAY to pr p [ ] ded = the g of any med:
service n which at d nsk e ly d These de services
for trestng IV deug sbuse e, ¢ and methad ) P
h phh centers. My d chmcs. and clrucs that serve
f i P n add services reisted 10 rep such as family plummg and
nfertdty services. gy Hogsc. p o px i and p | and
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services should siso der offenng g and testing if tgh-nsk women are
seen 2t these fack T Q for bod |oH7LVMMbOMMMM|M
womonsconununuco‘mu ded reg g sk for infection. the mnter-
pretation of test resuits, the nsks of mm, bk d hobh of thes-
o838 anong women miscted with HTLV-WELAY in with pregnency The J
hng and *e31ng must be conducted M sn in which confidentishty can be. d
in settngs where conf, i thng and te d. infl hould
be provided snd referrals made towmu uahm
F y of Testing D bk bod |onllvaNmym|¢ovdopmu24
months after 8xposure Tiws, and whether the 1% con d. should be
taken into account when considenng the need for. and fi of, repeat g Hhgh-nsk

wommmmuonuncommmmmwmmmmom
g and 9 should be offered a3 s00n a3 the woman 15 known 10 be
egnam l!mem-onnnunogam repeat testing May be mdecated nesr dekvery to 8id in

the chrscat 9 of the pregnaat ond born H thes fnal test 15 negative and
the her's risk of no fonger ewists. she may safely consider bresstiesding the
chiid. and mansgement of the chid need not include the same that would be 2p-

proprste if the woman had had 3 posiive test or if she were et ngh mk and had not been
testod pt alf

Counseliing Women with Mavomu with virok or L o
of HTLV--LAV houlc be mumnmmmovmsmmmm
permatal a3 sexusl transmession of HTLV-ILA/ infected women should be counselled to
refer thew sex partners for counseling snd 0 If the per of these 809 NOt -
fected. both bers of the couple sb “bomumlodmmu'oymoynwymwuwd
Practices 10 reduce the nak of HTLV-W/LAV transmeswon 10 the p In add:
the coupie should be toid not to donste blood, organs. ummmum.m
from using IV drugs and sdvised sgeinst sharng needies end syringes When
or dental care for ntercurrent siness. uwmwmvormmwmm-w.ov
thew p hbody status 30 spprope justion cen be undertekan Recommendstions
for providing mvmmm adwice 10 mndevidusis mnfected with HTLV-W/LAY have been pub-
hshed (25)

tnfected women should be advised to det deleyng preg untd More is known
about pennatal transmussion of the virus Pregnant infected mey req: i !
medical and $0C1al SUPPOrt services due to an enh d sk of opp . ] and
psychosocist dedhicultios durng and after pragnancy Ob care pf should be slert
to signs and symptoms of HTILV-WLA snd relsted opp: " nf 0 theses prege
women and to the need for specishzed medcsl care

HTLV-W/LAV -t d hould be sdvised nst breastieedng 10 avoed p
|mmmwm to a chid who may not ynbo-n!octod The cwﬂwman !olowup

b to d rhether he/she hes HTLV-W/LAY infection. and to duag-

nou and tredt promptly eny disesses thst may be secondery to HTLV-WLAY nfection
R d for ed: Q snd providng foster care for infected chidren have been
published (26)

Counseliing Women with Negative Test Results A negative ELISA for HTLV-W/LAV en-
tibody n women who have no chnucs! or lab y ovick of HTLV-M/LAV nfection 1s evi-
dence that they have probably not been nf d H . f d who have sex

P

i9
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HTLV-III/LAV ~ Continued
partners with evidence of HTLV-W/LAV inf or with an nsk of & g nfect-
od should be informed that sexual intercourse ncreases their nsk of infection These women
should be informed of the nsks S with pregy y il they b fected and ad-
wised %0 deleyng preg y untld more 8 k shout i of the
varus or until they sre no longer coneidersd o be st risk or scquinng the virus In addition to
L ing preg y. the ard oroper use of candoms can offer some protection
sgainet HTLV-N/LAY infection

Hagh-risk oven «f goti hould be told not 10 donste blood or orgsns To
decreass thew nsk of g mfected, IV drug sb should be 9ed 10 seek trest-
ment for thew drug sbuse Pers g IV drug sb hould know that IV drug
sbuse s often nply gy d end k Oespite od 1 etforts and 9
ment for S0mMe add: wilt 10 sbuse drugs or relapss sfter treatment If
drug sbuse they should be sdvised not 10 share needies or synnges snd 10 use only
storle squipment

120
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HYLV-III/LAV ~ Continuad . . . .
Additionsl Censiderstions Thess d will be d a3 bddronal int

tion b dabie it 13 racognized that p of the vnended p I coun-

seling. HTLV-M/LAV.antibody testing snd d kzed medicel services will take

time to impisment snd may siress labl arty 1 publc fack whech

318 most grestly atfected Health-Care providers, s0cisl- mm ond others wvoived
n educating and canng 10f HTLV-M/LAV-infected persons should be swars of the potential
for social solsnon and should be sensitive 10 the nesd 1or confidentably They should be fs-
mikar with federal and state laws. reguistions. snd pokcies that protact the contidgntishty of
chrucal data snd test results Each m3titubion should sssurs that specific mechanitms are

placa to p the kty of sl ds end to p the of i
Anonymous testing would not be spprop Hitp deq g end medecal
foliow -up evaluation

t ¥ for cng and hould be d atter
those for canng 10r patients with HTLV-N/LAV (272.28) Add J d
tions will follow
DEVELOPMENT OF THESE necouumomom

The and d w ths d wars developed and
compued by CDC sndthe US Publc Heslth S n a wiith indevsch
g the Conference of State and T i E ges1s. the A olSuumln-
1003l Health Officisis, the Amencan Pubkc uum- Association. the United States Conference
of Locat Health Officers, the Amencan M A the A College of Obz=tetn-
cians snd G log: the A Academy of fed the Planned Parenthood Feder-
stion of A the A ) D Associstion, the Division of Msternsl snd

Child Health of the Health Resources snd Services Adminustration, the Netoat instituts on
DrugAMolmNcohol.DmgAm mmmm-mmmm

the A Ser Founc. ond
IM Kmdy insuitute of Emcs 81 Georgetown Uruversity. The coneultants 8lso mcluded reprs -
santatives of the deperiments of hesith of the aress with the largest number of pennatally
teansmutied pedustne AIDS cases New York Crty, Flonda, snd New Jersey Thess recommen-
datons may not refiect the visws of all mdmidusl consultants or the orgamzstions they
raprezented
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HTLV HI/LAV ~ Continued
mothers n New York Atlants Georg: ] on acq Jetiens ¢
syndiome Apnt14-17, 1985

10 W 9 ED Prog ¥ ted dep: of colt d y Rey Inl Dis 1983 &
814 3N

11 WHO Acquied (AIDS) Report 0n the situation :n furobe o3 of 31

14

15
6

22
23

24

26

26
27

December 1984 Weekly Ep-donuobq-cu Racord 1985.60 85-92
Castio KG Fischi MA Landesman sn ot 3l Resk factors lot AS mng Haiens 1 the Umited

Siates Atants Georgy on aq vs Apa
14 17 1985

Jaron 4 McDougal JS nolmu\ RC o1 3l human T- tmu\ouop-c SBUOVIUS Lype L) SymDr eJenup
sthy veus 1+ wsth $18tus 4nd DICOO CUINPO
n-Muuoo JAMA 1985, 253 3409-15

Grerset GF McGrady G. Counts R et al L th wwus antibudies aud T ceus
n hemophdacs treated with cry o Blood 1985.66 218-20

COC Unpublshed dats

Spus 1. Des Jarlas DC. Bokos D at st HTLV-M AV sntibOGWS 1 INLravENOus Gugy sbusers COm
Panson of low and high nsk sress for AIDS Atlants. Georges internstionat conlerence 01 acquuied
wnmunodeticiency syndrome Aped 14-17 1985

Waerss SH Ginzburg HM Goedert JJ @1 a1 sk for nﬂv-l exposure 200 AIDS 4mong perenterd
Grug abusers in New Jersey Atania, Geoigl on cquued Mmmuc.odeh
cncy Syndrome Aprd 14-17. 1985

Keorss JK Kstchon LW, Prnce HE. Kasner CK. Essex M Antibody to human T lymphotiopc vwus
type 8 wives of hemophdacs ewidence for hoterosexusl transawssion Ann intern Med tuge,
102623 6

Redleid RR. Markham PD. Selshuddin SZ. ot 3l Frequent ransmission of HTLV-1ll amony spouses

ofp with AIDS -related and AIDS JAMA 1985.253 1571-3

Hum CA, Cabracdis CD. w Gurolt M. ot ol HTLV-H LA wnfecton and AIDS n neterases of

ot of A0S Twenty- fiith mterscence conference 00 on.,
el sgOnts and S 28-Oclober 2. 1985

CDC Heterosesust Usnsnusson of humen T-lymphowopc vwus type i lymphadenopathy
associaied vwus MMWR 1985.34 581-3

COC Unpublehed dats.

Feonno PM, J‘“o HW, Paimes €, ot ol Transh wrnunodehCiency Syn
arome ] n blood donors NWJM!QOS 3121292 6

Jatie HW homo P Dacrow WW. 1 3l mum nfeckon with humsn T-lympnolop:c vius

type W tymp Y wirus 0 Spparently heskthy b men Ann intern Med
1985. 102 622-30

CDC Provemonal Pubkc Heslth Service intar- sgency di tor 9 0 d blvod
and plasms lor antibody 10 the wwus d o v Sy MMWA
1985.24 1-5

CDC Education 3nd fosier care of chidren wmiecied wath human T-lkmphotiopk vitus type
W lymphadencpsthy-associated virus MMWR 1985.34 §17.21

CDC Acquersd AIDS) pr $0¢ Chncal and 18DO1a10rY Statts
MMWR 1982.31 577-80

coc 8 100 P g of nk weth human T lympnotiope vius
type M tymp poth s100 vius i the ioce MMWR 1985.34 881-6 691 S

v

e




APPENDIX III

RESOURCE LISTING

Q _
EMC -284 0 - 88 - 5

IToxt Provided by ERI




APPENDIX III
RESQURCE LISTING

I. FEDERAL AGENCIES

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
PUBLIC HEALTH SERVICE (PHS)

Office of Public Affairs

200 Independence Ave., S.W.

Room 725-H

Washington, D.C. 20201

*  Surgeon General's Report on Acquired Immune
Deficiency Synd rome

Additional AIDS information materials available from the
PHS:

*  "“Facts About AIDS"

*  VAIDS and Children - Information for Parents of School
Age Children'

* "AIDS and Children - Information for Teachers and

School Officials"

"AIDS Sex and You'

Facts About AIDS and Drug Abuse"

"AIDS: Fears and Facts"

* % ¥

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
CENTERS FOR DISEASE CONTROL

Office of Public Inquiries

Bldg. 1, Rm. B-63

1600 Clifton Rd.

Atlanta, GA. 30333

404-329-3534

*  Acquired Immunodeficiency Syndrome. AIDS.

ecommendations and Guidelines. November
198Z-Novembe r 1986 .

