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AIDS AND YOUNG CHILDREN: EMERGING
ISSUES

SATURDAY, FEBRUARY 21, 1987

House oF REPRESENTATIVES,
SELECT CCMMITTEE ON CHILDREN, YOUTH, AND FAMILIES,
Berkeley, CA.

The committee met, pursuant to notice, at 10:00 a.m.,, in the Alta
Bates Hospital Auditorium, Berkeley, California, the Hon. George
Miller presiding.

Mle{mbers present: Representatives Miller, Boxer, Dellums, and
Stark.

Staff present: Ann Rosewater, staff director; Karabelle Pizzigati,
professional staff; Spencer Hagen Kelly, minority research staff,

Chairman MiLLer. The hearing of the House Select Committee
on Children, Youth, and Families will come to order.

The purpose of conducting this meeting today in the San Francis-
co Bay Area is to hear testimony on the growing AIDS crisis and
its impact on children.

The American public has only recently begun to learn the omi-
nous consequences of this disease. When we hear the word AIDS,
we immediately think of a health problem which has affected the
adult population, and we have justifiably begun to treat AIDS as
America’s number one public health concern.

It is increasingly clear that AIDS is spreading rapidly among the
heterosexual population, and that there are life-threatening impli-
cations for babies, young children, and adolescents. We generally
do not think of AISS as a disease affecting many young children
because it is primarily transmitted through sexual contact and in-
travenous drug use. Our everyda perceptions are wrong. AIDS is
not a disease limited to adults. It threatens to kill thousands of
children, many of them very young.

Tragically, there is very liftle we know about it. Even v.orse, we
are inadequately prepared to take care of those babies who already
have AIDS, let alone many more who are likely to contract it in
the near future. This problem has surfaced most acutely on the
East Coast, and the West has yet to see the overwhelming numbers
of children who are infected with AIDS or to experience the devas-
tating problems of finding and financing appropriate care for those
sick babies.

In just the past few weeks, we have learned that the number of
West Coast children who have AIDS or who are at risk has quickly
grown. This presents enormous challenges to public policymakers
as well as to the average citizen.
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The Bay Area has mobilized to educate the community about the
nature of this disease, its effects on adults, and what steps can be
taken to prevent it. I am pleased that in my own county we are
able to deal with educating children with AIDS in a positive and
non-disruptive manner.

It is now ecsential that a similar community-wide effort be made
to provide humane care and freatment for AIDS-infected children
and their families, to find the most cost-effective manner in which
we can provide these services, and to make every effort to educate
young people as we!l as adults about the facts of this disease and
its prevention.

To assist us in understanding the complexities of AIDS and its
impact on children, we will hear today from experts in the field.
We will learn what is known about the transmission of AIDS to
young children, what kind of care is necessary and appropriate for
young AIDS victims, and what alternatives exist to help families
pay for the enormous costs of this treatment.

I am delighted today that the Select Committee is joined by my
three colleagues from the Bay Area. Each and every one of the
people on this panel is going to have a rathe: significant responsi-
bility in dealing with the question of AIDS in our society.

Congresswoman Boxer, who is also a member of the Select Com-
mittee, and a colleague of mine on the Budget Committee, will be
leading an effort in the Budget Committee to make sure that we
adequately fund all of the programs, be they educational or re-
search or care, that are necessary for us to deal with the impact of
AIDS in our society. She will also be confronting the problems of
AIDS within the military programs of this country as will Ron Del-
lums, who is the subcommittee chairmar on the military commit-
tee in the Congress, where for some time they have been trying to
put together a humane and decent treatment program for the
treatment of AIDS within the military service. Pete Stark, who is
the subcommittee chairman on the House Ways and Means Com-
mittee on Health, will be trying to do two things: one, to make sure
that we have adequate resources within the health care fields so
that those affected by AIDS will have an opportunity to receive the
best treatment, and also to figure out how we finance that so that
those institutions that must confront this serious problem are able
to deliver that treatment to the widest number of people in need.

[Opening remarks of Congressman George Miller follow:]

OPENING REMARKS OF CONGRESSMAN GEORGE MILLER, A REPRESENTATIVE IN CoN-
GRESS FROM THE STATE OF CALIFORNIA, AND CHAIRMAN, SELECT COMMITTEE ON
CHILDREN, YOUTH, AND FAMILIES

The Select Committee on Children, Youth, and Families is meeting in the Bay
éxrea today to hear testimony on the growing AIDS crisis and its impact on chil-

ren.

The American public has only racently begun to learn the ominous consequences
of this disease. When we hear the word “AIDS,” we immediately think of a health
problem which has affected the adult population, and we have justifiably begun to
treat AIDS as America’s number one public health concern.

Althiough adults constitute the majority of individuals with AIDS, it is increasing-
ly clear that with AIDS spreading rapidly among the heterosexual population, there
are lifethreatening implications for babies, young children and adolescents.

!




3

We generally do not think of AIDS as a disease affecting many young children
use it is primarily transmitted through sexual contact and intravenous drug
use.

But our everyday perceptions are wrong.

AIDS is not a disease limited to adults; it threatens to kill thousands of children,
many of them very young.

Tragically, there is very little that we know about 1t.

Even worse, we are inadequately prepared to take care of those babies who al-
;eady have AIDS, let alone the many more who are likely to contract it in the near
uture.

This problem has surfaced most acuely on the East Coast. The West has yet to
see overwhelming numbers of children who are infected with AIDS, or to experience
the devastating problems of finding and financing appropriate care for these sick
babies. But in just the past few weeks, we have learned that the number of West
Coast children who have AIDS or are at risk has grown quickly.

This presents enormous challenges for public policymakers as well as for average
citizens.

The Bay Area has mobilized to educate the community about the nature of this
disease, its effects on adults, and what steps can be taken to prevent it. I am pleased
that in Contra Costa County we have been able to deal with educating children with
AIDS in a positive and nondisruptive manner.

Now it is essential that a similar community-wide effort be made to provide
humane care and treatment for AIDS-infected c}zildren and their families, to find
the most cost-effective manner in which to provide these services, and to make
every effort to educate young people as well as adults about the facts of this disease
and its prevention.

To assist us in understanding more about the complexities of AIDS and its impact
on children, we will hear today from experts in this field. We will learn what is
known about the transmission of AIDS to youug children, what kind of care is nec-
essary and appropriate for young AIDS victims, and what alternatives exist to help
famnilies pay the enormous costs of AIDS treatment.

I would like at this time to open it up to my colleagues for any
comments that they may have. Barbara, I recognize you first.

Mrs. Boxer. Thank you very much, Mr. Chairman.

I am very pleased that you celled us together today for this very
important hearing. Your ‘concern about children is really legend,
and if it was not for Congressman Miller, we never would have had
a Select Committee on Children, Youth, and Families. This is the
only committee in the House {hat takes a look at the condition of
childven, youth, and families, and when you think about what our
responsivilities are, certainly to that population, it is enormous,
and we always thank him for that contribution.

