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AIDS AND YOUNG CHIUDREN IN SOUTH
FLORIDA

MONDAY, AUGUST 17, 1989

HouUSE OF REPRESENTATIVES,
SeLecT CoMMITTEE ON CHILDREN, YOUTH, AND FAMILIES,
Washington, DC.

The select committee met, pursuant to notice at 10:08 a.m., at
the University of Miami, Jackson Memorial Medical Center, Mail-
man Center for Child Development, Auditorium 8th floor, 1601
NW. 12th Street, Miami, FL, Hon. George Miller, presiding.

Members present: Representatives Miller, Lehman, and Durbin.

Staff present: Ann Rosewater, staff director; Karabelle Pizzigati,
professional staff, and Carol M. Statuto, minority deputy staff di-
rector.

Chairman MiL_grR. The Select Committee on Children, Youth,
and Families will come to order, for the purpose of conducting a
hearing this morning on AIDS among young children in Florida.
And I want to begin by thanking my colleague and Senior Demo-

crat on this committee, Congressman Bill Lehman =~ o
tion to come here to discuss this very, very troulb. "
matter and for all of the help that he and his office © 2uin

arranging this hearing for this Select Committee.

I would also like to thank the University of Miami, Jachson Me-
morial Center and the Mailman Center for their support for this
hearing. I would have to say that Jackson Memorial Hospital has
been a major contributor, ify you will, to the body of knowledge of
the Select Committee over its six years of existence, they have
helped us make some public policy decisions with respect to health
care for children and to other emerging problems that we have wit-
nessed in this country, they have also shown us in hearings and in
evidence presented to this committee some of the ways that we can
avoid not only the tragic cost of uncared for children and families,
but some of the very real financial costs to our society by not pro-
viding first class care at the right times, but rather a lot of remedi-
al care later on in the process.

This hearing on AIDS in young children was one of the most dif-
ficult subject matters that Lnis committee has undertaken. It was
extremely hard to see these children and to talk to their families:
to talk to those who are providing care and to see these victims
who really essentially are the smallest victims——the littlest victims
of our failing war on drugs and our failed policy with respeci to
drugs in this country, to hear, as we will this morning, testimony
of care givers that are stretching every conceivable resource to try

(D
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to provide help both to the children and to their families. This
story is not terribly different than in other areas of this country
where the Select Committee has heard testimony; where we have
listened to individuals talk about trying to find sufficient resources,
not only to treat the infected babies, but also to try to stem the tide
of children born with AIDS.

This is a Eroblem that, considering the numbers, is going to con-
tinue to rush at the Congress. It is going to be expensive. It is going
to be difficult and it is going to have to be long term. This is not
something that is going to be remedied with slogans or one-year po-
litical campaigns. This is going to require a sustained effort on
behalf of the Federal Government.

[Statement of Hon. George Miller follows:]

OPENING STATEMENT OF HoN. Grorce Mitirr, A REPRESENTATIVE IN CONGRESS FROM
THR StaTe oF CALIFORNIA, AND CHAIRMAN, StircT CoMMITTEE ON CHILDREN,
YoutH, AND FaMiuESs

The Select Committee on Children, Youth, and Families has come to Miami today
to nddress the rising tide of AIDS among Florida's infants and young children. It is
especially notewarthy that the Select Comnmittee is in Florida to continue its investi-

ation, begun three years ago, for this State has just climbed into second place,
AltIlJ‘Snd New York, with its tragically high number of reported cases of childhood

Let me give special thanks to my collcague on the Select Commitice, Congress-
man William Legfncan. the ranking Member of our Committee and a long-time advo-
cate for children in Congress and in this State. Without his invitation and assist-
ance, we would not be in Miami today.

I would also like to thank the University of Miami Jackson Memorial Medical
Center for hosting the Select Committee once again aad for their commitiment and
compassion in treating Florida's most vulnerable babies.

During the last decade, AIDS has emerged as one of the most serious public
heaith threats of >ur time. It is commonly perceived, however, that the AIDS epi-
demic has stabilized. But as Florida most powerfully demonstrates, for mothers, and
all too often their babies, this is not the case. In Florida this year, 1,000 women in-
fected with the AIDS virus will give birth, and as many as half of their newborn
children will develop AIDS before their fifth birthday.

Nationally, the escalation for children is 80 rapid, that in Lss than theee vears, at
least 10,000 to 20,000 children will be HIV-infected. Forty percent of all pediatric
AIDS cases were reported in 1988 alone.

These babies are the littlest victims of our {ailing war on drugs, which daily pro-
vides an ever-expanding pool of drug-exposed infants at great risk of having the
AIDS virus. A recent Select Committee survey found a three to fourfold increase in
druﬁ exposure among newborns in major metropolitan hospitals across the country,
Public health experts project that more than 10,000 substance-exposed infants will
be born in Florida this year.

Minority children a. e without question the hardest hit by this onerous virus, with
more than three-fourths of all childhood AIDS cases affecting Black and Hispanic
children, and an even greater percentage ir Florida. Already at greater risk for pov-
erty and poor health, these children bear the brunt of failing policies and insuffi-
cient resources and attention.

As tragic and costly as this epidemic has been., there is some light at the end of
the tunnel. At our first hearing on infants born with AIDS and drug addiction in
1986, James Oleske, a pediatrician from Newark, New Jersey, warned us that aban-
doning these children to certain rapid death was a serious mistake and lamentable
policy. He has since documented that providing a comprehensive and compassionate
course of care results in more and better days of life than we might ever have ex-
pected for these children.

Today we will learn about other advances in medical care and social supports that
provide hope and new opportunities for improving these children’s life chances. We
will also hear from noted pediatric AIDS researchers, clinicians and community
leaders from South Florida and comununities such as Miami and Belle Glade that
have been heavily afTected.

Welcome. 1 look forward to the testimony we will Lear today.
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AIDS AND YOUNG CHILDREN IN SOUTH FLORIDA

A FACT SHEET

AIDS AMONG TOP TEN CAUSES OF CHILD DEATHS

*

AIDS ranks as the ninth leading cause of death among children
ages 1 to 4, and seventh in young people ages 15 10 24. If
current trends continue, AIDS will move into the top five causes
of death in the next three or four years. (Secrctary's Work
Group on Pediatric HIV Infection and Discase, U.S. Department
of Health and Human Services [HHS], November 1988)

As of June 1989, there were a total of 99,936 reported AIDS
cases in the U.S. Of that number, 1,681 involved infants and
children under age 13. (Centers for Disease Control [CDCJ, July
1989)

The number of pediatric AIDS cases has incrcased steadily over
the past 5 years, with 85% of the cases reporied sincec 198S.
40% of the pediatric AIDS cases were reported in 1988. (DHHS,
Health Resources and Scrvices Administration [HRSA], July
1989)

For every child who actually has AIDS, another 2-10 children are
cstimated 10 be HIV-infected. By 1991, it is estimated that at
least 10,000-20,000 U.S. children will be HIV-infected. (HHS,
November 1988)

AIDS CASES FOR FLORIDA'S CHILDREN AND ADULTS AMONG

NATION’S HIGHEST

*

Florida, with 8,019 AIDS cascs reported, ranks third nationally
in the total number of AIDS cases reported, behind New York
(23,030) and California (19,821). Of these stales, Florida has
seen the greatest increase in the rate of infection, up 56% in the
past two years. (CDC, July 1989)

Florida has the second highest number of reported pediatric
AIDS cases (215), following New York (500). The city of Miami
alone has seen 105 reported pediatric AIDS cases. (CDC, July
1989; Dade County AIDS Surveillance, HRS, July 1989)



. In a study of 50-609 (11,588) of Dade county babics born
between July and December 1988, 102 newborns tested positive
for HIV antibodies, suggesting that 170-200 babies were bhorn
HIV-positive during this period. (Florida Department of Health
and Rehabilitative Services {Florida HRS], May 1989)

MINO LDREN HIT HARDEST BY AIDS

* Black children constitute 15% of the nation’s children, yet
account for 53% of all childhood AIDS cases. Hispanic children,
who represent 10% of U.S. children, account for 23% of all
pediatric AIDS cases. (CDC, July 1989)

¢ Eighty-seven percent of Florida pediatric AIDS cases involve
minority children (80% black and 7% Hispanic). In Dade
County, 91% of the pediatric AIDS cases involve black children
and 7% Hispanic children. (Florida HRS, May 1989, Dade
County AIDS Surveillance, HRS, July 1989)

HIV_INFECTION PROMINENT IN FLORIDA HETEROSEXUAL
COMMUNITY

* Nationally, 29% of all reported AIDS cases involve heterosexual
persons, compared with 41% of all reporied AIDS cases in
Florida and 47% of cases in Dade County. (CDC, July 1989,
Fiorida HRS, May 1989)

¢ While women represent approximately 9% of reported AIDS
cases in the U.S., they represent 12% of reported cases in
Florida. (CDC, July 1989; Florida HRS, July 1989)

MORE AND MORE NEWBORNS AT RISK

* Over 75% of AIDS cases in children result from perinatal
transmission. Pediatric AIDS specialists estimate that 30-50% of
infants born to HIV-infected women will be HIV-infected.
(CDC, 1989; Association for the Care of Children’s Health

[ACCH], 1989)

¢ Nearly 1,000 women infected with the AIDS virus will give birth
in Florida in 1989, and 300 to 500 of their newbomn children will
develop AIDS before their fifth birthday. (Florida HRS, March
1989)




Of children who became infected perinatally, 739 have mothers
who are either IV drug users or the scxual partners of IV drug
users. A recent 15-city survey found a three to four fold increase
in drug exposurc among newborns in maior metropolitan
hospitais. (HRSA, July 1989; Sclect Commitice on Children,
Youth, and Familics, 1989)

In Florida, a 1986 statewide survey of 25 hospitals with nconatal
units revealed that as many as 5,000 babies werc born with
symptoms or cvidence of drug, primarily cocaine, cxposure.
Estimates indicate that over 10,000 substance-exposed infants will
be born in Florida this year. (Coler, July 1989)

PEDIATRIC AIDS BURDENS HEALTH CARE SYSTEM

]

By 1991, one out of ten U.S. pediatric beds may be occupied by
an HIV-infected patient. (HHS, November 1988)

Treatment and support services for an eligible perinatally-infected
infant can be expected 10 cost Medicaid from $18,000 to $42,000
per year. In Florida, the average annual health care cost in 1986
for children with HIV-related diagnoses was approximately
$20,000. (HHS, November 1988)

TREATMENT OF PEDIATRIC AIDS CAN MAKE A DIFFERENCE

.

The provision of comprehensive care services 10 children with
AIDS has decreased the immediate mortality rate from 65% to
35%, reduced the average hospitalizations from 2-3 per year to
1-Z, and cut in half the average length of stay from 30 to 14 days.
(Oleske, Chiidren’s Hospital, Newark, NJ, personal communica-
tion, 1989)

A study of 21 pediatric AIDS cases found that the continuous
infusion of AZT produces significant improvements in appetite,
weight gain, and neurologic development of the children,
including better 1Q scores and adaptive behavior. (Pizzo, October
1988)

The life expeciancy of an HIV-infected infant varies. Many
children who show symptoms before the age of 2 die within a
year of diagnosis. Other children do not become sick until they
are 5 or 6, and with aggressive medical treatment, may live for
¢ number of years. (ACCH, 1989)

8/1139
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Chairmen MiLLEr. And 1 want again to just thank everybody
here for their participation in helping us to deal with this subject
matter %;g hopefully heiﬂg ui as weComake policy gel‘l:islims in Wm-
uﬁon’ , .Aﬁm'n, my thanks to Congressman Bi hman. ,
Bill, I would like to recognize for any statement you may have.

Mr. Lenman. Thank you, Mr. Chairman. | have a statement,
which I ask unanimous consent that it be accepted in full for the
committee record.

Chairman Mmigr. Without objection, so orderad.

Mr. LEaMAN. And I will summarize it. I want to thank you and
our colleague from Illinois, Richard Durbin, for being here. You
have your own problems in your own Districts, your own concerns
in your own Districts and we appreciate here that you are taking
time out to deal with the problems that we have here.

I want to thank Ira Clark for helping us set up this meeting and
being able to bring the panels ugxﬁher 80 that we can help deal
with some of the problems facing this community.

This is not a local problem. AIDS is a massive problem, but this
community in particular faces intense problems with AIDS, espe-
cially in relation to AIDS in newborn babies. .

This year the number of AIDS patients will double, the number
of AIDS patients in children will double. As I said, AIDS is not a
local problem, it is a national problem, but because of the integra-
tion of Miami and the Jackson Memorial Hospital, a key treatment
center and a research center, we have to dearwith the AIDS prob-
lem at a local level and what we are going to do here can be ap-
plied nationally.

A couple of statistics, Florida now is number two of all the States
in the number of AIDS cases ard half of those are right here in
Miami. And also, although it is known as number two in gross
numbers, in the rate of growth of AIDS cases, it is now number o.4e
in the whole United States.

It is truly a public health gggblem, and cuts across the board. At
the present time there are cases in the State of Florida that
deal with children. And I think that this is, as the Chairman said,
the most tragic aspect of AIDS as it affects these tiny innccent vic-
tims,

We have two problems with AIDS. One of the problems of course
is financial, but even more is the problem of com ion for the
victims, the unfortunate victims, especi:ily the small ones that are
infected with the problem of Immune Deficiencies Syndrome.

I am sure though the community will benefit from the insight
and the experience of our distinguished ;:anelists and we can take
back to Washington to deal with, at the Federal level, in whatever
way that we can to alleviate the intensity of this situation.

OPxNING STATEMENT oF HON. WiLLIAM LENMAN, A REPRESENTATIVE 1IN CONGRESS
From ™z STavE 0F FLorioa

Mr. “hairman, [ want to welcome you and the cther members of our committee to
Miami. Thank you for coming here today.

This is not the easiest place to visit in the middie of summer. I think the fact that
you came to Miami in August is a strong indication that you attach the same impor.
tance as I do to the massive problems this oommunit‘y aces because of AIDS, par.
ticularly AIDS in babies. I'm told that the number of children with AIDS in Dade
County is expected to double this year alone.

11
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Some people believe that the AIDS epidemic is a local problem, that the federal
government does not have mrsonsibility in this area. I think that viewpoint is
wrong, and dangerous. We heard the same talk about the drug epidemic, when d
abuse was primarily a problem of inner cities, NowpolhshowmostpeoPleth'i:g
drugs are one of our most serious problems. | think the same is true for AIDS. The
waming signs are plain. We simply cannot afford to ignore them.

One of the reasons | invited Committee here in the first place is because we
are fortunate o have so many experts on various aspects of the AIDS problen:.
Many of these people have national reputations in their fields. 1 we meet
here ot the Mailman Center because the University of Miami/J Mesmorial
Hospital is 8 key AIDS treatment and research center.

A quick review of a few statistics helps explain why there is s0o much expertise in
8. Florida on the AIDS problem: Florida has the second highest number of pediatric
AIDS cases of any state in the country; about half of these cases are in the(h:fof
Miami alone; Florida ranks No. 1 of all the states in the rate of increase of AIDS
infections, and No. 1 of all the states in the number of hetercsexual AIDS cases. In
fact, in Dade County almort half of the AIDS cases involve hetercsexuals. This last
::;:tistic shows that AIDS is truly a public health problem in the broadest sense of

word.

But nowhere is AIDS more tragic than when it affects children—the moet inno-
cent and vulnerable in our society. At preseat, thes numbers aren't great—215 pedi-
atric AIDS cases in the State of Florida, comgared with over 8,000 cases of AIDS in
adulta—but that number is expected to double this year alone. And these babies
have an enormous impact on health care and social services that is disproportionate
to their numbers,

I would like people in our community and decision makers in Washington to
know more about this lem—ita extent, its growth, what it does to children and
families, the impact it on health care and social services in our community, how
much it costs us in both human and economic terms, and who ends up paying.

The experts tell us that the problems facing Dade County today are going to face
many other communities in just a few rs. Government leaders all over the coun-
try are looking to us to see how to handle the AIDS epidemic.

I am confident that the committee will benefit from the insight and experience of
the distinguishec panel of witnesses we will hear from today.

Chairman MiLLer. Thank you, and I would also like to introduce
and to recognize, Congressman Richard Durbin, who is a member
of the Appropriations Committee, as is Chairman Lehman, of the
House of gepresentatives, and also a member of the Select Commit-
tee, who has been very much involved in the health problems of
young children with this committee. Dick?

Mr. DursiN. Thank you, Chairman Miller and my colleague Bijl
Lehman.

As George Miller has indicated, I serve on both the Appropria-
tions and Budget Committees, in addition to this Select Committee.
I would have to tell you that of the three committee assignments,
this may be the most thought provoking. Each week we consider
new issues in Washington that relate to the future of America.
That relate directly to the children, youth and families of America.

Today and this morning we will address the emergency of a gen-
eration of new Americans. New Americans who are unfortunatel
the tragic victims of today's society. These kids have been handi-
capped by new problems, new diseases, new addictions. They are
infants victimized by AIDS and in other hearings we have consid-
ered their counterparts, victimized by cocaine addiction, fetal alco-
hol syndrome and so many other problems.

These children who should be our hope, now have emerged as a
troubled legacy of today’'s America. We will consider of course this
morning, education, prevention, treatment, but most of all I hope
we emerge with an understanding of what we are dealing with in

12
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terms of not only a problem here in Southern Florida, but a na-
tional challenge as well.

I want to say in conclusion here, that I particularly want to
salute my colleague Bill Leliman for his caring, thoughtful and ef-
fective leadership in the House of Representatives. Miami, Florida
and the nation is fortunate to have Bill's representation and I look
forward to this hearing.

Chairman MiLier. Thank you. We are going to hear from two
panels this morning. The first will be made up of Dr. Margaret
Oxtoby, who is the Chief of Pediatric and Family Studies Section
irom the AIDS Program for the Centers for Disease Control of At-
lanta, Georgia; Dr. Gwendoiyn Scott, who is Professor and Acting
Director of Pediatric Infectious Disease and Immunology, University
of Miami School <{ J4edicine; Dr. Deanna James, who is the Medi-
cal and Executive Director of the C.I. Brumbeck Ccmmunity
Health Center in Belle Glade; and, Ana Garcia, who is the Associ-
ate Coordinator of the University of Miami Pediatric AIDS Demon-
stration Proiect, Department of Obstetrics and Gynecology from
Miami, Flora.

If you will come forward, we will take your testimony in the
order in which we have called your name. Your written statements
will be made a part of this record in their entirety. The extent to
which dyou want to summarize or highlight, please feel free to do
80. And welcome very much to the committee and we thank you for
taking your time and your trouble to make your presentation here
today. And v-e want you to know how much we appreciate it. Dr.
Oxtoby, we will start with you.

STATEMENT OF MARGARET OXTOBY, M.D., CHIEF, PEDIATRIC
AND FAMILY STUDIES SECTION, AIDS PROGRAM CENTERS FOR
DISEASE CONTROL, ATLANTA, GA

Dr. Oxtony. Thank you. Mr. Chairman, and members of the com-
mittee, I am Margaret Oxtoby, Chief of the Pediatric and Family
Studies Section in the AIDS Program, Centers for Disease Control
and 1 am pleased to represent C.D.C. in briefly discussing our ef-
forts to prevent HIV infection in children and youth.

First, I would like to provide some background information about
the epidemic. By early July about 100,000 cases of AIDS had been
reported to C.D.C. Of this total number of 100,000, approximately
1,706 or 2 percent were in children less than 13 years of age. An-
other 400 were in adolescents.

Approximately 4,000 AIDS cases, 4 percent of all cases, were di-
agnosed among those aged 20 to 24, and 16,000 were diagnosed
among those 20 to 29 years old. All together 20 percent in that
yourg adult group. Because the average incubation period from
HIV infection to AIDS is eight to ten years, many of those young
adults diagnosed in *heir 20's most likely were infected with HIV
as adolescents.

The first cases of pediatric AIDS were reported in 1982, about
one year after the initial adult cases were reported tc CD.C. We
project that by 1991, over 3,000 AIDS cases among children will
have been reported, with over 1,000 in 1991 alone.

13
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In addition, some children will develop other HIV-related iliness-
es that do not meet the current criteria, but these children will
still require intensive medical attention.

So, therefore the reported cases under represent the extent of ill-
ness in this age group. Based, however, on reported cases alone, pe-
diatric AIDS is already the ninth leading cause of death among
children one to four years of age, and the seventh in young people
between the ages of 15 and 24, and is increasing rapidly in compar-
ison with other causes of death.

Mother-to-child transmission of HIV, during pregnancy, delivery,
or through breast feeding, accounts for three-quarters of all of the
children reported with AIDS. And this problem of mother-to-infant
transmission is likely to increase, since in cases reported before
1984, 7 percent were In women, and currently over 10 percent of all
cases are among women.

Of children born to infected mothers, approximately a third will
become infected with HIV. The mothers of these children, about
slightly over half, are women who have used IV drugs, and most of
the remainder were probably infected through sexual contact with
an infected er.

It should be noted that children can also be infected through con-
taminated blood products, but this risk has been now virtually
eliminated in the United States. Other possible modes of transmis-
sion include sexual abuse.

Although AIDS cases in children have been reported from nearly
all States, 55 percent of cases come from New York, New Jersey
and Florida, primarily from the large urban areas. And three out
of four children with AIDS are Black or Hispanic.

I would like briefly to mention the ways in which C.D.C. is ad-
dressing the problems of pediatric HIV infection. First, through
surveillance for HIV. National surveillance for AIDS cases is con-
ducted in all States and Territories. In addition, C.D.C. is conduct-
ing expanded surveillance for all HIV infection, in several geo-
graphic areas, to define better the extent of the problem in this
population. And lastly, C.D.C. is supporting HIV seroprevalence
surveys in neonates in nearly 40 States and also in young children
attending outpatient clinics in several cities, including Miami.

The National Institute of Child Health and Human Development
also funds neonatal surveys in an additional five States. In Florida,
results from the first 60, neonatal samples tested, showed that
293, or .5 percent, were positive for HIV, meaning that one in
every 200 women bearing children was infected with HIV.

Based on preliminary data, we anticipate that over 5,000 women
in the United States, nationally, who are infected are bearing chil-
dren, and of those children 1,500 or 2,000 would be infected.

C.D.C. is supporting several perinatal research projects, which
are seeking to define risk factors for transmission to evaluate new
tests for diagnosis of HIV and assess the effect of pregnancy on
HIV; also to describe better the course of disease in infants, and
the children in these studies will be entered in NIH sponsored
treatment trials whenever possible.

Lastly, C.D.C. supports a number of HIV prevention sctivities.
First, perinatal AIDS prevention projects include activities de-
signed to encourage the effective use of contraception among HIV

14
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infected women, and women at high risk of infection who wish to
avoid pregnancy. Eight of these projects were directly funded by
C.D.C,, starting in 1988, and are expected to be expanded this year
to cover other areas with the highest potential for HIV infection
among women.

The projects seek to determine and to overcome obstacles to ef-
fective use of contraception in the various populations at highest
risk for HIV. And two of these projects are in South Florida:

C.D.C. has also worked closely with the Office of Population Af-
fairs to include HIV prevention training in programs carried out
by Title X Family Planning Regional Training Centers. Over 4 mil-
lion sexually active women visit federally funded family planning
clinics each year, but many of the staff working in these clinics
have lacked the skills and knowledge to provide appropriate HIV-
related services.

In addition to those perinatal HIV prevention efforts, C.D.C. es-
tablished in 1987, a program to help schools and other agencies
that serve youth to implement effective education to help young
people avoid risks for HIV infection and to deal with other impor-
tant health problems. The schools are a particularly important
focus for HIV prevention, since more than 45 million young people
are enrolled in elementary and secondary school and 12 million in
colleges and universities.

The C.D.C. program integrates several systems to enable schools
and organizations that serve youth not in school, to implement ef-
fective AIDS educational strategies that are consistent with com-
munity values and needs.

Lastly, to reach the general public, C.D.C. initiated a national in-
formation campaign in 1987, with the theme “America Responds to
AIDS”, to give v sipility and national significance to actions that
will prevent HIV infection. This year, C.D.C. launched the “Par-
ents and Youth” phase of the advertising campaign. And this
phase is designed to facilitate communication between parents and
youth and their children, regarding HIV prevention. These efforts
are being implemented together with national youth and educa-
tional organizations and State educational agencies

The C.D.C. continues to work together with other Federal agen-
cies in response to the epidemic. In 1988, the former Health and
Human Services Secretary, Otis Bowen, established a Workgroup
on Pediatric HIV Infection and Disease, which was chaired by Dr.
Antonio Novello of NICHD, and was composed of representatives
from all major elements of the Department, including Family Sup-
port Administration, Office of Human Development Services,
Health Care Financing Administration, Social Security Administra-
tion and the Public Health Service. This workgroup made a
number of recommendations in the areas of research, care, preven-
tion and financing and we hope to continue to work, or mark
progress toward carrying out these work group recommendations.

Thank you.

[Prepared statement of Margaret Oxtoby, M.D,, follows:|
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PREPARED STATEMENT OF MARGARET OxTo8y, M.DD)., CENTERS FOR Diszasg CONTROL,
Puauc Hratti Service, US. DepARTMENT oF HEALTH AND HUMAN SFERVICES,
ATLANTA, GA

Mr. Chairman and Members of the Committes:;

1 am Msrgaret Oxtoby, Medical Officer, Centers for Disesse Control, and I am
pleased to represent CDC {n discusoing our efforts to prevent HIV infection

and AIDS in children and youth,

First, I would like to provide dackground information about the problem of HIV

infection and AIDS in the pedistric population.

Although most of the attention in pediatric AIDS has deen focueed on infants
and younger children, HIV i{nfection 1o also & significant problem for the
older "pediatric” population, {.e., sdoleacents who may de sexually active or
using intravenous (IV) drugs. For these purposes, wo will digcuss the range

of CDC activities directed towards children s= well as adolescents.

As of June 30, 1989, 99,936 cases of AIDS had been reported to CDC. Of this
total mmbder, 1,681 (approximately 2 percent) wvere in children less than 13
yesrs of age; another 389 were in adolescents 13-19 years of sge. An
additional 4388 AIDS cases (4 percent of el1 cases) vere diagnnsed among those
aged 20-24, and 16,157 cases (16 percent of all AIDS cases) were diagnosed
among those 25-29 yeers-old. Because the average incudbation perlod from
infection with HIV to the development of AIDS is 8-10 years, many of the young
sdults 20-29 years of age most likely vere infected with HIV ss adolescents.
Pediatric AIDS {s already the ninth leading cause of death mmong children 1 to
4 yesrs of age, and the seventh in young people between the sges of 15 and 24,

and s {ncressing rapidly in comparisen with other rauses of death.
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The issues of AIDS in children less than 13 years of age are very different
from those related to adolesceats. Therefore, I will consider these two

groups separately.

The first cases of pediatric AIDS were reported in 1982, asbout one year after
the initial adult csses of AIDS vere reported to CDC. CDC projects that by
1991, over 3000 cases among children wiil have been reported, with over 1000
reported in calendar year 1991 alone. An additiongl, bdut unknown, number of
children will develap HIV-related fllnesses that do not meet the currently
defined criteria for AIDS, but will still require {ntensive medical

attention. Therefore, reported AIDS cases underrepresent the extert of
significant HIV-related illness in the pediatric age group. Pediatric A1DS is
aslready the ninth leading caune of death among children 1 to &4 years of age,
and the seventh in young people betveen the ages of 15 and 24, and is

increasing rapidly in comparison with other causes of death.

Children may be infected with HIV dy congenital or perinatal transmission from
mother to child during pregnancy, during delivery, or following birth through
breast feeding. The problem of mother-to-infant transmission is likely to
increase because the proportion of female AIDS cases has risen fram 7 percent
reported prior to 1984 to 10 percent in 1988. Approximately 25 to SO percent
of the infante born to HIV-infected mothers will become infected with HIV.
Over 75 percent of AIDS cases in children result from perinatal transmission.
Of this group, 73 percent of the mothers were intravencus (IV) drug users or
vere sexusl pertners of IV drug users. Children also can be infected through

transfusions of dblood or blood products, although this risk has now been
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virtually eliminsted {n the U.5. Other possible modes of transmissicn include

sexusl aduse.

Although AIDS cases in children have been reported from 45 States, Washington,
D.C., Puerto Rico and the Virgin Islands, S5 percent of cases come from New
York, New Jersey and Floride, primarily from large urban sress. Three out of

four children (75 percent) with AIDS are black or Hispan{c

CDC 18 addressing the problem of pediatric HIV {nfection and related disease
in several vays including surveillance, and research in modes of trangmi{ssion,

diagnosis, and pnatural history.

Surveillance for pediatric HIV disease it being conducted through ongoing
surveillance for AIDS cases in a1l States and territories, expanded national
surveillance of HIV infection and AIDS {n infants and children, including
CDC-funded surveillance for HIV infection in aix selscted geographic areas
(states or cities) to define better the extent of the prodlem {n this
population, and through HIV seroprevalence surveys {n neonstes in nearly 40
States and {n young children attending outpatisnt clinics in the citles of New
York, Washington, D.C., and Miazi. The National Institute of Child Heslth and
Human Development funds neonatal surveys {n an additional five States (Maine,
Massachusetts, Nev Hampshire, Rhode Island and North Carolina). In Florida,
results from the first 60133 neonatal samples tested showed that 293 (0.5%)
vere positive for BIV, meaning that 1 {n every 200 women bearing children in

Florida {s infected with BIV.

O A v 7ext Provided by R
<«
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Ongoing research studi{es in Hew York and Newark of childria dormn to
HIV-infected mothers will attempt to define risk factors for transmission of
HIV from mother to child, evaluate new tests for diagnosis of HIV in infants,
asseds the effects of pregnsncy on the course of HIV disease and the effects
of HIV Infection on pregnancy camplications and outcomes and describe better
the course of the disease in {nfants. The children in these studies also will
be entered into KNIH-sponsored trestment trisls vhenever possible. Another
study, deing conducted in & south Florida commumity that has & high prevalence
of HIV, 111 evaluate the sexusl and reproductive behavior of women, with the
goal of developing possible appreaches for supporting behavior change to

reduce the risk of infection in these women and their children.