* AIDS: Infomation/Education Plan to Prevent and
Control AIDS in the U.S. .

*  "“AIDS Information Zor Young feople"

*  "AIDS and Shooting Drugs”

NATIONAL COMMISSION TO PREVENT INFANT MORTALITY
Switzer Bullding

Room 2006

330 C Street, S.W.

Washington, D.C. 20201

202-472-1364

* “Perinatal AIDS. Care for our Children. Care for our
Future." October 1987.

mn
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NATIONAL ORGANIZATIONS

AMERICAN ACADEMY OF PEDIATRICS

DEPARTMENT OF MATERNAL, CHILD, ANP* ADOLESCENT HEALTH
141 Northwest Point Blwd.

Elk Grove, IL 60009

800-433-9016

AMERICAN RED CROSS
AIDS Education Office
1730 D Street, N.W.
Washington, D.C. 20006
202-737-8300

The following AIDS information materials are availeble
fr%m the natioual Red Cross office or local chepter
c“fices:

*  “AIDS: Spread Facts, Not Fear"

*  '"Beyond Fear"

*  AIDS Prevention Program for Youth:
"A Letter From Brian" (£film/video)
A gtudent/partlicipant text/workbook
A leaders/teachers guide
Parent support bmc%ure

AMER ICAN FEDERATION OF TEACHERS,
555 New Jersey Ave., N.W.
WASHINGTON, D.C., 1987.
202-879-4507

*  "“AIDS ducation in the Classroom. Focus on Education
Series"

AMERICAN COUNCIL OF LIFE INSURANCE
Health Insurance Agsociation of America
Dep artment 190
1001 PENNSYLVANIA AVE., N.w.
WASHINGTON, D.C. 20004

Att: Ewve Katz
202-624-2424

* '"Teens and AIDS: Playing it Safe"

CENTER FOR POPULATION OPTIONS
1012 14th St., N.W.

Suite 1200

Washington, D.C. 20005
202-347-5700

* "AIDS and Adolescents: The Time for Prevention is
Now'" November 1987.
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INSTITUTE OF MEDICINE, NATIONAL ACADEMY OF SCIENCES
2101 Conatitution Ave. N.W.

Washington, D.C. 20418

202-334-2169

* Confronting AIDS: Directions for Public Health
Health Care and Research

NATIONAL EDJCATION ASSOCIATION
1201 16th Street, N.W.
Washington, D.C. 20036
NEA Health Information Network

*  "The Facts About AIDS," September 1987.

NATIONAL SCHOOL BOARDS ASSOCIATION
1680 Duke St.

Alexandria, VA 22314
202-838-6722

* :'['ﬁIDS and the Public Schools. Leadership Report Vol.

UNIVERSITY-BASED FROJECTS

AIDS EDUCATION PROJECT
State Unlversity of New York
Stonybrook, New York
516-444 -3246

Att: Betty Coppola

*  'Medical, Psychological and Social Implications of
AIDS: A Curriculum for Young Adlllﬁts“

AIDS HEALTH PROJECT
University of California
Box 0884

San Francisco, CA. 94143
415-476-6430

*  "Working with AIDS: A Resource Guide for Mental
Health Protessionals"

IUTERGOVERNMENT AL HEALTH POLICY PROJECT
George Washington University

2011 I Street, N.W.

Suite 200

Washington, D.C. 20006

202--872-1390

*  “AIDS: A Public Health Challenge to the States"
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SEX INFORMATION AND EDUCATION COUNCIL OF THE U.S. - SEICUS
New York University

32 Washington Place

New York, New York 10003

212-673-3850

* '"How to Talk to Your Children about AIDS"

STATE AND LOCAL DEPARTMENTS OF HEALTH AND EDUCATION

The following list is illustrative of state and local
education and health department initiatives on AIDS

AIDS INSTITUTE

New York State Health Department
Albany, New York

518-442-3300

* 100 QUESTIONS AND ANSWERS ABOUT AIDS

AIDS ACTIVITY UNIT
Ohio Department of Health
246 N. High St.
P.0. Box 118
Columbus, Ohio 43266
614 -466-0265
Att: Rachelle Randolph

*  AIDS VIRUS INFORMATION °ACKAGE

LEARNER SUPPORT SYSTEMS
Minnesota Department of Education
550 Cedar St., Room 996
St. Paul, Minnesota 55101
612-296-4080

Att: Martha Arnold

*  PRESENTING AIDS: A RESOURCE GUIDE FOR INSERVICE
EDUCATI UIRED IMMUNE DEFICIENCY SYNDROME AND
EDUCATIONA 1ONS

COMPREHENSIVE HEALTH EDUCATION OFFICE
Dade County Unified School District
1450 N.E. 2nd Ave.

Miami, Fla. 33132

305-376-1000

*  AIDS: ACQUIRED IMMUNE DEFICIENCY SYNDROME
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OFFICE OF HEALTH AND PHYSICAL EDUCATION
New York City Board of Education
347 Baltic St., Room 202
Brooklyn, New York 11201
718-935-2000
Att: Gerri Abelson

*  FAMILY LIVING INCLUDING SEX EDUCATI(ON- SUPPLEMENTARY
MATERTAL RELATED TO AIDS

PUBLICATIONS OFFICE
LOS ANGELES UNIFIED SCHOOL DISTRICT
450 N. Grand Ave.
Los Angeles, CA. 90012
213-625-6432

Att: Norm Haugares

*  NEW PATHWAYS TO HEALTH LESSONS FOR TEACHING ABOUT THE
§.1T.D.78

NATIONAL AIDS HOTLINE

PUBLIC HEALTH SERVICE NATINAL AIDS HOTLINE:
1-800-342-2437




ADDITIONAL VIEWS OF THE HON. BARBARA BOXER, HON. GEORGE MILLER,
HON. WILLIAM LEHMAN, HON. PATRICIA SCHROEDER, HON. BERYL
ANTHONY, JR., HON. SANDER M. LEVIN, HON. BRUCE A. MORRISON,
HON. GERRY SIKORSKI, HON. ALAN WHEAT, HON. LANE EVANS, HON.
RICHARD J. DURBIN, AND HON. THOMAS C. SAWYER

We are deeply disappointed and shocked by the Reagan
Administration's lack of response to the public health crisis
created by the AIDS epidemic. The Surgeon General has often
been a lonely voice in the Administration, in his clear,
unequivocal calls for concern, compassion and action. The
Administration's appalling silence for six years after AIDS
was first diagnosed in 1981, and its refusal or inability to
spearhead and implement a nationwide, comprehensive AIDS
education plan, in our view, are tragically inexcusable,

contributing to the spiraling death toll.

Clearly, AIDS threatens the health and lives of all
Jmericans. More than 47,000 AIDS cases, including some 700
cases among infants and young children and nearly 200 adoles-
cent cases, have been reported since the epidemic began, and

their numbers are increasing.

The Public Health Service estimates that by the end of
1991, there will b¢ more than 270,000 diagnosed AIDS cases in
the United States, and more than 179,000 people will have died
from the disease. The numbers of babies and young children
with AIDS is expected to increase several-fold in the next

five years, to more than 3,000 cases by the end of 1991.

The threat to young chi‘ldren and adolescents has largely
been buried in the tide of the epidemic so far. However, we

now see hundreds of infants and young children with AIDS. The

(123}
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increasing majority of theése children have been infected peri-
natally by mothers who used intravenous drugs and shared
contaminated needles or who became infected through sexual
contact with an infected partner. The problems already
experienced by adolescents, such as their rates of sexually
transmitted diseases, as well as the experimenting nature of

their development, place them at serious risk too.

The Select Committee has followed the insidious increase in
AIDS cases among young children and adolescents, documenting
the potential for disastrous consequences for a generation
should we not act responsibly now. This report underscores the

urgency of that need.

The econnmic toll of AIDS is equally staggering: The
Public Health Service estimates that in 1991 alone it will cost
anywhere from $8 billion to $16 billion to care for the thou-
sands upon thousands of AIDS patients in the U.S. Because this
does not include care for those with AIDS-related illnesses or
individuals who test positive for AIDS but have not yet devel~

oped full-blown AIDS, this is a very conservative estimate.

Historically, what have Americans done in response to a

public health crisis?

We can give a good example: 1In the 1940's, hospital corri-
dors across out Nation were packed with polio victims =-~ mostly
children -- in wheelchairs and iron-lungs. In that day, we had
a president we could count on to set goals and lead efforts to
guide us through the crisis. Americans responded to the threat

of polio not by throwing their hands up in despair, tut by
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pulling together, by uniting forces to develop a vaccine, find

a cure and protect themselves.

That record lies in stark contrast with the overall dismal

record of the Reagan Administration on AIDS.

It took President Reagan six years after AIDS was first
diagnosed in 1981 even to publicly acknowledge it. He finally
said that AIDS is America's number one public health priority,

but there is little substance backing up this rhetoric.

Until a vaccine or cure is found and becomes available,
education in the only tool we have to prevent the spread of
this deadly disease. Sadly, though, instead of a campaign of
loud and clear life-saving messages, educational efforts have

been an ideological battleground.

In fact, some in this Administration seem to be exploiting
the AIDS issue to launch a crusade against educational efforts
proposed by the Centers for Disease Control (CDC), the federal
agency charged with monitoring and combatting AIDS on the
public health education front. It has become very clear that
some in this Administration have been guided more by far right
wing ideology than by the need to save lives. Meanwnile, more

and more Americans are becoming infected, not informed.

We have no problem with saying that abstinence is the most
effective way to stop the sexual tcransmission of AIDS. Ve
should get the abstinence message out, for in this era of
AIDS, there truly is no such thing as "safe gex" unless both

partners have always been monogamous.

ooy
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However, that's far from enough.

We have the responsibility to educate all Americans about
how to lower their risks of hecoming infected through sexual
contact. We must face up o th~ problems of drug use anc do a
much better job of educating everyone about tl.e now even more
deadly threat of I.V. drug abuse and the sharing of

contaminated needles.

And, most important and lacking to date, we must back up
our commitments with the federal leadership and resovrces to

implement and sustain clear action.

§*1ce 1981, Congress has requested millions of dollars
each year for AIDS research, treatment and education in budget
negotiations. President Reagan's proposals have consistently
lagged far behind -- usually less than half the congressional

figures.

After six years of appropriating millions of dollars for

AIDS education, what do we have to show for it? Not much.

It wags only a few months ago that the Administration
finally unveiled a public relations campaign -- video tapes
and brochures -- so vaguely worded that its effectiveness is
questionable. And, instead of taking the lead on its very own
effort, this Administration prefers to pass the buck and leave
the task of distributing these materials to states, private

groups and networks.

Earlier this year, the Administration was planning a

massive, nationwide mailing of an AIDS education booklet to
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each household. We thought that was an excellent idea, already

done ir England with very positive results.

In July, Congress earmarked $20 million to pay for the
mailing. The CDC drafted proposed copy for the booklet, but
after it reached Reagan's Domestic Policy Council, the idea was
dropped, reportedly to placate arch-conservatives opposed to
distributing medically explicit material. Now Administration
officials are saying there are no plans for a direct, mass

mailing.