In terms of AIDS, I am heading this task force, of which Mr.
Miller is a part on the Budget Committee, to make sure that we
fund adequately the effort on AIDS. It has to be an enormous effort
because we are in an enormous epidemic.

I would just say lastly that the Budget Committee just held field
hearings throughout the country, a:id AIDS was one of the primary
topics, and members of that committee from all over the country
are now becoming aware of this horrendous problem.

Mr. Chairman, this hearing today is going to bring it home even
further as we look at its effects on children, and I thank you.

Chairman MiLLER, Congressman Dellums?

STATEMENT OF HON. RONALD V. DELLUMS, A REPRESENTATIVE
IN CONGRESS FROM THF. STATE OF CALIFORNIA

Mr. DerLums. Thank you very much.
Mr. Chairman and members of the committee, let me first wel-
come all of you to the 8th Congressional District, a place that I call
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an oasis of sanity in a world that sometimes appears to be going
mad.

Let me express my appreciation for this opportunity to join
today’s hearing, but, more importantly, however, let me express my
appreciation for the committee’s concern with the tragedy of Ac-
quired Immune Deficiency Syndrome. The emphasis on the effects
of AIDS on our youth is critical to our nation’s future.

While the emergence of the AIDS problem in pre-adolescent chil-
dren is small in number, it is of a greater magnitude in human
terms. The Centers for Disease Control have reported some 420
cases of pediatric AIDS, but members of our health care communi-
ty believe that the number is higher. Even the Centers for Disease
Control expect the numbers of reported cases to double within an-
other year. The human cost is unbelievable.

The majority of children born with AIDS die within three years.
During their brief life span, these children and their parents en-
counter tremendous difficulty obtaining adequate care. If they are
lucky enough tc exceed the expected three year time span, these
children face similarly insurmountable obstacles as they seek edu-
cation, peer relationships, community acceptance, and social serv-
ices.

The circumstances ultimately end in tragedy, and I would ask
rhetorically, must we force them to endure such tremendous adver-
sity while they live? In the general population, more than 29,000
persons have contracted AIDS. By the end of 1991, the Public
Health Service estimates that more than 279,000 cases of AIDS will
have occurred with more than 179,000 deaths.

While statistically few of these numbers are children, the actions
that we take today will determine the future course of this deadly
disease as our children become ;"oung adults.

Then, I would add that we must develop a profound interest in
alleviating the problem of AIDS in the general population so that
our children will not become tomorrow’s AIDS victims. We must
obviously include a major educational effort as a component of an
effective statute to combat AIDS. Even our Surgeon General,
widely known for his conservative views, has concluded, and I
quote,

Those of us who are parents, educators, community lcaders, indeed, all adults,
cannot disregard the responsibility to educate our young The need is critical and
the price of neglect 1s high. The lives of our young people depend upon our fulfilling
our responsibility.

The Congressional Office of Technology Assessment echoes the
view that prevention through education provides the primary
means for restricting the spread of this disease. Effective treatment
and especially prevention of infection through vaccines represent a
difficult technological objective ye: to be achieved. This is a star-
tling statement in this modern era of high-tech medical cures.

Given the lack of medical-technicul means to deal with AIDS, we
must. view educational efforts as an extension of the medical treat-
ment program, in this case, abatement by prevention of infection.

Let us consider educational strategies as an urgent priority and,
eaually important, in the urgent priority for both young and old
alike is adequate fu.ding for long-term care for AIDS victims. The

‘
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House of Representatives Committee on Energy in Congress stated
two years ago that,

The American health care system is already strained by pressures branching from
the growing number of uninsured people to the decline in adequacy of federal pro-
grams. Community public huspitale, who are left with the responsibility of caring

for all of those without insurance may be unable to bear the responsibility of in-
creasing AIDS cases.

Mr. Chairman, members of the committee, I would further state
the* “e American health care system is in crisis. We cannot exac-
erbate this problem further by failing to enact emergency meas-
ures, to fund long-term care for AIDS patients. This type of long-
term program may be difficult to enact, but we must not allow our-
selves to be deterred.

To paraphrase our distinguished colleague, the pentleman from
California, Mr. Waxman, AIDS is not a political disease but a
public health catastrophe.

Research may be another political battleground, but we must act
to dramatically increase the ‘unding available for AIDS research.
The record of the Congress on this matter is one of heroic resist-
ance to the cruel calculations of its Administration that in 1985
vetoed funding legislation for federal health research institutes.
We must continue to appropriate more than this Administration
will ever be willing to spend, for as Caitlin Ryan, Director of an
AIDS education program in Washington, D.C., recently stated,

We’'re going to look back at this in five years and we're going to be shocked at
what did and did not happen.

There is one additional aspect of AIDS we must address for the
sake of both affected children and aduits, and that is protecting the
civil rights of the AIDS victims. As the number of cases rise, so do
the numbers of actions by individuals and institutions which in-
fringe upon the rights of affected children.

hether we are discussing mandatory screening fur urkan single
men by insurance companies, denial of public assistance, or use of
community facilities or refusal to provide health care or even un-
dertaking services, we must view assault on civil rights on one
class of society as a threat, to all of us.

e must alsc consider the fact that such denials are an even
greater setback for anyone who is seriously ill, especially the child
who cannot atiend school or participate in community activities.

I am dismayed, Mr. Chairman, by the climate of hatred and os-
tracism as well as the big misconception about the transmission of
AIDS. 1t is our federal responsibility to act to affirmatively guaran-
tee the civil rights of AIDS patients, young or old.

Mr. Chairman, this concludes my statement. I thank you for
giving me the opportunity to read it into the record. Thank you
again for the opportunity to participate in this significant under-
taking, to which I pledge my unwavering support.

May I just add affirmatively that, as you know, the position of
these hearings were to be held on Friday, and we were scheduled
to be with you, and then the Congress decided that we were going
to have to vote and then ended up not having to vote, and we
moved it over to Saturday and now my schedule has some conflicts.
I will be able to be with you until around 11. My staff person will
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be here during the course of the day. I am sure that you will make
the proceedings of these hearings available to me as I wish to study
them very carefully.

I thank all my colleagues.