CDC-funded Perinstal AIDS Prevention Projects include activities designed to
encoarsge the effective use of contracsption among HIV-infected women and
women at high risk of infection vho wish to avoid pregnancy. Eight Perinatsl
AIDS Prevention Projects were directly funded by CDC in fiscsl year 1988 and
will continue to be supported in fiscal year 1989, These projects will: 1)
determine, and seck to overcome, obstacles to effective use of contraception
in target populations; 2) facilitste the use of family planning services by
these women; 1) evealuate attitude factore related to the use of contfaception
among HIV-infected and high-risk women; and 4) encourage behavieral change
among HIV-infected and high-risk women to reduce risk of HIV infection.
Perinatal AIDS Prevention projects are expected to be expanded in 1990 to
cover the approximately 20 areas with the highest potential for HIV infectlion

among children.
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CDC has slso worked closely with the Office of Populetion Affsirs (OPA) to
include BIV prevention training {n programs carried out by Title X Family
Planning Regionsl Trainlng Centers. Over 4 mitlion sexually active vomen
vislt federally funded (Title X) family planning ciinics each yesr, but many
of the gtaff working in these clinlcs have lscked the skills and knowledge to
provide appropriate HIV-related services. In addition, CDC continues to
provide technical gssistance and consultation to OPA on a variety of women's

health issues, {neluding HIV.

in addition to the perinatsl NIV prevention efforts diseribed above, {n fiscal
year 1987, CDC estadblished a program to help schools and other agencies that
serve youth nationvide implement effective education to help young people
aveld risks for HIV infection and to deal with other important health
problems, The schools are a particularly important foecus for HIV prevention
efforts gince more than 45 million young people are currently enrolled in some
90,000 elementary and secondary schools scroas the country and more than 12
million additionsl students are enrolled in colleges and universities. The
CDC program integrates several systems to enable schools and organizations
that serve youth not in school to implement effective AIDS educatlonzl

strategles that are consistent with community values and needs.

To reach the general public, CDC {nitiated a national information campaign in
fiscal year 19£7 with the theme, "Americe Responds to AIDS." The campaign was
designed to: (1) give national significsnce and visibllity to actions that
will prevent HIV infection; (2) reach both the general population and special

targeted groups, and (3) develop strategles that will be used in the future.

[ g%]
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in May 1989, CDC lawumched the “Parents and Youth” phase of its multi-media
pudlic service advertising campaign. This phase is decigned to facilitate
commtniecstion bdetween Parents and their childrea regarding NIV preventlon.
Theae efforts are being implemented ip close collaboration with nstional youth

and educational orgraizations and State education sgencies.

The Centers for Disease Control coentinues to work closely with other federal
agencies in efforts to respond to the HIV epidemic. In 1983, the former DHHS
Secretary Otis Boven estadlished a Workgroup on Pediatric HIV infection and
disease. Ths workgroup was chaired by Dr. Antonia Novelle of NICHD, and vas
composed of representatives fram all major elements of the Departmant: the
Office of the Secretary, the Family Support Administration, the Office of
Numan Development Services, the Health Care Financing Administration, the
Social Security Administration, and the Public Health Service. This workgroup
eatablished priorities in the aress of rescarch, care, prevention, and
financing. Ve hope to continus to sark progress tovard carrying out the

workgroup recomsendations.

Thank you. I will be happy to ansver Questions.

WP863/07/28/89
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Chairman MrmLeR. Thank you. Dr. Scott.

STATEMENT OF GWENDOLYN SCOTT, M.D., PROFESSOR AND
ACTING DIRECTOR, PEDIATRIC INFECTIOUS DISEASE AND IM-
MUNOLOGY, UNIVERSITY OF MIAMI SCHOOL OF MEL.INE.
MIAMI, FL

Dr. Scorr. I would like to thank you very much for this opportu-
nity to testify before your committee about AIDS in children.

My name is Dr. Gwendolyn B. Scott. I am a pediatric infectious
disease specialist and a Professor of Pediatrics at the University of
Miami School of Medicine.

I have been working with HIV-infected children since 1981, and I
direct the Clinical Care and Research in this group of children at
Jackson Memorial Hospital and the Children’s Hospital Center in
Miami, Florida.

Today, I would like to update you on information about AIDS in
children, particular in South Florida. As Dr. Oxtoby told you, the
first cases of AIDS in children were reported in 1983. And since
that time, approximately 1,600 cases of AIDS in children have been
reported to the C.D.C.

However, 1 think it is important to recognize that HIV infection
in children represents a broad spectrum of disease and AIDS is the
severe end of the spectrum. So that the actual number of infected
children are underestimated. And I would estimate that perhaps is
for every child who is perinatally infected, that there may be two
or three additional infants who have not been identified through
the surveillance system.

In Miami we have now diagnosed 266 HIV 1 infected children at
our medical center between January 1981 and June 30, 1989. One
hundred and twenty three of those children meets the C.D.C. defi-
nition for AIDS,ﬁa.nd 62 percent of those children with AIDS have
died.

The population that we see, 83.8 percent are Black, 7.5 percent
are Hispanic, and 8.6 percent are White. "We currently diagnose
one new case per week and we are actively following about 140 in-
fected children. And almost all of these children have been identi-
fied because of the presence of symptomatic disease.

We know that case reports of AIDS in children have been re-
ceived from many States in the Union, however, Florida ranks
second in terms of number of pediatric cases reported. There are
215 cases reported in Florida, under age 13, and 38 in the 13 to 19
year age group. Over 50 percent of those c.ises to date, have heen
diagnosed &t our clinic in Miami. And when we look at those statis-
tics, over 85 percent of those cases are due to perinatal transmis-
sion.

In South Florida the majority of infected children have been resi-
dences of Dade, Broward and Palm Beach Counties. Dade makes up
47.9 percent, Broward 8.9 percent, and, Palm Beach 15.5 percent.

In children under 13 years of age, the majority of infection
occurs as a result of a transmission from an infected mother to her
infant. We do not know exactly the timing of transmission, but we
do know that that transmission might occur in utero at the time of
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delivery, or in a few cases, post-natally by ingestion of infected
breast milk.

And I would like to briefly describe those cases, because these
were children whose mothers had been transfused after delivery
and those mothers, unfortunately, received HIV-infected blood. The
mothers then breast fed those infants and unfortunately later, both
mother and infants were found to be infected. There are four re-
Forted cases at this point in the country, one of those has come

rom Australia, two from Uganda and I think there is one in the
United States at this point.

So, these are very special cases and as far as the role of breast
milk in general, breast milk probably does represent a small incre-
mental risk for infection, however, we do not know whether breast
milk from all infected mothers, in all stages of disease, can trans-
mit the virus. So that there needs to be a lot more research and
studies done on the role of breast milk and transmission of this dis-
ease, because we realize that breast milk is essential .n many parts
of the world for survival.

Infection has occurred also in a high proportion of children with
severe hemophilia and in children who received blood or blood
product transfusions from an infected donor prior to 1985.

The other area that I consider a huge problem are the adolescent
age group. In the 13 to 18 year age group, the mode of transmission
is more similar to adults. Approximately 48 percent are homosex-
ual or bi-sexual males; 22 percent have hemophilia or lation
disorder; 6 percent are from blood transfusion; 6 percent from in-
travenous drug abuse; and, 3 percent from heterosexual contact.

On the other hand, when you look at female adolescents, a
highe:-nFmportion of female adolescents who are infected, have
been infected because of heterosexual contact. And this is a group
that we know very little about. Unfortunately, adolescents do not
routinely access medical care systems and we are now beginning to
see pregnant adolescents who are HIV-infected, delivering HIV-in-
fected infants. So this is a group where education is essential and
they must be aware of how to protect themselves and how this dis-
ease is transmitted.

Infected children commonly live in the inner city and come from
low socioeconomic backgrounds. National AIDS surveillance data
indicate that 52 percent of children are Black; 23 percent are His-
panic; and, 24 percent Caucasian. And as Dr. Oxtoby told you, it is
estimated that over 70 percent of perinatal cases can be related to
drug abuse in one or both of the parents. However, in Miami this is
much different, 65 percent of women giving birth to infected chil-
dren have become infected through presumed heterosexual trans-
mission.

HIV infection in children is primarily a disease of infants and
toddlers. Over 80 percent of cases are cases in children under three
years of age, with the majority of those children becoming ill in the
first two years of life.

But I think it is important again, to remember that there is a
spectrum of disease as some children do survive for longer periods
of time with less symptoms. But, because the majority of them do
develop disease very early, there may be only a short time period
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where they are asymptomatic and where drug treatment might be
effective in that group.

HIV infection in children differs quite greatly from that in
adults. And it stresses the importance of studying the natural his-
tory of this disease in children. The rate of perinatal transmission
is estimated to be somewhere between 20 and 50 percent. At this
point, we do not understand what factors promote transmission of
this virus from mother to infant. The spectrum of disease in chil-
dren is broad and includes developmental delay, progressive cen-
tral nervous system disease, lung, heart and kidney disease. So it is
a multi-system type of infection.

Alro we have a very special problem in children, in that the diag-
nos’s is very difficult to make, particularly in the infant because of

ssive transfer of HIV antibody from the mother to the infant.
dost of these infants born to HIV-positive women, are clinically
and immunologically normal at birth, they are no different from
any other child.

Therefore, the antibody testirg cannot, by itself, determine
whether or not an infant is infected. In some cases this maternal
antibody may persist for many months and the child's HIV status
may not be determined until they are 15 or 18 months of age. And
you can imagine the trauma that this causes to the parents, not
knowing whether or not their child is infected or not.

Chairman MiLLER. Dr. Scott, let me ask you now because I know
you have a time problem.

Dr. ScotT. Okay, all right.

Chairman MiLLER. We were not going to ask you questions.

Dr. Scorr. Well, I think that if | could then, I think that other
important issues are treatment issues. As I said before, identifica-
tion of these infants is very important, because there is only a
short period of time when they are asymptomatic or only mildly
symptomatic, so0 we need access to drugs early for those children
and we need to test drugs to concomitantly with the resting that is
going on in adults.

Also, 1 would add that the epidemiology of disease in children,
closely parallels that in women. And so it is very important to give
women the option for having the test, voluntarily with permission,
and this will then help them in knowing their options in terms of
pregnancy, the chance for perinatal transmission and will also pro-
vide them access to drug treatment programs.

1 think that Ms. Garcia is going to summarize for you a lot of the
family aspects, that this is a family unit disease and is devastating
for not only the child, but the whole family unit.

And in closing, I would say that these children need advocates
and they need advocates at all levels and particularly in the Gov-
ernment. And I hope that as we educate and as you become more
familiar with HIV infection in children, that you will beconie those
advocates.

Thank you.

[Prepared statement of Gwendolyn Scott, M.D., follows:]
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PHEPARKD STATEMENT o¥ GWENDOLYN B. Scorr, M.D., PENIATRICIAN AND PRO¥ES-
SOR oF Proiatarcs, DivisioNn oF PEDIATRIC INFECTIOUS DiseasE AND IMMUNOLOGY,
Unrtvassrry or Miami Scnoon, or Meproing, Miasa, FL

Good morning. my name is Gwendolyn B Scon 1 am a Pediatmewn and 3 Professor of Pediaines. Divisen of
Pediatric Infectious Diszase and Immunology. Unsversity of Miami School of Mediaine | have been wording with
HIV-1 mfected children since 1981 and durect the clitical care and research in thus group of children at Juchson
Memornial Hospimnl, Crildren's Hospital Center, in Miami, Flonda,

Al

1 am here today @ provide upo-date informiaion about s cpukmic and sis effect on nfants, children and
adolesconts

FFIDEMIOLOGY

The firm cases of AIDS in children were reported i 1983, The Centers for Discase Contolt e received reponis of
1,681 cases of AIDs in children under 13 years of age and 389 cases in the 1310 19 year age group as of June, 1989
This sumber grossly underestimates the actual umber of mfecied cluldren. There 18 3 broad spectrsm of climcal
ilness associated wai HIV infection in chuldren Ondy the more severe illnesses meat the CDC surveiliance
definuuon for AIDS and are reporniabie cases Tha, for every one child reported with AIDS, there may be a1 icast two
of more children wit are clinically sympsomans but do nos meet ihe criteria for the diggnosss of AIDS. In Muami, we
have disgnosed 266 HIV- ! {nfecied children af sur medical center between January 1981 and June 30, 1989 123
meet CDC crtena for AIDS. 62% of these chidren waith AIDS huve died. R3.8% are black, 7.53% are huspanic. and
8.6% are white. Cumently we diagnose one ficw case per week and are actively tollowing about 140 infecsed
children Alnsast o of thesr children have been identified because of the presence of clinucal disease.

Preliminary Gndings from § moz.. of anonymous &esung of blood from newbom infants in Flonda showed an
overall seroprevatence of 4.9/1000 with the hughest seroprevalence i Palm Beach (11 5/1000). Dade (8 7/1000) and
Browssd (8.4/1000). In this study, Blaxk chid beanng wosien staie-wide were 9 ames more likely & be HIV
intected than Wikie child bearing wonten.

In a recent survey in Jackson Memorial Hospal by D, Mary Joe O'Sullivan, overal] seroprevalence o 11,803
pregnant wamen fesied for HIV amtibody with their consent was 2.1%. 7.3% of the swcropositve woinen wefe
sdolescents, 1t is noteworthy that in this study 38% of the women did ot wdenufy themselves as being at sk

Case reparss of AIDS in children have been received from 44 stales, the Distnct of Cofumbia and Puerso Riro, bui the
majority reside im New York, Fienda, New Jersey and Califomu. Pediatne AIDS 14 {argely 8 diseave found 1n large
coamnal mevropoliton srens and $5% of cases are reporsed from *lew York City, Miami. and Newark. Flonds ranks
second in ihe mumber of pediatne cases reparted. In Florida th, re ane 215 chuldren reported under age 11 and 380
the 13-19 agc growp. Ovey 50D hove been diagnosed &t our cinic n Miami.  In South Flonda, the majornity of
infected children have been residents of Dade, Broward and Palm Beach countiex.

in chisdren under 13 years of age. the majoriry of infection (78%; accur as 3 resuli of transmission from an infected
mother 1o her infant. An infected mother may transmig the vrus 1o her infant across the placenta dunng pregnancy. at
e ume of delivery o7 postnatally by thpesoon of infecied breast milk  The acal ume dunng whach mfection occurs
in not kmown. The magority of HIV-! infected infants are climcally nommal a8 the time of delivery, which suggests
that mast mfants are likely infecied duning late gestation o during delivery fram exposure (o mother’s infected hlood.
Transmisnon of the vims via breastfeeding has not been studied xiensively, hut the virus has been cultured from a
gmall number of specimens of trrsst mik  There are four reporied cases that sUoRgly suggest transmission of the
vifus by breasomulk (0 an infam. In cach case. e mothers were infected after delivery by blood transfusion These
mothers breastfed their infamts and subsequently both the mothers and their ifants were found 10 be infected These
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stothers Rowever may represen 2 5968l Rroup since they were infected shorly before beginning treast foeding We
<0 not know whether treast milk from all infected mothers 10 all stages of disease can RS HHE vifus, SICC breast
milk s exserdias 0 many pants of the world for survival, thas needs 10 be investigawsd further

$nfecnion fas alwo occurred in 8 high proporuon of chddren with severe hemopiulia and in chultren who recerved
blaod or blood praduct tunstusions from an afected danar privr o 1985 Inthe 1350 18 year age group, the mode of
SrAnSmison t§ more smilsr 10 adults. Approximately 48 percent ane homosexual or hesexual males, 22 peroens have
hemophilis o1 4 coagulition disorder. 6 nercent are from blood transtusion, 6 percent Trom § wravesous drug atse,
and 3 peroent from heterosexual contact. e do . 0 know how many adolescents might be rtfected. .even in ress of
high prevalence  Thus 15 & group where o jon 18 essermal and they must be aware of how thus disease is
traasmitted.

Infected children commonly live in the mner o v and ~ome from low soCloeconomic hackgrounds.  Nanonal AIDS
sirveillance dats ndicase that 2 pervent of chilasen are Black, 23 percent ase Hisparac, and 24 porem Caucasian, |
is estmased that sbout 72 percent of perinatdl cases ¢an be felated fo drug shuse 1n o1 of the parEnts However, in
Mismi 64% of women giving binth to infected children hove become infected through heterosexust (ransmission,

HIV infection in children is primarily a disease of infants and toddlen Over 80 percent are cases 1a children under 3
years of age with the majority of childnen becomung 1l in the first two years of Life. Thr sex disinbution 1 chldien
under 13 1s equal, but in adplescents, the rabio is 7.1 male 10 female as compared ® {4:1 10 adults,

Unforrunaiely, the prognosis tor HIV infected chuldren is grim The proportion of chtdien with AIDS who die i high
and nattom! statistics sufgest tat once a child is diagnosed with AIDS, the median survival 13 tess than one year
The majority of deaths  this aliness occur 1n the st two yeans of fife. There are s few children with fong term
survival, but many of these eventually develop discase and have sigruficant mosidity and morality despite longer
survival,

CQLINICAL PICTURE

HIV-{ infecuon 0 chaldren differs from that n adults and siresses g importance of studying the narural hastory of
s disease in children 11 s estimated that 2010 30°% of snfants honi 1o HIV-1 miected mothers will be themnseives
infected. 1t 1s not undersiond what factors promote ransr s$100 of the vits from mother 10 nfant The spectium of
diseage 3 chuldivn 15 broad and includes developement.  Lelay prognesive cemiral nevorous aysters disease. tung,
hean disease and kidney discase

Making a diagnows of disease 1 infants is more difficult t1an 1n an adult due 10 passive 1rnsfer af anubody from
mother to infant. Therefore. anubody testing cannot immediately determne if an infant 15 infected. n some cases
this matermnal antibody may persist for sev~rul montis o4 e child’s HIV status may not be determined uatl 15 or 18
months of age A definsuve diagnosis of HIV jnievtion under 15 months of age can anly be made by the presence of
clinical illness, 8 positive yinas culfune or o Positive antigen test. Research effonts need o be dirccied towand the
development of simple [aboratory tests tar diagnosis i1, the chuld less than 1§ monshs of age. Larty recogmtion and
diagnosis of infants at nsk become impontant as new therapies are developed  Already it s telt that here 1s bepefit in
early recogation of the “st nsk” infant

TREATMENT .

From thur information. st s clear that f chuldren e o be saved 1rom the devaststion of this discase. infected children
must be sdentified carly, preferadly before the onset of sypuficant Cimeal symptoms and (reated Drug treattment 1n

)
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chisdren has lagped befind that of adults There 18 fo liceased drug avaslable for therapy of HIV-1 infected children
under 13 years of age. Phase | and Phase 11 studies with Azidohymudine (Retrovir, AZT) in children and a smail
Passe | study with ribovinin have been completod. Phase 1 trials of dideoxycyudine (DDC) are ongoing and 3 phase
1 trial of dideoxyinosine (DD1) is underwsy. A doubie blind clinical trial of intravenous gamma globulin with an
MMMN«MWM:!%?&MOMMWW(NMHealmhnwcolmdm
enroiied over 200 HIV-1 infectod children nationwide.

Placing chilkiren on research prosocols is & comples issue. Drug studies in children have lagged behind those in adults
MNMNWMNmmMMWmHsBmmwm 1t is also impontant &0
gRin more infommation ahout when and how the infection oocurs in peoasial transmisson, If infants are infected
while still in the aterus, then perhaps cven treatment at bifth will not be cifective and antvirul drug trestment need ©
be evaluated in infected women in an attempd 10 prevert disease in thesr hewbom. A phasce 1 protocol using AZT in
pregnant women is spproved and sbout 10 begin.

NMMmm:gsmNmmavacm&uammassafcfyismablmwdmmndﬁcxmdmgs
will be svailahie for reatment of fecied children as well as sdults. Since many of these children will come from
hmmummmmmmmemofdmgs,nbtmpmwnmumdmssbcmndewu”vanahk
50 nil childress have an equal chance for trestment. This will likely require a targe sliocanon of fumds to pay for these
treatments. In addition, other obsiacies arige in the treatment of children. Same children do not have lving parenis of
mmmmmmfwmdmmemmm.WMmmwcm egal

Smmmymmmmmﬂmwmmmofmﬂommo!m
Mhdﬂyﬂvﬂmﬂsamuﬂmﬂuﬁymmmofmgummedimm.usuﬂwmsimmmﬂy
in an CImeTgrICY. Priority should also be given to the developmon and clinical tmals of new annvinl drugs.

Perinaral AIDS is a family unit disesse. Froquently the mother docs not perceive herself (o be at risk and the fint
evidence of HIV-1 infection in the famiiy is an infected child. Paserss may become ill themselves and are no Jonger
abie to care for their children, resulting in needs for fosier care. Families require 8 network of services and the care
tenm inchudes not ooty medical persosme! tut social workers, palient advocaies, communily agencies such as Visiting
Nurse Services, Hospice, and other support groups. Adequate financial support is essential and infecied children
shoald be eligihie for government benefis. The development of respite and day care facilibes would assist some
families with the chronic care needs of e children.

The epidemic of Pediatric AIDS has created a crists in pedistric centers faced with growing numbers of cases. There
is a need for addiional physicians, nurses, social workers and administrative support personnel.  In sddition,
treatment programs and the increase in hasic science rescarch has severely impacted on space  Moncy needs to be
made available for hiring adequate personnell, Funds for renovapons or development of addinonal space are also
critical isstes. Hospital care costs are significant due 10 the chrone nanire of this dicease.

PREVENTION

We are hopeful that HIV-1 infection in Pediatnes can be prevented.  This rrquires an emphasis on the famuly,
paiculardy the maternal child unit. The epidemiology of HIV I women and chuldren is closely linked. Women are
one of the most rapid growing groups recognized with AIDS. Many do not percerve themselves o be at nsk. Itis
important that women be offered HIV teating, parcutarly in tamudy planning clink « and prenatal clinic: They need
10 be aware of any risk to their infam. Also essiy recogrition of women can faciliaie family planrung and aliow
themselves or their infants o enter 1nio reatment protocols carly as these became svadable

!
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RECOMMENDATIONS

1. Congress should expand mudicaid coverage for the full range ot health care and social servives peeded by
HIV-1 infected children.

2. Congress should supon funding of Pediatnc AIDS health care demonstration profects in 1990

3. Conress should suppon grants for outreach, confidentsal counscling and tesung and Famuly planing services
o women and adolescents at nsk for HIV infecton or already infected.

4. Congress should support research (o 1) the natural hustory of HIV-1 ifection in children, 2} mechanisms of
perinatal transmission and the role of breastmitk. 3) developement of methods for carly neonatal diagnosis,
and 4) creatment of children with antiviral drug  through NIH supponted clinical mals groups

S.  The Food and Drug Administrat.on should review gurdelines reganding tesung of e w antiviral agents in
chiidren

6, Age appropniate HIV-1 educauon should be offered 1o all sasdents at cach level. heguining n kmdergarten and
continuing through grade 12

7. Shelters and services for adolescents should be increased with special cmphists on runaway youth

8 Incr. ase the availabelity of drug treatment progmams and relaied services {of afl, with 3 speeial emophasss on
pregnant, drug dependent women
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Chairman MiLLER. Thank you. Dr. James.

STATEMENT OF DEANNA JAMES, M.D., MEDICAL AND EXECUTIVE
DIRECIOR, C.L. BRUMBECK COMMUNITY HEALTH CENTER,
BELLE GLADE, ¥L

Dr. James. Good morning. 1 would like to brini ou greetings
from the H.R.S. Palm Beach County Public Health Unit in Belle
Glade, Florida. I am Dr. Deanna James and 1 am the Director of
the Belle Glade Public Health Unit. I have just completed my Na-
tional Heslth Service Corps scholarship obligation and 1 have de-
cided to stay on indefinitely, because I see a need for more work of
myself and others if we are to help halt the spread of AIDS in our
community.

Our clinic is Federally and State funded and we service about
8,000 single users per year, which is about 30,000 patient visits per
g'ea.r. We service the communities of Belle Glade, South Bay and

ahokee in Western Palm Beach County. The po;ulation of these
three combined towns is 38,000. However, since 1981, we have had
304 AIDS cases reported from Western Palm Beach County, 98 per-
cent of these cases are Black. Further, of the 3,130 AIDS cases that
had been reported from Florida, 9.7 percent have been from this
small area of Western Palm Beach County, population 38,000.

Even more striking is the fact that of 26,916 cases of AIDS in mi-
norities in the United States, 1.1 percent have been from Western
Palm Beach County. Currently we are following 405 HIV-infected
persons, 100 are children and 305 are adults. We believe that HIV
entered our community through intravenous drug use, but it has
continued to spread because of multiplicity of sexual partners. This
is supported by the 20 percent HIV infectivity rate we have in our
sexually transmitted disease clinic, and by the 7 percent infectivity
rate we have in our newborn and maternity clinic.

It is interesting that many of the women that know that they are
HIV seropositive, do not want to have any form of birth control
once they have delivered one child. They do not want tubal liga-
tions, they do not want to use condoms and they have become sexu-
ally active in *heir pre-teen and teenage gears. Unfortunately, we
are seeing kids as young as six years old become sexually active
and pre-school aged children mimicking their parents.

We also believe that substance abuse is contributing to the
spread of AIDS in our community. A lot of young people are
having what is called anonymous sex, they are having sex in order
to earn money for crack cocaine and crank. Crank is the new drug
of choice in our substance abuse population.

Also in our community we have seen a rise in tuberculosis,
which is closely linked to the spread of AIDS in the community. A
lot of young people, some with AIDS and some without, are con-
tracting tuberculosis and spreading it throughout the community.

AIDS has continued to spread because of the cultural behavior in
the Black community and in the Haitian community. As I said, 98
percent of our cases are American Blacks and Haitians. They do
not want to use condoms, they feel that it is macho to have more
than one partner and also that it is macho to spend money on
prostitutes.
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I would like to speak briefly about pediatric AIDS. As I said
before, we are {ollowing 100 }&V seropositive children. Eight are
currentlv school aged. We are following 16 children that have con-
verted from HIV seropositive to seronegative and we think about
approximately 20 percent of our HIV seropositive children at the
present are converting from seropositive to seronegative. We are
very concerned about what will happen to these children once their
mothers die. We have foster care available, but it is limited for all
children, not just for children who are HIV infected and we are
concerned with who will be the caretaker for these children, once
these mothers expire.

The services for AIDS patients in our clinic are provided by pri-
marily’ National Health Service Corps physicians. We have myself
and two others that are non Corps physicians. We have four int sr-
nists, three pediatricians and two obstetrician gynecologists. Mcst
of the patients that need services in our clinic are indigent. They
are cleared by Coux;t{y Human Services, through an eligibility proc-
ess that uses the Federal guidelines for poverty. Some are also eli-

ible for Medicaid. Those that are ineligible, only have to pay a $3
ee if they are HIV seropositive or migrant.

Most of our patients are hospitalized at a very small hospital, Ev-
erglades Memorial Hospital in Pahokee, Florida. We are also
straining their resources, because most of the private beds are
taken up by our AIDS patients.

We work very closely with community organizations in preven-
tion. We work with the C.D.C. funded H{V Prevention Center, and
we work with the Comprehensive AIDS Program which is funded
by Robert Wood Johnson Foundation and by HCFA. The Compre-
hensive AIDS Program provides home nursing services, counseling,
and social services. The HIV Prevention Center provides health
education and risk reduction activities. What we have been doing
lately is getting together as a group and going out into the commu.
nity to talk to children and others, in youth programs that we have
been able to find during the summer, to try and make a coordinat.
ed organized effort in education in our area.

We have a lot of needs however. As I said before we do have
health educators from the HIV Prevention Center, but even if we
doubled our current staff, this would not be enough to reach all the
contacts of all the people we currently have that are HIV infected.
There is very little housing in this area for the homeless, and also
very little for the homeless that are HIV infected.

e have one substance abuse program that is very small and jt
is for men. There is nothing for the many women that are sub-
stance abusers in the area. We need more funding for hospitaliza-
tion, more funding for medication. In a few years, we probably will
need more manpower, because the National Health Service Corps
is drying up and there will not be any doctors to service the pa-
tients in this population unless we can provide some incentives for
them to stay.

In summary, T would just like to say that I am very concerned
with what is happening in Belle Glade. I do not want Belle Glade
to happen in the rest of the country, even though as I travel
around to different places, I see in the minority community that
Black America is not respending to AIDS, that we are the last ones
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to get the information, we are not reading the pamphlets that
Koop put out, and we are not listening to the news. So, what we
are trying to do in Belle Glade is try and develop some culturally
relevant materials so that we reach our target population. We use
the type of music that the kids like, we do skits that tkey can
relate to and things like that, but as I said, before this is going to
be a very long slow process.

I do think that the community, the West Palm Beach County mi-
nority community is threatened with extinction and hopefully we
can all work together and get something done.

Thank you.

[Prepared statement of Deanna James, M.D., follows:]
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PREPARED STATEMENT OF DRANNA R. JAMES, M.D., MgpicaL ANp ExecuTive Direcror,

C.L. Brumsxck CoMMUNITY HEALTH CeNTsR, BrLLE Grapg, FL

I would like to chank the House Select Committee for inviting m¢ to discuss
some of the unique problems of HIV infection in Western Palm Beach County.
I am an Internist trained at Tufts University School of Medicine. [ have
cospleted a National Health Service Corps obligation at the MRS Palm Beach
County Public Health Unit (Belle Glade), where I am currently the Director.