The real tragedy is that while Adminstration officials are
busy slugging it out over ideology, more and more Americans

are literally dying of igncrance.

Early this year, 38 mecbers of Congress -- both Republicans
and Democrats -- requested copies of U.S. Surgeon General
Koop's report on AIDS for their constituents. Twenty willion
of these have been printed. Many of these¢ members had to wait
three to four ronths to get the reports. Some members who
requested the report more than five munths ago are stil]

waiting to receive all of them.

Thir defies reality. Every sear the federal government
manages to send millions of IRS forms to its citizens on . ime.

Why can't it get out the Surgeon General's report?

Even the long-awaited Presidential Coamission appointed
this year to study AIDS he- been crippled by infighting and

resignations, and its report is not due until next summer.

The President has appeared on television in recent veeks,

ERIC 133
80-2840-88-—6 “

Vay




ERIC

Aruitoxt provided by Eic:

128

appealing for confirmation of his Supreme Court nominees and
trying to calm fears about our roller-coaster stock market.
Why can’t he find the time and courage to go on the air and

tell Americans how to save their lives?

Even the few effective and cost-saving state and local
efforts continue to struggle to meet the challenge of AIDS,
with little help and sometimes outright resistance from the

federal government.

We urge the President to use the last months of his term
to provide the leadershin and vision our Nation desperately

needs to fight AIDS esfectively.

We must dramatically expand our health care facilities and
services to meet the needs of both advanced AIDS patients and

those with AIDS-related illnesses.

We must step up data gathering efforts to improve policy
making and services for those with or at risk of AIDS. To
date, with the exception of minimal epidemiological data, |
information about AIDS and young ~* ildren and adolescents is

scarce.

The National Academy of Sciences' Institute of Medicine
has recommended that by 1990 the U.S. should be spending $2
billion a year -- $1 billion for research, and $1 billion for

education. We must do our best to meet these goals.

He should immediately implement a comprehensive, narional
public education campaign to tell all Americans what steps

they nust take to save their lives.
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We must, in addition, support voluntary AIDS testing, and
we must provide counseling for those who test positive for the
AIDS antibodies. At the same time, we must guarantee that
test results are kept confidential and that AIDS patients anc

their families are protected by law from discrimination.

That's the American way.

We must send a clear message that abuse and ostracism of
AIDS victims and their families ~- like the Rays in Arcadia,
Florida or Ryan White in Kokomo, Indiana -- will not be

tolerated in this Nation.

The bottom line is that AIDS is a public health crisis -~

a national threat that cries out for national leadership.

Whether we want to face it or not, we all have a stake in

the fight against AIDS. It targets children, adults,

Republicans, Democrats, liberals, conservatives, whites,

blacks, Hispanics, rich and poor.

If we all don't unite to stop its deadly march, we will
have to pay a far higher price in lives and grief in the years

to come.

Barbara Boxer
George Miller, Chairman
William Lehman
Patricia Schroeder
Beryl Anthony, Jr.
Sander M. Levin
Bruce a Morrison
Gerry Sikorski
Alan Wheat

Lane Evans

Richard J. Durbin
Thomas C. Sawyer
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ADDITIONAL VIEWS OF THE HON. SANDER LEVIN

A GENERATION IN JEOPARDY: CHIiDREN AND AIDS
December 1987

This report by the Select Committee on Children, Youth, and
Families is an important contribution to our national fight
against AIDS. As a nation, we are struggling to respond effec-
tively to the AIDS crisis. We must prevent the spread of the
disease through public education and individual counseling.
We must guarantee access to humane treatment and social serv-
ices for persons with AIDS. We must protect against panic and
unwarranted discrimination that threaten to worsen this health
crisis. It may be that concern for our children, more than any
other factor, will gtimulate the leadership and public educa-
tion that are so necessary. My own experiences in the 17th
Congressional District of Michigan underscore the need for this

kind of informative effort.

Unlike urban centers on the East and West coasts, the
Detroit Metropolitan area is just beginning to feel the devas-
tating effects of AIDS. In terms of the spread of the epidem-
ic, Detroit is where New York was approximately five years
ago. The virus is spreading most rapidly among intravenous
drug users. However, Detroit still has an opportunity to learn
from the experiences of other cities. We do not have to watch
AIDS spread to infect 50 to 80X of IV drug abusers and their
partners. We do not have to see further increases in the rate
of children born with AIDS. Michigan can and must respond

with informed leadership to prevent further devastation.

This vear, I mailed the Surgeon General's Report on AIDS

to every household in the 17th District. This mailing was
(13D
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followed by a series of town meetings and by a community
leadership conference on AIDS. The response of the community
was clear ~- people are willing to learn more and rr pond con-
structively to the threat of AIDS, and concern for the health
and safety of children is especially high. Grandmothers said
they would share the Surgeon General's Report with their grand-
children. A nun shared the information with her Catholic high
school class, which in turn organized a school-wide assembly
on AIDS. Parents wanted to learn how to protect their chil-

dren. A minister promised to preach a sermon on AIDS.

These people wanted information. They wanted to see more fr--

quent and more thorough press coverage about AIDS. They wanted
authoritative information about how the virus is and is not
spread. They very much appreciated the opportunity to have
their questions answered by informed, reliable experts. It is
clear to me that any efforts to promote >ublic education about
AIDS will be appreciated and helpful. We ghould not hesitate

in our efforts in this regard.

On the other hand, I also learned that while AIDS is an
issue of real concern in Michigan, to most people it still
seems remote. While there was a strong positive response on
the part of a handful of my constituents to the Surgeon
General's Report and the town meetings, initiglly, there was a
larger, non-response overall. Attendance at the first autumn
town meetings was much lower than I expected. By winter, how-
ever, stronger follow-up efforts and a special outreach to
community leaders seemed to boost active interest and

attendance in the town meetings.

This pattern was an indication to me of the remoteness of

1373
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the AIDS issue for many people in my district. Because the
epidemic has not yet spread widely, because most people still
do not know someone who has died of AIDS, and because any dis-
cussion of AIDS inevitably involves discussion of sex, drug
abuse, and death, there is understandably a great deal of
avoidance. People would prefer that the whole prob em would

just go away.

That is why leadership is important. 1 believe we can
evoke on a broader scale the positive willingness I witnessed
on a small scale if we provide the necessary leadership. If we
ensure a continual stream of authoritative information about
AIDS prevention and transmission, ¢nd ir we pursue rational
policles to contain the epidemic and protect against discrimi-
nation, I pelieve we will find the popular support and cooper-
ation necessary to protect our children and win the fight

against AIDS.

In this respect, I would conclude by commending the impres-
sive leadership provided by Surgeon General C. Everett Koop.
Dr. Koop has been forcerful and straightforward in his public
education campaign. His testimony before the Select Committee
and his subsequent publications have stressed our responsibil-

ity to teach our children about AIDS.

We must tell young people the truth about AIDS and
about the way it's spread. We must talk sense to
them, cad their parents, and their teachers. This
is no rose garden. But we've got to make the
effort. We have to educate and inform them, even
though we do so in the midst of all the other
complex aspects of sexual relations in America.
Their lives are at stake, and so is the physical
and spiritual life of this country.

There is no option but strong, clear leadership from the

RIC 1384
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government to confront this crisis. We have already suffered
the consequences of *"2ak leadership from the President and
divided responses from within his administration. This is
intolerable in the battle ageinst AIDS, which is a struggle
between life and death and a struggle to protect our most
vital resource -- our human resources, including the children

of America.

Sander M. Levin

O
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ADDITIONAL VIEWS OF HONORABLE TED WEISS

"AIDS AND CHILDREN: A GENERATION IN JEOPARDY"

DECEMBER 3, 1987

Forty-seven thousand people have been diagnosed with AIDS
-- including nearly 700 children under 13 years of age -- and
more than 26,000 are dead. But these numbers pale when com-
pared with projections for the future. The Nctional Academy
of Sciences and the Pu’ lic Health Service tell us that by the
end of 1991 there will be 270,000 persons who will have become
sick or will have died because of AIDS. 1In 1991 alone, 75,000
are expected to be newly diagnosed with AIDS. The additional
tragedy is that of the 75,000 persons expected tv develop AIDS
in 191, only one-half are among the 1 to 1.5 million infected

today.

Prevention is the only vaccine we have against AIDS. 1t is

possible to prevent this steadv - veesion to infection and to
death. Prevention strategies y community organiza-
tions and state and local gover. n certain localities are

having a positive effect. But the .ederal Administration, whom
history will surely judge to have missed the opportunity to
prevent many of the AIDS deaths, is mired in right-wing concep-
tual morality, debating issues that have nothing to do with the
way people live their lives in the real world, and nothking to

do with v way AIDS will ever be arrested.

Testimony presented to this committee established that
between 70 and 8U percent of America’s youth under the age of
O
E MC (135
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20 are sexually active. <Clearly, urging abstention and issuing
advice on moral behavior by themselves are painfully inede-

quate.

Young children and teenagers should be the beneficiariea of
enlightened educational programs, materialis and counseling to
help them to grow up avoiding risk-taking behaviora; and women
in high-riak groups ahould be a special target of prevention

strategiea, for most pediatric AIDS is acquired perinatally.

Health care and housing for peraons with AIDS -- including
especially the aingle parent who haa AIDS or who has a child
who has AIDS -~ are aorely neglected problema that must be
addreased ao that *heir lives can be continued in the most

comfortable, ¢ ‘mpasaionate and medically efficient manner.

Dedicated acientists in the Public Health Service have
from the earlieat stages of this cruel epidemic worked tire-
lesaly to aolve the mysteries of the AIDS virus. In a few
ahort years they have made subatantial progreas in spite of
the absence of adequate aupport from the Reagan Adminiatra-
tion. But despite the Administration'a reluctance to requeat
and sperd funda adequate to maintain moxentum in .ne search
for treatment and a vaccine, the federal AIDS budget haa
increased annually, largely because of the forceful leaderahip

the Congreas haa demonstrated year after year.

We in Congress have been compelled to pressure, puah and
urge a reluctant Administraticr to requeat, and then to spend,
more money for research, health care, and other deaperately
needed resources. Although we cannot legislate a cure for

AIDS, we can provide funda for the Public Health Setvice's
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education, surveillance, research, and health care activities.
Until an Administration is in place which accepts responsibil-
ity for leading the government toward a rational, effective
and compassionate response to the AIDS crisis, Congress must
continue to provide such leadership. Tiis report is a signi-

ficant continuation of that effort.

Ted Weiss
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ADDITIONAL VIEWS OF HON. THOMAS J. BLILEY, JR.

I deeply regret that I am unable to sign either the
majority report or the minority views to accompany A
eopardy: Children and AIDS. I decline to do
s0 not because I disagree with the entire substance presented
(I am strongly inclined to agree with the views presented by
the minority):; rather I disagree vehciently with the
procedure used in drafting this report.