[Prepared statement of Congressinan Ronald V. Dellums follows:]

PREPARED STATEMENT OF HoN. RoNaALD V. DELLUMS, A REPRESENTATIVE IN CONGRESS
FrOM THE STATE OF CALIFORNIA

Mr. Chairman and members of the committee: I would like to express my appre-
cintion for this opportunity to join today's hearing. Most importantly, however, let
me express my appreciation for the committee’s concern with the tregedy of Ace
quired Immune Deficiency Syndrome (AIDS). Your emphasis on the effects of AIDS
on our youth is critical to our Nation's future,
The dimensions of the AIDS problem in pre-ndolescent children, while small in
number, are of great magnitude in human terms. The centers for disease control
have reported some four hundred twenty cases of pediatric AIDS, but members of
our health care community believe that the actual numbers are much higher Even
the centers for disease control expect the number of reported cases to double within
another year.
The human cost is untelievable—the majority of children born with AIDS die
within three years. During their bri2 life spans, these children, and their parents,
encounter tremendous difficulty obtaining adequate care. If they are lucky enough
to exceed the expected three-year life span, these children face secemingly insur-
mountable obstacles as they seck education, peer relationships, community accept-
ance and socinl services. Their circumstar.zes ultimately end in tragedy—must we
force them to endure such tremendous adversity while they live?
In the general ropulation, more than twenti;-nine thousand persons have con-
tracted AIDS. By the end of 1991, the public health service estimates that more
than 279,000 cases of AIDS will have occurred, with more than 179,000 d=aths.
While smtisticnlli; few of these number are children, the actions that we take today
will determine the future course of this deadly disease as our children become
young adults. I propose, Mr. Chairman, that we have a p.ofound interest in alleviat-
ing the problem of AIDS in the general population, so that our children will not
become tommorrow’s AIDS victims. We must extend our sphere of interest, Mr.
Chairman, to include consideration of measures affecting not only children and
youth, but the family that is comprised of our entire society.
“¥ducation about AIDS should start in early elementary school and at home so
that children can grow up knowing the behavior to avoid to protect themselves from
the AIDS virus.”"—Surgeon Geueral's Report on Acquired Immune Deficiency Syn-
drome, 1986
“Sex educators fac: a powerful array of detractors and doubters: Fundamentalist
and Roman Catholic leaders, antiabsoriionists, opponents of the gay lobby, psycholo-
gists who wor.y ubout the impact of AIDS messages on the young, blacks who con-
sider sex education racist, and even a few capitalists who think that school clinics
offering birth control informution should be turned over to private enterprise.”—
Time Magazine, November 24, 1986
We must obviously include a major educational effort as a comﬁonent of an effer-
tive strategy to coml‘;at AIDS. Even our Surgeon General, widely known for his cen-
servative views, has concluded that, “those of us who are parents, educators and
commuaity leaders, indeed all adults, cannot disregard the responsibility to educate
our young. The need is critical and the price of neglect is high. The lives of our
young people depend on our fulfilling our responsibility.”
The Congressional Office of Technology Assessment echoes the view that “preven-
tion through education remains the primary means of restricting the spread of this
disease. Effective treatment and especially prevention of infection through vaccines
represent difficult technical objectives yet to be achieved.” This is a startling state-
ment in this modern era of high-tech medical cures. Given the lack of medical-tech-
nical means to deal with AIDS, we must view educational efforts as an extension of
the medical treatment process—in this case, abatement by prevention of infection. I
ask you to consider educational strategies as an urgent gnority.
An equally important, indeed urgent, priority for both young and old alike is ade-
uate funding of long-term care for AIDS victims. The House of Representatives

mmittee on Energy and Commerce stated two years ago that “the American
health care system 1s already strained by pressures rnxig:ng from the growing
number of uninsured people to the declining adequacy of Federal programs. Many
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public hospitais—whe are left with the responsibility of caring for all thase without
insurance—may be unable to bear the responsibility of increasing AIDS cases.”

Mr. Chairman, I would state ferther that the American health care system is in
crisis. We cannot exacerbate this problem further by failing to enact emergency
measures to fund long-term care for AIDS patients. This type of long-term program
may be difficult to enact, but we must not allew ourselves to be deterred. To para-
Khrnse our distiniuished colleague, Henry Waxman, AIDS is not a political disease

ut a public health catastrophe.

Research may be another political battleground, bt wr must act to drastically
increase the funding available for AIDS research. The record of the Congress on this
matter is one of heroic resistance te the cruel culculations of an administration that
in 1985 vetoed funding legislation for Federal health research institutes. We must
continue to np?{opriute more than this administration will ever be willing to spend,
for as Caitlin Ryan, director of an AIDS ecducation fund in Washington, D.C., re-
cently stated *‘we're going to look back at this in five years and we're going to be
shocked at what did and did not happen.”

There is one additional aspect of AIDS which we must address, for the sake f
both affected children and adults—protecting the civil rights of AID3 victims. A.,
the number of cases rises, so do the number of actions by individutals and institu-
tions which infringe on the rigkts of affected persons. Whether we are discussing
mandatory screening of urban single men by insurance companies, denials of public
ascistance cr use of commiunity facilities, or refusal to provide health zare or even
undertaking services, we raust view assaults on the civil rights of one class of socie-
ty as a threat to us all. We must also consider the fact that such denials are an even
greater setbuck for someone who is seriously ill—especially the child who cannot
atieiid school, or participate in community activities. I am sickened by a climate of
hatred and ostracism born of ignorant misconceptions about the transmission of
AIDS. It is our Federal respensibility to act to affirmatively guarantee the civil
rights of AIDS patients, young or old.

This concludes my state.nent, Mr. Chairman. Thank you again for the opportuni-
ty to ;péxrticipnte in this significant undertaking, to which I pledge my unwavering
support.

Chairman MiLLer. Thank you very much.
Congressman Stark?

STATEMENT OF HON. FORTNEY H. STARK, JR., A RE’RESENTA-
TIVE IN CONGRESS FROM THE STATE OF CALIFORNIA

Mr. StaRk. Thank you, C:zorge, and Barbara, for convening these
hearings and the work that you put in on the Select Cuitmittee on
Children, Youth, and Families.

In the legislative arena where the currency of success is legisla-
tion, those people who serve on the Select Committee do not get
paid; it is a labor of love, and they can act as a catalyst and often
bring to the attention of others cn other :o: ymittees the urgent
problems, and for that I thank you.

To Ron Dellums, my thanks for inviting us here to the arciic
region of Oakland, and to the hospital in which my three daugh-
ters were born. Born in the year when polio was passed and AIDS
was not present, and as a parent in those days, I now look back
and see what an easy time their mother and I had.

My concern is a verv harsh-sounding concern, but it is cost.
Chairing the committee that has to deal with an Administration
which, in the two years that I have chaired the health committee,
has tried to cut $10 and $15 and $20 billion out of the medical d-.
livery system, is nol a pleasant job. We are faced with that again,
and it is hospitals live this that bear the cost of all of the medical
care that goes unpaid, Lecause people cannot afford it, and which is
contributed as a charitable contribution, and we see looming on the
horizon the cogts of an indeterminate catastrophe.

ERIC 12
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The President has seen fit, after we dragged him kicking and
screaming, to support a catastrophic insurance bill, which we hope
to add to the benefits of Medicare this year. But that barely touch-
es the surface, and o use the word catastrophic for that, to me, is
overkill.

But the potential cost impact from an unchecked epidemic in the
making boggles our minds, and, George, I am here to learn, and I
a(x)x(i scared, and I thank you for inviting me to sit in with you
today.

Chairman MiLLER. Thank you.