Qur federally and state funded clinic services s population of 8,000 ip~-
digeant migrant and seasonal faroworkers from Western Pala Beach County.
This includes patients from Belle Glade, South Bay, and Pahokee. Even
though these three areds have an off season population of only 38,000, 304
cases of AIDS have been reported to the CDC frow Western Palm Beach County.
Ninety-eight percent of these cases are in the biack population. Of note,
to date Florida has reported 3,130 cases of AIDS fn blacks and the United
States 26,918. This means that 9.7% of the cases of AIDS in blacks fn
Florida have deen reported from Western Palm Beach County, an srea with a
poulucion of only 18,000. Further, 1.1% of all 26,916 cases of AIDS in
blacks in the United States have been from Western Palm Beach County.

We are currently caring for 405 active MIV seropositive patients in our
clinic population. One hundred are children (newborn to age 17) and 300
are adults. We are hoping that a percentage of these HIV seropositive
children will become seronegative.

We telieve that HI/ entered wur population through intravenous drug use, but
has continucd to sjread rapidly because of the sultiplicity of sex partners
in the black popula-ion. This {s evident in the 19% infectivity rate in our
STD clinic, ant the appromimotely 7% fnfectivity rate in our newborn and
maternity clinic porulacions. When informed of the risks to their unborn
children, many HIV seropositive wimen do not want tudbsls. In fact, many
women in our prenatsl clinic have delivered more than one HIV seropositive
infant. Many become sexually active in the preteen and teenage years.

Substance sbusers are engaging fn “"anonymous sex” contributing ro the spread
of AIDS in this community, The drug of choice of our substance abusing
population hss switched from intravencus corvine to crack and crank.

Coupled with the rise in AIDS has deen a rise {n Tuberculosis. We have ex~
panded sut clinic Tuberculosis services to treat the rising numbers of
patients with Tuberculosis.

The AIDS epidemic in Westetn Palm Beach County is deeply entrenched in the
cultural behavior of the infected population. Local Hai.lan American and
Black American behaviors are greatly contributing t the spread of this epi-
demic. It is considered “mache", for example, for 4 heterosesus! male to
have multiple partners, nor to use condoms, and to spend money on & pro-
stitute.
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Pediatric AIDS

A< previously s ated, we currently have 100 HIV infecred children eight of
whom are school aged. Approximately 202 of our HIV seroposicive newborns
are converting to seronegative status., MWe are very concerned with caretakers
for HIV seropositive children once their parents die. We are also cognizant
of the fact that converters (seropositive to seronegative) will have to be
monitored for several years.

Services

Our clinic provides comprehensive care to HIV infected clients. OQur physiclans
are all National Bealth Service Corps or former Corps physicians. Four (&)
Internists, three (J) Pediatricians and two (2) Obstetrician Gynecologists

are able to hospitalize these patients at Everglades Memorial Hospital (a non-
profit hospital). HIV seropositive patients may be seen in our clinic for a
noninal {$3.00 fee), if they are above county human service guidelines for
eligibility or are imeligidle for medicaid. The majority of patients, however,
are eligidble for medicaid or county clearance.

In conjunction with COC and the HIV Prevention Center staff, the clinic staff
provides health education and risk reduction case management for HIV infected
clients in the community. The Comprehensive AIDS Program is a social service
(HCFA and R. W. Johnson Foundation funded) agency that provides housing assis-
tance, homemakers, and home nursing care for patients who have AIDS or ARC.
These agencies work very closely with the Public Health Unit scaff to provide
coordinated medical care for NIV infected persons.

Needs

This community needs sadditional health educators to provide follow-up and con-
tact tracing of MIV infected clients, The staff of the aforementioned organi-
zations must be increased if we are to halt the spread of this deadly epidemic.
Additional dollars are neaded to provide housing for homeless RIV infected
persong in cur community. Subotance abuse trestment centars must be established
in our community. Health care dollars are needed for hospitalisation, medi-
cation snd manpower. With the dimipuition of the National Health Service Corps,
physician recruitment will de a major issue in Western Palm Beach County.

In summary, the AIDS epidewic threatens our predominantly black medically
underserved population with extinction. Our clinic population consists largely
of a group that tends to walt long periods of time before seeking medical
attention. Education, beginning in early childhood is essential. Any efforts
in education must be culturally sensitive to the values and dehaviors of our

commmunity .

Thank you for your attention, and I am willing to supply any further information
a4s necessary.
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Chairman MiLLER. Thank you. Ms. Garcia.

STATEMENT OF ANA GARCIA, L.CS.W., ASSOCIATE COORDINA-
TOR, UNIVERSITY OF MiAMI PEDIATRIC AIDS DEMONSTRA-
TION PROJECT, DEPARTMENT OF OBSTETRICS AND GYNECOL.-
OGY, MiAMI, FL

Ms. Garcia. Good morning, gentlemen, and thank you for letting
me testify here this morning. My name is Ana Garcia and [ am a
Clinical gocml Worker for the Department of Pediatrics at the Uni-
versity of Miami Medical Center here at Jackson. I am a social
worker by career and training and a jack of all trades in terms of
what I do here at the hospital.

The issues that I am highlighting this morning have been com-
mented on briefly by the other panelists, but 1 would like to elabo-
rate, and not to make it a very pessimistic testimony, I want to
give some history here of some of the accomplishments we have
had in our community.

I have been counseling families since 1983, together with Dr.
Scott and our other immunologist. The issues have not changed,
they have just increased in intensity or severity.

One of the positive outcomes of funding and listening to what the
issues of children, are for our community, has been with the foster
care program. We no longer have a boarder baby problem for HIV
children, or children at risk, awaiting placement here at Jackson.

Children's Home Society has taken on the challenge of recruit-
ing, counseling and assisting with the licensing, together with Flor-
ida Health and Rehabilitative Services here in Florida, providing
13 liceused foster homes, in which we have placed 25 children in
the last almost two years. These are children who have been or-
phaned, abandoned or placed temporarily while their mothers have
received drug addiction treatment, or their mothers have died of
HIV infection and AIDS.

We have recommended through the years that HRS please offer
placements with stipends to members of the children’s extended or
nuclear family in lieu of a foster care placement. We often have
grandmothers, aunts and older siblings who are interested in
caring for the child, but are unable to afford the high costs of rais-
ing them.

Now again, the rules for stipend incentives for families vary
from county to county and that is part of the problem, there are
very few services for families that are uniform across the State of
Florida. Dade County does not provide this for an extended family
member.

We now have Medicaid waiver in the State of Florida and I am
happy about that, because it helps offset the costs of high medical
care and it is also allowing some of our mothers to receive AZT
treatment, if they qualify for Medicaid.

We have an incredible Dade County Public School program,
where they have integrated HIV-infected cl ildren, mainstreamed
them into the general population and have developed a task force,
an advisory committee that addresses the needs of each individual
child who has full-blown AIDS who may stay in the classroom, con-
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fidentially ard anonymously and I would like to see this repeated
throughout the other counties of the State.

Dade County Head Start Program has used this public school
model to devise a plan to also integrate HIV-infected children into
their Head Start f)romams. Day care with specialized needs identi-
fied for these children is nonexistent as yet and I am glad to see
that Head Start is using this Dade County Public School model to
develop their own. A few hours outside the home would benefit a
child by providing external stimulation in a productive environ-
ment and allow the mother respite time to wash her hair, do her
laundry or just go to the store, or maybe even sleep a couple of
extra hours.

We have the development of the South Florida AIDS Network,
that is multi-goverrment funded, and they provide multi-discipline
case management to patients affected by the spectrum of HIV dis-
ease in a comprehensive coordinated manner. And this is adminis-
tered through the South Florida, the Jackson Memorial Public
Health Trust.

All right, so these are our accomplishments. Now, this is where
the request for funding comes. We have a very big problem with
undocumented aliens in this very transient community of ours.
Mostly originsting from Caribbean islands and Latin America and
it is seriously impacting their inability to, and ineligibility to re-
ceive social services. Their fears and anxieties of being identified to
Immigration Services often leads to non-compliance and poor
follow-through with referrals for HIV testing. Support services are
limited to this population. However, their children are eligible for
full services, because they are American born. Detention and possi-
bly deportation are a real threat in their day-to-day existence here.

So, what I am saying is that the mothers, they are illegal, the
children are born here, I can send the mother for Medicaid and
possibly even welfare for her child, but that amount is so low be-
cause they are not counting her in. Some of the mothers who have
one child will lose their AFDC allotment if the child receives Social
Security Disability, it is all lumped into one check and the mother
is dropped. And often times the mother is not aware that she is en-
titled to apply for Medicaid through some other programs and
other mechanisms.

Shelters and housing. As Dr. James had stated, it is not just a
gmblem in Palm Beach County, we have a problem here. For the

omeless and displaced family with HIV infection, it is totally in-
adeguate. the community would benefit by constructing dedicated
facilities for displaced women and their children with nearby
access to the Medical Center.

We suw a facility on Friday that they are selling for $500,000, it
is a 23 room, one bedroom apartment, efficiency and combination
and the ownears want $100,000, perfect for infected women and
their children. And right now, where are we going to find the
money for sich a center.

In recognizing that HIV infection has afflicted whole families,
sometimes throughout three generations, it is our obligation to
assure that the HIV-negative children and adolescents of those
families receive the most comprehensive HIV prevention education
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and counseling. Not that they may not receive it now, but 1 think
we should target them especially.

Often times these children are not aware of what disease has af-
flicted and claimed their whole family. It would be a doublefold
tragedy if these children became infected by engaging in high-risk
behavior as they grow into young adulthood.

We need a comprehensive education and outreach strategy to
reach the male partners of HIV-infected women, as they are also
grossly inadequate. Inter-generational machc attitudes interfere
with men's acceptance and use of condoms and also affect their
ability to cope with their female partners’ positive status, leading
to denial and refusal to be tested themselves. And what we have
begun doing in the last two years, is asking these women, please
name your baby's fathers and unfortunately what we are hearing
is, it is the same dad to multiple women and multiple children.
And these are still men who refuse to be tested themselves and to
use some protective device.

The substance abuse problems in Dade County are reaching epi-
demic proportion. Increased funding to create and stafl more drug
treatment centers are required right now. Public residential and
out-patient programs have limited spaces, insufficient to meet the
needs of this community. We have counted approximately 5 in-pa-
tient public program centers and approximately 23 out-patient
public centers and we could fill that ourselves with referrals from
our Medical Center.

Crack babies are filling hospital beds as they await foster care
placement, mother's lose custody and are often back on the streets
or get pregnant while awaiting drug treatment. Narcotics Anony-
mous has yet to open support groups in the inner city areas, where
the incidence of crack cocaine is highest.

Routine screening for HIV infection, while maintaining strict
confidentiality, should be offered to all women of childbearing age.
While respecting the same regard for confidentiality, voluntary
partner notification should occur simultaneously, and funding for
these two critical services are non-existent. If any attempts to
impact on decreasing heterosexual and perinatal transmission are
to be made, it would occur most efficiently through the provision of
these two services.

And lastly, we would appreciate additional funds be allocated to
AIDS service programs for hiring mental health supportive staff to
assist the dedicated individuals who counsel and provide health
care to HIV-infected persons. High mortality and case overload
burnout the most invested care providers. As the incidence of AIDS
cases increase, we must be assured that the pool of staff resources
does not run dry. In most grants when you apply, the first thing
that gets cut is mental health support staff, or the staff that do the
work. And 1 said I wear many hats, that is one of the hats that
wear. So we cannot burn out our resources.

Thank you, gentlemen.

{Prepared statement of Ana Garcia "llows:]
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PREPARED STATEMENT 08 ANA GARCIA, L.C.S.W., AssociaTe COORDINATOR, UNIVERSITY
oF Miana, Proiatarcs AIDS DEMONSTRATION PROJECT, DEPARTMENT OF OBSTETRICS
AND GYNEOOLOGY, Miany, FL

Of over 90,000 reported cases of Acquired Immune Deficiency
Syndrocme (AIDS) in the United States, 8000 cases are in Florida.
Miami bas reported the third largest number of cases per million
of the population.

In our city, HIV infection has touched the lives of all
races, ethnic groups, social classes, men, women and childrer.
There is an increasing incidence of HIV infection acquired
through heterosexual transmission. In our community, it seems to
predominately affect the impoverished, inner city Black and
Hispanic population.

Last jear, BEuman Resources Setvices Admipistration:
Department of Maternal Child Health, released funds vhich were
utilized to develop an intensive, comprehensive Case Management
program for women and children with HIV infection. Through
combined efforts, the University of Miami Departments of
Obstetrics and Pediatrics has implemented this Case Management
program in order to identify and address gaps in services to the

families receiving Case Management services.
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Eight years have elapsed since the first case of Pediatric
BIV infection was identified at Jackson Memorial Medical Center.
The community was not prepared to respond to the multiple
problems and needs of this special population. Since 1981, we
have come a long way in the availability and provision of medical
ayd social services in Dade County. The following highlights the

achievements and shortcomings of these services:

* Childrens Home Society, in cooperation with the State of
Plorida Health and Rehabilitative Services (HRS), and the South
Florida AIDS Network at Jackscn Memorial Hospital, have
implemented a Foster Care program which has licensed thirteen
foster homes and has placed twenty-five children, who have been
orphaned, abandoned, or have been placed temporarily while their
mothers receive drug addiction treatment. Although this is zn
admirable program, it has been recommended that HRS offer
placement with ‘stipends’ to membe s of the child's extended or
nuclear family in lieu of foster care placement. Often,
grandmothers, aunts or older siblings are interested in caring
for the child, but are unable to afford the costs of raising
them.

* The State of Florida now accepts Medicaid waivers. This
policy not only helps offset the high cost of medical care, but
also assists in the payment of AZT for those who meet the
eligibility criteria for treatment.

* In 1987, the Dade County Public School Board established

an AIDS Task Porce which addressed the issue of mainstreaming HIV
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infected children into the general population. The program has
successfully enrolled ¢' ldren into pudlic school regardless of
tbeir HIV status, in a confidential manner, and has formed an
Advisory Committee that meets as needed, to develop specialiged
care plans for the child with AIDS who is medically compromised.

* The Dade County Headstart Program bas alsc taken the
initiative to mainstresm RIV infected children into their Day
Care Centers and are using ii. Public School model to develop
their plan. Day Care services for families dependent on wvelfare
has been s seriously deficient resource for our population. &
few hours outside the home would benm»fit the child {by providing
external] stimulation in a productive environment) and allow the
mother much needed respite time for.rest or other activities.

* Multi-governmental funding allowed for the development of
the South Plorida AIDS Network through the Public Health fTrust at
Jackson Memorial Hospital. South Florida AIDS Network provides
multi-discipline Case Management to patients affected by the
spectrum of HIV disease in a comprehensive/coordinated mannet .
Medical and social service referrals to unfunded residents of
Dade County are directed through this Network of servics

providers,

Despite these great gtrides, the following critical issues

need further funding and attention:
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* Undocumented aliens originating from the Caribbean Islands
and Latin America are the most seriously impacted regarding
ineligibility for social services. Their fears and anxieties of
being identified to Immigration Services often leads to
non~compliance and poor follow-through with referrals for HIV
testing. Support services are limited to this population.
However their children are eligible for full services as they are
American borr. Detention and possibly deportation are a real
threat in their day-to-day living experience.

* Shelters and housing for the homeless or displaced person/
families with HIV infection are inadequate. An HIV infected
pregnant women with children cannot have her many needs met by
the existing shelters. The community would benefit by
constructing dedicated facilities for displaced women and their
children wi «r-by access to the Medical Center.

* In recognizing that HIV infection has afflicted whole
families, sometimes throughout three generations, it is society's
obligation to assure that the HIV negative children and
adolescents of those families receive the most comprehensive HIV
prevention education and counseling. Often times these children
are not aware of what disease has afflicted and claimed their
whole family. It would be a double-fold tragedy if these
children became infected by engaging in high-risk behavisrr, as
they grow into young adulthood.

* Comprehensive education and outreach strategies to reach
the male partners of HIV infected women are grossly inadequate.

Inter-generational macho attitudes interfere wyith the men's
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acceptance and use of condoms, and also affects their ability to
cope with their femsle partners' positive status, leading to
denial and refusal to be tested themselves.

* The substance abuse problems in Dade County are reaching
epidemic proportion. Increased funding to create and staff more
drug treatment centers sre required now! Public recidential and
out-patient programs have limited spaces, insufficient to meet
the needs of the community. Crack-babies are filling hospital
beds as they await foster-care placement - mother's lose custody
and are often back on the streets or get pregnant while awaiting
drug treatment. Harcotics Rnonymous has yet to open support
groups in the inner city areas where the incidence of
crack-cocaine is highest.

* Routine screening for HIV-infection (while maintaining
strict confidentiality) should be offered to all women of
childbearing age. While respecting the same regard for
confidentiality, voluntaxry partner notification should occur
simultaneously. Finding for these two critical services are
non-existent. If any attempts to impact on decreasing
heterosexual and perinatal transmission are to be made, it would
occur most efficiently through the provision of these two
services.

* Additional funds should be allocated to AIDS service
programs for hiring mental health supportive staff to assist the
dedicated individuals who counsel and provide health care to NIV

infected persons. High wmortality and case overload burn-out the
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most invested care providers. As the incidence of AIDS cases
increase, we must be assured that the pool of staff resources

does not run dry.

e
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Chairman MiuLer. Thank you very much, all of you. Last year,
the committee looked at the question of adolescents and AIDS and
the exposure of the adolescent populativi: to AIDS. We examined
what we could expect in the future, working from the suggestion
that adolescents may be the next big population of people in the
country vulnerable to AIDS exposure.

Both of have discussed this in one fashion or another, refer-
ring to either adolescents who were ex at the time of birth,
but who are now 13, 14, 15 years old and have AIDS, or adolescents
who are being ex apparently through IV drug use or sexual
contact with an drug user. Is AIDS starting to close in on the
adolescent population, especially in communities like Belle Glade?
What do we know about this? Do we keep separate figures with re-
spect to the adolescent population, or do we just count them along
with the adults?

Dr. OxroBy. I can speak for the figures; it is very important that
adolescents be targeted as a unique group, because reaching them
is cﬁuite different from reaching small children or reaching oider
adults. In terms of what we know about the extent of the problem,
AIDS cases as I mentioned, is a particularly difficult way to look at
adolescents because of the long incubation period——

Chairman MiLLER. Right.

Dr. OxroBy [continuing]. Between infection and AIDS. And, but
however, there are children as young as 13 and 14 diagnosed with
AIDS at that agg, who have been infected through drug use or
sexual contact. we know that there are certain children being
infected at very early ages. In terms of the extent of the epidemic
in this group, there are several seroprevalence studies, including,
well the, for instance Central Hospital Program, all of the seropre-
valent studies include different age groups. So we are looking at
adolescents as a separate age group, within all the studies of sero-
prevalence.

Chairman Miwer. Let me ask you, in your figures you talk
about the number of individuals who are 20 to 24, or 25 to 29. If
you work back in time, what do we know about those young people
when they were 16, 17, and 187

Dr. OxtoBY. Well, one of the ways is through the surveys of neo-
nates, which is really evaluating childbearing women and that the
age of the mother is looked at there. There are fewer women, fewer
adolescents having children, but they are certainly present.

Chairman MiLLer. Well, I guess I am worried that we are run-
ning into these people too late, when they are already infected, as
opposed to going back into time and saving we should be looking at
them when they are 13 through 18, if you will, to see what it is we
can do in the prevention mode that keeps them from becoming a
statistic when they are 20 to 29 years of age.

Dr. OxroBy. Right.

Chairman MiLLer. I am just wondering, is there some kind of
surveillance, or are we trying 10 work up a means by which we can
look at those adolescents in vult.erable populations to see what it is
- we can do on the prevention side o1 this issue?

Dr. Oxrosy. Right. There are specific studies of how common
HIV is in certain very high risk populations of homeless, or adoles-
cents in certain inner city communities. There is also a number, we
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know how adolescents get infected, it is not a mystery that it is
drug use and sexual contact, so one of the ways we are trying to
approach the problem is through knowledge, behavior, attitude sur-
veys in adolescents, both in schools and out of schools and through
interventions in that population, targeted at those risk behaviors,
because we know that is how they are getting infected.

Chairman MiLLER. Dr. Scott?

Dr. Scorr. 1 think one of the other nmblems is that the adoles-
cent age group is not a group that js routinely targeted for health
care, like the young infant who ccines to the doctor for immuniza-
tions and for routine school health checks. That is not true in the
adolescent age ug. So that the physicians and the clinics lose an
opportunity to ﬂ:oa le to impact on the adulescent. That is why it
is very important, 1 think, that education in schools be targeted
toward that group.

Chairman MiLLER. Where are we in terms of what you think is
imlg;)mmt in this and the reality?

. Scorr. Well, I think that you know, if you look at how to
reach the adolescents medically, perhaps health clinics related or
associated with schools might be a way to target adolescents. 1
think that there are curricula being developed for that.

Chairman MiLLer. Have we looked at populations where we have
clinics in schools, with respect to AIDS? I mean, we have concen-
trated on it in terms of teenage pregnancy——

Dr. Scorr. Right.

Chairman MiLier [continuing]. More or less, but we also know
that a number of the clinics show that there are all kinds of other
benefits with respect to the health of those young people. Have we
looked at what impact these clinics may or may not be having with
respect to AIDS and young people in schools? Is anybody measur-
ing that, or are we just assuming that because they walk in the
door they may be better? Are we upgrading the staffs to talk about
AIDS in any of these programs, in any kind of pilot or experimen-
tal or demonstration projects?

Dr. Oxtosy. In terms of the school nealth education programs
which are supported in all of the States and in several city depart-
ments of education, those are, as Gwen mentioned, curricula mate-
rials and other approaches to the youth in the schools that encom-
pass a varietv of different approaches, including the clinics. And
within those programs we are now starting to evaluate what differ-
ent approaches seem to be working, hopefully we will have some
answers on that.

Chairman MiLLer. Dr. Scott.

Dr. Scorr. I would just say that you have really hit one of the
crux of the problem in how to reach that population. I as an AIDS
expert in infants and children know almost nothing about the ado-
lescent population in Miami. I do not even know how many school
health associated clinics that we have. But I think that in thinking
about the problem, you know, that certainly would be an area
where one could impact directly on adolescents.

The other problem I would mention, is that in dealing with ado-
lescents, sometimes one has the problem of permission and who
gives permission, and who do you share the knowledge with, be-
cause adolescents in a sense niay give permission for themselves,
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but on the other hand, one still needs parental permission to do
certain other types of medical care. So sometimes, at least in think-
ing about medical/legal types of things and ethical types of issues,
that is another consideration that people think about when they
are i WIU:! adolesclents am}i‘ in some ways may actually ob-
struct testing and counseling in this age group.

Chairman MiLLER. Dr. James, where woulcf young adolescents go
to S:t information in Belle Glade?

. JAMES, In Belle Glade they would get it from our staff, the
physicians on our staff.
irman MiLLER. What, are you school based?

Dr. JaMEs. No, we are not school based.

Chairman MiLLER. You are not school based, right?

Dr. Jamss. No, we are a public health clinic, but most of the ado-
lescents in the public school system come to us for their care. We
have not a separate adolescents clinic, but we will be. We
do have HIV-infected adolescents, and we have pregnant HIV-in-
fected adolescents. We are doing health education in the schools, as
I said, with the Comprehensive AIDS Program, with the HIV Pre-
vention Center. We just did one last week as a matter of fact. We
are going to try and do it during the school year as well. I did some
myself last year. The school board has allowed a number of people,
to come in and do AIDS prevention education. They also teach

prevention education in schools now.

Chairman MiLgr. You mentioned in your testimony, and 1 vis-
ited Belle Glade some years ago, touring much of the housing in
the community and traveling throughout the community in gener-
al. If it as I remember it, you are quite right, it would seem to me
that you have got a community that converges on extinction. I
mean, if you keep up these combinations of behaviors within this
popul:tation and given the closed nature of the community to some
extent——

Dr. James. Right.

Chairman MILLER [continuing]. It is not a far fetched notion that
this is essentially what you are talking about. Between drug use,
sexual activity and AIDS, this community can wipe itself out.

Dr. JamEs. That is correct. 1 basically think that we cannot ad-
dress the AIDS epidemic without addressing the substance abuse in
the community. This AIDS was basically the last thing the commu-
nity needed. There is inadequate housing.

airman MiLLER. Inadequate, you are being very polite.

Dr. James. The young people in the community already have low
self esteem. To try and go in and build them up and try and get
them involved in things other than drug use and abnormal social
behaviors, will be difficult. One of the things that they always say
is there is nothing for them to do in Belle Glade. They have no rec-
reational center there for the minorities in the community and
there are no organized social activities so that the young people
tend to get into sexual activities.

Chairman MiLLEr. Do you still have a large influx of can cutters,
seasonal workers that come?

Dr. James. Yes, we do. They do not come to our clinic for services
usually.

Chairman MiLLER. But they are in the community?
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Dr. James. They are in the community. There have been some
that have been HIV infected. We get referrals once they become
infected.

Ci}’ajrman MiLLer. Do the employers provide any kind of health
care?

Dr. JaMmgs. Yes.

Chairman MILLER. Surveillance?

Dr. Jamgs. Oh, surveillance, no the employers have asked us to
come and test for HIV infection, but we have not been there yet. ]
think the HIV Prevention Center is planning to go. There are some
infected cane cutters.

Chairman MiLLER. Do they provide any kind of financial support
for any clinic other than yours in the area?

Dr. James. They have private health insurance for their employ-
ees, and so they can go to the private physicians in the community.
The problem is that the private physicians are not testing for HIV.
The clinic basically and the HIV Prevention Center are the only
organizations to actively test for HIV infection. A lot of them do
not test tox HIV infection. And it is when the patient is criticall
ill in the hospital and there is a suggestion from a public healtg
doctor that the putient might require HIV testing that he is tested.

Chairman MiLLER. What are we experiencing in terms of multi-

le births to HIV infected individuals? Where are we now? We

ave a number of years under our belt here, what are we——

Dr. JamMes. We have approximate:iy 12 women now; {A couple of
months ago it was 10), that have had multiple births of HIV-infect-
ed children. Some of them have had at least three children that
are HIV infected.

Chairman MiLLer. Some of those children have died?

Dr. JAMES. Yes, some of them have died. The women feel that
this gives them new life to continue on, and they say that “yes, 1
am healthy, I can still reproduce,” so they continue to have chil-
dren, even though that they have lost one child. They also say
“well inaybe this one will live, and look at me, I can still have a
child so I must be all right”.

Ms. Garcia. I think it also often goes beyond that. I mean you
look at all the reasons why the women choose to have children, one
is to replace the child that is dying. There is often times, our expe-
rience has been that the woman has not shared her HIV status
with her partner and he may want his own family, he finds out
that the baby is infected and that the woman is infected and he
splits. And of course this is an economic measure for her possibly,
so she finds another caretaker. And again, you know, issues of self
esteem, it makes her feel worthy and womanly to be able to have a
child, and we regard adolescents who often have impaired judg-
ment and limited insight at the time, this is not restricted to the
older woman, it also occurs within the adolescent population. And
often times even the male partners turn to prostitution for crack.

Chairman MiLLER. Well, you know, we have talked to some
people in a hearing and a lot of national attention has been given
to the notion of grandmothers taking care of crack babies, and
AIDS babies in San Francisco and elsewhere. In a community like
Belle Glade, you will run out of grandmothers real quick.
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Dr. Jamzs. That is true and the problem in Belle Glade is that
some grandmothers are infected too.

Chairman MiLLgr. That is what I am saying, the generations are
80 close, there has been a collapsing——

Dr. JAmzs. Right.

Chairman MiLLER [continuing]. Of the time frame here.

Dr. JamEes. The da\olgter may be 12 and then her grandmother

be 24 and her mother may be 36.
m%yhairman Mnier. All infected?

Dr. James. Right, right. We have families with nine people in-
fected. It is very traumatic.

Dr. Scorr. 1 would just also add that the majority of these
women that deliver infected children are not sick. a that many of
them ".ave a lot of difficulty with the concept that they carry a
virus that they can transmit to their child, that produces a deadly

i in their child when they themselves are clinically well.

i Mmier. All right and where are we screwing up in
terms of being able to communicate with these individuals in terms
of materials, or in terms of approach?

Dr. Scorr. It ic a very difficult.

Chairman MiLLER. I mean it seems very haphazard. This is not,
you know, in all the communities—I mean Belle Glade is somewhat
unique. In terms of Dade County and South Florida, the whole
problem is trying to communicate with a population that in many
instances is very young, lacks education, and lacks sophistication.
Yet I do not get the sense that we are promoting the kinds of con-
tact and communications skills necessary to talk to these people to
see if there is any chance of changing their behavior.

Dr. Scorr. I think that what g James is describing in Belle
Glade has gone on in Miami for many years. And you cannot imag-
ine the frustration of ggople who have counseled patients over and
over and over again about status and about risk of having infected
children and risk of transmission of the virus to others through
sexual contact.

Chairman MiLLgzr. So you are also being ignored?

Dr. Scort. This must be done in an age appropriate and cultural-
ly appropriate way and we have hired many workers, you know,
t{om the same ethnic groups to help and assist with counseling.
But it becomes sometimes more fundamental than that, sometimes
it is a religious belief, sometimes it is an incapability of actually
understanding how they can have a virus and can transmit if.
Sometimes it is denial, denial is a very wonderful method of pro-
tectinf oneself. And it just points out, you know, each individual is
very different in terms of counseling. And that counseling needs to
be ongoing over time and you cannot just counsel them once and
feel that you have done a good job.