Unfortunateiy, this report is perhaps the most vivaid
example to date of this Committee's failure to live up to the
commitme.it that it would operate in a bizartisan manner. As
a member of this Committee, neither I nor my staff was
informed that this report was in tre works until the meeting
to adopt it was noticed -- less t:an three full days prior to
the meeting itself.

I was informed by the minority staff that a draft of
this report was made available to the minority staff in early
November

. This is outrageo.s. Never in my service
in the Congress have I witnessed such a blatant disregard for
elected Members of that body and the committee process.

I must state for the record that instances like this
make it difficult for me to support the continued existence
of this Committee. Clearly, the members of the Select
Committee on Children, Youth, and Pamilies, the Members of
the House, and the Arerican people have been iil-gerved in
this matter.

ERIC
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DISSENTING MINOKITY VIEWS OF HON. DAN CDATS, RANKING MINORITY MEMBER
HON. FRANK WOLF; HON. BARBARA VUCANOVICH; HON. JACK XEMP; HON. RON
PACKARD; HON. BEAU BOULTER; HON. DENNY HASTERT; HON. CLYDE HOLLOWAY

The Majority report is an alaming document. It reveals
frightening facts about little children left to die by drug abusing
mothers. But it is careful not to point a finger at mothers who
abuse drugs and infect their cabies with the deadly virus, and then

leave them in hospitals to die.

The Majority report is alarming in the sense that it documents
the incredibie costs of treaimeni of AIDS pavients, dur says very
1i ttle about measures that ought to be put into place to prevent

this ¢isease from spreading.

The Majority report is alarming in that it sends a warning to
the American people «hat our children are in jeopardy but then its
only message to combat this threat is early sex education

emphasi zing condom use.

Finally, the Majority document is alamming because it is an
artempt to identrfy policy options to halt the spread of AIDS

wi thout. clearly '~ving out all we know about the virus,

How can our hearts not cry our for the victims? Even if the
statistics do not in fact suggest zn entire generation is at risk,
the potential that an entire generation could be at risk should
compel us to act. In reading the Majority report one gets the
feeling that the Majority is uncertain whether it wants to believe a
generation is in jeopardy or not. The Majority apparently is not
comfortable with the implications of its own report. If AIDS cin be
compared to a plague, that risks death for tens of thousands and
potentially millions, then decisive action that changes lifestyles

(141)
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is critical.

Certainly, if a generation is at risk, the recommendation that
condoms (with extraordinarily high rates of failure in the most
common method of transmission - anal sex) and sex education courses
(that are value-free and do not have a good track record of
preventing other sexually wransmitted diseases or teen pregnancies)
are going to solve the problem is woefully inadequate. This report
urges solutic 5 that are so limited as to be irrelevant to babies
who get AIDS from drug abusing mothers, or children who get AIDS
from drug abusing or bisexual fathers who sexually abuse them, or
teenage hemophiliacs who get AIDS from contaminated blood supplies.
The preventive measures suggested do not logically flow from the

definition of the AIDS problems in children.

The core of our dissent from the Majority report is based upon

the following points:

1) Most children, especially infants, get *IDS from adults.
If we are serious about protecting children from AIDS, the
focus must be on stopping the spread of AIDS among. adults
as fast as possible. The Majority report never clearly

states this basic ftruth.

2) The number one means of transmission of AIDS is through anal

intsrcourse, most common among homosexuals. The Majority
report not only does not clearly state this, it repeatedly
downplays the pivotal role anal intercourse and

homosexuality has played and continues to play in the AIDS

crisis.

3) Infected homosexusl IV drug-users, especislly in inner
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cities and so-called 'shooting galleries," have spread it
to heterosexuals. The numbers are still small, and since
the CDC recently revised its defimtion of AIDS, 1t 1s not
clear that the heter.sexual spread of AIDS is growing.
However, we face a potential epidemic among certain
categories of he erosexuals (i.e. those abusing drugs znd
those married ro bisexuals) and children infected by adults

with AIDS.

Tms report indirectly hints at the fruth that family,
character, and responsibility are the keys to solving this
problem, yet it pays only "lip service'" at best to ideas
that could produce real changes. The Majority report states
no less than five times that 70% of teens are sexual ly
active by age 20. Through repetition, they seew to want
readers of this report to become conditioned to accept the
current level of teenage sexual activity is an unchangeable

fact of lIife.

Condom failure rates guarantee that there is no such thing
as 'safe sex.' It may be 'safer sex" but, for example, it
needs to be clearly stated that the failure rates in anal

intercourse are hardly what most people would call safe.

The Ma,onity report criticizes the level of funding

avai lable. We would argue that probably the biggest
spending void at this time is in the area of preventing the
disease. Spending cannot keep up with demand unless
aggressive prevention is undertaken. We need more canng

for the potential victims.

The following Minority views document our concerns about the

(AT
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AIDS crisis and the Majori ty report. The pain, agony and death of
AIDS will not be stopped unless we honestly confront the key facts.
Defining the problem correctly is a necessary first step to solving
the AIDS cnisis. The Majority introduction called for avoidance of
ideology, yet in their failure to go beyond ideology, they are in

danger of failing to help the generation that may be in jeopardy.

We need a reasonable, compsehensive national strategy against
AIDS based on two principles - caring and responsibility. This must
include tae following elements: detection, prevention, education,
treatnent, and research. We need compassionate care for .Le

individuals afflicted and responsibi1lity toward potential victims.

These views are not a comprehensive national strategy as such
but they hopefully point toward the direction we need to head. We
are disappointed that the Comm ttee report seems to unly offer so
li ttle toward a comprehension of and a solution t¢ the problem of

AIDS and children.
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I. INFANTS AND YOUNG CHILDREN

A, AIDS AMONG INFANTS AMD YOUNG CHILDREN INCREASING IRAMATICALLY IN
THREE RISK (ROUPS

|

CRRENT CENTER FOR DISEASE CONTROL (CDC) STATISTICS SHOW THAT WHILE TIC
NIMBER OF CASES OF PEDIATRIC AIDS ARE INCREASING, THE INCREASE IS
LARGELY WITHIN CERTAIN RISK GROUPS

As of November 23, 1987, 682 cases had been reported to the (DC. Of
these 682 cases, 516 children contracted the disease from their mothers,
90 were infected through transfusion and 40 cases were due to treatment
of a blood clotting disorder. What needs to ov stated very clesrly here
is that 95% of all cases of pediatric AIDS fall into these three risk
groups, with the other 5% being cases whose record is incomplete, still
under investigation, or without identifiable risk. (AIDS Week?!y
Surveillance Report, CDC, November 23, 1987)

Unless Dramatic Action Is Taken the Rapid Increase in Chi 1dhood AIDS
¥ill Probably Continue as Long as IV Dpn_xg Use Continues

Those areas that have a high incidence of IV drug use will continue

to have the highest numbers of pediatric AIDS cases. The Commi ftee
report points out that most cases of AIDS are currently in San Francisco
and New York City, with most cases of childhood AIDS in New York, New
Jersey, and Florida. Assuming the virus spreads via homosexuals and/or
IV drug users with AIDS to addi tional ci ties, the projection is thar 80%
of AIDS cases will occur outside San Francisco and New York Gty by 1991.

The projected increases in pediatric AIDS are derived from the
estimated mmbers of female IV drug users at child bearing age.
Nationwide, the mumber of IV drug users has been estimated to be between
400,000 and up to 700,000, with probably more than one million including
those who occasionally use IV drugs. (CRS, 1987)
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Unfortunately, therc is little accurate information on the extent to
which the AIDS virus has infected childbearing women. More ominously,

as a recent study in the Journal of the American Medical Association

noted:

There are no data on the seroprevalence of HIV among sexually
active women in inner cities, where a large number of men who
are intravenous drug abusers live in close sexual and social
contact with a pool of women of reproductive age.

The growing mmber of pediatric AIDS cases in areas with high levels
of IV drug use will be stopped only when public health authorities
obtain this much-needed information. Routine testing of women of
childbearing age in areas reporting high levels of HIV seropositivity is

essential 1f we are going v contain *his manifestation of the enidemic,
Congresstan William Dannemeyer's amendment to H.R. 1326, the Public

Health Service Infant Mortality Amendments Act of 1987, is a good first
step in this direction. Adopted on November 9th by a vcice vote of the ‘
House of Representatives, the Dannemeyer Amendment would reauire |
operators o/ -ommunity migrant health centers to offer an AIDS test fo

any female receiving medical services at a community health center.

Dannemeyer estimates his amendment would apply to approximately four

million women who visit these centers each year.

B. MINORITY CHILDREN DISPROPORTIONATELY AFFECTED BY AIDS INFECTION DUE
7O HIGH RATES OF IV TRUG USE IN MINORITY GROUP

Nearly 80% of all the children with AIDS are either black or

Hispanic and more than 703 of all women with AIDS are members of a

lino;if.y group. (Larry Thompson, Washington Post Health, Awgust 11,

1987

Much attention has been paid to the increasing geographic spread of
the AIDS virus. What is too often overlooked in the spread of this

disease is the relationship between IV drug use in a commurity and the

C
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rate of infection.

Since the majority of perinatally acauired AIDS cases are linked to
IV drug abusers, the demographic characteristics of these children
are similar to those of IV drug users with AIDS. Most (88%) of
these children are black or of Hispanic ethnicity. The prevalence
of AIDS in black and Hispanic children is 15 and 9 times that in
white, non-Hispanic children. (C. Everett Xoop, Surgeon General,
Testizony before the Select Commi t.tee on Narcotics Abuse and
Control, July 27, 1987)

The disproportionate mmber of minority children affected by the
AIDS virus is a very serious problem. These children are too often
faced with single parent families in IV drug abusing comaunities that
place them at risk of school failure and poor health.

The problem of

[
-8

nori ty children and AIDS is very wuch a problem of
IV drug use within those commmnities of the inner cities. Whereas the
probles of AIDS in the white community has been predotinantly related fo
homosexuality it is more closely related to IV drug use among minorities,
with the possible exception of the Haitians.

These facts about the minority population are critical for
understanding the spread of AIDS especially in light of information that
shows that risk groups are likely to remain stable.

There is some reason to suppose it will stay confined to these

groups for the foreseeable future...the risk groups will be much the

same in five years as at present. (The New York Times, February 4,
1987)

C. GROWING NUMBERS OF CHILDREN WITH AIDS TRAGICALLY ABANDONED AND
ORPHARED BY THETR FAMILIES

The tragedy of children with AIDS or 'border babies' abandoned in

hospitals must be a priority. These children are victimized by the

rozhers who bore them.

O
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Metzenbaum, in testimony before the Subcommi ttee on Select Education of
the Comm ttee on Education and Labor (October 22, 1987), quoted a recent

Washington Post front-page article:

Last July, a drug addict, 7 months pregnant, was admtted to Harlem
Hospital Center in labor. Within hours she delivered a one and a
half pound baby. The next day she checked ot of the hospital,
leaving behind a daughter she did not name.

Mr. Mefzenbaum then stated:

Today that 9-month-old baby whose weight hovers around six and one
half pounds--lighter then many new-borns--1s dying of AIDS in the
hospital she never left. Doctors say she got the disease from her
mother, who returned only once for a visit.