Let me say to the audience, all of my colleagues have been gener-
ous enough to give us a portion of their morning. When I talked to
them some weeks ago, these hearings originally were going to be
on Friday and then had to be changed. So, I would hope that you
would understand that they have conflicts, but they have all come
to be present for some portion of the morning.

I want to thank Alta Bates Hospital and recognize Carl Smith,
who is the vice-president for public affairs. Carl, I know you want
to provide us with a welcome. I just want to say that Alta Bates
has been a great help to us in setting up this hearing, but also to
the community in addressing this problem.

We appreciate that.

STATEMENT OF CARL SMITH, VICE PRESIDE™'T PUBLIC AFFAIRS,
ALTA BATES CORP., BERKELEY, CA

Mr. Carr SmitH. Thank you.

My name is Carl Smith. I am Vice-President of Public Affairs at
Alta Bates Corporation, which is the pareut of your host, Alta
Bates Hospital, and I want to thank the committee for allowing us
to host this, and we are pleased at the opportunity to have this
hearing.

As health care professionals, I repeatedly tell everyone who will
listen that we are terrified of the potential impact of AIDS on this
facility, on our people who try to take care of patients, and on our
out-patient clinics. It is becoming pervasive, and we are very
pleased that it is getting noticed by congressional committees such
as yours, but probably more importantly we are also pleased that
you are conducting a hearing on children and AIDS to help us and
everybody else demystify the fact that AIDS is not simply a homo-
sexual disease.

I simply would like to thank you again for having it here, and if
there is anything we can do, please let us know.

Chairman MiLLEr. Thank you.

The first panel that the committee will hear from will be made
up of Dr. Moses Grossman, who, among a lot of other things, is now
the Chairman of the San Francisco Fiealth Department Task Force
on Pediatric and Perinatal AIDS; Dr. Robert Benjamin, who is the
Chief, Bureau of Communicable Diseases for the Alameda County
Department of Community Health Services; John Williams, who is
the Executive Director of Children’s Hospital at Stanford in Palo
Alto; and Jean Mclntosh, who is the Assistant Director for Los An-
geles County Department of Children’s Services.

¥
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Would you come forward, please? We will recognize you in that
order. I know, Dr. Grossman, you have to leave after your testimo-
ny. So, we will interrupt to ask you questions and then we will let
the rest of the panel testify and then allow for questions from
members of the delegation here.

So, come forward. Welcome to the committee. You proceed in the
manner in which you are most comfortable. Your written state-
ments will be placed in the record in their entirety, and to the
extent that you want to summarize, you feel free to go ahead and
do that.

Let me also say that as with most hearings, we have many more
people who wanted to testify than we had time for. We will keep
the record open for two weeks for people who want to submit writ-
ten testimony to the committee. If there is something that is said
or that you disagree with or you think should be elaborated on, we
would encourage you to make that known to the committee and
you can send it to us in the committee office in Washington.

[Prepared statement of Carl Smith follows:)
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PREPARED STATEMENT OF CARL SMiTH, VICE PRESIDENT OF PUBLIC AFFAIRS FOR ALTA
BaTES CORPORATION, BERKELEY, CA.

GOOD MORMNING.

MY NAME IS CARL SHMITH, VICE PRESIDENT OF PUBLIC AFFAIRS FOR ALTA BATES
CORPORATION. ALTA BATES CORPORATION IS A NOT-FOR-PROFIT HEALTh CARE COMPANY
BASED IN BERKELEY, THAT OWNS AND OPERATES THREE HOSPITALS, APPROXIMATELY 30
LONG-TERM CARE FACILITIES, AND SEVERAL OTHER RELATED HEALTH SERVICES. AS THE
HOST OF THIS HEARING, I WOULD LIKE TO THANK THE COMMITTEE FOR CHOOSING US AS
THE SITE TO CONDUCT THIS EVENT. BUT MOST IMPORTANTLY, WE APPRECIATE THE

COMMITTEES® OBVIOUS COMCERN FOR CHILDREN AND THEIR HEALTH AND WELL-BEING.

AS HEALTH CA‘RE PROFESSIOHALS: WE ASE TERRIFIED OF THEB POTENTIAL IMPACT OF AIDS
ON BOTH CHILDREN AND THE GENERAL PUBLIC. -NO HEALTH CARE PROFESSIONAL IS ABLE
TO AVOID ADDRESSING THE HFALTH CARE NEEDS OF AIDS PATIENTS BECAUSE THE DISEASE
IS VIRTUALLY EVERYWHERE. WE THANK THE COMMITTEE FOR THEIR INTEREST IN THIS
ISSUE AND WILL PRESENT TESTIMONY LATER ON ON WHAT WE ARE DOING HERE AT ALTA

BATES CORPORATION TO ADDRESS THIS HEALTH CARE CONCERM.

THANK YOU.

ERIC
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Chairman MiLLER. Dr. Grossman.

STATEMENT OF DR. MOSES GROSSMAN, PROFESSOR OF PEDIAT-
RICS AND VICE CHAIRMAN, DEPARTMENT OF PEDIATRICS, UNI-
VERSITY OF CALIFORNIA AT SAN FRANCISCO; CHIEF OF PEDI-
ATRICS, SAN FRANCISCO GENERAL HOSPITAL; CHAIRMAN, SAN
FRANCISCO HEALTH DEPARTMENT TASK FORCE ON PEDIAT-
RIC AND PERINATAL AIDS; MEMBER, MAYOR’S TASK FORCE ON
AIDS, SAN FRANCISCO, CA

Dr. GrossMAN. Thank you very much for the opportunity to be
here, Congressman Miller.

Chairman MiLLgR. Pull all those microphones closer to you. All
these people want to hear what you have to say.

Dr. GrossMaN. Thank you for the opportunity to be here. I really
appreciate your having these hearings. I was pleased that vou orga-
nized the committee. As an advocate fc - children myself, Iy am glad
to have a committee in Congress dealing with children and I am
p_arz%léarly pleased that you are dealing with the subject of pediat-
ric .

AIDS is a phenomenal problem in our country and in the world.
It is really epidemic and because the first wave that occurred
among adults, children are apt to be forgotten. If you look at CDC
numbers, the number seems small. The last number I saw was 437.

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

Furthermore, it has become very clear that heterosexual trans-
mission is here, not just in Africa, not just in Belgium, but in the
United States. It is here to grow, I think, and the best analogy that
somebody suggested to me, and I thought I would repeat it for this
committee, as far as heterosexual transmission is, if you go fishing
and you fish in a pool where there is only one fish and you fish for
an hour, you will not catch anything, but if you fish in a pool
where there are a thousand fisk, you are going to catch some fish,
and so far there has been very little fish in the AIDS heterosexual
pool, but the number is growing.

Pretty soon, we will zee a thousand fish caught, and that means
it 1s going to affect children, which it has not very much so far.

y own personal involvement began a proximately a year ago;
the San Francisco Health Department asked me to chair the Task
Force on Pediatric and Perinatal AIDS. We have done quite a lot of
work during that year, and I thought T would share very briefly
some of the things we have done.