Chairman MiLLER. Let me ask you something, then I want to
turn over to other members of the committee. In the issue of
denial, you have individuals obviously that, as you have explained,
would deny AIDS for a number of different reasons. But also you
counsel them for an hour, a couple of hours or whatever amount of
time you have contact with them. You are then returning that in-
dividual to a community that may on a community basis be deny-
ing this. Is that happening? T
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Dr. Scorr. I think to some extent that is true. I think that in the
past, particular educational information was not getting out to spe-
cific minority communities about the disease. And I think that you
know, the whole community needs to have an awareness, but [ still
think that there is fear and hysteria and concern out there in the
specific communities about this disease. And so I think that it
really is goirg to require a very targeted, very intense effort to
educate. 1 think that just attempting to educate in the use of con-
domis has been a challenge in many of the groups that we serve.

Chairman MiLLER. I have some additional questions, but I think
what I will do is, if I might, submit some of these to you in writing
and see if we can get a response from you, or you can provide us
the materials. Congressman Lehman.

Mr. LeuMAN. Thank you, Mr. Chairman. 1 just listened to all
these overwhelming problems and I have to call to mind in the
recent weeks the Congress has passed a defense bill that provides
at $600 million a copy for 13 stealth bombers and plan for 50 alto-
g(e)ther. It seems to me that we are putting money up for a stealth

mber, when we have a stealth bomb right here in our own com-
munity, which is a lot more dangerous. Something is deadly wrong
with our sense of priorities in this country and I would like to see
that changed.

But the problem as I see it, and you talked about the mothers,
the group of mothers, of women that carry the HIV at this time
that if they know they have it, apparently they have this desire to,
have children to carry on their life. Someone said their own im-
mortality sort of. If they do not know, if they deny it, if they go on
and have children anyway, if either the child suffers, they are
placed often in intensive care, or if the child does survive, many of
them are ill and do suffer. If the child eventually dies before ado-
lescence, that is one end, if the child somehow or other, as some do,
survives into adolescence and becomes a sex partner herself or
himself, then they become an extension of the original mother who
passed on the virus to the child. Either they die or they become
carriers, it is a no win deal, am I correct?

Have you found that most of these mothers come to the hospital
in the latter part of their pregnancies? 1 assume very few come
early in the pregnancy?

Ms. Garcia. No, we do see some early in the prenatal, in their
prenatal care. Not as many as we would like to.

Mr. LenmaN. Well, then [ ask you the $64,000 question. If you
had a mother come to you in the early part of her pregnancy that
was HIV infected, would you advise this mother to have an abor-
tion?

Ms. Garcia. No, sir; I would ask the mother what does she want,
and { would help her explore her alternatives and if abortion is her
choice, then it 1s my responsibility to help her through that proc-
ess. But they bring it up.

Mr. LenMmAN. Would any of the other members of the panel couu-
sel the mother to have an abortion? Is that a fair qu« tion?

Dr. Scott. A federally funded? No.

Mr. LeHMAN. | mean, these are hard questions we have to lcok
at.
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Dr. Jamgs. Right. We counsel the woman about the importance
of Yrenatal care. We also give them the o;lation of tubal ligation, but
as I said before, none of them want tubal ligation. All of them want
the babies. They see this as an attachment to a man, they see it as
money in the future in the form of a check that will come monthly,
and see it as life. But we, you know, we offer them options,
althoué we cannot perform abortions.

Mr. . I have had two answers that say they would not
accept counsel, but would accept ~he mother’s desire.

Dr. Scort. Well, I would just like to say that I think that perhaps
one of the reasons that abortion is not recommended is that we are
still in the process of determining the rate of perinatal transmis-
sion.

Mr. LEnMAN. According to Dr. Oxtoby, it runs between 35 and 50
percent is that right?

%. OxT1oBY. Most likely around one-third, the range has been 25
to o0.

Mr. Leaman. Twenty-five ¢. ity percznt, it is pretty high.

Dr. OxTosy. It has been dramatic.

Mr. LeamaN. That is a pretty hiih crap shoot.

Dr. Scorr. And those figures, the 35 percent figures have just
really been coming into literature very recently. that this dis-
ease at this point in time is treated in feneral like other, like other
diseases in that the mother is counseled with regards to the risk
and it becomes a decision on the part between the mother and the
physician, with regards to abortion.

l{isr. LenmAN. But is it not also a social problem as well now, be-
cause you have given birth to these children that are going to be
suffering and you have these children that—I am not recommend-
ing it, I am just trying to assess the problem. With the children
who go through their childhood as suffering peorle and eventually
become carriers themselves, is that not a social problem and not
just a problem between the mother and the physician?

Dr. . It is true, but it is handled like most other types of
congenital——

r. LeaMaN. Should it be?

Dr. Scorr {continuing]. Problems, and— —

Mr. LenMan. Should it be? Do not answer that. Who would like
to answer that question?

Dr. Scorr. The other thing I think though, that there would be
some women that might be willing to accept abortion, but in gener-
al, they do not have the funds for abortion. We have had some
women who have gotten abortions out in the community where
they can pay much less, but I think that one of the other problems
associated with accepting abortion, is that there does have to be
money up front for that abortion and they do not have thut kind of
money.

Mr. LexumaN. Should it be funded by the Goverament at some
level, if the woman wanted an abortion®

Ms. Garcia. Well, I do not know, in light of where the abortion
ruling is going, State by State, no I am very concerned. Medicaid
does not or terminations right now, they are anywhere from
$135 to $§5¥ and if you have them here at our Medical Center, you
will eventually be responsible for the paymept of this debt. Should
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it be federally funded, I would say as a social worker, yes, because
the women have enough to deal with in issues of poverty without
having to think about how am I going to terminate if I do not have
an&:'ood to eat.

. LEnmaAN. Dr. Oxtoby, you have any comments? You have
been very quiet.

Dr. OxToBy. I think what we are discussing is a real important
issue. I think it is just one very small part of the whole issue of
contraception and family planning. Many of the women do resent
very late or have no prenatal care at all. And the other tiing is
although aﬁ;ﬂe have discussed women wanting to have children,
they are quite a number of women out there who really do not
have access to family lanning services early on, adolescents and
young adults. So I think bringing some of the programs are trying
tob family planning into settil}%s such as drug treatment clin-
ics, %% clinics, and also bring HIV counseling into family plan-
nti'fng clinics. And I think that those will be important prevention
efforts.

Lir. LenMAN. We were talking about AIDS mothers and family

lanning. It is a whole different ball game and that is the problem.
‘g'hls' is not ordinary family planning where the mother and father
are getting along well, or about their financial problems, this is
something that society has to deal with. Let me ask you one more
question. I am just trying to find answers to these problems and
solutions to the social impact of them, if there is any. Would you
like to see a law that provided sterilization of mothers with HIV,
or even mandated mother sterilization, would that be a solution? I
am just throwing these things out. These are not the questions we
want to hear, but these are questions that people think about.

Dr. Scorr. 1 guess I would start out by saying 1 have difficulty
when things are mandated. But I think that one thing that we are
looking at is treatment of pregnant women with anti viral drugs in
an attempt to prevent transmission to the infant and that is some-
thing very new that we will be starting in one or two centers to
look at the pharmokinetics of drugs, so that there may be in the
future some ways to prevent traunsmission of disease.

Mr. LenMAN. From the best information I can get, the real cure
for HIV is still decades away. I mean, there may be a break-
through, but right now we are not looking at one.

Dr. Scorr. Prevention is very important.

Mr. LenmaN. Does anybody else have an opinion on whether you
either recommend sterilization, or whether you think that is a solu-
tion, or whether it should even be mandated? Anybody want to
voice an opinion on that? Thank you very much.

Dr. JamEs. 1 was just going to say I think such a law might be
very discriminatory.

Mr. Lraman. Well, I am not trying to chan%e the law on sterili-
zation. I am just trying to find a solution, and I think it would be a
solution. On the other hand, one third of the babies that are from
infected mothers, the ones that have infections, they either suffer
and die or grow to maturity and are as I said a steaith bomb in our
society. We do not have easy solutions. We have a win/lose situa-
tion at this time in dealing with this problem. I do not see a posi-
tive answer, except a compassionate answer to make these people,

oU




46

these children as comfortable as possible and to care for them as
best as ible.

Ms. Garcia. Congressman Lehman, if we are ever going to con-
sider any kind of mandatory process where a woman should have
to come out——

Mr. LeumaN. | am in the same——

Ms. GARrcia. You have the same sort of respect somehow.

Mr. LEuMAN. | am for the same woman'’s rights as you are.

Ms. Garcia. All right.

Chairman MirLEr. We can always count on you Bill. Mr. Durbin.

Mr. DursiN. Thank you, Mr. Chairman. Dr. Scott, I want to un-
derstand a couple of things about this and it has been a very illu-
minating morning for me in terms of testimony. But it is my un-
derstanding from what Dr. Oxtoby and you have said, that if the
mother is infected with HIV, the likelihood of the child carrying
that disease is one third to 50 percent roughly, that is what the sta-
tistics indicate?

Dr. Scort. Roughly.

Mr. Dursin. All right. Is there any value to your knowledge, of
the mother’s HIV infection early in tge mother’s pregnancy?

Dr. Scorr. I think that if our obstetrician were here, she would
say yes, because she would follow that mother more frequently. We
have had some mothers during pregnancy who have developed op-
portunistic infections particular a pneumosystic cranial pneumoni-
tis and she would want to follow the growth and the development
of the infant very carefully.

Mr. Dursin. But at this moment, it does not afford you any
unique or additional opportunity to avoid the onset of the infection,
th~ «nowledge of the pregnancy?

_ Dr. Scorr. To avoid the onset of infection in the child or the
n—

Mr. DusBIN. Yes——

Dr. Scorr [continuing|. Or in the——

Mr. DuUgrBIN [continuing]. In the child.

Dr. Scort. Okey, yes, because at this point we do not understand
what factors allow transmission. In the very near future, and near
future may be six months within the next year, it might be possi-
ble that pregnant women will be afforded treatment under proto-
col, with anti-viral drugs in an attempt to see whether that modali-
ty might prevent transmission.

Mr. DursiN. Could one of the agencies which I fund. through my
work on funding through my appropriations committee assignment
is the Food and Drug Administration and of course it is in the
center of controversy on this whole issue. Do you feel that there is
adequate attention being given by that agency to this whole ques-
tion of pediatric AIDS?

Dr. Scorr. I think that the two is..ues need to be resolved with
regards to the FDA. One is the beginning of trials very early in
children, almost concomitantly with adults, particularly in phase
one trials, because in some trials, particular the AZT, the trials in
children were started very late. And therefore, we know much less
about AZT in children than we do in adults. So that we need to
start new drugs concomitantly with the starting of those drugs in
adults, as soon as a few adults have been treated.

0L



17

The other issue is the issue of women and pregnant women and
being able to gather information quickly about potential trangeni-
city of dru? and effect in pregnancy, looking usually at animai
studies. And then perhaps as more is know ut the drug, to be
able to look at them in pregnant women. But again, that would
usually be after it had been studied to a greater extent in non-preg-
nant males and females.

Mr. DurBiN. What percentage of the mothers of HIV.infected
children are IV drug users themselves?

Dr. ScorT. Again, if you look nationally, about 50 percent, is that

ight?
n%r. Oxrony. Of the mothers of drug users.

Dr. Scorr. IV drug abuse.

Dr. OxToy. About 55 percent yes.

Dr. Scorr. Fifty-five. In Florida, it is less and in our own popula-
tion we see about 55 to 65 percent transmission by presumed het-
erosexual spread. But I can tell you that the problem of drug abuse
in the women, we are seeing a growing population of children, be-
cause of drug abuse in the women now in Florida.

Mr. DursiN. I would like to, having asked those factual ques-
tions, go to some of the policy considerations, which we addressed
this morning. Let me say at the outset, Dr. James, that many of us
and I think all of us on this panel have been fi ;hting a battle for at
least the last eight or nine years to keep the National Health Serv-
ice Corps in business. There has been a proposal by President
Reagan year in and year out to eliminate this program. And most
of us, t‘?' instinct, have been thinking that this is the wrong thing
to do. Your presence here today and your te:*imony convinces me
thank ess that we were right a.d tha' we have ﬁOt to kee
this valuable p in place, so dedicated ple like yourself
can continue to address public health needs in America. Thank you
for coming and presenting what is critical to a politician’s success
in Washington, anecdotal evidence. I now have a story that 1 can
tell ali across into my District and in the halls of Congress about
how important this program is.

Let me try to move to a couple of polic questions and ask for
your response. First, Ms. Garcia, you told the story, a lot of aspects
to the story and the close of the testimony with Congressman
Lehman, you referred to it again. I recall your testimony about the,
for lack of a better term, the serial infector, this father out there,
HIV infected, who proceeds to impregnate young women and pass
along this infection time and time again. Do I take it that there is
nothing that you know, at the moment, that can be done to stop
him either State or Federal law, whatever?

Ms, Garcia. From my Eo'mt of view, short of murder, no there is
nothing that I can do right now. In our case management program,
throu!gli the PDA’s demonstration project, we have hired three
male social workers. I obviously can see from a female advantage
that a man is not going to listen to my counseling about what he
should do with his partner. So we felt that ma %e man to man
ethnic group to ethnic group, culture to culture, t ey would under-
stand each other a little better and it is going to be a long process.
But I think the focus will always be one to one education, or maybe
even some group work with the men. It is all macho, it does not
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matter what culture or what ethnicity you come from, it is a way
of being that is handed down, generation to generation and now is
when we can impact on changing macho attitudes. You can be mas-
culine, without being——

Mr. DursiN. Irresponsible.

Ms. Gagcia. Yes, thank you, I was going to say something else,
but, that is okay.

Chairman MILLER. Submit it in writing later.

Mr. DurBIN. The questions which we have asked this morning
and the one I just posed to you raises some interesting analogies. If
that person, if that man whoever he is were guilty of causing
young children to become addicted to drugs or in abusing children,
physically or sexually, we have all sorts of responses. They may be
inadequate, but we at least have said you have crossed the line, so-
ciety will not allow you to continue to do this. And yet, we know by
the activities by this serial infector he continues to wreak havoe,
not only on his mate in this situation, but his progeny as well, time
and time and time again. And we sit back with our arms folded,
saying is it not difficult to accept, there is just nothing we can do
about this, under the law there 1s nothing we can do, except maybe
try to counsel him to become more reasonable. Therein lies our
frustration. I think that it leads *o the line of questioning from
Congressman Lehman earlier.

But let me ask you, if others of you have comments on this
please join in, but let me ask you a ggactical question. If we re-
quired young children in America to be examined and inoculated
to attend school and then virtually every jurisdiction across our
nation, no one questions this except for some religious belief that
might come into concern, but that is a very, very minor percentage,
why do we not require a screening of adolescents when they reach
the age where they could become pregnant, to determine whether
or not they are either infected or drug addicted? Does anyone see
ani problem with that? I am not going as far as my colleague, Mr.
Lehman before, but what if we were to try to establish early in a
person’s adolescence, whether or not they have already demon-
strated some evidence of drug addiction or even HIV infection.

Ms. Garcia. Well, from a social service standpoint, I know that if
you were to create and implement such a voluntary screening or
testing program-——

Mr. Dursin. Not voluntary, mandatory.

Ms. GArcia. Mandatory.

Mr. Dugrsin. It is not voluntary for kindergartners.

Ms. Garcia. Well, again 1 would have to just go along with what
Dr. Scott sais about having problems with anything that is manda
tory. I think with some adolescents who may be responsible, but

ou know, there may not be too many of them. It is still awkward
in a voluntary setting, you have to have comparable social services
to go along with that, counselors to handle the pre- and the post-
test counseling. If the adolescent is becoming symptomatic a
system through which you can refer that person for care. We have
adolescent medicine clinics, you know, they are kind of like caught
in the middle. Adolescent medicine only does, you know, can only
do so much, but they are too old for pediatrics and too young for
young adulthood.
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I think in some of the detention centers around the country, test-
ing is offered, pre and post test counseling goes hand in hand and
then what happens with that individual when they are released
from detention. There is no facility for that individual to go, based
on a positive status. So again, you know, if you ever consider that,
you have to have the other services——

Mr. DugsiN. 1 do not take anything away from your testimony,
you are right, the support services have to be there once you have
the information. What good is it if you do not do something with
it? Dr. Scott, back to your earlier testimony, if knowledge of the
infection earlier in p ancy assists you as a doctor in treating
the mother and the child in utero, what do you think of the propos-
al that we have some mandatory screening to determinre through,
either through the school or through those who present themselves
for Title X counseling, or whatever, to dete*mine whether or not
we have a mother or potential mother at risk?

Dr. Scorr. Right now I think that with any kind of testing, must
go confidentiality, because one of the great concerns about people
who are positive is who finds out that test result and what is done
with that.

Mr. Dursin. I assume confidentiality. This is not for publication,
it is between that child, perhaps their parents if they have to be
in;rolved in the decision as you said earlier, and the Jdoctor or coun-
selor.

Dr. Scorr. Assuming that you could assure that confidentiality,
because I think that is still a problem and people are discriminated
against because of HIV positivity. I think that first of all you
cannot do it on just a one time basis. I would not know what age to
choose first of all, because there may be 13 year olds who are sexu-
ally active and abusing drugs, but there are other 13 year olds who
at 15 may begin to do that. So I would not know what age to choose
as a time to do testing.

And secondly, if I found that an individual were HIV positive, |
would feel that since they are an adolescent that that person would
require very intensive ongoing follow-up and counseling. And that
g%t;ent should have access to any kind of treatment programs.

t patient should have access to ongoing counseling with regard
to pregnancy, sexual sctivity, drug abuse, what have you. I
think that along with that Kind of a testing, would need to go a
very comprehensive program thai would be devised for such indi-
viduals.

Mr. DursIN. Thank you very much. You are a great panel and

ou have really helped educate me and | am sure my colleagues.
you, Mr. Chairman.
irman MiLLeg. If I might, just in closing with this panel, 1
want to certainly thank vou for your help and ask if you might re-
spond to some written questions that we would susmit to you at
tgg close of this.

I think what you are seeing here is a very real conceril about our
ability to withstand this onslaught of AIDS and of course the relat-
ed problem of cocaine babies. And I think that to date, as long as
the Select Committee has been following these two issues, we have
not found any institution or society that has withstood the on.
slaught of this population.
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It is in fact overwhelmed all of the hospitals, all of the schoul
systems, foster care systems, and adoption systems that are start-
ing to encounter it. It does not really matter that we have not had
the ability. And there is a very, very real concern on how we pro-
vide some kind of circuit breaker in these communities to the self-
destructive behavior and obviously to the results.

The questions of testi?, of sterilization, of abortion, I will have
to tell you are being discussed more and more among policy
makers as the frustration level rises. I expect to the same extent to
see legalization of drugs being discussed when people do not feel
that they are making headway.

You know, I am told that we test now in the armed forces, man-
datory testing. We find, I think, about a 2 percent rate, both for
drugs and fcr HIV. We test in the Job Corps, and very interesting-
ly enough, when we find something, we just throw them out. We fo
not put them into any counseling, we do not put them into any
treatment, we do not put them into any prevention programs and
we simply cut them loose. So that may be indicative of where we
are in terms of our discussion about how we want to chan  behav-

r.

And, while I see these very drastic suggestions creep into the dis-
cussion, privately if not publicly among policy makers, I am still
terribly concerned that I have not yet in any part of the countr
met any institution that has had sufficient resources to deal wit
this problem on what they believe is a first class basis. Everybody
is sort of knitting together approaches.

We have contact with millions of sexually active individuals in
Title X programs, millions of sexually active individuals in the
WIC programs, and yet somehow we are not able to raise the skills
and go after people so that they can start dealing with the prob-
lems of drug use, or of HIV, witﬁin just those populations. Because
somehow there is not enough money at the local level. The Con-

—and we have got to take the lead here—is not willing yet to
look at this in a comprehensive fashion. We are long on demonstra-
tions and pilot projects, but nothing in a comprehensive nature. It
is ridiculous to go out and suggest that we are going to subject
women to sterilization and/or men to sterilization at a time when
we have not even scratched the surface in seeing whether we are
willing to work with these populations, as difficult as they are. As
you all know this is a very, very difficult population, especially
when you tie it in with drug use so that your chances of dealing
with it are dramatically reduced.

But, if | am hearing discussions in the Congress correctly, there
is a great deal of frustration, as | am sure you have experienced in
the field for a number of years. And I do not know where we go,
that is part of what this hearing is about—the development of a
response to this population.

g:,) thank you very much for your help and your time this morn-
ing.

Qur next panel will be made up of Mr. Philip Plummer who is
the Administrator of the South Florida AIDS Network; Manuel
Laureano-Vega, Dr. Manuel Laureano-Vega, who is the Executive
Director, League Against AIDS from Miami, Florida, who will be
accompanied by Mireille Tribie, Dr. Mireille Tribie, who is the As-

oV



51

gistant Director, League Against AIDS; and Rev. Dr. Roger P.
Miller, who is the Chaplain in AIDS Ministry and Chairman of the
Miami AIDS Interfaith Network from here in Miami.

Welcome to the committee. And again your prepared statements
will be placed in the record in their entirety. And the extent to
which you can summarize, or you feel you want to comment on
something that was said by a previous panel or member of the com-
mittee, please feel free to do so. We would only ask you to try to
keep your testimony as short as possible, because as you can see it
stimulates a number of questions here from the members of the
committee.

Mr. Plummer, we will start with you.

STATEMENT OF PHILIP PLUMMER, ADMINISTRATOR, SOUTH

FLORIDA AIDS NETWORK, JACKSON MEMORIAL HOSPITAL.

MIAMI FL

Mr. Poummer. Thank you very much for the opportunity to
present today. [ see the problem with AIDS as a really a problem
with HIV infection and has been pointed out in the panel this
morning, in order to fully appreciate the impact of AIDS in chil-
dren, one must understand that for every HIV-infected child that
we identify, we are also identifying an HIV-infected mother.

Chairman MiLLEr. Excuse me if I might. If we could just ask the
people who are going to engage in conversa.ions, if you could do it
outside, so that we have an opportunity to hear the witnesses. Go
ahead, Mr. Plummer.

Mr. PLumMER. Approximately 98 percent of the children with
HIV infection currently being cared for at Jackson Memorial Hos-
pital, have been infected through perinatal transmission.

Within our Pediatrics AIDS Demonstration Project, the following
data has been collected on a sample of 100 HIV-positive mothers.
The racial and ethnic background, 84 percent are Black, of which
27 percent are of Haitian origin; 14 percent are Hispanic; and, 2
percent are White.

The age ranges is between 13 and 46; 5 percent being under 19
years of age; 22 percent being between the age of 19 and 24; and, 73
percent being between the ages of 25 and 46.

The marital status of sample; 77 percent are single; 19 percent
are married; 3 percent are divorced; and, 1 percent are widowed.
Clearly, 81 percent of these women in the sample group are of
single family homes.

Again in this sample, 18 percent of the mothers enrolled admit
to substance abuse, with the drug of choice being crack, intrave-
nous drugs and/or alcohol, compounding the problem of HIV infec-
tion. Two point one percent of the babies delivered at Jackson Me-
morial Hospital, approximately 14,000 to 15,000 deliveries, are of
HIV-infected mothers.

Therefore, in talking about the costs of caring for HIV-infected
children we must look ahead of the birth of this child and consider
the cost of providing testing and counseling for HIV-infected moth-
ers. Now the question was asked whether the testing and counsel-
ing of HIV-infected mothers, or the pregnant women, should be
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mandatory. [ do not think it should be mandatory, but I do think
we need to put the dollars into offering this service.

Just looking at providing testing and counseling for the 14,000
deliveries at':ﬁickson Memorial Hospital, we are looking at approxi-
mately $1 million to provide this service. This is an average of
$71.42 per p ant woman.

Wbt does this get us on the other hand? For those women who
are not infected, with a good testing and counseling program, we
are hopefully providing those women with information on not
coming infected. So we are not just dismissing them, saying that
you are not infected, bye bye now, we are providing counseling in
terms of how they can prevent future infection.

With the 2.1 percent of the population of p ant women who
are infected, the approximate 300 mothers annually, we are provid-
ing early intervention which Dr. Scott indicated could potentially
help us in the early identification and treatment of the child.

T&e second cost involved in the care of HIV infection also occurs
prior to the birth of the child. Providing the identified HIV infect-
ed ex t mother with intensive prenatal care. We have got to
consider the imgact of HIV infection, not only on her, but also on
her unborn child.

Providing identified HIV-infected expectant mothers who are
substance abusers with a rehabilitation program, or at a minimum
a safe space where they can remain drug free through the remain-
der of their pregnancy. Currently there are no substance abuse
treatment programs that will accept a pregnant HIV-infected
woman. This is something we need to develop. I feel that we can
develop a program like this at the cost of approximately $390,000,
with our current resources. Obviously, as this group increases, the
cost will increase.

'fhe third pre-birth cost is that of providing a nutritious, bal-
anced diet for all identified HIV-infected expectant mothers. 1
think that without a doubt we can look at the impact of nutrition
on the progression of HIV infection, not only in expectant mothers,
but also in their unborn children.

Once a child is born to a HIV-infected mother, there is a necessi-
ty for providing medical follow-up for that child to determine the
cilxild’s HIV status. As was mentioned by the ggysicians this morn-
ing, approximately a third of the children born of HIV-infected
mothers will be HIV infected themselves.

However, until we determine that, within a period of between 15
months and two years of age, probably closer to 15 months, these
children we must assume are HIV infected. Everyday colds, flus,
ear aches, et cetera that these children experience must receive
prompt medical attention.

The cost of actually caring for an HIV-infected child is outlined
in the attachments. You can see from the attachment that the
numbers of children needing hospitalization, the numbers of chil-
dren needing out-patient care, the numbers of children needing
foster care, and the number of children needing home health care
has increased over time, this is due to the increased numbers of
children we are dealing with.

For instances, in 1987, we hospitalized here at Jackson Memorial
Hospital, 45 children. In 1988, that rose to 65 children and in 1989,
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we are talking about a six-month period of time, we have already
hospitalized 48 children.

'l%e daily cost of caring for these children has also gone up. This
is primarily due to the very expensive antibiotic medications and
other medications that are needed to care for these children.

With early intervention and prevention, I think that we can
start to decrease some of these costs. As you can see, our average
length of stay for these children has decreased from 1988 to 1989.
An important aspect of care for HIV-infected children is out-pa-
tieat care. The numbers of children that we are providing services
to has obviously increased. We are beginning to see that we can de-
crease the costs, the average cost of caring for a child on in an out-
patient clinic. This is really through early intervention and detec-
tion and early involvement with these children.

Foster care, is a growing component for caring for HIV-infected
children. In 1987, we had nine children in foster care; in 1988, you
can see that rose to 40 children in foster care; and, in 1989, again
half of a year, we have already had 29 children in foster care. This
will probably increase to almost double by the end of this current
year.

The cost of caring for children in foster care has increased, but
that is primarily due to the fact that in foster care we are provid-
ing for a larger number of HIV-symptomatic children and there-
fore the cost is increasing.

Again, when you consider that the 98 percent of the children
that we are caring for have infected mothers, mothers who are get-
ting progressively sicker, the need for foster care—and mothers
who are also dying—the need for foster care is going to increase
significantly for us over the next couple of years.

We are also providing intensive home health services to a larger
and larger number of children. You can see from 1988 to 1989, (in
six months of 1989), we have provided home health care for as
many children as we provided for in the total year of 1988.

The final cost for care of HIV-infected children must be related
to the cost of providing services to the caretaker, not only the HIV-
infected parent who is a caretaker, but also the nurses that are
going out to see these children in the home, the foster parents that
are taking care of these children. In foster care we have already
had three deaths of children. Just to provide the mental health
services to this group of people who are taking care of HIV-infected
clients is very very important to us.

‘The raental health services to the doctors and the nurses. the
social workers, the case managers that take care of this population
is very important. And we cannot minimize these types of things as
Ana Garcia has pointed out so well this morning, in terms of the
costs of taking care of HIV infected children.

Thank you, very much.

[Prepared staternent of Philip Plummer follows:|
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PRerarEp StarsMenT oF PRl PLummEs, ApMiasTeRaTOR, SoutrH Fromma AIDS

Nerwosx, JacxsoN Meaoriat. Hosprral, Miaan, FL

In order to fully appreciale Lthe impact of AIDS in childrea one aust
understand that for every Hi" infecled child Lhat we identify we are
also identifying an #HIV infeclicd solher, (98% of Lhe children wilh HIV
currenlly being carcd fFor al Jackmson Mesorisl Hospilal have been
infected Lhrough porinatal Lransminnion}). wWithin our mediatric AIDS
hemonstration Project the foltowing data has been collecied on a
sampie of one hundred IV posilive mothers,

~- Racial/Kthnic bLreakdowss:
BAX Binck {(of wheeh 27% nre of Haitian origin)
14% Hispani«
2% White

- Age rapges att botween T3 oand 16 LF which:
5% are under the age of 4
22% are b twme o e aders oF V9 apdd oy
73% are between the ages of 25 and 46 years of age

- Marital stalus isn:
T7T% are single
19% are marriced

3% are divorced
1% are widowed

18% of the mothers enrolled in this project adsit to substance
abuse, {(drugs of choeice include crack, intravenous drugs and
atcohol)

2.1% of the babies doliverced at Ml {for 14,000 deliverien) are
of HIV infecled molhers.,

The coat of care of HIV iafecled childrens therefore mpust begin wilh
the cont of testing and counseling pregnant women for possible IV
infection. The conl of providing this basic {nitial service is
extimated to be £1,000,000, {$71.42 per olient).

A necond coast factor involvesd for care of HIV infegted chlldren also
occurs prior Lo the hirth aof the child., This cost includex:

~Providing the idenlified NIV infecled expectant mother with
intenrnive prenatal care. These expectant sothers should
receive & minigus of 90 prenntal vigits during the course of
their pregnancy.