The baby, who r.o spent her life encased in an oxygen tent, hooked
up to a hear? monitor, a nasal feeding tube and an 1ntravenous
antibiotic l.ne, is a member of a fast-growing second generztion of
AIDS victims: infected babies, most of whom are bom to drug-addir ¢
parents who are dying f the disease.

What do we know about these babies?

-Young children with HIV infection typically have at least one
drug-abusing parent. When there is such a parent in the family,
there may be at least one other child also with HIV *nfection. The
family obviously has serious problems.

-Chi ldren with clinical AIDS typically have two to three stays in a
hospi tal per year, with each hospi tal stay running approximately 10

148
What are the experiences of these babies? Senator Howard
to 15 days...

-Hosp1 tals have not yet analyzed data on the costs of care for these
children, which are just now beginning to be available. Such
analyses are underway. However, in general, hospi tals report that
the costs of health care for children with AIDS are higher than for
care for adults with AIDS, Estimated adult AIDS patients' care
costs range between $20,000 and $76,000 per year...

(Robert H. Parrott, M.D., testimonv before the Subcomm: ttee on
Selec; Zducation, Commi ttee on Education and Labor, October 22,
1987.
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While research for a cure needs to be high on the list of funding

prionties, it is clear to the Minon ty that money needs to be set aside

specifically to treat and to prevent children from acauring AIDS from

their mothers.

The Department of Health and Human Services has undertaken a mmber
of activities designed to prevent pediatric AIDS. None of these
activities were mentioned in the Majori ty report. They include:
research at NIH to study the natural history of AIDS, and rates of
perinatal transmission and drug treatment for children wi th AIDS.

Studies with AZT in children are ongoing:

The early results are quite promising: in several children who had
either learning problems or some evidence of neurological impaiment
because of AIDS, all showed improvement af ter receiving AZT...CDC
awarded funds for several new pediatric projects including studies
to assess the rates of iafection in young children in three
high-prevalence geographical areas. Studies are also being
undertaken to assess rates of infection in adolescents and to define
more clearly high-risk behavior in this age group. (Koop, Testimony
before the Commi ttee on Education and Labor, Oct. 22, 1987)

These studies will focus prevention efforts on children and youth,

and the Minority believes these efforts are critical.

The Office of Human Development Services has earmarked $1.2 million
for proposals to demonstrate innovative approaches to providing child
welfare services for infants and young children with AIDS. Day care,
respite care, foster family care and commini ty-based alternatives vo
hospitalization will be activities considered for funding. Sick babies
need help and the Minority wants to see those babies get i1. We believe
that the current and proposed funding under HHS and NIH to prevent and
treat pediatric AIDS ought to be a priority.

We applaud the efforts made by localities with the greatest numbers

of pediatric AIDS for responding. It appears that the most promising
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alternatives for caring for AIDS babies comes from New York and
California. In New York, Mayor Koch recently testified that:
AIDS spending for treatment, testing, counseling, education, and
other programs in fiscal 1988 will be $378 million, of which $100

million is city funds. (Mayor Edward Koch, testimony before the
Select Committee on Narcotics Abuse and Control, July 27, 1987)

There is no doubt that children sufferxrz from AIDS should not be
subject to further abuses by either the hospital systems or the foster
care systems. Innovative strategies need to be developed. There is no
disagreement. that more effective and cost-efficient options are needad.

Indeed, : 1is the right thing to do.

It is alsc clear that the only way to reduce the potential explosion

of AIDS among the children of IV drug users is to hold those mothers

accountable for their behavior.

There is very little in this report about responsibility. We read
of the horror stories of children being abandoned to die a painful death
alone but nothing of consedquences for those who killed thc... For the
most part, AIDS, as the Majority report notes, is a disease 1hat can be
prevented, a fact that the Majority report repeats mmerous times.
Therefore, 1t is a disease for which, in most cases, one should be held

responsible for its knowing transm ssion.

In the Majority report it is stated that the cost of canng for
abandoned infants with AIDS at the Harlem Hospi tal was $219,000 per
year, with a cost range up to $2400 per day. These costs are so
overwhelming thai 1t would most likely result in reductions in spending
for other needed programs, if society could or would supru.: such
expenditures on a large scale. If we really care about these kids, we
must. prevent moternal 1V drug abuse and focus on accountability because
adequate care is likely to be of limited availability - after the child

is bom AIDS infected is, after all, too late.

;




I1. AIDS and ADOLESCENTS: A TIME BOMB?

A. THE HETEROSEXUAL PREAKOUT

Discussing the sexual transwission of AIDS withcut mentioning
homosexual behavior in general and anal sex in particular is like
discussing syphilis without mentionirg intercourse. (Michael A.
Fumento, Commentary, November 1987)

The Majority report's discussion of adolescents is based upon
the threat of a heterosexual breakout of AIDS. The dangers of
homosexual activity and IV drug use are minimized. Anal intercourse
is pever mentioned. 'Gay and lesbian youth,' the Report says,
'present. special concems," but only because "these teens, in
struggling with their sexuality, freauently may have anonymous
homosexual encounters distant from home while maintaining and
engaging in heterosexual relationships in their neighborhoods. "

But the reality is auite different. As of June, 1987, 40% of
all AIDS cases among 13-19 year olds were homosexual or bisexual
males, 7% were IV drug abusers, and another 7% were both homosexual
and 1V drug abusers.(1) Thomas Starcher, Director of AIDS
Surveillance for the CDC, explains that though the CDC does not have
the exact number of adolescents thought to have received the AITS
virus *hrough heterosexual transmission, he believes that migber to

be ‘few, if any."(2)

Among adults, the overwhelming danger to homosexual males and IV
drug abusers is well-documented. o_xty-six percent of all cac =
aged 13 and up are homosexual or bisexual males; 17% are IV drug
abusers; and 8 are both homosexual and drv~ abusers; only 2% are
American bormn individuals believed to have contracted the disease

heterosexually.(3) The Center for Disease Control's chief

(asn
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epidemiologist, Dr. Harold Jaffe, has stated:

Those who are suggesting that we are going fo see an exp nsive
spread of AIDS in the heterosexual population have to explain
why this isn't happening.(4)

The question of tertiary transmission is of greatest importance
to the spread of AIDS among hrtcrosexuals. If tertiary transmission
remains rare then AIDS cannot spread far through heterosexual
means. Because CDC does not maintain figures on tertiary
transmission, one researcher sought information from individual

cities:

...1 contacted the four cities with the highest mmters of AIDS
cases directly. In tiree of them the mmbers of het:rosexually
transmi tted cases were a together so small - 18 of 3,661 cases
in San Francisco, 30 out of 3,459 in Los Angeles, 12 out of
1,344 in Houston - a. to leave little room for tertiary
transmissions. New Yo« City, with one-third of all reported
AIDS cases, has the dubious distinction of being the nation's
AIDS capital; its epidemic is also thought to be sl.>htly more
mature than that in San Francisco or los Angeles; and iis
tracking and identification of cases are probably the best in
the world. Of 11,217 AIDS victims, New York reports that 'zero"
nave been second-gencration heterosexual. (4)

In support of the contention that heterosexual transmission of
AIDS is increasing, the Ma®»rity Report cites evidence from three
sources showing a higher than average female/male ratic 2mong HIV
positive persons. The Majority argument and rebuttals to them

follow:

1. Results of the first six months of HIV testing of civilian

applicants to 1> military revealed that of those testing positive

for HIV antibodies, the male to female ratio was 2.69:1.

a. A report by the "NC to the Domestic Policy Council ci*~s

corrected rates among military applicants: 5.5:1.(5)

o 1
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b. Military statistics stowing males who have contracted AIDS
from females have not held up well under scrutiny, as is

demonstrated by the following account. (6)

In Colorade, county health workers near the military bases
of Colorado Springs were able to re-interview 20 active duty
persons who had tested positive. Of that group, 14
ultimately admi tted to homosexual contact, whereas only
four had admitted it to A~y interviewers: three others
were in fact IV drug users, whereas th. Army had found only
one. The civilian researchers, who specialized in
investigatiny sexually transaitted diseases, found that
only one of ihe original 20 fell clearly into the
heterosexuil transaission category.

A simi.ar re-evaluation of the data in New York City also
called 1nto auestion the military statistics. The largest
mmber of AIDS-posit:ive recruits wers in that area, and 25%
of them, or 23, subseauvatly called the city Health
Department's hot line for advice.

Ar first, many claimed they had contracted AIDS from
heterosexual contact with prostitutes, but later changed
their stovy. Of the 20 who agreed to come into the Health
Department office for counseling, 18 fell into the
high-risk categories, with 10 admitting to intravenous drug
use and an eight to homosexual activity. The one woman in
the group sard she had sex with an IV drug user. The one
man who might have contracted it from heterosexual sex
alone turned out, on retesting, not to be AIDS posi tive.

2. Dr.Hein also provided evidence suggesting increasing

heterosexual transmission of the AIDS virus among adolescents by

noting that among New York City adolescent AIDS cases, the male to

female ratio is 2.8:1.

a. Roughly one third of the nation's IV drug abusers reside in
New York GQity. Studies have found IV drug abusers in New York
City have an infecticn rate of about 603.(7) The one high nsk
group which is not overwhelwingly male 1s IV drug abusers: in
this group the male/fesale ratio is about 1:1.(S)

b. Studies show that most other cities have HIV infection rates

among 1V drug abusers far lower than New York City's. Central
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New Jersey has a 3% infection rate, Los Angeles has 2. 8%; San
Antonio 0-2%; Baltimore has 2%; Denver 5%; Tampa, Florida zero.(7)
Only cities on the East Coast have infection rates higher than
5%.(5) Therefore, it would stand to reason that NYC would also “ave
a higher percentage of AIDS cas.s who were drug abusers and their
female partners, but such a percentage would indicate nothing about

the rest of the country.

3. A recent study at an inner city STD clinic found that 6.3% of

the men and 3% of the women were HIV-infected. Of those with

positive test results, ope third of the men and nearly 50% of the

women were infected heterosexually.

a. This study was conducted in Baltimore where (as cited
earlier) HIV infection among IV drug abusers is estimated at 29%.

b. The Baltimore study found a higher rate of infection among
heterosexuals (not acknowledging other risk factors) than any
other study. Other STD citinic studies have found ~ates of
heterosexual infection (excluding other risk factors) of 0.5% in
NYC, 0.2% in Denver, and 0% in Seattle.(5)

c. In other studies, risk behavior was ascertained by more
reli able gethods than that used in the Baltimore study. For
example, the New York City study, ascertained risk behavior
through in-person interviews. In the Baltimore study, however,
risk behavior was ascertained through anonymous

self -administered aquestionaires.(S)
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B. WHY HASN'T AIDS SPREAD FASTER AMONG HETEROSEXUALS?