We thought that things we needed to address were l§>erinal:al
AIDS. (We finished that, and I will tell you about it.) AIDS in the
schools. AIDS among adolescents and sexual abuse and AIDS. So,
we have tackled these four problems.

As far as perinatal AIDS, we thought that the work should start
well before women become pregnant. There should be widespread

-
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education first among women at high risk, but increasingly among
all women. Women need to know that if they think they might
have AIDS, pregnancy is a very serious problem not only for the
baby but for the pregnant woman. Her own immune system is
much more affected if she is pregnant than if she is not, and her
disease is far more likely to progress.

So, she may want to take particular steps not to get pregnant if
she knows that she is antibody positive. So, the first step is encour-
aging women to get tested before they consider pregnancy and to
think about it carefully.

We thought that women in high-risk categories (and here I need
to spell out to health providers exactly who they are: (1) those with
sexual contacts with infected men, (2) those who are IV drug users,
and (3) also those many women who know that they are high-risk
and do not wish to tell anybody why), should get tested in the first
trimester, when there is still an opportunity to choose whether
they wish to continue the pregnancy or not. If they are negative
when first tested, we think they should get retested in the third
trimester if they are in the high-risk category.

Now, we come to a problem which is serious, particularly in Cali-
fornia. 1 agree with Congressman Dellums about protecting civil
rights, but some of the laws that the legislature has passed about
confidentiality inhibit the transmission of information between ob-
stetrician and pediatrician and delivery room personnel as far as
the management of the event of delivery is concerned as well as
managing the baby in the nursery.

We did write some guidelines about how to do that in consulta-
tion with the Juvenile Court and a group of attorneys, but that is a
difficult area. We also wrote guidelines about foster care and how
to deal with foster parents and what to do about adopting parents.
I will not belabor these issues, except to say these guidelines exist
and they are in the testimony I submiited to you.

This information was developed as one of the earliest documents
in ourdcountry and will soon be published in the literature for all
to read.

Our school guidelines are not nearly as innovative. They are
straight-forward. They essentially state that education for school
children is very important and the San Francisco Health Depart-
ment and the school board have worked all summer and developed
a curriculum for the schools, starting in junior high school. That
may be too late. We may need to start in elementary school, in
terms children can understand, and then build that understanding
about infectious diseases, about sexuality, sexual lifestyles, till we
get to high school, so the knowledge will protect them from getting
infected. This education is happening now.

Secondly, we organized a committee which places children in
school. It is a wombined committee of the Health Department and
school department, but the one point I wanted to make to you is
that the final decision lies with the Director of Health, not with
the School Board. I hope that will take it out of politics. So far, it
has, but the numbers so far are very small and not enough to in-
flame public interest.

17
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The third area that we dealt with and just finished (in fact, our
work has not yet been approved by the Health Commission, but I
did submit a draft for the committee) is guidelines for adolescents.

There are many adolescents at high risk in San Francisco and
around the nation. You go out on Larkin Street, and you will see
bp)l'{ and girl prostitutes, and you know that this is an area of high
risk.

There is a lot of discussion about how to deal with this group of
youngsters. I have two points to make. One is that education
should take place not only in the school but on the street because
these are kids who do not go to school, and I think educational in-
formation efforts need to be provided.

Thanks to some efforts by the next speaker, Dr. Benjamin, we fi-
nally are able to do a prevalence study. We have absolutely no idea
about how many youths are infected, but now it is possible to do a
prevalence study without identifying anybody, just to give us an
idea. Is the percentage of youths with antibodies two percent, is it
ten percent. So, after awhile, we will know. The study just started.
After much debate, we have decided not to do any involuntary test-
ing in adolescents.

This is a highly contentious area when it comes to adolescents in
institutions. There are no similar guidelines in the United States
on how to deal with jailed prisoners. But you have our draft in
your packet and you can read it at your leisure.

The final area is the area of sexual abuse. There are verbal re-
ports not published, that there are three children who have been
infected with AIDS while being sexually abused.

We are now also conducting a prevalence study in this area. My
institution sees 75 children every month who have been sexually
abused, and we are studying them now to see whether any of them
have become infected. We have not yet prepared any guidelines
about sexual abuse and AIDS.

So, that essentially summarizes 1ay comments. I am grateful that
you are looking into pediatric AIDS and hope that you will contin-
ue having Congress focus on this issue.

[Prepared stateraent of Moses Grossman. M.D., follows:]
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PREPARED STATEMENT OF Moses GROSSMAN, M.D., CHAIRMAN OF THE SAN FRANCISCO
Hearrd DEPARTMENT Task Force PROFESSOR OF PEDIATRICS, UNIVERSITY OF CALI-
FORNIA, SAN Francisco, CA

San Francisco has had a major problem with AIDS among its large
gay population. 2780 cases were reported through 1-8-1987 of
which 1623 have died. By contrast so far only seven children
have be;n reported in San Francisco. Beyond these seven
reported cases that meet the narrow definition_of the CDC there
are undoubtedly a few more children with AIDS, a few with ARC,
and perhaps another dozen born to infected mothers but
asymptomatic for the moment. We project 25-40 babies to be born
to infected mothers in 1987. Beyond that we expect that
heterosexual transmission of the infection will become
increasingly important and the number of infants with AIDS will

rise.

The San Francisco Health Department Task Force on Perinatal and
Pediatric AIDS which I chair has been working on guidelines for
the handling of this infection in children.

I. Perinatal Guidelines (attachment)
These guidelines (now implemented) recommend intensive
efforts to educate women in the high risk group for HIV
infection about the effects of pregnancy on their own healin

(1f they are infected) and on their iﬁfant.
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They further call for the testing of pregnant women in tha
high risk category (high risk category includes women who
are IV drug users, women who are sexual partners of infected
men, recipients of blood and blood products between the year
1979 and 1985 and those who themselves feel that their
sexual behavior places them at risk for HIV infection) for
HIV antibodies with their consent during the first and third
trimester of pregnancy. Those who are antibody positive
should be counselled about the risk invelved for themselves
and their unborn infant. The guidelines also deal with
foster care and adoption issues. our community as yet has
had very little experience in placing these children in out
of home éettings. The Department of Social Services has
initiated an educational program for foster parents on this

subject. The complete guidelines are attached.

Eduycation - School policy (attached) approved by hoth Health
Commission and School Board calls for an educational curriculum
for the school which is now being implemented. Placement of
infected children over the age of three years in the school is
in the hands of a professional advisory committee; the final
approval is in the hands of the Director of Health. We
recomninded that infected children younger than three years not
be placed in day care centers, in oxder to protect them from
infections rampant in such centers. This does create a problem
of child care for these youny children which will need to be

addressed.
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Adolescent Isgues - Many youths of both sexes are at high risk
of acquiring an HI * infection. We feel that very strong
educational efforts are necessary not only in the school but
also on the street. After much debate and thought wo
recommended against involuntary testing for youth in any
setting. Voluntary testing with consent and counselling should
be provided to youngsters at risk who are symptomatic. such
testing must be confidential in every respect.