~Providing identified HIV infected expectiant aothers who are
subgtance abmisers with & rchabilitation gprogram or at
mininum 8 safe space where they will be drug free during Lhe
regainder of their pregnancy. Currently there are no
unhstance abuxe tresteent programs Lhat will accept &
pregoant. women. if there were the walting list for a person
entering a program would prohibit Intervention prior to the
delivery of the child, at an estimated cost of $60.00 per
day per olicnt x 120 daysn of treatment, the annual cost of
treataen! Tor this popalation is projected to be $390,000
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“Froviding « nutritrous, batanced diet for all identified HIV
Iinfected eapectan) sothers.

Once a child is born 1o an NIV enfedled sother therc is Lhe necossity
of providing acdicatl tollom up to thal child lo determine the child's

HIV status. An W Cremed YV slalus cun be  deterarned somewhere
between 18 wonths and two years of Y. (N Serial 11V tLenting must be
avaitable during this perind which taciude T cell  counts., An

estimated 26 to 40% of tLhe (hildeen born of HIV infected mothers will
theaselves be IV intoy Lo, ot the HIV stalas of the child is
determined it mus! e gxsamed | fosl e /xhe isx HIV anfected, KEverybody
calds, flues, ear aohen eof . thatl hitdrers capecience pust receive
prompl medical attention,

The cosl of care 90 a0 HIv 0o, (0 sl v ot baned an altachoent
#l. These (onbs one Tade gt rent carve . outpmtrent ctonre vaxits,
Toster care and home hoeatih | At e,

If a child is bora diag addicted in addst con to being HIV infected you
can factor in an eslimaelrd 2h% tnereane 1n these items.,

The cost. of caring for an NIV yufected child goes well beyond the

immediate needs of the child. The emotional iepact on the CAregiver
sust also be considered,
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Chairman MiLikr. Thank you. Let me ask you, we should be
adding these columns, right?

Mr. PLumMMER. That is correct.

Chairman MiLier. In patients should be added to later out-pa-
tient costs should be added to later foster care, should be added to
later home health care.

Mr. PLuMMER. That is correct.

Chairman MiLLEr. Okay.

Mr. PLuMMER. Obviously, though the numbers of foster children
needing foster care at this point in time is much smaller than
those numbers of children needing out-patient care.

Chairman Mures. Right, but in—

Mr. PLumMER. Potentially——

Chairman M1LiEr [continuing]. The children can move between
fhese popuiations and these are expected costs that we should be
ooking at.

Mr. PLummes. That is correct.

Mr. Lexman. If the{l survive.

Mr. PLummzr. If they survive, right. A child who survives his
own mother’s ability « care of him, will probably fit into this
foster care component. Once a mother gets too sick or dies, we are
going to wind up with another child who potentially needs foster
care.

Chairman MiuLer. Thank you. Dr. Laureano-Vega.
Dr. LAUReaNo-VEGA. Good morning.
Chairman MiLLER. Good morning.

STATEMENT OF MANUEL LAUREANO-VEGA. M.D.. EXECUTIVE DI-
RECTOR, LEAGUE AGAINST AIDS, MIAMI. FL. ACCOMPANIED BY
MIREILLE TRIBIE, M.D.. ASSISTANT DIRECTOR., LEAGUE
AGAINST AIDS, MIAMI, FL

Dr. LAUREANO-VEGA. We appreciate the opportunity to share
some thoughts with you regarding Hispanic, Haitians and the
AIDS crisis about what we have learned and what challenges still
lie ahead. We are members of the minority community and as such
we serve as advocates for our people, specifically with regards to
issues surrounding AIDS.

We have worked in this community during the last three years,
during which we have been instrumental in the establishment of
AIDS educational and prevention, as well as psychosocial service
programs, such as the Educational Department of the South Flori-
da AIDS Network, the Minority AIDS Program at the Haitian
American Community Association of Dade, HACAD, .nd the only
minority AIDS service organization of Southern Florida, the
League Against AIDS, called Liga Contra SIDA in Spanish.

On the national scope we have provided guidance and support for
programs targeting our communities in collaboration with agencies
surggras the National Hemophilia Foundation, the National Minori-
ty ATDS Counsel, the Bureau of Maternal and Child Health, the
National American Red Cross, and, the Centers for Disease Con-
trol, just to name some.

We have been asked to shed some light on the impact of the
AIDS epidemic on the Haitian and Hispanic communities with re-
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spect to the following topics: Pediatric AIDS; the problem of HIV
infection in illegal aliens; the necessity for coordinating the medial
and psychosocial care; and, what previous educational and preven-
tive 1nutiatives have been designed for our community.

Let us briefly review with you some facts about who we are in
order to place the AIDS issue in perspective. There are approxi-
mately 869,100 Hispanics and 80,000 Haitians in Dade County. We
live in the area of the State which represents the highest incidence
of diagnosed AIDS cases in Florida. It may be important to recog-
nize that the Hispanic population in Dade is a mosaic composed of
several Hispanic subcultures, among them Cubans, Puerto Ricans
and Central or South Americans.

Along with many Hispanics, the majority of the Haitians have
immigrated to this country for both political and economical rea-
sons. We are generally a younger we up than that of the
United States population as a whole. We place a high value on the
family and on the children. This is particularly true in the ent
of our population which is illiterate and dependent on the family
structure for assurance of well being during retirement.

We hold onto traditional values of our respective subcultures and
countries of origin. Approximately three-quarters of us lar}
would prefer for our children, we would prefer to use the Spanis
or Creole languages. Over half of us would like our children to de-
velop fluency in our mother tongue. As a people we heavily depend
on the church and the home to transmit cultural, ethical and
moral values.

Parents and elders are held in high esteem and respected
through one’s lifetime. We depend heavily on certain mediums of
communication to get our information, particularly television and
radio, and to a lesser extent the printed media.

We are generally a proud people who work hard to provide a
better life for our future generations in this country. We are by
and large resourceful and take pride in taking care of our own
within the conflicts of the family and the community. In times of
crisis we seem to truly show our very best attributes of compassion,
caring and unequaled devotion to anyone in la familia, and that in-
cludes the extended family concept.

We have learned about AIDS. What we have learned about AIDS
and its impact on our communities in the last 10 years is a lot.
Let's go through this.

AIDS is perceived differently by Hispanics and Haitians. Initially
it was thought to be a White gay disease and still is the case in
many instances. Our people have difficulties identifying with AIDS
as a potential risk to them, or to their families.

It 1s difficult to disci.ss AIDS openly with a large segment of His-

ics and Haitians, because of certain taboos on sexual subjects.

use of the issue of homosexuality and the issue of denial.
There is difficulty amoni our people understanding a long incuba-
tion period and modern biomedical germ theories, or concepts that
a behavior engaged in tonight might potentially place anyone at
risk for developing AIDS five to eight years down the line.

Individuals in our community appear to wait until the last
minute to see a physician or enter the health care system. The use
of AIDS culturally appropriate poultices are reasons that the mem-
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bers of our community die faster after a dia?osis of AIDS than
the White Anglo patient, and the differences here are striking as
six months versus two rs. Information on how and when to
access appropriate health care on a timely basis is desperately
needed.
There does not appear to be large number of credible health care
roviders that are trusted by our people with who they can be
g-ank and open about their sexual orientation or behaviors, or that
jcsggm mp:l:lt necessary risk reduction information without being
ental.

Our people have difficulty in accessing bili /bicultural
health care that is responsive to their perceived needs, as well as to
the needs of their families and significant others in this regard.
There appears to be considerable reluctance on the part of certain
key and influential members our community, as well as some elect-
ed officials, to be associated with the AIDS issue. By and large the

i ic physician has teen essential, essentially quiet during this
crisis and only a few of them have become spokespersons or advo-
cl:_ates at a time when they need most to be heard in order to save

ives.

What kind of approach we have utilized in view of recognizing
that the results are yet to be measured and require more documen.
tation, further study and research.

Our approach in the AIDS issue among our people, must be one
that is solely motivated by the desire to save lives and reduce the
number of persons from our community who will become :nfected.
Although the AIDS issue has, and will continue to be politicized,
and some of us may genuinely be more interested and contributory
in the political arena of AIDS, the greatest challenge and need is
in edulciating and informing our community and consequently
sa ves.

prevention and educational messages must be given simply
stated terms within culturally relevant parameters, utilizing tried
and true concepts of health education and health behavior ¢ ge.
The message must be clear and concise and given by credible pro-
fessional people, who can personally and sensitively relate to et
audiences. the audience must perceive that I too am vulnerable
and that our message has applicabili:imto me as well as to you. Any
of us could be potentially at risk for this disease.

Our audiences must be reached in natural settings within com-
munity churches, schools and work sites, preferably and not in spe-
cial forums or community conferences for AIDS. There is a tenden-
cy to not want to be seen attending these for obvious reasons.

There must not by any further alienation or stigmatization of
our Hispanics and Haitians because of AIDS. It is no longer impor-
tant to be classifying or labeling individuals as members of any
high risk group. The message must be loud and must be clear, I do
not need to be gay, a drug user or Ymmiscuous to r’get AIDS, rather
the emphasis must be placed directly on being perfectly honest and
up front with our audiences. Any one of us who has eng:ged or is

currently practicing specific sexual behaviors, may placing
themselves at risk for AIDS.

We have to gain a better understanding of drug use in our com-
munities. We have to listen to persons with and the difficul-
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ties which face both the single individual and the family system.
We need to find innovative ways of addressing the issue of denial
within our community. There has got to be an opportunity for indi-
viduals to inquire about AIDS and risk reduction practices in a
confidential and appropriate manner.

There is a dire need for anonymous testing and counseling for
our people, anonymous. Many, who will generally resist going to
sites within our program which are sponsored by gay communi-
ty or governmental agencies, or by sites that do not have bilingual/
bicultural staff, probably would go somewhere where they feel safe.

We have generally a desire within the family to care for their
own who have AIDS, yet we have a lack of organized ways of as-
sisting Hlspanic and Haitian families to do a better job of caring
for their loved ones with AIDS.

Our Hispanic and Haitian communities must have access to al-
ternative therapies and experimental protocols, at major medical
centers. These are most difficult for many of our communities to
access. Our people need to also be introduced to alternatives for
living with AIDS including home health care, respite and hospice
care, constant, which are foreign in our community.

We must provide Hispanics and Haitians the opportunity to par-
ticipate at Federal, State and local levels in the development of ap-
prop;'iabe strategies to educate and provide services to our own
peopie.

These are but a few things that we have learned over the past
years about Haitian and Hispanic communities and their response
to AIDS in this crisis. You will find that AIDS influences each
ethnic minority, in many of the same respect that it influences the
majority. That we have added on crisis.

Chairman MiLLer. Dr. if you can, if I can ask you to summarize
the written testimony, so we will have a chance to ask you some
questions.

Dr. LAUREANO-VEGA. Basically the rest is emphasizing that with
AIDS comes some very very specific issues. They are particular
pertaining to loss, AIDS is synonymous with loss, you have loss of
your phyvsical and emotional well being, your family structures,
and great amounts of stress are created which contribute to the
falling apart of institutions which our communities need in order
to survive, the already overwhelming stress that they are going
through.

Adequate resources are not available for our community to insti-
tute and mobilize the resources that are at hand, but are not avaii-
able, so that we can adequately deal with the crisis.

And in the last part of my testimony, we have some prior serv-
ices which have been provided by our agency in a very limited
fashion to this community, because it is a small agency and it is a
large community. But with appropriate resources, we will be able
to expand on these very needed efforts of mobilization within our
community.

[Prepared statement of Laureano-Vega, M.D., follows:]
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PREPARED STATEMENT oF MIrsrLLE Taug, M.D. AND MANUEL LAUREANG-VEGA, M.D.,
Exgcurive Direcror, Leacur Acaimnst AIDS, Miamy, FL :

NEMBEES of the Selet (ommittee on (Lildren, Youtl, and Familie« ot
the £, House of Representatives . S G00D MORNING

Wo appreciate the opportunits tn slare some thoughts with vou
regardityg Hispanica, Kattians and ¢re AIDS Uricte, ahout what we have

learned . and what chsllengeq atill lie ahead Voo ate memter | nf the
Minority community and av such were rerve ac sdva, ater {or our Heat-la
spucifically with regards to 1 ues cuaryoundine AT Wer Hacte werked

inp thie community during <he la:zt *hiee woare Jurine whish we Laen
been fnctrumental in the ectablichment o AINT oody avional a4
preventicon ar well 36 pevilorotial ~ervt o trosram . L oar The
Fducational Departmont of ¢he South Flortaa RIS Neewor k. the Minos gty
AITS Program at the Hattisn Amertoan “ommonity A o fasion of Tiwde
CHACAT . and the only Mirerity 8100 Per g e Drvantzation nt Sfouehern

‘ Flortda the leaguo Agatn-t AT - liws Contis SITAY. On oa nat.onsd
sCoOpe we have provided gonddance and  uprort for s oframe farget iy oy
communitics {n wollshboration with awen le cu L oas The Nt ional
Hermophtlsa Foundation, The Naticonal Minority Alin” «cun 1l, The Rurean
1 Maternal and Thild Health, The Nstiona)l Amerir an Fed (3o, The
Centers tor Direace Toptral, fuat *o pame 5 fow «
We have been atged to ohed cpme light cn the fmiat he ATTY criderys
s having on the Heltjan and Hicvarnd nmmni®ie with te a0t t9 4ha
following tupi.c-

Lo Fediatit oS b e mtrant and Hattian Coommunttise

2. The prtlem of HIV ynde tion for 1lleps] siien fnelizshle 4o
modioal Are. 0o 1al cervi e and pulld s fotane e

2. The necces 4y for - pordinatine medt oa. and povoleso 131 care oy

HIV posttive fndietlualy
4. Fducationsl and Freveneive anmatiat sver declened 107 tuede
Commur. it ie.

Let ue bLidetlv review with vou - ume fartc atout who we are 1L otder tn
place the ALDE {goue §n twrapuctive Thete are apsrnuimately 00 100
Hicpani~e and 80,000 Hativian. in Dade ounty Ve T{ve {1, sy sray of
the state which 1epre-ents *he highost tu tden e of diayno ed AL
caces tn Florida It mav e fmrertant to reoenire that the Hi rang
population tn Dade 1= & mposalc compo~ed of ceveral Hizraud
sutcultutes among them Cubane, Puerto FPicane, and Cential or South
Amer icane Alotg with many Hicpanicoe, the matority of Haitian: Lave
fmmigrated to thi: country fo1 toth poltitical and economical reasons
Ve are genernaiiv 3 vyOounger 3g& froup than that of the lnfted Ttates
population ar. a whole. e place 8 Ligh value on *he Familv and ou
children. Thie s particularly true (L the gegrent of our ponulation
which 1rn t1literate and dependent on the ramily ctructure fof
Asrurance f well Weing during retirement  We hold on to traditictal
values of our reepestive subiultwern and ountries of origin
Approximately three quartere uf uo regularly us ot prefer tn uce *he
Spanisl or vrenle Jangusyey  Over half of us would like our o Lildren
to develoy fluenay in our “Mother tonpue” A 8 peDple we dejond
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heavily on the Church and the Home to tranamit cultural, cothical and
moral values. Paronto snd elderu are hold in high citeem and Tes e ted
through onee lifetime. We depend heavily on cortatn mediums of
commpunication to get our informstion particularly tolevistion and
radio, and to a laecer axtent the printed media Ve are generally a
proud people who work hard to provide a botter life . for our future
genderations, in thiec country Ve are by in large recourceful and tske
pride in taking rare Of OUr own witLin the (ontext of the family and
tho community. In timer of crisic we reem to truly show our very bort
attridbutes of compaseion, caring, and unequaled devation to anyone fu”
la Familia” and that includes an extended famtly concept

Vhat bave we learned about AIDS and {tc impact on our commanities in

the ot years?

1. AIDS ie percefved differently by Hiopanico and Haftisns Inftially

1t wase thought to b a Vhite Gay Disesare and thie e oti1'! the
case in many tnotances.

2. Our people have difficulties tdentifying with AIDS as a potential
risk to them,or their familiec.

3. It 3s difficult to diccuss AIDS opeanly with a iarpge usegment ot
Hispanicn and Haftians becaurc of certalin tabue on rexusl cubieg ty,
bacauce of the fomue of Homovexuality and the iocue of denial

« There i1e¢ difficulty amang our people understanding 8 long
incubation period, modern bhiomedicsl germ theoriec or the ConCert
that a behavior engaged {n “tonight“ might potentially place
Anyone at rick for developing AIDS five t0 eigpht yesrc late:

3. Individuale in our community sppear to wait until the “lant
minute” to cee a phyairian or enter the hoalth care system, <he
use of culturally approprinto poulticer are 1easons that the
members of our community die faster after a diagnoadie of AIDS
than the whito Anglo patient (cix monthu v two vearnd In-
formation on how and whon to acceos appraprisate health care opn
5 timely bacie (o deoperstelv needod

6. There dooc nat appear to be lsrge numbers of credible health csre
pravidersn that sre trunted by ou people with whom they can bo
frank and open about the!r nexus orientation or tehaviore r
that can {mpact nEeCentaArv 1 sk reduction Informet ion withoot bLeing
judgmental

7. Qur people bhsvo d1f€ficully fn accerodng L1l1ingual-birultural health
care that i recponcive to their perceived noede an wirll as to thy
neadn of their families and significant othert in this tugard

8. There sppearsn to be conkiderable 1eluctance on the frt 0f ccrtaly
key and influentisal memdbur: ©f our community ac well aa come
elacted officialo to be accociated with the AIDS iveue Ev ant
large the Hispanic phyciciann have beon etnentially guiet during
thinn crivie and only a few have bocomae BTOEEfer fonG of aldvieatet
at a tine when thov need most t0 be heard in o1der to save e

Vhat kind nf spproach we bave vtilived (1 view uf this recngniTing
that the rooults are yet to te meacured and Tegquire nuch mor e
documentation, further rntudy and recearch

Our approach in the RIS tesue MBONK OUr people muct be nle that
aolely motivated by 3 duvite to cAve 1iven and reduce 4 he tumher ot
pereony fromw our cummunity who will be-ame infoer ted Ale hougph the
AIDS fcoue has and will continue to be pOliticire. and come amone (-
may gonuinely be more interceoated and contributory in the foltty  a)
srena of AIDS, the greatent challenge and need 1o in vlucating a5t
infOrming our (ommunity and conseguently eaving lives

Afdc prevention and educstional mesvages muet Le given Simply o atated
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tormy within -ultura.iy relevant tarameters, wtiifiring *ried and vrue
concents of Health educatieon and Learth behacies Lanwe Tie meragpe
munt be closar and concrse and eiven ty creditie and 1rofes teonal
porconns who . an personally and apnatt veoly 10 ave ¢ e tarpet
audfanco The audience murt per efwe Chat, 1 e em cuinerar te arnd
that pur message bas appltcatilley ¢ me a4 well a0 v o Ay ot an
could be potentialiv at risx for AIDE

Cur audiences muct e reached 1n natursl settings withiy

community Churs hes, echouio, ani werk s4fen . tretferat Ly gl net s
cpecial ferums orf Jomsunity . onferen.er fog AN

There 1c a tendency to not want t¢ te meen attenting the e for obufoes

reac.ons There murt not by any Jurther s tenat,os vt tigmatisatioy
af our Hirpanico snd Haftians be suee of RIS 1t 10 no lenees
{fmpcrtant to e o lassdfving or asbeltng dndividua,  ac pesbere of any
High riak group. The mwesage mu-t e ool and < lea: ™ 0 don’ ¢t need to

be gav, a drug user, or promi-cuous to get AIDE. Father the emnhacis
muct be on beting perfectliv honest and upfront with ur audien ec- anv
nne of us who has engaged o de currentiv jaactioane cre {410 cerual
behaviurs, may be placiny ourcelven at 1iek for AIDS

Ve have to gasn lbetter understanding ot drug ure {n our cmsuanitier
¥o bave to licten to percons with AIDT and the J4:if1 ultiec which
boface both the wingle fudividial and the familyv <yatem We nced o
find innovative waye nf addrescing the fesue of denisx. within our

community.  There har got to Le an cppertunifty tor indivfidualr +o
inquire ahkout AIDE and riak reduction practices fn & ~onftdential and
appropriate manner. VWe have succesafully imvplemented & Trani-h recle

language Hotline in Miami which 1n the future way belome psrt of a
larger local effort to provide thie needed ~ervice to the s ommanity
There ivn a dire need for anonvymous testineg snd cufteling tor 2
people many who will gewerally testint woihy to niter withln o)
sponsored Ly the gay commsew‘ty, or by governmental agen, ‘e, wr Ly
titas that do not bave Lilipngual tiloulitural tatd

¥e¢ have found gonerally, a dectire within the family structure tn “care
for their own " Who have AIDS. vet we Lave 4 lack 0t organized wave of
sactioting Hicpanic sand Hattisn families tu o a better ‘ob ot catine
for their loved onen with AIDS

Qur Hispanic and Haltian commenitics pust have aocens to slternative
therapias and experimental protocols a the mator m-diial “euters-
these are mont difficult for many {n our community to acaecs Our
people need to aleo be intrnduced to alternatives for living with AIDE
including Home hea.th care, recpite and Hosplce care

¥e must provide Hispanicw and Haitiane the opportunity to partic ipate
at federal, state and 1c-al levelsn in the development of sppropriate
strategion to educate and provide cervicec to ous own people

Thewe are but 2 few things learned over the part veare atout the
Hiepanic and Haitian communities response to our cnmmunities AIDS
crista.

Alde ic & unigque divease in that it presentc esach community with come
bastic problems which could be cobeidered universsl The Impact of
Atde on specific racial and ethnic romsunities varies to the extent of
the differences in cultural values which characterize the individual
subculturen which compune our great nation

The tapact which the AIDS epidesmic {8 having on the Haittan and
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Hispanic families can ba classified into the following categories,
Personal, Social, Political end Legal.

Personal impsct

Tha physicel and psychological integrity of the thdividuals which

cOompose the family systems are threatened. There i{s a varfety of

physical and peychological losmes. 8o central to AIDS 1w the concept

of loee that it becomwe the central fizxatinon point of the {ndividual

or the family.

The phynical losmes be {t an adult of a pediatric csasme {nclude

1. loaa of energy

2. loes of strength

3. lose of appetite

4. loss of motility

5. loes of basic physiological functions such as bladder and bowel
control

VYo also see neurological complicatione which result tn additionsl
losses such as
1. loss of speech
2. loss of cognitive ability
3. loes of sensory functions among thesec
a. sight
b. hearing
c. and tactile sensations
Nany other complications dbrought on by the side effects nf medicatione
contribute to the losmes which the famlly must cope with,

A person with AIDS as well a& the rest of hisc o1 her family unit must
learn to deal and accept the multiple psvchological losges~--phvsical
stamina, body image, mentsl clarity, privacy, self sufficiencv and
perasonal competency.

The life, future hopes end dreams pf these tndividuals are threatened.

The interpretations of new symptoms that once might have been lgncrod
becomes anxiety provoking since these nes cymptoms mav indi 8'e & new
infection or signify the progression of the dicesse.

* ‘mber nf fears befall on the family menmbers of a pedistric or adule
T.. - eame. Thes® include fear 0f the unknown ¢ what will hapren next,
it happen to me or to Wy bsby firat’, fear of death and dving<

~ 113 die firat, myself or my baby’) How difficult 1t wust bhe for a
Frtsat to ece hie or her baby die and then face eminent death

sameelves.  Fear of loneliness, the fact thst we have seen families
virtually eliminated makes one ~ontemplate how these fndividusles must
fesl as they watch the demise of their famtly due *o HIV infectlon
Fear of abandonment (ot only by <lore friends but also by the
community), Ve have witnessed the death of familiee in colitude eox opt
for the eupport they may receive from the ncarce psychoaocial agencies
such me ours. Fear nf sorrow, not ouly the grief provoked at th-
thought of ones own mortalfty, but that of a loved one Fear of gutlt.
spacially a mother or father who may feal verv much responsiblie for
tha fate of tdeir uffupring. Fear of dependency aud regression. AIDS
ia an expencive dicease. many individuale nf Mirority origin do no¢
have the econeom.c rescurces to sdequately manage this fmpact Nanv
families succumd to the economis pressuree of their aitustion bwe:oming
totally dependent on social avetems that sre 5ot prefared o meat
their needs.
Consider the {mpact of AIDS on a persons 1{fe: The {ndividual mu<t
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change lifestyles and bebavior, reexamine priorities and aspirations,
cope with complex medical systems and learn how these functinn. and
estabdblich relationships with care takers. The individual has to deal
with the pain and incapacitation of themselves and eventually the
family structure on which they rely, and adjust to changes in their
external reality--- relationships with other family and friende,
income, perbaps soctal and employmant reles. The fact i{s that this
dicease 15 considared to be a howosexual disease or that of [,V.Drug
users, bot uncommonly this brings up reactivation of internalized
negative feelings towards bhompeexuals, and in others internalized
homophobia and fear towards prejudice. These events often result in
lowered self esteems, depressinn, guillt and celf biame Oof having become
infected with HIV and having transmitted it to a epouse or child.

The social impact of the AIDS epidemic extends itself in & largely
multtfaceted problew in the Hispanic and Haftiaa Communities.
Countless incidents of people who are being evicted from thelr homes,
loosing their joba, being absndoned by friends attest to the
saciological phenomenon which surrounds this disease. Thene fasues
coupled with sddi‘ ional political fasues faced by those HIV positive
individuale ceeking residency status {n the United States create a
tetric scenario The Life style characteristics of those initially at
highest rick far this dicease creste and stimulate emntional resctions
from the community., Becanse nof thie erronenus perception within our
communities, Judividuals with AIDS and their fanmilies may be subjected
to fear ,hatred, aud prefudice which may be blatant or covert., Thie
diagnori:. with in a family systen forces it 10 be exposed to and
environment toat already may be hostile,

The political and jegal implication:s ot AIDS are also caomplex.
Discuseions regarding deportation of HIV positive aliens or refugees,
the depying of residency status to individuals applving through
Amnesnty, HaitiansCuban Entrant, ahd Migrant farmworker programs
becauce nf their HIV poeitive status is a disgrace. The possibility
that these individuals were infected (n this country and that this
count:y offere the highest hope for cure or treatment of this disease
cannet be overlooked. Yee, the problem is there but we must apply
constructive meacures to cope with it apprapriately. One does not
Piluk up the prodblem and export it to snother county whose public
health retvirer, educational and prevention programs are rudimentary
or nonexistent. This would equate 1o devactation of neighboring
populationt: who already lLave a protlem on their hande let alone
receive tens of thousands of infecred depnrtees.

Many of Minor ity fadividuoals do uot have god accens to medical carel
they annces afford ' oo 1al servi-end they nre not eligiblar and
putiifc arsfvtanse rrogram Nany of our pecple have been here for a

tupter I Veato and have pafd into svatems which now they can not taun
inta.

70



Prior Services provided:

The League has establiched & two pronged approach to aseiat the
Hispanic and Haitian communities in Dwde and Sroward Counttes on the
iesue of AIDE: Education/Prevention and Countesling Prevent ion
information cesinars and activitfes are conducted upon request,
Information in the form of written and graphic materials aimed at
higher riek group are distributed along with risk reducticn pREKRges
that include condoms, to membere of the following group. seneral
community, homosexual and biszexual men, the sexual rartners of thore
previously mentioned, teenagers, and women.

Intormation regarding AIDS, ite mndes of transmiszion aud pat ticularly
the dangers of contracting the disease ic provided to organirations
composed maiuly of minority individusle, {.w. corlal service groupa
such as Kiwants Clubs, and at events such ac the annual Calle Ochp
Festival. More formal and structured presentsti{ons are svailable to
professional groups that nervice the racial and etdnic minorities of
Southern Plorids (EMO's, Medical Associations, eto.) Many of the
activities of the league with regarde t0 the education prevention
aspects of our program are hased on macs media dissemination of Rick
Reduction information The favorite and most effoctive mass media
tool for Hiwpanics and Hatftiant are televisi{on and radio. On both
theae media forms we have emploved comprehensive edu~-ational
programmeing. The League has strongly eatablished its credibility with
the medis (radio snd televicion: and local newspapers  Over the past
two years we have appesred on numeroue radfo and television chows with
the purpose of educating the public about AILE and the League’ «
intentions. The propram formate sre talk shows with question and
answer ceogmentc where the viewe: or listener mav <s'l in their
questions.

The content of the programming usuallv inciude the fallowing:

Culturally linked facts about AIDS and AIDS tranemiesian;

HIV tnfection and the spectrum of disease;

Religioue luse:. and AIDS;

Sex, AIDS, and the Adolescent:

AlIDZ, family valuee, and communtication withfy *he Hizpants and
Hattian communities;

“Say No" to cexual promiscuityv and drugs; {f vou ~an not. then
engage in safer sexuval and drup usage practices.

Hiepanic and Haitian children and women with AIDS.

Rick Reductinn astrategies and AIDS.

B3 O AL

The use of AN radie includes jrogriaming whose sole purpose 1o
Swareness raising. We have developed four different 3¢ ge:ond publ i
service announcemants that are hefag atrad.  The Hispanic AIDS
Swareness _:t0 is "“Do not die bwcause of ignncance'" -- “No muera:
por ignorancia’™.  Ae part of thic programming we have croated a
twenty minute audio tape. Thie tape ic used i{n a5 hour long program
with a question and angwesr format. The first twenty minutes are
tprataped) general AIDS information and then » Hesalth Fduca*tor answers
any questione during & 40 minute -~all-tin pesiad.

Wa have decigned a series 0f 60 second informationsi meecapes atmed a
digpelling nyths within the Hivpani~ community. Thi. profect called
"Capsulas sobre el BIDA" is cuitabdle o1 hoth AM and FX radin atatiohs
and targets the younger Hicpanic groupe Some of the <tatinna which
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have sponsored our efforts in this ares are:

1. WQBA 1140 AN (Gpanish:
2, Buper Q 108.7FK (Spaninh)
3. WNQ 1210 AR (Spanish>
4., WKQ 92 FK (Spanish?
B. VRHC 1550 AN (Spaniah)
6. VOCR 1450 AX (Spanich?
7. W1QY 1320 AX «Crenle?
8. WVCG 1080 AX (Crecle?