A recent stud” of 96 women who were the regular sexual partners
of IV drug abusers and bisexual men with AIDS and with the AIDS
virus showed that the women's risk of infection was significantly
increased by anal intercourse, and the frequency of intercourse.
Though only 23% of the women became infected with the AIDS virus,
women who practiced rectal sex were nearly 2 1/2 times more likely
to become HIV positive than those who did not. Also, infected women
were nearly five times more likely to have had at least 100 sexual
contacts with the HIV positive men.(9) From this study som~ experts
have estimated the heterosexual transmission rates from men to women

to be about 1 in 1,000 contacts. (4,10)

Many experts are also coming to believe that it is much more
difficuit for the AIDS virus to be transmitted from a woman to a man
than from a man to a woman. Of 885 patients identified by the (DC
as having received the virus through heterosexual contact, only
about 20% were men. Of these, 40% were reported from New York City
whicit subsequently screened these cases and found only 3 men who

appeared to have ceatracted AIDS from women. (6)

One apparent explanation for the low numbers of female-to-male
transmission of the AIDS virus consists in the absence of AIDS most
common facilitator; receptive anal intercourse. A second possible
explanation is that the virus exists in vaginal secretions in far
lower levels than in semen and blood, both of which contain high
mmbers of white blood cells. For this reason one author says that
women may well be the 'firebreak" which stops the spread of AIDS

among heterosexuals. (4)
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C. WHY ARE HOMOSEXUALS AT RISK?

Experts have come to believe that the overwhelming risk factor
vith regard to the sexual spread of AIDS is receptive anal
intercourse, a practice common among homosexuals. A recent. study of
240 men who became infected with AIDS found that 236 of them had
engaged in receptivc anal intercourse.(4) Anal intercourse presents

greater danger than vaginal intercourse for several reasons:

1) The rectum, unlike the vagina, is easily ruptured.

2) In the rectum, unlike the vagina, the blood supply is very

closs to the surface.

3) The vagina provides far more natural lubrication than the

rectum.

4) Condoms are far more likely to fall off or tear during anal

intercourse.

Other factors contributing to the greater likelihood of AIDS

transai ssions by homosexuals than by heterosexuals include:

1) Promiscuity - A 1581 (DC study of homosexual AIDS victims
found that they had, on the average, 61 different partners a
year. (4)

2) STD's - Homosexual males are 3 times as likely to get

gonorrhea, and 14 tizes more likely to have had syphilis than
heterosexuals. Hepatitis B, relatively uncosmon among non-IV
drug abusing heterosexuals, is epidemic among active

homosexuals. (Hafer, 1986)(8)
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3) "Fisting" - A practice among homosexuals which causes trauma

to the rectum.

D. ADOLESCENTS, AIDS, AND IV IRUG ABUSE

The Majority report minimizes the danger of IV drug abuse as a
means of spreading AIDS among heterosexual teens. In the discussion
of minority teens, IV drug abuse is never mentioned. The section on
IV drug abuse and adolescents covers less than one page and
highlights testimony that the youths 'most at risk for infection via
shared needles are hiéh school football players and other athletes

who share needles for steroid injection.”

Yet, as found by the Majoritv report, 23% of youth with AIDS 1n
New York City are IV drug abusers and 11% are the female sexual
partners of either drug abusers o~ bhisexual men. The overwhelming
majority of pediatric AIDS cases are those of babies born to women
who are either IV drug abusers or sexual partners of IV drug

abusers.

Heterosexuals are in danger from AIDS, but not primarily through
sexual activity. The extent to which AIDS spreads among
he terosexuals is due almost entirely to the behavior of IV drug
abusers. Pauline Ann Thomas, the epidemolog: st in charge of NYC's

AIDS surveillance program, explained:

In New York City, which has the highest mmber of heterosexual
cases, the statistics do not show significant heterosexual
spread through sexual contact, but rather through primarily
poorer people's use of IV drugs...It's not a zase of the
middle-class johns of prostitutes taking it back to their wives
1n the suburbs. Heterosexual spread is a drug problem--period.

(6)
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Dr. Robert C Gallo, the National Cancer Institute researcher who was

the co-discoverer of the AIDS virus, says:

There's no doubt in my mind we should be focusing on the
high-risk groups, particularly the addict problem. That and
Africa make everything else seem trivial by coa “rison. The
drug problem is a mess. It's a national and international
disgrace ot the first order.(6)

Finally, Surgeon General Koop explains:

...The bottom line is that if you ax. going to contain AIDS in
the United States, you've got to contain intravenous drug
abuse.(11)

E. AIDS, ADOLESCENTS, AND THE PROMISE OF SAFE(R) SEX

Mn AIDS education that accepts children's sexual activity as
inevitable and focuses only on 'safe sex' will be at best
ineffectual, at worst itself a cause of serious hamm. Young
people should be taught that the best precaution is abstinernce
until 1t is possible to establish a mutually fai thful
monogzmous relationship. (William J. Bennett, Secretary of
Education; C. Everett Koop, Surgeon General, January 30, 1987)

The Majority report auntes the same statistic five times- that
70% of the girls have engaged in sexual intercourse at least once by
age 20. It is as if repeating this fact enough times makes it
irreversible, or at least indisputable. According to the 1982
National Survey of Family Growth, 42% of all 15-19 year old

unmarried women had experienced sexual intercourse.

It is clear that a minority of school-age girls, regardless of
which survey you prefer, have engaged 1n sexual intercourse. The
presumption of inevitability is a key assumption 1f you dismss as
irrelevant, as the Majority has, the option of teaching
responsibil’ ty, character an’ the importance of sexual activity

being confined to inside marriage.
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Condoas and AIDS

On September 21, 1987, Suigecn General Koop issued a warning
that prophylactics have 'extraordinarily high" failure rates among
homosexuals. The same wamning, he explained, applies to
heterosexuals who practice anal intercoutse.(12) In an interview a
few days earlier, the Surgeon General explained why condoms fail

more often in aral intercourse.(13)

That's entirely different. The rectum was not made for
intercourse. It's at the wrong angle, it's the wrong size, it
doesn’t have the same kind of tough lining that the vagina
does. It has its blood supply directly under the mucosa.
Therefore, you would expect a great many more failures of
condoms in rectal intercourse than vou would in vaginal
intercourse, and it's important to know that.

The Surgeon General has explained that since writing his report on
AIDS which recommends condom use for both homosexuals and
heterosexuals, he has been "surprised" to find an almost complete

lack of research on condom failure rates and causes.(12)

Several recent studies show very high condom failure rates for

anal intercourse:

Prostitutes reported condoms broke up to 50% of the time during
anal intercourse, in . London study.(14)

Condoms frequently ruptured and slipped off in a Netherlands
study of 17 homosexual couples engaging in 200 acts of anal

intercourse with condoms.(15)

-One brand of condom slipped off at the rate of 33%.

Ic 162
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-One brand of condom's rupture rate ras 228, another was
203.

<Overall, the condoms had a rupture rate of 11% and a

siippage rate of 15%.

-The types of condams which offered the hest protection
were least likely to be used. ‘'The stiffest condoms szemed
to be safer than the others, but they were also the least

liked and therefore unacceptable to the participants.”

Condom-failure is not a problem for homosexuals only. In a
study conducted by Dr. Margaret Fischl at the University of Miami,
17 of uninfected wives of infected men became infected themselves.

{16) Dr. Fischl commented:

Although condom use appeared to decrease the rate of HIV
trammission, seroconversiun occurred.

These data suggest that condom use mav not afford complete
preo*action against the heterosexual transeission of AIDS.

Condous have long been used as a contraceptive among
heterosexuals. According to the 1982 National Survey of Family
Growth, 11% of single women and 14% of married women who use condoms
for contraception have unplanned pregnancies in the first year of
use. The failure to prevent pregnancy by condom use is especially
significant because a woman is fertile for only a few days each
wonth. In addition, the AIDS virus is one five hundreth the size of
a sperm cell, as Dr. Wayne Lutton told the Select Committee {June
18th hearing). Thus, the more porous condoms might allow
transaission even without breaking or slipping. The Surgeon General
has wammed previously that condoms made of lamb membrane material

(popular among homosexuals because they resist tearing) do not block
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the AIDS virus.(12)

Dr. Malcom Potts, one of the inventors of prophylactics

lubricated with spermicides, explains:

We cannot tell people how much protection condoms give....I'm
always amazed that we know the atomic structure of the AIDS
virus but don't know much about condoms.(17)

Dr. Bruce Voeller, president of the Mariposa Foundation, which
is conducting research on effectiveness and durability of condoms,

warns:

The safe-sex message just isn’t true... You're still playing a
kind of Russian roulette. Instead of having six bullets in the
chamber, you have one. (17)

In January, 1987, NIH announced that it will fund a study of

the effectiveness of condoms »nd spermicide in preventing AIDS

transmission under real life conditions.(18) The condom industry,
however, has launched an intensive cawpaign to weaken this study by
insisting upon less rigorous tests and standards. (19)

Beyond the problem of condom failure among both homosexuals and
heterosexuals lies the more difficult issue of mman failure. A
significant percentage of 'tondom failures' have in fact been a
matter of hman failure. loreover, there is strong evidence that
these human failures will occur more often among aiclescents than
among the population at large. For example, single women under 18
who use condoms to prevent pregnancy have an 18% failure rate in the
first year of use; 18-19 year olds have a 16% failure rate; 20-24
year olds have a 12% rate. By contrast, single women aged 30-44

have a 3% failure rate.(20)
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Surgeon General Koop's recent letter to the Journal of the

American Medical Association (JAMA) ontains some advice which could

provide the basis for a legislative initiative. Koop told the
nation's doctors, for the first time, that anal intercourse 'is
simply too dangerous a practice." His statement was so strongly
worded, in fact, some variation of it should appea;- as a 'Surgeon

General's warning' on every condom sold in this country. Koop said:

Do not practice anal intercourse; the rectal mucosa bleeds

ea: ° and provides an entry for HIV. Condoms provide some
protection, butf anal intercourse is simply too dangerous a
practice.

F. AIDS EDUCATION: HOW EFFECTIVE IS IT?

A survey of University of Maryland students found that though
95% of students knew about ALDS prevention, most of them did not
change their behavior.(21)

-0f students practicing anal sex, 68% said they made no change,
and only 27% said they practiced it less frequently.

-0f students having sex with prostitutes, 56% made no change,
and only 37% did so less frequently.

-0f students sharing needles, 76% made no change, and on., 14%
did so less frequently.

Researchers for the study concluded:

We found that knowledge is reasonably high, yet there is little
personalization of risk or behavior change due to AIDS.

These results are compatible with those of similar studies

across the country and around the world.

A review of four studies conducted at U.S. universities
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concluded:(22)

The collective results revealed that the majority of students
are reasonably knowledgeable about the rransmission of the AIDS
virus and proper preventive measures. Unfortunately, only a
minority are translating their knowledge into behavioral change.

A study of 303 homosexual men in northeast Ohio stated:(23)

We have concluded that educational efforts on safe sex
education in our area have resulted in clinically meaningful
behavior modification in only a small segment of the socially
and sexually active homosexual community,

The study found that only 28% practiced totally safe sex. 71%
persisted in some activities that have been clearly described as
unsafe. Three fourths of the persons participating in unsafe
activities nevertheless felt cumfortable that they had taken

adequate precautions.