These recommendations are maée in the 1light of present knowledge
and the lack of meaningful medical intervention for antibody
positive but asymptomatic individuals. However because of
public concern and liability issues for operators of various
adolescent shelters testing of adolescents in institutions and

shelters will continue being an issue.

The adolescent guidelines are in draft form at present, approved
by “he Task Force .but not yet presented to the pirector of
Health or the Health commission.

Child Abuse - There are verbal reports of three children
allegedly infected in the course of being sexually abused. We
are conducting a research study in this are and have not yet

formulated any guidelines.

Conclusion - Pediatric AIDS is a different disease than the
adult infection and the public health and policy issues are also

21
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different. While numericslly and purcentagewise small, compared
to the problem in adults, the number of infected children is
undovbtedly significantly larger than those reported in the
ofricisl statistics and based on the strict snd narrow ¢pc
definition. Heterosexual transmission is expected to increase
these numbers very significantly. children and families with
this diceasa as well as the population at large would benefit by
the development of public policy and allocation of necessary
resources. If 2 National Congressional cCommission on AIDS is
organized, as has been sujgested, Pediatric AIDS should be an

important part of the agenda.
cc:  Dpavid Werdegar, M.D., Director of Health

Philip Lee, M.D. President of Health commission

Merle Sande, M.D., Chairman, Mayor's Task Force

O
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SAN FRANCISCO EPIDEMIOLOGIC BULLETIN

CITY AND COULNTY OF SAN FRAMISCO * DLPARTMENT OF PLBLIC HEACTH B4 REAL OF COMMU VK ABLL DISTASL CONTROL

Vo! 2 Supplement 1 Aprit 1986

Guidelines for Control of Perinatally Transmitted
Human T=-Lymphotropic Virus-Type 1Il/Lymphadenopathy-Asscciated Virus Infection
and Care of Infected Mothers, Infants, anj Children

City and County of San Francisco
Department of Public Health
Perinatal and Pediztric AIDS Advisory Committee

B1GR0V L STRELT. ROOM 2 2 SAN F RANCISCO, CALIFORNIA 84082 » 41575584444
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The information and recommendations
contained in this document were developed
and compily 3 by the Perinatal and Pediatric
AIDS Advisary Committoe, a special task
force of the Department of Public Health
(DPH), City and County of San Francisco,
which included representatives of the
Departments of Obstetrics. Gynecology, and
Reproductive Sciences, Medicine, and
Pediatrics, and the AIDS Activities Unit, San
Francisco General Hospital. University of
California, San Francisco; the San Francisco
Medical Society; the American Academy of
Pediatrics: the San Francisco Gynecologic
Society: the San Francisco AIDS Foundation;
and the Department of Social Services (DSS),
the City Attorney's Office, and the Juvenile
Court of the City and County of San .
Francisco.

These recommendations apply to all
infants, children, and women of child-bearing
age known to be infected or at high risk of
being infected with human T-lymphotropic
virus-type 1ll/lymphadenopathy-associated
virus (HTLV=.I/LAV). This includes persons
with Centers for Diseass Control
(CDC)-defined acquired immunodeficency
syndrome (AIDS), persons with lesser clinical
manifestations of HTLV=1II/LAV infection
such as AlDS-related complex (ARC), and
persons with asymptomatic HTLV-UI/LAY
infection,

These guidelines are intended to
supplement previously published national
guidelines fcr the education and foslfr care
of HTLV-{Il/LAV-infected children
(Attachment 1) and for the prevention of
perinatal HTLV-III/LAV intection
(Attachment 1)).2 They were approved by the
Health Commission on February 4, 1936, and
are being distributed to health care
providers, clinics, hospitals, and interested
individuals.

BACKGROUND

Perinatal HTLV-III/LAV Infection and
Pediatric AIDS

The transmission of HTLV-III/LAV from
infected mothers to infants, either inutero
or perinatally, has been well
established.5=12 [nfoction in these infants
can be asymptomatic or cause a variety of
clinical syndromes including AIDS.13

O
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It is not, however, conclusively known what
proportion of infarts exposed in utero or
perinatall; will become infected and what
proportion ,f infected infants will develop
clinical disease.2 As of December 1, 1585,
217 cases of pediatric AIDS had baen
reported to CDC (CDC, unpublished data).
Forty-eight percent of these children were
born to intravenous -drug-using mothers, 17
percent to Haitians, and 10 percent to
mothers who either had AIDS or were sexual
partners of men with AIDS or at risk for
AlDS. An additional 39 (18 percent) children
were infected through transfusions of
infected blood or blood products, ard 13 (6
percent) had unknown sources of infection.
Thus, 165 (76 percent) of the cases had been
exposed to HTLV-II/LAV in utero or
perinatally.

Perinstally infected infants who go on to
develop AIDS first develop symptoms at a
median age of four months, and approxi=~
mately one-half of these infants will be
diagnosed gs having AIDS by their first
birthday.13 Typical prodromal symptoms
include failure to thrive, recurrent or
persistent thrush, chronic interstitial
pneumonitis, hepatosplenomegaly, chronic or
recurrent diarrhea, Iymphad_enopathy. and
severe recurrent bacterial infections such as
sepsis and meningitis. When frank clinical
AIDS develops in these patients, the most

common diagnosis is Pneumocystis carinii
preumonia (62 percent) and the second most
common are other opportunistic infections

without Kaposi's sarcoma or Pneumocystis
carinii pneumonia (33 r.)ert:ent‘)‘."’*‘L

HTLV-HIVLAV Infection in Women of
Child-Bearing Age

In the United States, approximately 7
percent of adult cases of AIDS involve
women, Fifty-three percent of these women
are intravenous drug users, 15 percent are’
sexual partners of men in risk groups
(primarily heterosexual intravenous drug
users), and 9 percent have received infected
blood or blood products. Eighty percent are
between 20 and 49 years old, Twenty-~two
percent of these women are white, 55
percent black, and 23 percent Hispanic (CDC,
unnublished data). In San Francisco, as of
January 31, 1986, there had been 10 cases of
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AIDS reported in adult women. Three ot
these women were intravenous drug users,
one was 2 sexual pariner of 2 man in 2 high
prevalence group. four had received
transfusions, and two had no identified risk.
Four were between 20 and 49 years old; two
of these were white, one black and one Asian.