The League Againct AIDS has been involved with the conceptualizatinn
and planning of the CDC's National Matler anhd Television Public
Barvice announcement camspaign “America Responds to AIDS'. Ve
precently use these Public Service annuuncenments to prumote our
Spanish/Crecle Language AIDS hotline. on Channel B1 and Channel 23,
Hispanic International Television Cable Network and all the above
mentioned radio stations.

The League hse access to many nationally televised Hispanic variety
shows on the Univision and Tele®undo televistion networke (National
Hispanic Networks). On various occsslions the League has done
educational segments in programs of the caliher and high ratings as:
Dia & Dia (4:00 PX Prime time) and Sabados Gigantes (The most watched
Hispanic Natiooal TV Program). The League has also participated in
the production of three national documentaries: AIDS LIFELINE
promoted and produced by Netropolitan LIFE. SIDA s AIDS the first
Hispanic Fational documentary produced by KCET and UNIVISION. and
recently the production of the third, which focused on AIDS .n the
Ninority communities produced by PBS television of Maryland, providing
information and expertise about the AIDS crises within the Haitian and
Hispanic communities.

The lLeague has alec done a campaign on the local cable televicion
networks, HIT TV (Hispanic Internatinnal Televisiony which primarily
broadcast to the Hialeah area {n Dade County. We have produced local
TV programming in which membere of the League intrnduce the roncepts
of Risk Reduction to the Hispanic viewars uf this predominately
Hispanic area.

The league ig presently working with the (DX funded Nade County Publie t
Schools AIDS tnformation and Pducation Program. Ve are members of
their speakers bureau and frequently present culturally censftive
lectures in Spanish, Creple, and English that attenpt to reach tte
assimiiated and non-assimilated non-anglio student and parent. The
school syutem's presentations are delivered on schnol grounds to
groups of students from the Sth, 7th, 10th, and 12¢h grades. The
paraeots are reached through adult education programs and PTA meetings,
In addition, The League cits on the DCPT Material Review Committee.

In an ongoing process to maintain a high level of educational material
in Sputhern Florida. The League's education department actively
reviews and identifies appropriate AIDS materials for use within the
schools,
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In an effort to ascist {1, the desi<ion making prozecs with regard 4.
preassing AIDR decuer fn *Le jublic s:hpo) TErTnE . we e mewmbors ot
the DCPS AIDS Tark Force.  The DOES'e cwiri-ulum on ADS ejucation |
revised every twt years. last vesar the Lesgur served on the
currfculum review ;| rocess, The alltance that the league Agatnct AIDD
enfoys with the ICPE AIDR Intormation and Flucation ff1:n 1e
conmprehensive. We participate in their special teacher and
administrative training and (n *Leir spellal eavcatianal yrogram-
Lastly, the IXPS has a -able television station that *he leavue On
RUmMerous occasions has participated with by wav of deljver ine
preventive mescages *hrough the eduzational salovision afrwavec Ve
have aleo participated and helred produ-e a local behavior change
vided tape programming based on precentavions of positive role model-
and risk reduction meassces which targets centor Ligh <chnol atulents
of Dade.

'

Networking with the State AIDS Program lorated tn Dic*rict X (TADE.
the League prevently holde geate on the State's Naterlal Review panel
10r both the Hispanic and Haitian communitiee 35 an attempt to
maintain Lhigh gquality and cultural apec ificity and sensitivity within
the total of the AIDS educational materiale utfiized and dizeributed
by the 3tate of Florida. Ve also receduve materiale tor distritution
from the State these include: Pamphlets., Brochures, and Zondoms.

in cooperation with the American Red Croes, the Leagpue hae delivered
education programe to Corporations. Migrant Faraworker garoupe. and
health care workere as part of thefr "Fevoud Fear® Program.  The
League halds 3 reat on the Miam! ARC Chapter AIDT Advisory (ommitiee.
and alec works (n cooperation with AKC Headauarters 1n Vaghington as
part of the National AIDS advieorv committee far Hiepantic Youth and
Family. Ve are presently collaborating with the production of the New
ARC Hispanic AIDS Fducationa! Matertals, and will be actitely {nvolved
with the field testing of these materials in the Dade atres.

The League, The American Red Croees, The Pede dounty Public S:hool- and
the Fational FTA recently collaborated (n the production of an AIDS
Awareness rateing poster of the Hattian ¢ ommubi+y. The League i< alrp
directly tnvolved with mator Haitisn coalitfone whi h sddress tsoues
pertaining toc Haitian women and imoierants,

The Haitian Program for Youth and Familv of the League Against AIDS,
Inc. 1e presently involved with educational intTerventions targeting
Haftian women in environments which are culturally guitable for
delicate AIDS risk reduction {nformation dissemination. This pregranm
i6 & pliot presently funded Ly the United States Cunference of Mavore
which {s having excellent cuccess and niceptance by the women of the
Dade and Bruward County areas. This contrace entalls the meking of
presentations to groups of wamen, for eXxample, a beauty pariors; the
production of television and radio shows as well as radic PSA's 9imed
at women; as well as the development of educational msterials in
Creole.

This program is alsd delivering AIDS prevent {ve messages to othee
Hattian Community groups such as: Haftian churches, Technical Yoo a-
tional schools, and health related trafning fnstitutions which have
kigh percen'ages of Hattian studente. During these presentitions we
use audiovieusl material such as; “Se Met Ko” a ~ulturally zensitive
Crecle video ta;e and after a briet yresentation the Hatt{an Healtl
Educator entertains questions and answers in an attempt to procens

-
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emot {onal {ssues made evident during the workchop

As dencribed in the Needs Assessment, AIDS education and counceling
among Haftiana is a particularly esensitive area. Thix s because of
the devastating effects the recent publicity generated iy the diseare
has had upon the community, because nt entrenched Hastian beliefs and
attitudes concerning the disecare, because of Haitian tendencies toward
denial, because of Haitian attitudes towardrs csex and diccussion of
sexual matters, and because of the unfamiliarity of msny Haitlans with
modern biomedicine. The League has created a program of counseling
and education that addiesces thece {:-uves and depends, for {tw
effectivenens, upon an appeal to basi- Haitian values and upon a
method of dellvery based on typically Hatitian stvles of communication.
For example, one basic Haiti{an value is that of having children. as =
validation of adulthood aud of marital union., as a mainstay of the
household, as an insurance againet old age, and as the source of
family continuity. The League's educators and councselore emphasive
this value in describing the risks of unsafe cex. Hattfans alco value
the ability to work hard, earn a living, and regard good health as
prerequisite to this end. Again, counselors or educators appeal *to
this value in teaching waye of maintaining good Lealth. PRy doing so.
they not oniy sttempt to change beliefs, but to guarantee that
behavior change will follew, such behavior having been transformed
into an expression of fundamental Halit.an wvalues.

The League’s client services department offers an array of direct and
indirect client and family asnistances. This assistance progrsn
addrestes their medical, educational., and (ounesling needs. We have
establisrhed this program with the use of profeseional staff and
trained volunteers who provide service to the client and family upon
request. Ve also provide the lialcon and referral service to the
South Florida AIDS Netwnrk throughtut the durati{on of our program.
The counselors work in conjunction with comprehensive Case mauagement
system of the South Florida Atdm Care and Treatment Network, which te
based at Jackson Nemorial Hospital., The counselors make home-visits
to the lLeague’'s clients who are unable to come to the agency for
counseling. The program is implemonted on daily and nightly basis in
order to ensure access to P¥As who work or have structured day
schedules., The League has programmed to establieh a pediatric PWVA day
care project that will alleviata the stress and overwhelming
responeibilities that befall the family members. In addition to
providing day care, the League has inctituted a structured management
progras for participants.

Presently. the League Against AIDS Client Services Department
meintains A& counseling eace load of 128 fundividuals with AIDS. The
caselpad profile is distributed in the following way:

Sax Transmission Bthnicity
Male-86% Homo/Bi -49.5% Hiepanic - 60. 68%
Female-14% Hetero - 41.8% Hattian - 29.01%
1.V, - 5.9% Amr. Black - 5. 00%
Hemo - 1.0% White Anglo - 3.08%
Pedt - 1.0% Trinidad - 1.0%
IAf ]
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Patient Family Bducation Services presently being provided in group
and ona-on-one mettings include:

1.

Nedication Namagement Group where the group is broken dowh into
subgroupe of individuale using the same medications. Clagces will
focuve on:

Posology/Dosages

Foud. Drug Interactione
Drug/Drug Intersctions
Adverse Side Effects
Drug Tolerance Skills

oAnoDd

Nurse volusteers and medically tratned staff members present this
information.

Basic Fundapental Ismumology - Informstton is given to all Frogran
participants. The nature of A/DS requires that clients (PWAsS
understand the basic function 3f the i{mmune evetem, how to fortify
it, and prevent recurring infectiomns. This ig provided by
sedicall/ tratned staff,

Eatiomal and Local Protocol Update - ghere ~lienta are kept
abreaat of available experimental druge and regimenc. TLis 1s
provided by staff and professional volunteers from the srecial
immunology laboratory of the Untversity f Niami.

Butritional Informatfon - people with AIDS require an appropriate
intake of calories. vitasins and minerals to fnaure optimal
bealth atatus. The ethnl: diversitv among the PWA's population
necessitates the developmenr of ru:-urally sensitive diet plan<,
Consulting nutritioniete supervise, 'rain and assiet volunteets
in providing this service.

Paychonocial Counseling Services included:

1.

Y
DN
LR

Puychosocial Bupport Groups - - hat in rlace for Ha:tian: and
Hispanice focus on issues of:

Sexuality

Rick Behavior

Family Dynamics

Death and Dying

Beroasement

Coping Skillse

General Life Enhancement Skiile

N

This cervice ie provided by ptofescional caunieling ztaff,
supervised tv the Ascistant FExecutive Diractor both in Crenle
Spanish.
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2. Visualization Seseions - where clients are gulded to eavieion the
process of thelr minde and bodies. The League strosues holistic
approach through supportive counsmeling of PVAs and their families.
Visualization therapisto provide the above.

3. Gentle Exercise and Body Novement Therapy - it feared towards
cardicvascular stimilation and overall physical fitness. This
- progran serves to teach TVAS and famlily members stress manage-
ment through exercise. Staff and trained volunteers provide the
above.

4. Streas MNanagement/Relaxation and Neditation - augments our
holistic approsch to health management of the PVAs and family
mexbers. Trained etaff and volunteers provide the above services.

5. Spiritual Ecshancement - provided via eervices (maes) conducted
by chaplains from neighboring churches. The spiritual component
ensures the completeness of aur holistic therapeutic intervention
progran that encompasses the mind. body and spirit.

6. General Recreation ~ cllients enjfoy movies, picnics, and other
recreational activities coordinated hy staff.

7. Transportation - clients profit from fres transportation to and
from our facility, social service agencies, and recreational
sites.

Psychooocial counceling s alan provided by our etaf! nn A one-on-one
basis to each client by request. This service allows individuain to
accenss the support from their counselers directly when thev feel that
ismsues are too sensitive to be discussed in groun sessiong, or due t0
their particular personalities, they do not wish to attend a support

group.

The league Againet AIDS, Inc. holdes a ceat on the Fational Winority
AIDS Council Board of Directors, and ailso holds a Co-Chafrman pocition
with the National Latino AIDS Cauycus

The league Agrinst AIDS. Inc. s & small non-profit Ninority AIDS
Service (Organization that haz a staff (omposition 100% of minority
origin. We are 50% Hispanic and 50% Hait{an by ethnic distridbution.
The staffing needs of the agency with regard to the epidemic fn our
area are great. Ve pre managing on the recources presently available
but with an increace in staff{ we will be able to amplify its -apa-ity
to provide sensitive and gpecific education and outres. b which
responds effectively to the ultural, environmental, socfal and
sultilingual rharacter oOf ocur large populations

s




72

Chairman MiLter. Thank you. Dr. Tribie, are you going to testi-
fy, are you here to respond to questions?

Dr. 'IQBIE. No, I am here to respori.

Chairman MiLLer. Okay, fine. Dr. Miller.

STATEMENT OF REYVY. DR. ROGER P. MILLER, CHAPLIN IN AIDS
MINISTRY, AND CHAIRMAN OF MIAMI AIDS INTERFAITH NET-
WORK, MIAMI, FL

Dr. MiLLer. Mr. Chairman, Congressman Lehman and Congress-
man Durbin, members of the Select Committee and other distin-
guished guests, I thank you for the opportunity to testify on behailf
of some of the most vulnerable of American citizens, those babies
and children infected from birth with the Human Immune Defi-
ciency Virus.

As Chairperson of the Miami AIDS Interfaith Network, the
Senior Chaplain in AIDS Ministry here at the University of Miami
Jackson Memorial Hospital, and as an experienced pastor, educator
and counselor for a number of years, I am delighted that your es-
teemed p has decided to address not only the medial and legal
issues of pediatric ATDS, but the ethical, moral and spiritual issues
that this epidemic brings to the forefront. I am heartened that you
recognize the appalling rise in pediatric AIDS and you see the need
for all our citizens and institutions to move past the ignorance and
prejudices of past understandings.

or the past two years I have worked in this community to
create a trained, compassionate team of nearly 90 pastoral care
partners to work one-on-one with those affected by AIDS. These
v uunteers come from a variety of different walks of life, many dif-
ferent religious perspectives, some are men, some are women,
young and old, they are gay and straight, but the one thing that
they all have in common is that they care about other people and
want to live out their faith perspective.

I could tell you many stories, heart-rending stories, of pers ...l
sacrifice by these care partners from the private sector motivated
by their own personal 'th and their love and their spiritual com-
mitment. I have seen volunteers cancel their own weekend plans to
share, instead, cam&mg trips and quiet walks and shopping excur-
sions and even death vigils at the sides of those with . I have
seen our care partners lesve long days of work themselves, to head
directly to our hospital facilities and stand at the bedsides of dying
babies and mothers dying with AIDS. I have seen teenagers give up
dates and :‘;:end time comforting orphaned babies or aged parents,
mourning the loss of their only child.

I believe there is in the ordinary citizenry of our land a wealth of
concern for people with AIDS and a willingness to be involved.
However, while we are more than eight years into this epidemic,
there are still some enormous bottlenecks to the provision of ade-
quate care. Some of these bottlenecks are bureaucratic, some are
systemic, and some are institutic - 1. Some of them are merely per-
ceptual, but some are very reai .fost, however, are complex be-
cause AIDS is complex.

As we have heard it is difficult to determine for several months
after birth whether a baby born to an HIV-inf ted mother carries
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the virus and most likely will go on to develop the AIDS syndrome.
Pediatric AIDS therefore, presents us with some unprecedented
moral and ethical conundrums. Should the babies be carried to
term to save that percentage which may be reasonably healthy, or
should the pregnancies of women with AIDS and infection be
terminated to humanely spare such a tortuous death to the size-
able percentage of children who will finally develop AIDS. A
thoughtful answer will not be an easy one and there are intelligent
feotﬁ e of faith with a variety of viewpoints, even within the Inter-
aith Networks, of which I am a ﬁart. It is not a pro-life or pro-
choice issue, it is a questicn of how we perceive what is most
humane for the children. Everyone would prefer that babies not be
born with HIV infection in the first place, but the fact is, children
and babies are dying from AIDS and they are dying now.

It is incumbent on all of us in both public and private sectors to
do more than wring our hands at this mounting crisis. We must
begin to act swiftly and effectively, even though the solutions will
not be easy.

We must protect the rights of both parents and children with
this virus while acting to streamline the ?rocesses for adoption and
foster care and financing of placement of unwanted and neglected
AlIDS-infected infants.

The bureaucracies designed for other times and conditions are
too lengthy for proper expeditious care of many children with
AIDS, or those sus of ultimately developing the infections.

It is not enough for the religious to merely issue statements
about the sanctity of life, or the need for higher moral values;
“Faith without works is dead,” say the Greek scriptures. There
must be a rise ‘1 the private sector leadership, including our main-
stream religious denominations and organizations, to provide food,
clothing, loving foster homes and medical care, amounting to tens
of thousands of dollars per child. Otherwise, all the words we say
about life’s sacredness are empty.

Who is going to act in behalf of life’s highest values when AIDS-
infected mothers live in squalor and malnutrition and addiction
without dignity and without adequate care? Who is going to pro-
vide healthy, attractive and life saving alternatives to poor women
who see no other options but to sell r:geir own bodies to keep from
going hungry? Where are the options when there are no openings,
as we have already heard, in the drug rehabilitation programs and
when concern over AIDS is last on a teen mother’s list of personal
priorities? Who can provide the counsel, the direction, the training
and the needed jobs? I believe both Rublic and private sectors must
work together to provide solutions. And I believe that the religious
leaders of our land, if educated and motivated about AIDS, can
elicit active financial support and personal involvement from a
wide segment of the private sector.

It is true that many religious publications are finally discovering
the AIDS crisis and calling for involvement, especially with the so
called “innocent victims,” (as though adults with AIDS wanted or
deserved their fate). However, that involvement needs forthright
1 ;adership at the highest levels of our religious institutions, includ-
iug the willingness to fund homes for mothers with AIDS babies,
the willingness to fund adolescent sex education programs, to fund
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drug .- habilitation progmms, to fund pastoral car: chaplaincies to
persons with ALuS, and the willingness to cooperatively fund and
work ther with other religious organizations, denominations,
secular businesses and private and public institutions which can
help slow the spread of AIDS through education, counseling, and
rehabilitation.

The specter of death from AIDS has moved well beyond the gay
community and the IV drug using community and puts thousands
of mothers and children at risk.

Still, we have the curious spectacle of some religious leaders who
are not even successfully controlling the sexual behaviors of their
own members, but who ﬁue against AIDS srevention education
in our schools. It is morally repugnant to deny thorough, clear
AIDS prevention education to any of our population simply because
we are squeamish about tulking explicitly about blood, semen, vagi-
nal fluid, anal, oral and vaginal intercourse, condoms, homosexual,
heterosexual and bisexual behaviors. This virus does not care
whether we are pro-life or pro-choice, whether we are Black or
White, English or Spanish speaking, Catholic, Protestant or
Jewish, gay or straight, religious or atheist. The only effective pre-
vention to the rise in pediatric AIDS is a change in sexual behavior
and that will come about onl& with adequate sex education and
moral and ethical motivation. If our homes and churches and syna-
goges can do that job, no time is better than now to prove it.

t us together, with the support and cooperation of business
and government to develop effective and comprehensive education
programs, which can include our varf'ing moral precepts, while ad-
vancing a full and honest telling of the scientific faci. about AIDS.

To that end, the Miami AIDS Interfaith Network with nearly 50
leaders who come from a broad cross section of the religious com-
munitédis currently planning a First National Conference for Reli-
gious Educators and Pastoral Care Givers to develop some common
ground on which we can all agree to act in slowing the course of
death from AIDS.

Together with the AIDS National Interfaith Network, religious
leaders from many different denominations and the many excellent
providers of services and care for people with AIDS in this commu-
nity and nationally, we are working to develop cooperative plans of
actions in AIDS education that can even have international
impact. But such a conference will not be free. We are still looking
for support, both from public and private religious sources, as well
as from federal grants.

At a conference on AIDS I attended last year, one participant de-
clared, “the church is a waste to stem the course of this epidemic.”
1 do not believe this has to be true, but I believe it has been true so
far. Nonetheless, there are few institutions with more potential for
bringing about public openness to discussion and for changing
public attitudes than our religious institutions.

Despite all the institutional and governmental reticence to speak
out openly on AIDS, I—

Chairman MiLLER. Reverend, I am going to ask you to summa-
rize your——

Dr. MirLxr. All right.
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Chairman MiLLgr. We are going to run out of time and I want to
be sure we get the questions.

Dr. MiLLgR. ] bring to mind that it was a man with profound reli-
gious convictions, C. Everett Koop, who brought AIDS into the fore-
front in our national discussion.

I believe that there is a need to offer honest and open incentives
for people who give their time and effort from the private sector. |
do not think just throwing money at AIDS is necessarily the
answer, but I think it does require both public and private sector
cooperation.

I think, additionally, there needs to be public support ani en-
couragement to the private sector and particularly to the re'igious
of our land, to put their money where their mouths are about
AIDS and about AIDS education. I think the issues of racism and
classism and poverty need to be raised in our religious institutions,
because I hear more and more from particularly the American
Black community, of the reticence to get involved beceuse of per-
ceiving AIDS as simply another burden to the people.

And in closing, 1 do not believe most Americans want to see a
nation where the poor and infirm die in the streets like dogs and
where babies are born to suffer from the racking pain of AIDS in-
fections, and where addicted mothers have as their only goal in life
another hit of cocaine.

However, in the face of increasing governmental fiscal austerity,
and without a radical involvement of the private sector in provi-
sion of increasingly needed services, especially for mothers and
children with AIDS, that is the ominous picture in a very short
time. In fact, it is already beginning to happen. Qur religious insti-
tutions can help to change that picture, I believe, but 1 hope they
accept the challenge.

Thank you.

[Prepared statement of Rev. Dr. Roger Miller follows:]
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PrErar~D STATEMENT OF Rev. DR. RoGER P, MiLLER, CHAPLAIN IN AIDS MiNiSTRY, THE
Universtty or Miasmi/Jackson Memoriar Menicar CenTtrr, Miami, FL

Mr. Chatrman, Congressman Laehman, Congressman Bliley, members of this Select
Coumittee, and other distinguished guests: I thank you for the invitation to
testify on behalf of some of the weskest and most vulnerable of American
citizens, those babies and childrea infected from birth with the Human
Immunodefficiency Virus. As a chairperson of the Miami AIDS Interfaith
Network, as the Senior Chaplain in AIDS Minfstry here st the University of
Miami/Jackson Mesmorial Medical Center, and as an experienced pastor, educator,
and counselor for a number of years, 1 am delighted that this esteemed body is
interested in addressing not only the medical snd legel issuer of Pediatric
AIDS dbut the ethical, moral, and spiritual {ssues that this epidemic has
brought to the forefront. I am heartened that you recognize the appalling
rise in.pediatric AIDS and see the need for all our citizenry and institutions
to move past the ignorance and prejudices of past understandings end the
bureaucretic and political footdragging chronicled so eloquently in the
bestseller, And the Band Played Oan, by Randy Shilts,

For the past two years I have worked in this community to create a trained,
compassionate team of nearly ninty pastoral care psrtners to work one-on-one
with those affected by AIDS. These volunteers come from many different walks
of life, many different religious perspectives, they are men and women, young
and old, gay and straight. The one thing they all have in comman is that they
care about other people and wont to live their faith.

I could tell you scores of heart-rending stories of personal sacrifice by
these Care Pariners from the private sector motivated by their personal faith
and love and spiritual comsitment. I have seen volunteers cancel their own
weekend plans to share, instead, camping trips and quiet walks and shopping
excursions and desth vigils at the sides of those with AIDS. 1 have seen our
Care Partners lesve long days of work to head directly to hospital bedsides of
babies and mothers dying with AIDS. I have seen teenagers give up dates to
spend time comforting si. orphaned baby with AIDS or an saged parent mourning
the loss of an only son lost to AIDS.

I believe there is in the ordinsry citizenry of our land a wealth of con.ern
for People with AIDS and a willingness to be involved. However, while we are
more thar eight years into this epidemic, there are still some enormous
bottlenecks to the provision of edequate care for persons with AIDS in ge-rral
and for babies and children with AIDS in particular. Some of these barr:

are bureaucratic, some are system‘c, and some are institutional. Some of
these barriers are meroly perceptial but some are resl; most are complex.
however, because AIDS is complex. The very nature of how HIV is transmitted,
detected, and treated means that there can never be simple solutions.

Because it is difficvlt to determine for several months after birth whether 2
baby born to an HIV infected mother carries the virus snd most likely will die
an excruciatingly painful and extended death the issues surrounding Pediatric
AIDS present us with some unprecedented morsl and ethical conundrums. Should
the babies be carried to tera to save that percentage which msy bde reasonsbly
healthy or should the pregnancies of women with AIDS and HIV infection bde
terminated to humanely spare such a tortuous desth to the sizeable percentaye
which will finally develop AIDS? A thoughtful ansver will not be an easy one
and there are intelligent people of faith with a3 variety of viewpoints, even
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within the Interfaith networks of which 1 em & part. It is not a pro-life or
por-choice issue; .t 18 8 question of how we perceive what is most humane for
the children. Everyone would prefer that babies not bde born with HIV
infection in the first place but the fact is: children and babies are dying
from AIDS...now! It is incumbent on a1l of us in both public and private
sectors to do more than wring our hands st this mounting crisis. We must
begin to act swiftly and effectively even though solutions will not come
easy.

We sust, protect the rights of boti parents and children with this virus while
acting to streamline the processes for adoption and foster care placesent of
unwanted and neglected AINS-infected infants. The beauracracies designed for
other times and conditic ; sre toc lengthy for proper, expeditious care of
many children with AIDS .r those suspected of ultiwmately developing the
infection. It is not encugh for the religicus to merely issue statements
about the sanctity of life or the need for higher morel standards; "faith
without works is desd” say the Greek Scriptures. There must be a rise in
private sector lesdership including pur meinstream religious denocminatior : and
organizotions to provide food, clothing, loving foster homes, and sedics: care
amounting to tens of thousands of dollars per child. Otherwise all the words
we speak sbout life's sac-edness are empty' Who s going to act in bdehalf of
11fe's highest values when AIDS-infected mothr~s live in squalor and
malnutrition and acd:iction without digmity and without adequate care? Who is
going to provide healthy, sttractive, and life-saving alternatives to poor
vomen who see no other option but selling their own bodies to keep from going
hungry® Where are the options when there are no more openings in the drug
rehabilitation programs and when concern over AIDS is last on & teen mother's
list of personal priorities? Who can provide counsel, direction, training,
and needed jobs? 1 believe both pudlic and private sectors must work together
to provide the solutions and I believe that the religicus leaders of our land,
if educsted and motivated about AIDS, cen elicit active financial support and
personal involvement from a wide segment of the private sector.

At our medical center we have but one paid chaplaincy ;. sition for all the
persons living and dying with AIDS in vur entire system and that position is
funded from the secular phalantfiropic community for only 8 brief time. Where
are the responsible religtous bodies which can work cooperativelv to meet the
need for specislized psychosocial, emotional, and spiritual care for People
with AIDS?

It is true that many religious publizations are finally discovering the AIDS
crisi® and calling for involvement — aspecislly with the so called “innocent
victims" (as though adults with AIDS wan_od or deserved their fate!) However,
that involvement needs forthright lesdership at the highest levels of our
religious institutions including the wiilingness to fund homes for mothers
with AIDS babies, the willingness to fund adolescent sex edutat:ion programs,
the willingne ¢ to fund drug rehabilitation programs, the willingness to fund
pastoral care .haplaincies for Persons with AIDS, and the willingness to
cocoperatively fund and work together with other religious organizations,
denominations, secular businesses, and private and pubdlic instituticns which
can help slow the spread of AIDS through education, cosnseling, and
rehabilitation.

8. .
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The spectre of deatt from AIDS has moved well beyond the gay community and the
IV drug using comm. .ty and puts thousands of mothers and children st risk.
Still we have the curious spectacle of some relig.ous leaders who aren't even
successfully <ontroling the sexual dehaviors of their own members dut whe
argue against AIDS prevention education in our schools. It is worally
repugnant to deny thorough, clear AIDS prevention education to any segment of
our populetion simply because we are squeamish about talking explicitly about
bdlood, semen, vaginal fluid, anal, oral, and vaginal intercourse, condoms, and
homosaxuyal, heterosexual, end digexual behaviors. This virus does not care
whether we are pro-life or pro-choice, black or white, English or Spanish
speaking, Catholic, Protestant, or Jewish, gay or straight, religious or
sthetst. The only effective prevention to the rise in Pediatric AIDS is a
change in sexual behavior — and that wiil come about only with adequate sex
education and soral and ethical motivation. If our homes and churches and
synagogues can do the job no time is better than now to prove it! Let us get
together with the support and cooperation of Dusiness and government to
develop effective and coep:ehensive education programs which can include our
varyiag moral precepts while advancing s full and honest telling of the
scientific facts about AIDS.

To that end the Miami AIDS Interfaith Network with nearly 50 leaders who come
from a bdroad cross section of the religious community is currently planning a
First National Conference for Religious Educators snd Pastoral Care Givers ro
develop common ground on which we can &ll agree to act in slowing the rise of
desth from AIDS, Together with the AIDS National Interfaith Network,
religious educators from many different denominations, end the many excellent
providers of services anu car.: for Peaple with AIDS in this Community and
nationally we are working to develop cooperative plans of sction and AIDS
education that can have international impact. But such & conference will not
be free. We are still looking for support both from private and religious
sources and from federal grants.

At a conference on AIDS I attended last year one participant declared, "The
church 18 a waste to stem the course of this epidemic.” I do not believe that

has to be true but 1 Jo believe it has been -rue so far. Nonetheless, ., :re
are few instituticns with more potential for bringing sbout & public openness
to discussion and for changing public attitudes than our religious -

institutions. Despite all the institutional snd governmental reticence to
speak out openly on AIDS I remind you that it was a man with profound
religious convictions who most influenced our country to bring AIDS  to wide
public discussion. That men {8 the illustrious Surgeon General C. Everett
Koop.

I believe that in the private sector there are thousands of points of light in
the dark picture of ATDS that hovers over our world. There are thousands of
caring individual Americans who make up this nation’s religious, dusiness,
industrisl, and political institutions and who are willing to take their place
along side of {but not in place of) those organizations and institutions
already working to slow the incresse in Pediitric AIDS. Why can’t government
and religion work cooperatively to motivate this private sector to more
personal involvement es well ms to provide concrete incentives to encourage
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this involvement? Ghat gbout tax incentives for those who give their time and
money to provide help for Persons Living with AIDS and their children? Wnat
about cresting food pantries, clothing banks, recreational facilities, respite
cars to mothers nceding a few hours of relief, church and synsgogue based
nwsing care, and volunteer support services as & pert of our faith
comunities' outreach and mission programs? How about easier tax deductable
credits for the givers?