A study of the massive AIDS educational effort 1n Britain

concluded: (24)

'The campaigns had no effect on changing sexual behavior,"
despite a "significant knowledge gain.'

Dr. Vernon Mark, of the Harvard Medical School, summarized the

fai sure of public education regarding condom use in his testimony

before the Select Committee in June, 1987:

The futility of educating the public to use condoms as the
primary tool to contain the HIV epidemic was revealed at the
recent Washington, DC conference on AIDS. This was illustrated
in two studies of gay men - a group supprsedly most educable to
changing their sexual behavior. In one, a national study
conducied on 4,955 gay men in 1984 showed that the use of
condoms doubled over the course of the first four visits to the
study center. However, over 66% of the 2500 men who still
engaged in anal sex did not use condoms and 44% used nitrite
inhalants to enhance their sexual ples~sure (which further
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contributes to user failure and irresponsibility). A second
study of 503 gay and bisexual men done in 1986 showed that 91%
were aware that anal receptive sex was the most risky sexual
practice and 90% knew that condoms could reduce the spread of
AIDS. Yet, 62% stated that they never or hardly ever used a
condom in insertive anal sex and 64% said that their partners
were guilty of the same dangerous behavior. Thirty-five
percent of them werc high op alcohal or recreational drugs
during sexual intercourse and this aay have confributed to the
lack of condom usage. Nor was the American gay comsumity the
only group to continue indulging in unsafe sex practices. The
British have reported very little change in high risk sexual
intercourse even after a massive national educational caxpaign
to promote the use of condoms. And American researchers
treating hemophiliacs s.fected with HIV agreed that a lack of
compliance in using condoms was their chief concern about
otherwise pristine sexual practices in this largely monagomous
cohort of AIDS patients.

G. SAFE SEX IN SCHOOL

Telling a pers~n who engages in high-risk behavior to use a
condom 'is like telling someone who is driving Crunk to use a
seat belt.'(17) (Malcolm Potts, President, Family Health

Ini tiative)

According to Surgeon General Koop, information gathered during
the winter of 1986 showed that 40 of the narion's 73 largest school
districts were providing education about AIDS, and 24 of the
remaining 33 districts were planning such education. Seventeen
states and the District of Columbia require AIDS instruction in
schools. Those courses usually begin in the seventh grade.(26) At
least five dozen videos have been produced for elementary and high
school use, and they are aggressively marketed. Helen Todd, film
and video sujervisor for the Memphis, TN, school system says, "I'm
constantly sending back videos." She has already bought five.(26)

The big question, not treateé in the Majurity report, is, 'What

do these AIDS education programs teach?' Though most texts,

with real conviction or effectiveness. For example, one widely used

teachers guide is Teaching AIDS: A Resource Guide on Acquired Immune

|
|
|
|
|
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|
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programs, and videos mention abstinence as an option. few promote it

E
167



165

Defici- aCy Syndrome, written by Marcia Quackenbush (quoted in the

Majority report) and Pamela Sargent. This text never specifically
recommends abstinence as the best and most effective way for an
adolescent to avoid AIDS. In a chapter on teaching plans, a section
addresses 'Hiow can we help change people's beliefs and behaviors

about. safe sex?", and gives this advice (p. 33):

1. Educate everyone about safe sex.

2, Educate everyone about condom use, including how and where
to get them, how to use them, how to talk about condam use with
partners.

3. Tell young people about family planning or health climcs
where they can get condoms for free or at cost.

4, Educate about how to make condom use part of the intimate
sharing of sexuality.

S. Edicate sexually active youth to always have condoms
available in situations where they might need them, so that
spontane1ty is not affected.

6. Others?

A recent. report by the Center for Population Options (CPO), a
promoter of school-based clinics, suggests these ways to promote

condom use among teens:(27)

-Encourage adolescents to carry condoms routinely to help out
friends or be prepared themselves for situations where 'it just
happened. "

-Assign homework such as purchasing condoms at a pharmacy. "In
some schools, students can't pass their health class wi thout
buying a condom,’ says the report.

“Ask students to submit two-line verses to a 'tondom couplet
contest."

A representative of the CPO, admitting that some of these
suggestions may sound 'surprising' conrends that the U.S, lags
behind much of the world in providing explicit information about

condoms.
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In Thailand, schcol children make a game of blowing up condoms
like balloons and at the same time get used to handling and
talking about condoms...In Hong Kong and Mexico, clear p_astic
key rings that encase a condom are distributed to teens. They
read, "In case of emergency, break glass."

The Solution

Teenagers® beliefs and convictions about proper sexual behavior
are more effective in shaping their behavior than mere
knowledge about devices such as condoms. Indeed, promoting the
use of condoms can suggest to teenagers that adults expect thea
to engage in sexual intercourse. This danger must be borne in
mind 1n any discussion. (AIDS and the Education of Our

(hi 1dren, U.S. Department of Education)

'Safe sex'' is not a new concept among adolescents. For at
least a decade and a half, federa®, state, and local goverrments and
schools have been teaching teens about safe sex. Unfortunately,
their efforts failed. Teens were told that contraceprives would
keep them safe from pregnancy but their pregnancy rate has

skyrocketed. So has their rate of sexually transwitted diseases.

In 1971, 3 out of 10 unmarried sexually active teenage#* girls
had become pregnant. Over the next decade contraceptive use by
these teens increased dramatically. But in 1976, 1979 and 1982 (all
the years that surveys were taken) still 3 out of 10 of these teens
had become pregnant. During the 11  :ar span from 1971 .0 1982, the
percentage of all unmarried teenage girls who had become pregnant
increased oser 508. Why? Because during that same period, the
percentage of ummarried fteenage girls who were sexually active also

increased by more than 50%.(28)

% 15-19 years old
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There are two basic variables which a£fect adolescent pregr~acy:
1) the percentage of ummarried teenage girls who are sexually
active,

2) the percentage of the above group who get pregnant.

Almost. two decades ago many government officials and
educators decided that it would be futile to try to prevent
teenagers from becoming sexually active. Therefore, efforts to
reduce teen pregnancy began to focus exclusively on encouraging
sexually active teens to use contr.- eptives. These teens did use
contraceptives, but did not use them very well. Their pregnancy
rate hardly budged. All efforts to affect the second variable came
to rought. In the meantime the percentage .f those who were
sexually active grew by more than half. Consequently, the
percentage of all urmarried teens who had become pregnant also grew
by more than half. In the end, the variable which no one thought
could be changed was the variable which made he a!fference.

Unforrmately, the difference was in the wrong directaon.

Government. officials and educators have learned a lesson from
this experience; but some have learned more than others. And some,
no doubt, understood the lesson all along.

A new AIIS prevention campaign announced in November, 1987, by
Mayor Edward I. Koch of New York City advises teenagers that the
best way to avoid AIDS is by saying no to sex. The campaign is a
180-degrce turn-around from the city's first ads introduced in the
previous spring. These ads, which encouraged wocen to carry
condoms, were rejected by most local commercial stations. Koch
explained that the new uds siress abslinence because of the belief
by many that the use of condoms or any kind of sex outside of

marriage is morally wrong. 'It is not a kook position. Now we have




to address that." (29)

Very few of the new 'safe sex" texts, videos, and other
learning tools omit some mention of abstinence. But all too often
the mention of abstinence a: an 'option amounts to little more than

lip service.

Secretary of Education William J. Bennett, is a strong advocate
of programs which clearly promote abstinence among unmarried teens
and help teens to achieve that goal. In addition, the Department of
Education booklet, AIDS and the Education of Qur Children clear.y

states that AIDS education within the scrools must be locally
determined and should:

*  Be provided with the consent and involvement of parents.
* Uphold monogamy in marriage as desireable and worthy.

*  Assist children in developing character with clear
standards of right and wrong.

*  Use materials 1ich are appropriate to the age and
development of the child.

The assumption that teenagers are inevitably sexually active is

incorrect. Teenagers want adults to explain to them on how to
msist the soci.l and peer pressures that result in dangerous
behavior.

*  Many young people want to say 'nho' to sexual activity.

- Mine out of ten girls under 16 wanted to learn how to say
'ho' to sexual activnity, according to a study conducted by

Atlanta'’s Grady Mesorial Hospital.

o 7
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The 18th Annual Survey of High Achievers, compiled by Who's
Who Among American High School Students, fonnd that 73% of

the students said that they never had sexual intercourse
and 61% believed that sex should not be expected in a
premarital romantic relationship. All the students

surveyed boast A or B academic averages.

#®  Educational programs that ewphasize responsibility teach ycuny

people to restrain their sexual behavior.

- The Communi ty of Caring programs, sponsored by the Joseph
?. Kennedy Foundation, teach sexuality in a context of
woral, ethical, and family values. The Joseph P. Kennedy,
Jr. Foundation established a network of Community of caring
programs 11 years ago to help combat the problems of
adolesent sexual activity and teen pregnancy. The program
orginally focused on helping pregnant teenagers have
healthy babies, but has expanded into other areas of
concern - especially pregnancy prevention. A new
curriculum, 'Growing Up Caring' has recently besn
implemented in five school systems. The curriculum is
based on the belief that teenagers become sexually active
because they have not perceived their sexuality in a moral
context. The program operates on the premise that any time
sex education is taught, it must be taught within the
context of the family and ethical values.

'Growing Up Caring' contains a section dealing with AIDS in
its teaching units for teachers, parents, and other
instructional personnel, 1Irs discussions and uctivities
emphasize morality and responsibility. For example, in the

section on drug abuse, a point is made that teenagers are

responsible not only for their health now but also for
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their ability to become productive citizens and to
establish strong and healthy families of their own.
'Growing Up Caring' has recently been implemented in five
school systems, and they report only 3% repeat pregnancies
after twelve months, as opposed to a 15% national average

reported by the Allen Guttmacher Institute.

"Pos tponi ng Sexual Involvement' is an Atlanta program which
helps adolescents 'resist pressures ro beccse sexually
active." 'Postponing Sexual Involvment" is a 'tiow to Say
No'! program targeted to 13-to-15 year olds and their
parents. The program is taught in Atlanta schools and is
being implemented thoughout Georgia. The program was
developed to help adolescents vesist pressures to become
sexually active. It cons.sts of a series of four one hour
sessions and 2 follow-up session. 'Postponing Sexual
Involvesent' does not simply present information but gives
teenagers the tools and skills they need to handle the
reality of their sexuality. It also identifies the sources

of societal pressures that are often responsible for early
sexual activity. Paruats receive a shortened version of
the lessons. 70% of students taking the course said it
taught. them adolescents can postpone sexual activity
without losing their friends respect.

'Sex Respect’ teaches young people to value their sexuality
more highly and to postpone sexual activity until

marriage. The U.S. Deparment of Health and Hman Services
reports in its assessment of the program: ‘positive and
encouraging changes in attitudes towards sexual behavior,
including the ability to control sexual desire."
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'Suddenly Sex Has Become Very Dangerous' (by Gooday Video

of Quero, Texas) stresses abstinence as the only sure means
of avoiding AIDS. Its distributors report it has been
adopted in over 1000 school districts, and has been highly

praised by the Arizona Department of Education, the
Virginia Department of Education, and local school

districts throughout.