HTLV-III/LAY Transmission in Houscholds

None of the identified cases of
HTLV-HI/LAV infection 1n the United States
are known to have been transmitted in
school. day-cire, or foster-care settings or
through casual person-to-person contact.!
Other than sexual partners of
HTLV-II/LAV=infected patients. infants
born to infected mothers. or a single case
involving nos~<omial trar 3mission from a
child to & mather providing nursing care 14,
none of the family members of the over
17.000 AIDS patients reported to COC have
developed AIDS, Five studies of family
members of patients with HTLV: lIV/LAV
infection have failed to demonst ate
HTLV-UVILAV transmission to aduits who are
not sexual contacts of the infected patients
of to childrﬁg who are not already infected
perinatally,15-19 However. if casual
person-to-person transmission of
HTLV-1IZLAYV infection does exist. it should
theoretically be greatest among young
children. This theoretical transmission would
most likely involve exposure of open skin
lesions or mucous membranes to blood and
possibly other body fluids of an infected
person. We emphasize that there is no
evidence of this type of transmission
occurring in any setting at this time,

GENERAL RECOMMENOATIONS
Education

1. Risk-Reduction Education, All
sexually active homosexual, bisexual. and
hetercsexual adults with multiple sexuat
partners since 1979 should be aware that they
are potentially at risk of HTLV-1I/LAV
infection, and sexually active women with
multiple sexual partners since 1979 should
understand that, if they have been infected,
they are at risk of transmitting
HTLV-HI/LAV perinatally. To this end,
widespread health education campaigns
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should address the risk of infection and the
ways 3 prevent sexual tranzmission amang
heterosexuals and, more specifically, to
women of child-bearing age. Additionaliy,
women in recognized risk groups (Table 1}
shauld be the target of mare intensified
educational campaigns ang, if indicated,
special educational programs to decrease
their ongoing risk of parenterally or sexvally
acquiring HTLV-1II/LAV infection, such as
referral for substance abuse or sexual nsk
reduction counseling. These campaigns
should be culturally and linguistically
appropriate for these risk groups.

2. Provider Education. In ocder to
provide a high standard of care for
HTLV-III/LAV-infected women, infants, sad
children, obstetricians, pediatricians, foster
parents and agencies. and other providers
need to be educated about the virus, its
modes of transmission, its preventicn, and
the special jssues of confidentiality and
counseling surrounding the infection, Focus
should be placed on educating and training
those providers serving patients at highest
risk of infection. We recommend that
providers 3ssess each patient's history of
potential exposure to HTLV-III/LAV and not
assume that membership in a risk group
i nplies dé facto infection and, conversely,
that non-membership implies non-infection.

Laboratory

We recommend that mre than one
method of anti-HT1V/ 1 antibody
determination be used for testing pregnant
women, women in risk groups. and children of
women in risk groups for HTLV=lI/LAV
infection. Such methods include
enzyme-linked immunosorbent assay (ELISA).
indirect fluor sscent antibody, and Western
blot, Because of the complexity of prenatat
testing, especially that involving
intravenous-drug-using women, faboratory
testing should be done in a single rehiable and
expenienced facility. Submission of
specimens identified only by code number to
this laboratory will greatly decrease the
chances of inadvertant disclosure.

Pre-Conception Recommendations

Whenever pessible, women infected with
HTLV-IIZLAV should be cc~fidentially



identified and educated about the risks of
perinatal transmission. Infected women
shoutd be 3dvised to postpone pregnancy until
more is known about the specific risks of
perinatal transmission. Detaifed
contraceptive counseling should be offered to
these women, Infected women should also be
coinseled to avoid unsafe sexval practices.
Regardless of other contraceptive methods
used, they should use barrier methods of
contraception (e.q., condom or condom plus a
diaphragm with a noncrynol-9-containing
spermicide) during intercourse in order to
diminish the chances of transmitting
HTLV-III/LAV to their sexual partners.

We recommend that women uho believe
themselves to be at high risk for
HTLV-III/LAV infection (Table 1) be
confidentially or anonymously tested for
anti-HTLV-Iil antibody if they are planning
to become pregnant. Testing canbe offered

- through private physicians, alternate test
sites, or through clinics. especially those used
by women in risk groups, such as family
planning clinics, drug treatment programs,
and sexually transmitted diseass clinics.
Testing of these women, although strongly
recommended, mus, be voluntary and
confidential. We do not recommend that
wemen who are not in risk groups be tested
at this time. However, bacause of possible
sexual contact with men in high-incidence
groups, it may be prudent for women with
multiple sexual partners in areas with high
incidendu of AIDS to consider themselves at
nisk and cbtain pre-conception counseling and
testing if indicated, Regardless of test
results, women and their children should
Continue to have access to all bealth and
social services for which they are eligible.

MATERMAL RECOMMENDATIONS
Idertification of Infected Pregnant Women

Routine histories taxen at clinica!
facilities serving women potentially at high
risk for HTLV-II/LAV infection should
include confidential question= designed to
elucidate their risk of infection. Such clinics
include physicians® offices. family planning
clinics, sexually transmitted disease clinics,
dri~ treatment clinics, WIC clinics, and
prenatat clinics. Written and/or audiovisual
materials tregarding HTLV-IIIZLAV infection

Q

RIC

Aruitoxt provided by Eic:

21

should be available at all sites where these
women are seen,

We recommend that women in risk
groups be educated atout HTLV-III/LAV
infection and that women determined to be
at risk be tested at the time they present for
prenatal care. Such testing must be
voluntary and confidential. We do not
recommend routine testing of all pregnant
women. High risk women who are
seronegative in the first or second trimester
should be retested in the late third trimester
to rule-out intercurrent HTLV-IIVLAYV
infection. Because quality obstetrical care
requires that the obstetrical provider know if
an individual patient is infected, we
recommend that, whenever possible, the test
be cbtained through the provider However,
before such testing occurs, each provider
should institute procedures which guarantee

tient confidentiality. A release of
information form authorizing the newborr
medical provider access to the mother's test
result thould also be obtained at this time.
Sample consent and release of information
forms are included in Appendices l and II,
Becsuse of the unique potential for exposure
of health care workers to large amounts of
potentially infectious blood and amniotic
fluid during the course of tabor and delivery,
we recommend that labor and delivery
personnel be notified of the need for
apptopriate infection control procedures on a
strictly controlled basis. ideally. this
information should be transmitted directly to
labor and delivery personnel and through a
mechanism other than the permanent medical
tecord,

Caie of Infected Pregnant Women

These recommendations apply
specifically to women who are known to be
infeted. Guidelines for women at high risk
of infection who have not been tested for
HTLV-HII/LAV infection are found under
“Special Considerations® below.

1. Prenatal Care. We recommend that
any seropasitive woman be retested using two
different anti-HTLV-1ll antibody
determinations to insure accuracy. We
recommend that women sonfirmed to be
seropasitive be carefully counseled regarding
the risk of perinatal HTLV-I{I/LAV infection
and the options open to them.

o
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Such options include continuation of the
pregnancy or termination of pregnancy f
early enough in gestation. infected women
should also be specifically counseled to
postpone subsequent pregnancies until more
is known about perinata! transmission of the
virus. They shauld be medically evaluated to
rule-out any incinient opportunistic
infections or malignancies. Specifically. the
possibility of infection with Mycobacterium
tuberculosis should be evaluated by chest
x-ray and PPD. and chronic infection with
hepatitis B virus, cytomegalovirus, and
Herpes simplex virus should be excluded.
Teratogenic drugs, including trimethoprim
and most antivirals. should be avoided except
in the face of I:fe-threatening maternal
illness.