Some penple feel that the answer to every problem is to throw money at 1t,
Others delieve that less governsent yill produce more {naividual
responaibility. The truth probably lies somevhere in between both extremes.
Ve greatly need increased nationsl funding for AIDS resesrch, trestment, and
prevention, but we also need a greatly expanded private sector involvement of
our business, industrial, and religious institutions. Instead of permitting
our differences to keep us from effer 've sction let them Spur us to new
models of cooperation between private .d public sectors.

Every church and aynagogue in our nation ought to already de lesrning sbout
AIDS, telking adout AIDS, and opening their doors without blame, accusation,
or judgment to those who are wsuffering from this plague. There ought to be
throughout our fai omzunities support groups and care facilities for anyone
vith HIV infection, and our religious ipstitutions ought to be in the
forefront of reising money for pedicsl care, medical research, AIDS educatien,
and for personal care of all kinds of persons living with AIDS. True
spirituality requires responses to both children and adults chat are based on
understanding rather than feer, mutual concern rather than personal greed, and
tolerance rather than bigotry.

Nowhere is the iastitution of racism and classise in Americs more apparent
than in the way churches (expecially oinority churches) sre dealing with AIDS,
It 18 no accident that AIDS 4s ravaging the poorer Black and Hispanic and
Carridean immigrent communities while little is being said from the pulpits of
those cultures except an occasional per forative pronouncement against
“perversion™. Out of sll the trained Care Partners im our AIDS ministry only
one is a Black Americen! Is the Miemi AIDS Ianterfeith Network only two are
Aserican Blacks when between thirty end fifty percent of our medical center's
inpatients with AIDS or HIV infection are Black. Is this becouse AIDS is seen
by the poor as yet another of many prodlems over which they have no power or
control? Kov that discrimisation against people of color is legslly
unacceptable vhat (s the responsibdbility of our religious i{nsritutions to
educate and espower those on the bottom of the ecosomic ladder?

I do not beliove most Americans want to see a natiom where the poor and infirm
die in the streats like dogs, where babies are dorn to suffer from the racking
pain of AIDS infections and where addicted mothers have as their only goal in
life another hit of cocaise. However, in the face of increasing governmental
fiscsl austerity and without g rodical involvement of the private sector in
Provicion of incressingly needed services, especislly for mothers and chdldren
with AIDS, that is the ssinous picture 1. a very short time. In fact, 1t is
already beginning to happen. Our religious institutions can help tc chenge
that picture, I belfeve. I hope they sccept the challenge! .

Aruitoxt provided by Eic:
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Chairman MiLier. Thank you. Thank you very much for your
testimony. Mr. Plummer, some years ago, this committee, at the in-
sistence of Co an Lehman, came to Jackson Memorial Hos-
pital and the Mailman Center and between the two institutions we
spent quite a bit of time discussing the cost of low birth weight
babies. And I think we set out a course for this committee, and
eventunlly for the Congress, that culminated this year with the
participation of my two colleagues here in the lar%est increase in
the Women, Infants and Children’s funding in the last 10 years of
that program. WIC provides prenatal care and nutrition assistance
to try to stem the cost of low birth weight babies in recogmz;:f
that the cost of prevention and intervention is cheaper than deal-
ing with the results. It also, of course, improves the health of the
child and the mother.

You are presenting us again today a chart of the awesome fiscal
impact of KIIB on institutions, setting aside for the moment the
human suffering and misery and concern that we all have. We can
spend an awful lot of money on prevention before we get to these
kinds of numbers. These figures are not, if I look at them correctly,
are not out of balance with what we are starting to reley presented
to us from other institutions and the costs that they are starting to
relate to the Select Committee. Who is paying the bill? Are these
all covered?

Mr. PLumumer. I think that for the most part the Federal and
State Governmen{s are ﬁaymg the bill. We do have portion of our
population with AIDS who are not covered. Jackson Memorial Hos-
pital alone, despite the fact that we have aimost $10 million
coming into our community to help, to defray some of the costs of
caring for AIDS, Jackson Memorial Hospital alone had almost a $5
million deficit this past year, fiscal year, in caring for persons with

Chairman MiLEr. You mean just caring for individuals with

Mr. PLumMmer. AIDS and——

Chairman Mnier. What do you project in terms of the future?

Mr. PouMMmeR. That as we deal with larger and larger numbers
that cost is just going to continue to escalate.

Chairman MiLLxr. How long can this institution stand that?

Mr. PLuMuMzR. It cannot stand it any longer. We have to look
at l;:;;c:viding the dollars to take care of this patient population. But
I think that, again, the cost of care in terms of hospitalization can
be continued to be minimized, as we look at more and more preven-
tion, education and early intervention. We are going to see more
and more medications that are going to ide us with the oppor-
tunity to provide early intervention, and we have to begin to
shift the dollars that we have available to us, to this early inter-
vention, so that the cost of care for hospitalization can be reduced.

Chairman MrLiER. Dr. Laureano-Vege, let me ask you something.
In the earlier testimony and in written testimony received by the
committee in conjunction with this ing, there is the constant
suggestion that, it I am stating * right, within the male population
there is a very difficult task in getting individuals to change
behavior in the Hispanic community and in the Black communi-
ty—even when, according to some studies, they know in fact they
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are endangering themselves, or possibly endangering somebody else
or infecting somebody else. It was suggested in one of the testimo-
nies that they are more aware of it—they are still taking risks but
they are worrying more about it. But the risk taking activity is still
being e in, in this case whether it is drug use or sexual rela-
tions with somebody else once {ou are infected or risk being infect-
ed. You described a number o thinﬁ that the League is attempt-
ing to do. Where are we in terms of being effective in the Hispanic
community, the Haitian community, and in the Black community?

Dr. LAUREANO-VIGA. We are just getting started and the epidem-
ic has been around for 10 years, that is where we are. Mainly be-
cause there are not sufficient monies to put into education and pre-
vention, so that programs can be expanded in terms of manpower
alone. We have been trying to get our community to stop smoking
for the last 20 years also. Behavior change is one of the most diffi-
cult things to accomplish for a human being, especially for human
beings that live in such a free society as the one we have.

So, it is very important to target and to, unfortunately it all costs
money. We need to let go of bW a couple of bombers and then
put some more money into education and prevention programs
that target adolescents, that target specificaily younger males of
minority origin, older males of minority origin. We have to put to- .
gether programs which really look into the idiosyncracies of each
one of our subcultures, so we can appropriately target them.,

Chairman MiiLer. You know, we have had scme experience in
the gay community, in some of our cities where they have been
able to put together two amazing projects. One ic a very consider-
able support network for people with AIDS, and the other is a net-
work attempting to get people to change their behavior, to change
the risks. And, we have watched the numbers of AIDS cases in the
gay community, certainly in my State of California, decrease sub-
stantially from the tion that was taking place. What is our
ability, do you think, even if it is speculative, in terms of putting
u:gvger that kind of open and public support networks in the his-
panic community and the Haitian community, with respect to this
problem?

Dr. LAUREANO-VEGA. I think ‘t is very possible. One of the main
differences that I see is the fact that, of course, the gay community
rallied and supported economically the institutions which were ac-
tively pursuing the decrease of the incidents of HIV infection
within the gay community. We have not seen that yet in our com-
munity, because our communities still have not taken responsibil-
ity for the problem that they have with regard to this epidemic.

One of the things that we need to do is make them realize that
there is a responsibility towards ourselves as a community and we
have to take it seriously; that the problems that face our communi-
ty in this epidemic are, in some cases, very similar to those faced
by the gay community and in some cases very different from those

faced in gay community,

Chaxrmanl\fx’m.m Letmeask{outhi&Doyouexpectittobe
more difficult, or just different? 1 mean, your testimony suggests
yo:ge:pect it to be more difficult, but I do not know if 1 am reading
it right.
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Dr. i.AUREANO-VEGA. We are faced with very difficult issues. We
are faced, for example, with issues of mle that do not want to
come forward and say that they are positive, even though
they already found out, because Immigration had them tested so
that they couid get their residency. And they are hiding, they will
go right out and hide. One, well this is what we have been stating
all along, that if you go out and you test people and it is not kept
anonymous, that people are going to go into hiding, people are
g{-omg to &)aunderground. There are thousands of Hispanics and

aitians that are testing %sitxve and they are hiding. They are not
seeking appropriate h‘gvl_g. e have a very small amount.

Chairman MiLLER. When you say they are hiding, we can assume
from this side that, whatever activities they were eng in, they
are just continuing to engage in, because if they ar. hiuing they
are not receiving counseling, they are not receiving any kind of
educational effort?

Dr. LAUREANO-VEGA. That is right.

Chairman MivLiLgR. Okay.

Dr. LAUREANO-VEGA. Particularly because of the way the whole
system has been set up. It is a prime example of doing things the
wrong way. There was no counseling instituted whatsoever with
this testing. People went out and they found out by mail, you are
not going to get your residency because you are HIV positive, and
then these are individuals that have maybe been in this country
maybe 10 or 15 years, they probably became infected in this coun-
try. And at this G;:)oint they are being denied residency after they
had trusted the Government enough to come out and fill out their
E:perwork and do everything the right way. And they are just

ing told sorry Charlie, the next possible alternative for us is de-
portation for you. And at that point then what are we doing, we
are exporting infected people to countries which do not have a
hesith care system and a prevention and education system which is
as sophisticated as ours. We are export;xgglpeople that are infected
to countries where there is already a problem, we are just increas-
ing it for them. We are also knocking out for these individuals pos-
sibly the only alternative for adequate treatment and possible cure
that there is in the world, because most definitely in the Third
gorld :e(:iuntry they are not going to get the adequate care that

ey need.
i 1 MiLLeRr. Thank you. Co man Lehman?

Mr. LeamaN. Thank you. Dr. Miller, on the second to the last

paragraph of Egur second page, you say that many religious publi-

cations have finally discovered the A crisis and calling for in-
volvement, ially with the so-called innocent victims, as though
adults with wanted or deserved their fate. And then you say,

what the involvement needs is forthright willingness to fund
homes, willingness to fund pastoral care, wﬂhngnees to do this,
willingness to do that. Is this an indictment of the religious com-
munity? Are you saying the religious community is copping out of
the Aﬂ)s crisis?

Dr. M xr. I think the religious community is in a very high
state of denia’ They are in a denial.

Mr. Leaman. In other words, a cop out.

Dr. MiLLER. Absolutely.

i
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Mr. LesmaN. Right. guestion answered. Next question. Dr. Laur-
eano-Vega. On page, “By and large the Hispanic physicians have
been essentially quiet during this crisis and only a few have
become spokespersons or advocates at a time when they need most
to be heard in order to save lives.” Are the Hispanic physicians less
forthcoming than the other positions in that community?

Dr. LAUREANO-VEGA. I would tend to say that this is something
that has happened universally across all communities.

Mr. LenMman. I did not ask you all communities. 1 said are the
Hispanic community——

Dr. LaurEaNo-VEGa. I think the Hispanic physician has not
come forward.

Mr. Lenman. May I ask you the same question then, do thog
th'iqk?the Hispanic medical community is copping out on the A
crisis?

Dr. LAUREANO-VEGA. Yes.

Mr. LeiMAN. Thank you.

Chairman MiLLER. Congressman Durbin.

Mr. DuraiN. I hope that Congressman Lehman does not ask us
about the Congress.

Mr. Lesaman. The answer is yes.

Mr. DursiN. [ will say in our defense that on the Budget Com-
mittee we have cach d‘::r increased the request of the administra-
tion for funding in this area, not only for medical research, but
also for all related activities which have been so duly noted this
morning. There is more to do, much much more to do.

I find it interesn%' , 1 listened to the problems which present
themselves here in Miami, Florida and think of my own Central
Ilinois Congressional District, which is a much different world in
many respects, but also very similar. And the one thing that I find
very curious in my concern about the issue of infant mortality in
some of my communities, is the role of religious leaders. And Dr.
glxiilsler' Dr. Laureano-Vega, Dr. Tribie, I think, have highlighted

Let me start off by saying. Dr. Laureano-Vega, do you believe
that the Haitian and Hispanic religious leaders can have some in-
fluence on the peg})le whom you are trying to serve?

Dr. Laurean>-Vica. Yes. Qur community, as I said before, is in-
fluenced by our leaders. Our leaders are credible leaders, are politi-
cians, health care providers and the religious leaders among others.
If they were to stand up and state that we need to behave and we
need to think along very specific lines, because the epidemic war-
rants us to be more rational rather than emotional, I think that
they would be a very very big influence in terms of helping curtail
the epidemic and the attitudes of the community so that
the epidemic can be dealt with in & better fashion.

Mr. DugsiN. Dr. Miller, in the closing page of your testimony,
which unfortunately because of our time constraints you could not
read. In your second to last paragrayh, is a very eloquent and I
think forceful indictment of religious leaders. And I might say it is
not tmi?ue to South Florida, it 18 unfortunately a difficult task for
many of them to rationalize and to accept their responsibility.

You testified earlier about your attendance at so many confer-
ences can we hope that maybe as an outgrowth of this hearing, w>
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could have some sort of Miami meeting of religious leaders? Is
there a Black Ministerial Alliance, is there a Hispanic Ministerial
Alliance, is there a Haitian Ministerial Alliance which could now
as a result of this hearing and the fact that our friends in the
media may publicize it, come together and finally deal with this
candidly about their important role in this? Is that too much to

expect?

gi‘.iMxm. That is one of my strongest desires that out of this
hearing can come that kind of suplport, that we can give permission
and say it is okay for eminent religious leaders in our communit
and in our nation to speak forthrightly and up front about A1D§
And it does not brand them with any kind of stigma, which hereto-
fore, everyone has been hanging back for fear somebody would
think that they might have some kind of other agenda. And it con-
cerns us all.

Mr. DursiN. Well, simply as a visitor to your community, and 1
guess I am far enough away {rom home to be considered an expert,

would hope that that does happen, because I think it is important
to develop culturally and from a medical viewpoint that we have
that kind of discussions and perhaps again, my friends in the
media here today will seize this opportunity to then ask leaders in
each of these setors what they think of such a conference, it might
then occur.

And let me conclude by saying, as I started off, I do not want to
get the politicians off the hook either. We have a lot of responsibil-
ity for more candor, more cooperation and a greater effort to un-
derstand the deficit of this problem. And I hope again that this
hearing will be a catalyst for the local, state and Federal lecders in
this area to get together and to engage in that same dialogue.
Thank you.

Chairman MiLLer. If I might ask a question. Dr. Tribie, where
are we in terms of, I guess the term is culturally appropriate mate-
rials and approaches to this problem, and 1 would use the term cul-
turally appropriate to refer to adolescents and/or the Hispanic/
Haitian/ggack community what have you. In your work with the

e and your attempt to go out and to reach these various pop-
ulations, what are the resources available to you? I am not talking
about money, and that may be the bas:s which you do not have it,
but are we developing materials that we can take to the communi-
ty? Are we upgrading the training of individuals who can then go
to this community and talk with the patients on a basis in which
the individuals would be welcome and would be understood? Is that
happening, or are we still talking about our inability to do it?

r. TriBig. Both. I think materials are really not readily avail-
able, mostly talking for if we might go into the ilaitian community.
There is maybe one or two videos available for the past 10 years.
One is very, very culturally appropriate, but again, it was created
in New York for the large segment of the Haitian population there.
I would say no, we are not really creating relevant materials for
the Haitian community, but I think there iz a movement where
more geople who have been in the battlefield, I would say, for the
past three or four years and know the issues and how to target the
communities, they are getting together and try to create more rele-
vant.
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Chairman MiLLER. But you know, there are a number of points
at which different communities come in contact with governmental
agencies. And I do nct know all of the Florida laws and whether
you can counsel people about abortion, or options to p ancy or
sexual activitginl do not know the extent to which schools can un-
dertake this kind of discussion about sexual activities and the re-
sponsibilities of young men and women. But, you know, we seem to
have all of these points where youn ple and others come into
contact with governmental services. The question I am starting to
wonder about here is, are we doing anything to see that those
ggitxtxam of contact are more sensitive, more understanding and

r able to convey the information? We keep talkin%‘about talk-
ing to all of the children in schools, but I do not know that anybody
is upgrading the ability of a teacher to discuss this subject matter,
or a physician, or a social work, or 2 WIC director, or a nutrition
field worker. You know, I do not know that we are making this
kind of effort. It seems to me that when I look at most of the suc-
cessful social service delivery systems, if you will, a lot of the credit
goes to the skill of the person delivering the message. And I just do
not know if this is going on in AIDS.

Dr. TriBie. In my community, though, it is basically verbally the
one on one intervention, because of the high literacy problem we
have. I am always ag;unst printed brochures, it is a nice gesture for
my people, but are they really going to understand anything? So, I
do not believe s0 much in written materials and pamphlets. I do
believe in letting the message out verbally, radio, which is a very
good media way of reaching my people. The video they just pro-

uced in New York. this is definitely something that is appropri-
ate, because they can watch it, it is entertaining and also the infor-
mation is being passed. Also with the Haitians you have to relay
the mmsage in a very, not carry away, it has to be interesting, it
has to be funny, at the same time serious, you are gvoirﬁ to get the
message across. And they have done a beautiful job in New York, I
wish in Florida, in Miami we could create something to compli-
ment whatever they have done there.

Chairman MiLLER. What is standing in the way of that?

Dr. Trisix. 1 guess resources would be the only answer, because
we certainly have the professionals. I am in the Haitian communi-
ty and I am targeting, there is this p which is a theatre group
and they are very knowledgeable about the AIDS issue and they
are wil to come forward and do something, but everybody says
yes, but then where do we go from there. The Health Department
also is working with us and I am sure we could all get together, but
¥ resources basically is the thing.

i‘;:. LaurEaNo-ViGA. 1 would like to add onto that. For example,
educational proti;umes hl: th;ezlaitian community are going oln with
respect to yes, there have n training programs put togetl er for
the Haitian Medical Association in attempt to educate the Haitian
Medical Asscciation so they can better propagate the information,
both on radio programs and when they are talking to their client
when they are coming into their offices.

We had, the League, has established for example a women’s
project which is tlang to raise awareness within the community of
women that are Haitian t at are child bearing, of very specifically
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ing for example of beauty parlors and day care centers and
giving the information to just the lay person and then that way the
information can be disseminated in the community by a way of an-
tidotal and just conversation.

We have, for example, participated in the training of AIDS re-
source teachers with the Dade County Public School System, in
which we have educated one person which is a base coordinator in
each one of the schoolsinthisooung. We have also participated in
a 80-hourlong comprehensive education program for Dade
County Public Scheol System teachers, in an attempt to bring them
up on both scientific and cultural issues, so that they can better
deliver the AIDS curriculum to 6th, Tth, Sth, 10th %raders. We
hampated with the Dade County Public School System in
u ing the curriculum, making sure that it is medically and sci-
entifically accurate and that the methods used in the curriculum
are good in terms of dissem.inating the information to the children
in our ares.

Chairman Mnuxr. That is encouraging.

Dr, Laurzano-VEGA. So there are many things we are participat-
ing in to the resources that are needed, training individuals so
that they b ~ome resourceful with regards to AIDS for the commu-
nity, but v are working with a very very limited resources. My
agency's budget is less $200,000, a year, and the amount of
work which comes out of the agency with regard to public health
and prevention in the community and direct client service and
taking care of le with AIDS and instituting educational pro-
grams for people with AIDS, is a lot. And it is overwhelming, and
we need more psople, we need more resources.

Mr. Lexnan. Did yw your money from United Way, did you
get your moaey from

Dr. LauvrzaNnc-Vraa. Yes we do, we receive money—no not from
the United Way because you need to be affiliated with the United
Wn{for,lbdimtmmmbefommcangtanymone coming
in, i:ﬁﬁdto Ry&mmemmyfmmbeeflesoum ool this
yoar hope my application to be good.

But for example, I will give you an example.

Mr. Lesnsan. How sbout have you considered a demonstration
W{; maybe with Federal funds.

. LaAurEano-VEcA. We have monies from the U.S. Conference
of Mayors, who are funded through the Office of Minority Heelth
in Washington D.C. We have a contract with the State of Florida.
We have contracts with South Florida Networks, with the State of
Florida. We just spplied for a C.D.C. grant, for $215,000 and be-
cause of ina te money sllocations we were not funded. We
mmamed. t not funded. The reason why we were not
funded, uss they ran out of money before they got to us. So
there is & lot of connotstions to that.

Mr. Lzsnsan. We will try to send some money from the B-2
bombar.

Dr. Trinze. Right.

Mr. Lesman. We will work with you.

Mr. Poonegee. I think in response to your question, I think that

ginning to sse more and more educational to the health
ider, but it not happening fast enough. The population is

L
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growing r:ore rapidly than we are able to keep up with the need in
terms of educating, not only ghysicians and nurses, but teachers,
other people tnat interface and will be affected in dealing wit the

problem.

i Miriirr. Let me ask, is there a p that makes an
effort to take whatever number of young people, it might be high
school students, and work with them? Conceivably we can use the
summertime. Even if you paid yo people to come to the pro-
gram to educate them, if you educated £, 3, 4 percent of the popula-
tion, if you selected out schocl leaders and young people that had
some multiplier impact in their schools, that there would be a pos-
sibility of startin%to build that anecdotal knowledge.

Dr. LAUREANO-VEGA. I do not know who is goiug to receive testi-
mony from the Dade County Public School Education Infor-
mation Office, but she may later on if she will provide testimony,
tell you that yes she is the Director of that program; she is in the
process of creating active programs .. peer teaching and in taking
in students and even uttin%ctogether a prospective teenage hotline
to the Dade County Public School System and private school teen-
agers who may want to call into that hotline and receive informa-
tion from their own peers. Peer education is very important. Con-
cepts that are just beginning to be developed in this area, but they
are being put in place.

Chairman MiLtgr. We have seen that this kind of peer counsel-
ing is important, and, with respect to other problems, the dissemi-
nation of information seems to be very successful in different com-
munities.

Any further questions? Well, thank you very much for your testi-
mony. Let me say to those who have been in the audience that the
formal record of the committee will be held open for a two week
period of time so that if people want to send us additional informa-
tion we would certainly welcome if, or if people have comments on
what members of the various els have said, either that you
agree or disagree with, we would also welcome that information.
And with that, let me again thank Congressman Lehman and Con-

Durbin for joining us here today. And Congressman

hman for his invitation to come (o South Florida to look at this

&mblem and again the support of Jackson Memorial and Mailman
nter for this hearing.

With that, the committee will stand adjourned. Thank you.

[Whereupon, at 12:45 p.m., the committee was adjourned.]

{Material submitted for inciusion in the record follows:]

OPENING STaTEMENT OF HON. THOMAS J. Brirxv, JR.. A REPRESENTATIVE IN
CoNgRress FROM THE STATE oFf VIRGINIA, AND RANKING REPUBLICAN MRMBER

By 1991, as many as 20,000 children will become HIV-infected, and 3,000 will have
contracted AIDS, is now the ninth leading cause of death among children 1 to
4 years of age. If present trends continue, it could be among the top 5 causes of
childhood death within the next 3 to 4 years. The current rise in the incidence of
pediatric AINS nts us with an important public health ch.ailenge. Nowhere in
the country is 5{.;'“ better understood than keie in Florida, where the cumulative
number of pediatric AIDS cases is the second highest in the nation. If we are to
meet this challenge, we must recognize four mx%nenm of the overall blem.

First, we cannot dissociate the pediatric AIDS problem from the drug problem,
Approximately 70 percent of perinatal AIDS cases are related to IV drug u.sa%e by
at resst one of the child’s parents. In over half of the cases, the mother herself was

3
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the ucor. Nowhere is the hosror of drugs more manifest than in this issue: some
mothers around this nation are injecting themselves and their unborn children with

drupandattheaametimeputﬁngthemath‘hriakformtmcﬁngAlDS.We
have to kesp in mind that any ant-padiatric stra must algo be an anti-
drug strategy. If behavior is not changed, the Age of AIDS will be a long aud de-

%

Second, we need to recognime the potential incrogse in demand for iuster care gen-
ereted by pediatric AIDS cases. Almoat a third of infants born with AIDS wili not
be cared for by their biological parents. Finding adequate foster care is often diffi-
cult. As one might imegine, many prospective parents are reluctant to acoept an

i Com the problem is the fact that 9095 of HIV-positive
infants and children i tsomefomofmuro!ogicaldyafuncﬁonormmen«
tal disebility. Moreover, mxglgv—posiﬁve children are minorities, who have been
harder to . With these les, ing foster care can be extremely difficult.
Bacause of that, we need to offer as much help as we can to the compassionate fami-
lies who decide to take these children into their homes.

Third, we nead to continue research efforts in this area. HIV-infected mothers do
not ily tranemit the infection to their infants. Only about 25%-50% of in-
fants born to -infectad mothers become infected themselves. Right now, we don't
know egactly how the infection is transforred from mother to infant in the womb. If
we find out, it may be possible to discover a method to block the transference. We
need to continue research to find out if the potential truly exists.

Finally, and most importantly, we need to testify to the role which religious and
private-soctor institutions must play to comfort the sick and prevent the continued
spread of this disease. When we should be doing everything we can to welcome pri-
vatesector involvement and assistance, it is often the case that there is little

ic/private cooperation; sometimes, privateeector help is actuaily discouraged.
blith an issue as important ns this, we need as much of a cooperative effort as possi-

o.

’nugghout the public debate on AIDS, some educators and health professionals
have red some radical idess in the face of successful public health measures.
’m have clung to the belief that knowledge, in place of neglected character, can
! to logical conclusiona, By doing wo, they defy numerous studies which demon-
strate that knowledge alone doas not change behavior. Now, as pediatric AIDS gains
attention, there are disturhing rumblings shout abortion and sterilization as “‘solu-
tiong”. But such social insurrectionists have confused the power of government and

icine, whose powers are severely limited, with character and social morality.

HIV infection in newborns and children is at the vortex of many public policy
issuas. It is one of these issues which periodically rises to require an examination of
our national conscience—-what is America about? Qur actions will forever be meas-
ured inst Jefferson’s simple question: “Sometimes it is said that man can not be
tru with the government of himself. Can he, then, be trusted with the govern-
ment of others?”’

Therein lies our conflict of today. By asserting an unlimited right to privacy over
the 20 years, we have witnessed the self-destructiveness of man. Like scum on a

drug abuse, deviant sexual activity, abortion, and pornography have risen to
oul our nation’s health. Such activities have been excused and defended as exer-
cises in personal liberty. These claims are selfdeluding. Qur right to privacy is
ded in and therefore must be consistent with natural iaw. One who professes a
m in liberty but who acts in contradiction of natural law is engaging in hypocri.

8y.

The future of AIDS is America’s future. How will we, as a people, assure care for
the suffering, halt the spread of a deadly disease, and protect the public health?

As public officials communily ieaders, we must give to ‘young peopie the nec-
essary encouragement to avoid tragic consequences. HIV infection is 100 percent

- sntable; that is the important hope we can offer. Yet, we know that our youth

+ tempted by the fantasy of short-lived sexual relationships without commitment
and the fraudulent promises of druge. We know that these are mirages which lure
them into indifference, self-isolation, and even violence against themselves and
others. Thus, we must help our young ?eople build the skills required to assume the
responsibilities which go with being a free people. These skills certainly do not rel
solely on formal education, they include attitudes and knowledge gathered from tel-
evision, magazines, and the daily lessons of life. We may say it in different wa /s,
but the idea is the same—our form of government depends on the individual govern-
ing himself. This is an old theme, but it is not an old-fashior.ed one. The indissoluble
union between rights and responsibilities must be taught and rinforced.

9.
L S W4
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Human life is of divine origin. With this knowledge, we affirm the full value of
each member of society as unique and irreplaceable. If the value of life is leasened
becuse of diseess, infirmity, or dependence, then at some point in our lives we are
all at risk. Government does not grant us the right to life, it can only protect it.

This is one of the obligations we must all take up. AIDS is not just about death
for those who suffer it; it is about the unshakable value of life which we profess.
AIDS is a test of faith, not just of others, but of our own. Will we allow the babies to
live their short lives only in hespital nureeries? Will we abandon the sick to a sense
of ueelessness in suffe Will we not show that love is more powerful than anger,
bitterness, and contempt? Will we abandon our vulnerabie to the drug vultures who
will consume the last vestiges of their victims' dignity: If we rejoct these children,
will we not be trested likewise?

We can embrace the person but denounce the act. We nead to show that sacra-
mental commitment to marriage holds greater rewards than the dehumaniring rela-
tionships our young people are experiencing today. We must reach out to those who
suffer in conscience as well as body. We must, at the same time be clear, direct, and
unambiguous about the riske of certain behavior. And we must persevere in teach-
ing it, not in judgment but in solicitous care.

n
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Qenersi Bankaround

Hinat{ percent of infants and children with HIV infection
aexhibit some form of neurcvlogical dysfunction or
developmontal disability. (Certow Doppett Srey, Cammissiomer, Adwinistretion on
Sovelcpoantal Discdilitiss, N8, tost fcony before the Congittes an Coverramnt Cperationd, i
februscy 1900}

The drug AZT is the only drug approved for the treatment of
AIDS, but it is licensed for adult use only. That may soon
change. The drug has boon used on children experimentally,
and tha Phase I safety trials have besen completed. The
Phase II safaty and efficacy trisls are nov beaing dona. ros
16 9908F)

Most childron vith AIDS wera infected by their mothers,
Eighty percent of children contract AIDS through their
mothars; 188 contract it through transfusion of contaminated
bload; ir the remaining 2%, the transmission routs is
“ﬂcarta xln . {thle.l

Of all wemen vho transmit AIDS to their childran, most
mothers contracted AIDS throug™ IV drug use (528} or through
sex with an IV drug usar {(20%). (Contors for Oisesse Cantrol, *NIV\AIDS
Srwillonse,® Hdy 1909,1

MIV-infocted mothars do not necassarily transmit the
infection to thair infanta. Only about 25%-50% of infants
porn to HIV-infacted mothers bocome infected themselvrs.
[Eingt Rerget S0 IRt JOCretary A . o le ML I4PE IV o ad Risgepe, oW, 0
Soveaber 13061

hi

[N

children with AIDS do not survive long. Once diagnesed with
AIDS, the mean length of survival is 14 months for those
infants infacted perinatally, and 28 months for thoso
infectad through blood tranafusion. (ibd.)