'Responsible for Myself' is a San Marcos, California

program that teaches young people how to study, how to make
decisions based on values, and that "abstipence is the rnly
way for teenagers to deal with 3ex." Beliesing that
today's young people need to learn about responsibiiity
rather than learning by chance, at San Marcos Junior High
School (San Marcos California), the staff, parents and
commni ty mewbers put togther a program to encourage
students to be responsible for themselves. Focur g on
specific teenage problems such as sexual activity,drug use,
poor self esteem, and poor study habits and decision-making
skills, the planning group desigred a program titled

'Decision Making-Keys to Total Success.' The section of

the program entitled 'Sexuality, lommitment, as{ Fawily"
teaches children that adstine.sce i the only sensible way

for teens to deal with sex. It s¢eks to instill

apprec.ation for the creation of life, people. Negative
peer pressure and media influnce are also discussed. The
nrogram helped reduce adolescent pregnancies
signficantly-from 147 in school year 1984-85 to 20 in
school year 1986-87.

Positive influences can reduce sexual activity rates.
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When adolescents and their parents hold values which stress
responsibility, the teenagers' chances of having children
out of wedlock are 'sigrificantly’ reduced, according to an
analysis of the 'High School and Beyond Survey."

Alfred Kinsey in Sexual Behavior in the Hman Male shows a

posi tive correlation between greater church sctivity (or
greater devoutness) and greater abstention from non-marital

intercourse.

Strong religious convic*ions influence many teenagers to
avoid sexual activity. (Several studies have found that
young women 15-19 whio said religion was important. to them
and went to church were less likely to report having had

sexual intercourse)

A close mother-daughter relationship reduces the likelihood
of premarital sexual activity by the daughter.

Teenage girls who grow up in households with both male and

fewale parents are less likely to be se~ually active.

Certain educational programs stressing character and moral
restraint report success 1n affecting attitudes and

behavior. (See section below.)

Sexual activaty rates can decline as well as increase.

‘The percentage of chiidren who have had sexual i1ntercourse
is dropping for some tcens and leveling off for others
(e.g., the proportion of black adolescent girls who were
sexually active declined from 65% in 1979 to 53% in 1982

ERI

Aruitoxt provided by Eic:




173

after increasing from 51% in 1971 to 64% in 1976).
#  Most teenagers are not having sexual intercourse.
- For example, the majority of girls aged 15-19 have never
had serual intercourse, though the mmber of girls in this

age grouy who are sexually active increased from 28%
between 1971 and 1982.

The Logic of Abstinence for Teens

We have demonstrated thus far that AIDS education and condar
education have failed, that some alternative programs have indzed
worked, and there are other influences on teens that can posi tively
influence thes as well. What follows is yet another argument for
promoting what is always agreed is the most effective alternative

for kids: the logical argument.
1} Teens are risk-takers.

The Majority report notes that adolescence is a period
'cha) acterized by a sense of invulnerabili ty' (pg 27). In
othe: words, teenagers routinely accept physical risks that

othe s reject.

Beatrix A. Hamburg, a child psychictrist at Mount Sinai
Hospi tal in New York City, told The New York Times recently
that arourd age 10 ycungstcrs 'enter 2 risky period when
they do lots of exploring at a time when their cognitive
developsent has not yet. reached the point where they can
make judgments that will keep them out of trouble. They

O
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cannot really cowprehend laws of probability. And they also have

ideas of invulnerabilit, that permeate them that they can safely

take a known risk.” These influences seem to0 peak, the Times

article said, in the years between 10 and the mid-20s. (NY Times,

11-24-87)

2)

O
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Risk-takers will not alter their behavior unless they

teceive an unequivocal message to do so.

Our society has concluded that the most effective way to
reach those who krowingly endanger themselves though high
risk behavioy - whether it be consumption of digs,
alcohol, fatty foods, or tobacco - is through a message of
abstinence. Alcoholics Anonymous (AA) tells its members to
"just say no' to alcohol: drug counselors tell drug addicts
to "just say no" to dru-s; heart and lung specialists tell
their patients to '"just say no' to cigarettes and fatty
roods. But when it comes to AIDS, there are those who
advocate an ambiguous message that amounts to: engage in
sex, but be careful. Several years ago, a medical journal
published a study which recommended that alcoholics be
allowed an occasional drink. AA and other concemned groups
angrily disputed the findings, arguing in essence that the

only way to cure an alcoholic is through total abstinence.

As the Surgeon General has pointed out, only 3.0% of
sexually active teenagers \n a Massachsetts study used
contraceptive devices effectively.(page 39) Teenagers
simply will not ficed the mized =ossage favored by soac {'%o
ahead and have sex, but be sure to use a latex condom
supplemented with jelly or cream containing at least 65mg

of nonoxynoi-9"). If Dr. Hein is correct that teenagers

177
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tend to focus on 'toncrete' rather than "abstract" thinking
and "tangible' rather than '"long-term" factors, then the
Majority's style of AIDS education, which is itself

abstract and confused, is misguided.
Sexual abstinence makes sense for teenagers.

Contrary to the assertions in the Majority report,
abztinence is a reasonable message to impart to teenagers

because most teenagers are sexually inmocent.

By age 15, an age at which many teenagers have already
begun sex education classes, over 80% of the boys and 0%
of the girls have not engaged in sexual intercourse. Even
two years later,at age 17, the vast majority of girls and a
slight majority of boys are virgins. Clearly,to assume that
all 15 year olds are sexual sophisticates and structure
AIDS education courses around this false premise,

is to mislead and possibly harm many innocent children.
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ITI. THE NATIOIWIDE PICTURE

A. THE FEDERAL SHARE

The Majority report fails to yield a comprehensive picture of
(1) how much federal money is now going for AIDS related research;
(2) how much federal money is estimated for FY88 such research; (3)
the extent of a state's ability to contribute its own funds to

complement the federal war on AIDS.

It snould be noted that every year Congress has dramatically
increased money for AIDS related research. "In each fiscal year
since 1983, the Congress has increased the AIDS budget by 76% to
1158 over the previous vezr.' (GAO, 1987, p. 14) Recent estimates
by the Governm nt Accounting Office (August, 1967) show 'federal
spending for AIDS across all programs, including Medicaid and
Medicare outlays and Social Security pa- °nts, will total nearly
$1.3 billion for FY 1948." (Intergovet.mcntal Health Policy Project,
GWU, 1987)

An examination of the table below shows the dramatic increase in
AIDS related research from just the Public Health Service alonc.

1able 1 : PHS Expendirures/Budgets
or , Fiscal Years RELLN

Dollars in thousands

Year Amount
1981 (Actual) $ 200
1982 (Actual) 5,555
1983 fActual) 28,736
1984 (Actual) 61,460
1985 (Actual) 108,618
1986 (Actual) 233,812
1987 (Esimate) 447,375
1988 (Proposed) 790, 661

Swirce: U.S. Congressional Research Service, Federal Furding for
AIDS Research, Washington, D.C. (Feb.2, 1987), p.9 and HB.

1’;7(.
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According to the Office of Management and Budget, the federal
expendi tures “or AIDS have steadily evolved: in fiscal year 1986,
$436 million dollars went to AIDS 1elated research; in fiscal year
1987 estimates are as high as $839 million; and in fiscal year 1988
the estimate is $1,322,000,000. These figures include all AIDS
related monies appropriated for the Public Health Service, the
federal share of Medicaid, the departments of Defense and Labo., the
Social Security Administration and the Veterans Administration. The
breakdown of these figures show FY87 and FY88 dollars:

Federal Expenditures for AIDS, riscal Years 1987-1988
(dol.ars In millions)

Program or Department 1987 Amount 1988(estimated)
Public Health Service $494 79
Medicaid 210 375
Social Security 26 48
Veterans Administration 3} 44
Department of Delense 74 52
Department of Labor 1 1
Department of Justice 3 6
Department of State 1 S

Source. U.S. Congressional Research Service, Washkington D.C. Dec. 8,
1987,

B. THE STATE SHARE

It is impossible to get a nationwide picture of current resources
going to AIDS related research without looking at state expenditures:
'Since fiscal 1983-84, states have allocated more than $239 million in
g2neral revenues to AIDS activities -- starting at $9.3 million in
fiscal year 1983-84, increasing to $27.5 aillion in 1985-36, and
reaching $126.3 million by 1987-88.% (Intergovernmental Health Policy
Project, GWU, 1987, p. 2)

These mmbers do not include state spending through Medicaid. 'In
addition to the $126.3 million states have reported allocating to AIDS
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1
1
in fiscal 1987-88, the federal Health Care Financing Adainistration 1
(HCFA) estimatss the states will spend $300 million through Medicaid for ]

the direct medical care expenses of AIDS patients." | .nfergovernmental
Health Policy Project, GWU, 198/, p. 2)

Wbat Are State Funding Priorities?

States appear more willing to appropriate state dollars for
education and information programs and administrative activities related
to AIDS related programs. In addition, states are supplementing federal
grant funds to support counseling and testing programs and to develop

direct patient care prograas.

There is an increasing desand for testing and counscling services at
the state level and states appear to be putting more of their money into
testing than in previous years. ‘More than half of the states reporting
AIDS expendi tures are allocating funds to expand testing and counseling
services." (Intergovernmental Health Policy Project, GWU, 1987, p. 3)

All States Are Responding to the Threat of the AIDS Epidemic, Even

States With Low Incident Rates

It is clear in reviewing state-only, per-capita expendi tures that
the states with high incidence rates are spending more on a per-capita
basis. ‘However, the significant trend is that un increasing mumber of
states, even those with relatively low incidence rates, are allocating
funds in an attempt to manage the situation before it becomes a major
public health problem within their own borders." (Intergovernmental
Health Policy Project, GWU, 1987, p.5)
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Conclusion

The public policy goals in combatting the AIDS epidesic are
straightforward: to safeguard those who are not infected, to care for
those who are infected, and tc do everything that is mmanly possible to

save precious lives that are &t risk for this deadly disease.

It is time to move beyond ideology and to break up this public
policy stalemate. At the same time that we avoid hysteria, we must also
avoid obscuring the facts about transmission. What we know about AIDS
is sobering and it ought to trigger a more serious national response
than what we have witnessed thus far. A stronger, more comprehensive
national response means that federal, state, and local policymakers need
to closely examine all the facts, weigh the experc opinions as well as
the claims of advocacy groups in order to devise an eif=ctive, just and
humane policy that promotes the common good.

We must. integrate the ever changing factual evidence into
appropriate policy initiatives. We must be open to objections and to
criticisas but at the same time have the collective wisdom to know the
difference between tolerance and moral relativism. ¥e need to get on
vith the job of stopping the transmission of AIDS. We can do this with
a fimm clearheaded public poliCy aimed at a preventable disease.

Dan Coat., Ranking Minority Mesber
Frank Wolf

Barbara Vucanovich

Jack Kemp

Ron Packard

Beau Boulter

Denny Hastert

Clyde Holloway
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