AIDS ig nov the ninth laadim cause of death among children
1 to ¢ years old. 1If prasent trends continue, it could ba
among the top 3 causas of childhood death within the next 3
to 4 mrﬂ- { Ronret JOCERLOryY’'s Woek Growd o i . nfaxsion on
Rintase, SsxS, 15 Nowembwr 1586.3

0 pf (™ ) ALY 3

The Public Health Serxrvice predicts that by 1991, as pany as
20,000 children will bscome HIV-infected, and 3000 will have
contractaed AIDS. (eited in GAO, Padint:ic AIDS: wegith ond Sociml Ferwice Hewe of
lateatn st (h{ideen, Koy 19890

Children sffected vith AIDS represent 1.6% of total AIDS
CABAN, lcited In (a8 10 SV000, 16 Jura 1969.)
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Pediatric AIDS cases, reported July 1988 through June 1988, United States

Source: HIV/AIDS Surveillance, CDC, July 1989.

© As of July 1989, there have been a cumulative total of 1,681
cases of pediatric AIDS reported. In the 12 month period
fiom July 1988 through June 1989, 620 cases were reported,
antars for Disesse Contrel, "NINAINS Swrveiiisnce,® iy 19893

o CDC statisticas do pot include children infecced with HIV but
who are asymptomatic or have only early symptoms of
infection. Most experts believe that for every child with
AIDS, there are 2-3 vho are HIV-infected; some put the
nunbex as high 28 10. (50 e, cft. & 13 800N

roster Care

o Approximately 25% to 33% of {nfants born with AIDS will not
be cared for by their biological parents. (ferse md cundersen,
Spdopting and Yostering Chilcren with A0S, * (hijdren Todey, Mey/sune 19637

o Confidentiality can at times pose problems. 1In
Massachusetts, for exapple, the laws surrounding
confidentiality are such that social workers have

G
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occasionally found themselves in the position of not being
able to tall a substitute parent that an adoptive or foster
child is at risk for AIDS.

The Florida foster care system has strict confidentiality
policies ~~ e.g. children‘’s HIV status is never written on
their records. The State does, however, dictate that
certain people must ba told about children whe have AIDS,
ARC, or are HIV poafitive: 1) the counselor handling the
case, 2) the child's medical practitioner, and 3) the foster
care provider who has agreed to accept the child for
pPlacement. (Stste of Flaride, "ouidelines for Piacing NIv Posftive Ohiidren in Emergency
Sheiter and fostar Care,* M Februery 1989.]

Federal Funding Targeted to Pediatric AIDS
{in thousands)
Fyase FY87 FY8a FY8n FY90

— . Actust  Actual  Aowar  Est Eet
NiN $4650 $11,288 $37.270 $50.343 $65.081
ADAMHNA 229 8,064 7.246 8,250 9,200
cbC - 3,900 19,829 26,848 33,475
HASA -- .- 4,480 7,604 7.904
OHDS -- .o 2,708 2,798 2,798
Yotai  $4879 $20273 $71420  $95,840 $119,388
Source Agency Buaget Oiticas, compiied by CRS. 2789

The National Institute of Health funds are predominantly
used for research on how to block transmission of AIDS from
mothaer to child, how to treat disease sanifestations in
children, and how best to screen and diagnoais HIV positive
children. fThe furding for the Alcchol, Drug Abusa, and
Nental Health Adwministration is usad for programs to reduce
the nusber of IV drug using mothers. Centers for Diseasa
Control funds are used for epidemiological studies. Funde
undsr the Health Resources and Services Administration and
the office of Human Development Services are used for a
broad array of sducation and treatment projects.

In addition to funding directly targeted to pediatric AIDS,
there are general programs which benefit HIV-infected
children. Medicaid is probably the most important of these
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prograss, since many of AIDS-afflicted children are poor and
quality for Madicaid. Purthermora, Medicaid Home and
Coemunity-Basod Ssrvices Waivers have allowed States to
axpand Medicaild eligibility and the range of allowabdle
services. The waivers can be used to provide targeted
health care and related services -- such as case managemant,
hone care, and nursing ~- to persons with AIDS or AIDS~
Related Complax (ARC). The Nedicare Catastrophic Coverage
Act (PL 100-360) expanded the authority and targeted
children undor S years old who are or will be placed in
foster or adoptive homes. Redicaid funding figures for
pedistric AIDS are not available, but Medicaid spending for
all AIDS purposes was $330,000,000 in 1988 (Pederal share).
o0, Profgtric AIRS, op. cit. 3 Willimm Windtrmrter, *Poderst Sending for [(1noos Canog by the
e jamsadel fefey Vire,® e Bociend Jounel of Nediging, 19 ane 1689

Another scurce of indirect funding i{s Title IV-E of the
Social Security Act authorizes funds for foster cere for
childron eligible for AFDC. The Federal government provides
satching funds to States for maintunance and administrative
costs of foster care. Footsr care children with special
noeds, such as children with AIDS are usually given higher
reicsbursamont ratees.

Approximately 1 in 200 women boaring live children in
Florida in 1939, may ba infectad with HIV. (ststo of florids
Ooportcant of Mesd ot andt Rebobli (ot ive Rxvicn, *Prel iotnory #lndings: sty Sorodreweience n
Wamgn, © Dacasbs> 963,13

Florida ranks secomd in the nation bohind New York in nunber
of cumulstive pediatric AIDS cases. New York has 500, and
Nizmi has 215, mesters for Ofrecce Conerot, o, 1t.]

Blacks axre overrepresantad in pedistric AIDS cases in
Florida. BElack infants are 6 times more likely to be
victims of pediatric AIDS: 80% of pediatric cares in Florida
are blsck, while only 138§ are wdite. Hispanics roprosant 7%
of CROO68, Dwmertmnt of Seeltd owd Keadit ftstivo Porvices {1V ergprevaience Stidy, Ststo
of plorida, 51 moA U0

Noet childron in Florida receive AIDS from & parent.

Eigr “y-five porcent contracted AIDS through their mothers:
3% through trensfusion; 3t developed it through hemophilias
and 7% contractad it through other meaNs. (sia.]

Dada County accounts for slmoet half (498) of all pediatric
AIDS cases in Plorida. (msas

Among netropolitan archs of recidence, Miami ranks 2nd in
cumilstive nunbar of pediatric AIDS caseo. Kisni had 100 as
of July 1989. Mewors for Dlocase Concrot, ap. (8.
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Nallsan center

The University of Miami Mailman center for Child Devalopment
is a not-for-profit inatitution which has bean active for 20
years. Financial support primarily from the Univeraity and
from grants from Federal and State government, as well as from
private philanthropy. The Center serves devolopmontally disablod
children fronp Sade County, Florida and the Caribbean. The
Nailman’s froqm--pmido diagnostic services-and care for
children with developmental problems in an inter-disciplinary
clinical setting. The intardisciplinary teams are made up of
spocialists such as psychologists, social workers, podiatricians,
speech pathologists, nutritionists, nurses, physical therapists,
and gensticists. Each ysar, the Center'e gtaff seées more than
6,000 children and their families in addition to 2,500 adults for
genatic testing and counseling. The Centar’s stated purposs is
te enable handicapped children to roach their fullost potential
whila living at home. . In addition to service-previaion, they
also train child health professionals from & wide variety of
disciplines. They also conduct masecarch on the prevention of
devalopmental handiceps.

H e | : :\‘.. T BX8 1L aRROns RS DR %
Kemorial Hespital recoived a three {ur grant from 8/01/88
to 7/31/91 for $759,000. The gecal is to develop a model
rograp to effoctively address the special needs of HIV

fected infants, childron anxi women through the development
of coordinated and comprehonsive cares and treatment at
community-baced facilities. The portion of the grant which
goes to the Mailman Center ic approximately $210,000. ‘Tha
Center focuses on psychological and peychosocial development
of children with pediatric AIDS. They evaluate the
psychological and psychosocial status of a child, and
prasoribe a rogimen which will allow a chi’d the greastest
opportunity to be integrated into sormal education programss.
Thera is a home-based and centar-based component. Nost of
the sorvices aren delivered at the child’s howme. Social
vorkers typically visit the home 1-2 times a woek; early
childhood aducators typically spend 3 hours a weeck with the
children; physical therapists typically visit 1-2 times a
veaks & spooch therapist visits 1-2 times a week if
necessary. The center-based componant is delivered at
Debbie's Schoel -- an sarly education canter composed of an
infant and toddler preschool, infant nursery, toddler
nursery and preschool nursery, all of which are specifically
for children with developmental disabilities. The project
Plans more cooperation with Dade County Public Schools and
vith Hoadstart in the futuUre (centects Br. Jatn seidet, Project Coordinater
(503} $87-65381 - '
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Ameaican Association

U"

Puo Life Obstetricians & Gynec ologings

August 18, 1989

Select Committee on (hildren.
Youth and Tarilies
Unitec States House of Representatives

House Annex 7, Room 3184
Washington, D. . 051K

Aborticn should not ¢
pregnant women who fest tonitlve
reABONS are many and varied.

enreuraged or advocate d
AT The

The social stigma attached 1o the Jdiagnosis of

AIDS is devastating and 4he concern of transm..oi o
to family, relatives and friends adds 0 the
feelingn of guilr and self werthlessnesn,  Adding
to all this, the trauma »f a recommeried aboreicn
could be too much for an already devastated womarn.

Careful monitoring of the fast moving medical
literature on AIDS reveals +that there is ro
uniformity on the recommendation, ot abortiun a.
1 solution for this catastrophic (roble~,

In reviewing the multipliciey ¢f artigios wri-+op
on AIDS in the last few vear., 1he common theme
which can be deduced after studying them e that
"Revised recommendations will be rehlished i
additional informatinn is tortheoming,”

In come studien three aus «f four Jnfaner e 1a
HIV infectwd mothers were tnermal.

It is already admiticd that cne tire jeri ol ¢
counseling and monitoring sepropositive raties
can be prolonped into irdetermirate ramber
Lefore the actual diseaste - tribos,  These ;v 0o,
during this time mav well load tear :oarmal )luee,
dand during, this lracterminate jori o, cur ander
of the ratural histery of the intoced v el

and more e fective Therariea nav e ottt e,

g

N
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With the level of public concern so high and with misinforma-
tion so widespread, the greatest need'now is for accurate
information to be disseminated. The propagation cf the
notion that aborticn is the best solution for the preghant
patient who is HIV positive should be discouraged. Even the
recommendation of abortion for the pregnant patient seriously
i1l with AIDS can be questioned. Women so sericusly ill may
well die from the abortion operaticn as case histories in the
obstetrics and gynecology literature have documented.

We all realize there is no quick fix soluticon to the ravages
of AIDS. But to offer an abortion, the destruction of human
life, to a woman whose life is already being destroyed, is
offering her nothing but sadness. Let us pray for a more
sanguine alternative.

Matthew J. Bulfin,
President

MJB:ahr

1¢
o,



NC‘.;AJ VerL Tf(ﬂﬁ ™ /*fg

5-5-84

‘The Offensive Tactics of AIDS Ideologues
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HISPANIC AIDS AWARENESS PROGRAM
PROGRAMA DE INFORMACION SOBRE SIDA

MEMORANDUM

-
T0: Karabell Pizraqat:
FROM: Fausto B. Gomez
DATE: Auguast 7, 1989
SUBJECT s Testimony

Thank vyou for atffording us the opportunity te provide
teastimony to the Select Committee on Children, Yauth, and
Families concerning our recearch on AIDS and the South Florida
Hispanic community. Qur research data is significant in that {t
presents the only assessment of what South Florida Hispanics know
and feel about AIDS., Since the knowledQe and behavior of child-
bearing age® sdults will, for the mast part, determine® the extent
of the epidemic for the pudiatric segment we think it 1mportant
for the Committer to have this i{nformation.

17005 W S7th Avenue. Surle 220 @ Miamy Flonda 33155 e (305) 2622585
SPONSONT by FAuCOnona! Management Serices inc and the
State of flonda Deparment of Heulth and Rehabddoine Seamces
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HISPANIC AIDS AWARENESS PROGRAM
PROGRAMA DE INFORMACION SOBRE SIDA

TESTIMONY OF s

SANDRA VIGGIANI
PROGRAM OFF ICER OF THE HISPANIC AIDS AWARENESS PROGRAM

AND

MANUEL MENDOZA
CONSULTANT TO THE HISPANIC AIDS AWARENESS PROGRAM

BEFORF THES

SELECT COMMITTEE ON CHILDPREN, YOUTH AND FAMILIES
UNITED STATES HOUSE OF REPRESENTATIVES

Miami, Florica August 7, 1989

17005 W S7th Avenue. Surte 220 © Miam; Fionaa 33455 0 {305) 2622585

Sponsomed by EQUCahondt Management Sences Inc and the
Staty of Flonga. Deponment of HeAh and ReNODMONVe Semices
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Mr. Chairman and Honorable Membors of the Committees

in 1988 the Florida Legialature funded the Hispanic AIDS
Awareness Program (HAARP) at Educatidonal Managesment Services.
The Legioslature was concarned about the number of reported cases
of HMHispanics with AIDS and the limited resources available teo
conduct research, esducation, and information programe for the
Spanish~epeaking tommunity of South Florida. The purpose of HAAP
is to presont facts, destroy mythus, foster awareness, create
support for constructive action, and influence the behavior of
individuals.

As an 1mportant program initiative, HAAP has recently
comploted a comprehensive rescarch effort aimed at assessing the
general South Florada Hispanic population s knowletige, attitudes,
baliefts, and behavior relataing to RIDS, The program conduc ted
four (4} focus group sessions with participants representative ot
the different nationalities comprising the Mispanic community of
South Florida and a Knowledge, Attitude, and Behavior survey of
308 mispanic residents. These activities are unique in  South
Florida and form the baseline for the continuing study of what
MHispanices know and focl about ARIDS. The results of the focus
Qrou.s and survey reveal date that have important amplications
for pediatric cases, eince the knowledge and behavior of chailda-
bearing «Qe adults will, for the eost part, detoermine the extont
of the ppidemic for the padiatri: segment.

The resefarch conducted hac a qualitative component through
the series of focus Qroups and & Quantitative component through
the administration over the telephone of & specially dorived
questionnaire bDased on the bLeliefs and attitudes exprossed by
focus gQroup participants and utilizing a core group of questions
trom the National Center for Health Statisticea “AIDS Supplement.”

A fYew of the most signidicant research findinges ares

~ QOver &7% of those surveyod Iindicated that they wore
*apmewhat or not very® anformed about RAIDS.

- Although 738.954 of the respondents DRlicsve there Lo
vomething that they personally can do to avoid acquiring or
transmitting the AIDS virun, only 31.9% connigered themselves to
have sufficient 1nformation to make effective changess in
behavaior.

- DOnily 32.3% ot ¢the rospondonts stated that fear of
contractaing the AIDS virus has caugsed thom to change their gsexual
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behavior. Young Cuban males are least likely to modify therr
béhavior. This group indicated a heightened awargness, but only
aslight behavicr andification. 1t appears that they are utall
taking rasks, but worrying about it more,

-~ QOver 395% of the respondents were unaware of the
differencs bDetween DEIng infected with the HIV virus and  having
AIDS. A wmajor rigk 1s that i1nfectad individuals, who do not
manifest symptoms, may not recognize the need to take precautions
to avoid transmiesion and/or pregnancy.

- Almost 30X of the Hispanics samploed believe 1t poseible
to acquire AIDS by donating blood. This hes caused a saignaficant
recuction 1n the local blood csupply witt negative ramifications
for poople of all ages, including children. Additionally, only
32.9% believe the dlood supply 1s bate.

~ Findings thot bear epoecifically on children shaw that <4%
of Higpanic parents have not diocuseed RIDS with their children
ang that 229X of the cample beliove that children with AIDS
should not be allowed to attend public schools (the percentage of
woaen who believe the latter is sigaificantly higher).

It ig clear from the above findings that there is a need to
incroase AIDS informational and educational activities targeted
to the Mispanic community. The research provides an objectaive
base of information upon which decisions about message ahd
communication channels can bEe made. Effectave intervention
strategies, derived from the focus Qroups and survey and verifisd
through & fi0ld test, are D@ing implementad by HAAP to incresss
levels of knowledge and education and affect behavior. (An
outline of innovative educational strategies is available upon
requast, but has not been included Since it falles outsaide the
iaeediste scope of this hearing. Elemants o©f the campaign
include definition of objectives; adentifying target audiencss,
mensage content, and communication channelss the use of research
in program planning and evaluation; and, wmodels of behavior
change.)

In clowaing, allow us to thank this Committee for the
opportunity to provide testimony and the Florada Legaslaturo and
tha Departmunt ¢ Health and Rehabilitative Services for thear
spanasorship o©f the Hitspanic AIDS Awareneuss FProagram, Their
lgadarship angd suplort have Placed Florida at the forefront of
the ¢ight againat AIDS.
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Hargaret Oxtoby, M.D.
Epidemiologist in AIDS surveillanco
Cantors of Disease control

1600 clifton Rosd, §.R.

Atlsnta, GA 301313

Dear Dr. Oxtoby:

I vant to oxpross my personal appreciation to you for appearing
before the Select committen on Children, Youth, and Foagiliocs at
our hearing, "AIDS and Young Children in South Florida,® heid on
in Misai. vYour testivony was, tndoed, fmportant to our work.

The Committsa {8 nov in tha process of proparing the tranacript
for printing. It would be helpful if you would go over the
enclosad copy of your ramarks to asgure that thoy are sccurate,
asd roturn the transcript to us by October 10, with any NOCoseRry
corractiono.

I would also appreciate it if you would answer the following for
the record:

1. The Socrstary’'s Work Group on pediatric MIV infection made a
nunbar of racoamendations. Has the Canters of Diseaue
control (CDC) doveloped a work plan and tipe froame to
inplamant those recomeandations? Is there a priority order
for addresmsing the recommendations?

2. What reosuits have boen ucen from he ¥ porinatal AIDS preven-
tion projerts designed to promoto more effoctive contracep~
tive uce and family planning asonc HIV-infected and at-rigk
wonoen?

3. Dr. Scott terntified that over 7V of the seropounitive womaen
roested at Jackson are adoloscanto, undorscoring the growing
risk of MIV infoction among toenaqers and children that thoy
may bosr. You have noted ih your testimony that adoloscaonts
be targeted as a unique qroup. Howover, it in my under-
ntanding that the ¢DC currently doos not routinely roport
the full range of gurveillance information on adolescents;
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rather, they are grouped with adults for the major categor-
iec that reported.

¥hy doesn't CDC report on adolsscents saparately froo
adults? Are there plans to do so? If so, vhan? If nogt,

why not?

Lot me again sxpress my thanks, and that of the other members of
the Committoe, for your perticipation.

Sclect Compittee on Childraon,
Youth, and Families

Enclosures

CC: HWalter 8. Powdlg, Ph.D.
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Resronsg 10 QuesTions Posep By CongREssMAN GrorcE MrLes

OIPARTRIENT OF HEALTH & HUMAN SERVICES Auticc Health Service

——— - -~

Cenmrs for Discase Controd
Atiants GA 30333

November 20, 1989

Tho Bonorable Geargs Miller

Cheirmar, Solect Committee on
Childron, Youth, sod Feafites

United States Bouee of Reprementstives

Wash{agton, D.C. 20513

Dear Mr. M{ller:

Thank yous for your letter rogerding the hearing fa Miam! ent(tled “AIDS
and Young Childres in South Florida.” The reviewed transcripf of

Dr. Oxtady's teotimony {s snclosed. Centers for Diseave Cautral (CNC)
has cho Followlng responges to the three questioas rafsed in your letter.

1. CDC's reaponsc to the recommendattons of the §ecretary ‘s Work
Group

The CDC participoted (n the Secretary's Work Group an Fedfatric
HIV Infect10a and gupports the recomsendstfont of that Broup, twe
of which directly concern CDC:

Hecommendat fon 3: “The CBC should couvene a commitfer of expert
consultanta to discusc the need for expsnding survetillance ot HIV
infection {n childres nid adolescentu and broadening the NIV
classtffcation aystem.”

Survetllance activitien of HIV {nfectinn {n children and
adolescentn currently undortaken at CDC fnrlude:

o eaphasixing ongeing natiounal survetilance for AlDS cases
and evaluating the completeness of case reporting;

@ conducting serogurveys of neonates in 40 States to belp
deternine the extent of HIV {nfection among childbesring
- vasen;

o expanding surveillance for <11 children with HIV
infection {n six geographic areas to evaluste the current
AIDS cane definftion and classi{ficat{on system, to butter
desceiby the spectrun of HIV disesse fn children, and to
explore the fvaatbtlity of expanding survedllance to
fuc lude siot Just AIDS cases bot sll children disgnused
with HIV fufection, snd
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o working vith those Stotes that cow roquire preporting of
HIV {nfection to dewalop » unifora reporting systes.

A committoe of oxpert coansultants will be cosvened 10 1990 to
review those and other plansed surveillasce activities.

Recommendatica 11¢ "Spectal pducation and prewontiosn prograss {n
settingo othor thaa echools suat ba developed for hard-to-reach
adclescants, incluaing minoritfee, drug sdusers, rusawaya, and
others. ™

Edocation and preventfon programs for youth caonot be 1limited to
school eattings, CIXC is providing fiscsl and technfcal
aasiotance to goven nstional orgasisations that address the
apecial nends of these underserved adolescent populatfons through
cooparative agreeonnts. Theso orgenfeatfons Includo: The
Mationnl Organizstion of Blsck County Officlale, the National
Coalftion of Hispanic Health gnd Wuman Servicea Organisatics, the
National Coalition of Advocates for Students, the National
Network of Bunawsy and Youth Services, the Natfonsl Rural and
Smsll Schools Cossortium, the Asaocfation for the Advancesent of
Hoalth Bducotfon; and the National Commfsnfon on Corrsctionnl
Health Cars.

fesulte frow the Perinatal AIDS Preventfon Prolects

Fight perfnatal AIDS prevention projects are underway to promofe
more effective contraceptive use and faoily planning among
HIV¥-infectoed and at-risk wosrs. Productive working relattonships
have bees eatablished betwesn fawily planaing providers and
praviders {n settings serving women at high risk for HIV such as
drug treotment clinfes. Preliminary datas on the resulte of these
perinatal AIDS prevention projects {8 expected during calendar
year 1990.

Separate Reportfag of Adolescent AIDS Cases

AIDS esses are categorized ateor (ng to ¢ex and S-year age groups
in the monthly AIDS survefllance report. In addirfon to ongoing
nat {onnl surveillance of adolescent AIDS cases, HIV peroourveys
are conducted {n gdolescent populations facluding hospital
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pationts, and ailitary and Job Corps applicants. All
COC-supparted meroourveye collect faformotios on Age. Reports
froa these cerosurvays will cootiove to toclude tadles showing
HIV prevalesce rateq in cach age group.

I hopo thace answars ore holpful to the Committea.

Sinceraly yours,

¥alter R. Dowdle, Ph.D.
Actfag Director

Boclosure

ERSC 1i.
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T.S. Douse of Representatives

SELECT COMWYTEE ON
CHILDREN. YOUTN AND FAMILIES
I8 Naust ORIt Bunoms Aawtx 2
Wagsraton, DT 20618

October 3, 1989

cwandolynn Sc tt, M.D.

Department of Pediatrics, D4~
University of Miani School of Medicine
P.O. Box 016960

Miami, FL

Dear Dr.

33101
Scott:

TS B et A eviivee
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I vant to express my personal apprecistion to you for appearing
bafor® the Select Committea on Children, Youth, and Families at
our haearing, "AIDS and Yeung Children in South Florida,” held on

in Miami.

Your testimony was, indeed, important to our work.

The Committoa is now in the process of preparing thae transcript
It would be helpful if you would go over thae

encloased copy of your remarks to sosurs that they are accurata,

snd roturn ths transcript to us by October 10, with any necessary

for printing.

corrections.

I also would appreciats it if you would answar the folloving for

the record:

1. Substance sbuse is s significant factor {n the incremscs in

HIV infactien.

To what axtsat ig substancs abuse coatribut-

ing to incroasas that you aro acoing among preunant vamen

and young children at Jsckson Memorisl and in South Florids?

2. What efforts ara there to vork with clinics that provide wic
satvices, including referral of at-risk or NIV-infected
women to WIC clinics so that they can get nutritional
supplementation, formuls for their infants, and referral to
other services (s.g. prenatal cera, drug abuse trestment)?

3. You noted that in a recent survey of pragnant women at
Jackson Memoriaml, 2.1% of those tested were HIV-antibody

positive and 7.3% were sdolescants.

Are there spacial

rasearch or prevention activities undarway or planned that

target adolescent populations who are at high risk?
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4. You make eight recommendations. Among them, are thare
priority areas which should be addressed first?

Let me again express my thanks, and that of the other members of
tha Committee, for your participation.

(Cpoge bl

Select Committee on Children,
Youth, and Families

Enclosuraes

11
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Deana James, H.D.

Nodical and BExocutive Director

C.L. Brunhock Compmunity Health center
IATS4 Stoto Road g0

Belle Glade, FL 233430

Dear Dr. Jamoo:

I want to express sy persona. approciation to you for appearing
bofore the Scloct Coamittos on Childran, Youth, and Families at
our hearing, "AIDS and Young Childron in South Florida,” held on
in Xisnmi. Your tootimony wes, indood, important to our work.

Tho Comnitteo ia nov in the process of preparing thes transcript
for printing. It would be halpful if you would go over tha
anclonod copy of your romarks to asseurs that thsy ave -=curate,
Mraufnmumipttomwmm, with any nejsccary
carrections.

I also would approciate it if you would anowar the followiny for
th rocords

What do you think noods to be done in Wost Palm Peach in
tarso of sarvices, resources and othor mochaniams to address

ths increasing problems of NIV infection gonerally, and
particularly among regnant woman and young children?

Lot oe agoin sxprass xy thanks, and that of the other members of
the Committas, for your participation.

si Y.
/ .
I
Chairman
Salect Committee on Children,

Youth, and Families

£nclosures
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Lerrer 10 SerecT CoMatrrTeg ON CHILDREN, YouTtn, and FamiLies Wit RspONSE TO
oN Posep sy Concreseman GeoRaE Miti&r

STATE OF FLORIDA DISTRICT IX
DEPARTMENT OF HEALTH AND REHABILITATIVE SERVICES

HRS/Palm Beach County
Public Health Unit

38754 State Road 80

Belle Glade, FL 133430

Novembex 21, 1989

U.S. House of
Representatives

Selaect Committee on
Children, Youth
and Families

Room H2-38% Annex 2

Washington, DC 2051%

Dear Sir{(s}:

This letter is to address the future needs for AIDS services
and AIDS prevention in West Palm Beach. The number of HRS
casss reported to the Center of Disease Contrel (CDC) has
grown to well over 700.

Many of the cxisting services must be expanded to meet the
rising numbers including: inpatient and outpatient health
care, home health care, food services, housing and transpor -
tation. Ffoster care for HIV sercpositive children will
become an igsue as their mothers expire.

In addition, 4s the numbers of HIV seropositive person con-
tinue io rise, prevention must become a priority especially
amongat teenagers and the female population.

Finally, with the rise in cases of AIDS has come an increase
in Tuberculosis cases ipn Palm Beach County. To curb the
Tuberculosis cutbreak, additional manpower and outreach will
also be needed.

Thank you fo1 your interest.

o

Singetrely, . -
Df : 7;{"( A £ A [‘}"{
mes
e

Deanna R, 3 M.D.
Director

PALM BEACH COUNTY PUBLIC HEALTH UNIT RO. BOX 29, WEST PALM S8EACH,FL. 33402

808 MARTINEZ, GOVERNOR T GREGORY L COLER. SECRETARY
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M». Ana Garcis, H.B8.¥.
Mriversity of NMisnd
Depaituant of Qbstotrics ard Gynecology
P.0. Bax 018960
Niami, L 333101
Desr Mu. Garcia:
I want to express my parsonal to for
bafore the Select Committes on ldren, ¥ ) Oné iep at
our hearing, "AIDS and Young Chiifren in South Florids,* he:d on
in Xiomi. waa, indeed, important to our work.

T™he Compittes is nov in the process of prepering the tramscript
for pristing. It would ba Dalpful ({f you would go over the
mm‘awmumm are sccurate,
and return transaript to of by Ootobexr 10, th aay necessary

I also would spprecizts it if you would answer the following for
the records

1. Sould you elaborate on the harriers to placesent of NIV~
intectad cbildren with nuolesr or extendad family memders?

1. IMM&.MNMMawultm
cars maistencnce rats for an RIV-infectad child whe ic
plavad in foster care. What is it? Is {t sdequato? How
wall does the prooess wark?

3. WMt suoltic madical and socisl services are covered by the
::sca ?nim that the stats uses for NIV~-infscted

4. Esve you epcountercd probdblame in minstroaping KIV-infectod
children in ho pubdlic schools or Basd Staxt programs?
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Lot ma sgain express my thanks, and thay of the other mambare of
the Committea, for your participation.

G Ll

Select Committea on Children,
Youth, and Familiaes

Enclosurag

Q
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