2. Intrapartum Care, We recommend
that hospitals review their procedures for
infection control during the intrapartum
period and that hospital persoanel exercise
caution when dealing with any potentially
infectious body fluid. For HTLV-II/LAV
thess fluids include blood of either maternal

* or fetal origin, amniotic fluid, and the
placenta and membranes, Grossly
contaminated linens and disposables. as well
as blood and antniotic fluid specimens, should
be handled according to the hospital infection
control procedures. The choice of location
for delivery (delivery room versus labor
rocm) may be dictated by circumstance. but
consideration should be given to a tabor room
delivery to minimize the need for
disinfection of two locations. Al) personnel
expected to have direct contact with an
infected mother or newborn during delivery
should wear gloves and gowns. Those exposed
to the potential of a splash of infectious
materials should strongly consider wearing a
mask and protective eyewear during the
delivery itself. Disposal of all materials
should follow hospital infection control
procedures. The labor room. delivery room,
and all instruments should be disinfected with
3 1:10 sodium hypochlorite solution. The
placenta of a seropesitive or of a high risk
woman of unkown status should be labeled
with "H/A Precautions” or the equivalent
prior to routing for patholog:c examination or
disposal.

. 3. Postpartum Care. In the postpartum
period, regular hospital inteviivn control
procedures for HTLV-NI/LAV jnfection
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should be followed. Isotation of asympton.atic
seropositive women is not recommended.
Mothers should be given full access to thesr
infants unless they have untreated pulmonary
tuberculosis. Until more 1s known about the
potential transmission of virus tn breast mitk.
infants of mothers known to be infected
should not be breast fed. However, as the
benefits of breast feeding 1n all likelihood
virus, we do not recommend that breast
feeding be restricted unless the mother 1s
known to be infected. Because the potential
for exposure to [arge amounts of infectious
maternial decreases markedly after delivery.

<information regarding the woman's antibody
status should not be transmitted beyond the
labor and delivery area, including to social
work. [aw enforcement, or correctional
personnel.

Special Considerations

1. Women at High Risk of Infection who
are not Screened. We recommend that
women at high rigk of HTLY-HI/LAV
infection who have not been tested during
pregnancy be presumed to be positive for
purposes of intrapartum infection control
procedures.

2. Intravenous-Drug-Using Mothers. Ir
order to prevent further parenteral
transmission of HTLV-III/LAV through
needle sharing and further perinatal
transmission. we recommend that women n
this risk group be specially targeted for
substance abuse treatm ent and risk reduction
aducation.

INFANT AND PRE-SCHOOL-AGED CHILD
RECOMMENDATIONS

Identification of 1Zxposed Infants

We recommend that identification of
HTLV-II/LAV-exposed infants begin in
utero. If women in ‘ugh incidence groups are
not tested during pregnancy, we recommend
that for medic2! reasons their infants be
tested as early as possible (e.g., cord blood)
and definitely before two months of age.
Such tecting should be done confidentiaily
and with the voluntary consent of the child's
parent or guardian.
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identification of Infected Infants

1. Ir fants of Seropositive Mothers.
Infants born to mothers who are known to
have been infected during pregnancy should
be retested for anti-HTLV-lIl antibody at
approximately one year of age when passively
acquired maternal antibody has disappeared.
Infants presenting before one year of age
with symptoms suggestive of HTLV-III/LAV
infection should be retested at that time. f
an IgM-specific anti-HTLV-Ill antibody test
or other method of early diagnosis becomes
available, these infants should be tested for
HTLV-UI/LAV infection at birth.

2. Infants and Children of High-Risk
Mothers with Unknown Serologic Status.
Infants born to mothers at high-risk of
HTLV-III/LAV infection whose prenatal
anti-HTLV-IIl antibody status is unknown
should be tested before two months of age
for exposure to HTLV-II/LAV and retested
at one year of age or earlier if clinically
indicated. Older children who were born on
or after January 1, 1979, and whose mothers
were at risk of HTLV-1II/LAV infection
should be tested only (a) if they have not
complcted a primary series of oral polio
vaccine and have rot received a
measles-mumps-rubella vaceination or (b) if
clinically indicated. Because of potential
complications of live virus vaccines, we
recommend that older high-risk children be
tested for HTLV-III/LAV exposure or
infection prior to receiving live virus
vaccines. In the event that the parent or
guardian refuses testing, the infant or child
should not receive live virus vaccines.

3. Infants and Children at Risk for
Parenterally Acquired Infection, Infants and
children at risk for garenterally-acquired
HTLV-II/LAV infection should be tested
only (a) if they received blood or blood
products from a donor identified as
HTLV-UI/LAV-infected and will receive live
virus vaccines ; (b) if they were transfused
with non-heat-treated Factor VIII and will
receive live virus vaccines; or (c) if climcally
indicated.

4. Infants and Children of
Non-High-Risk Mothers. Infants and children
born to mothers not at high risk of
HTLV-II/LAV infection and not at risk for
parenterally acquired HTLV-III/LAV
infection should not be tested.
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Care of Exposed and Infected Infants and
Children

1. Nursery and In-Hospital Care.
Regular hospital infection control procedures
for HTLV-III/LAV infection and regular
hospital procedures for inpatient care of
immunosuppressed patients should be
followed in the nursery and during subsequent
inpatient admissions. In order to prevent
potential sources of infection, circumcision
of exposed male infants should be strongly
discouraged and only done with informed
consent. Umbilical stumps should be
meticulously cleaned daily untii they are
evulsed.

2. Routine Home Care. Casegivers who
are exposed to the body fluids and excrement
of exposed infants 2nd infected children
should be awzre of the potential for infection
and the modes of HTLV-III/LAV
transmission. Good handwashing after
exposure: to body fluids and excrement should
be observed and any open lesions, either on
caregivers' hands or on children, should be
covered.

3. Medical Care. Exposed infants who remain
anti-HTLV-Ill positive beyond age 1 year or
who have documented positive HTLV-UI/LAV
cultures at any age should be considered at
nisk for the development of AIDS or ARC
and, therefore, potentially immunodeficient.
Infants and children either at risk for the
development of AIDS or ARC or who have
clinical AIDS or ARC should be assumed to
have a sacondary combined
immunodeficiency, be followed closely for
problems with growth and development, and
be given prompt and aggressive therapy for
infections and exposure te potentially lethal
infections, such 2s varicella and measles.

Exposed infants and infected children
should not receive live virus vaccines or BCG
until more is known about vaccination of
HTLV-III/LAV-infected persons. Inactivated
vaccines, including Haemophilus influenzae
type b and pertussis vaccines and diphtheria
and tetanus toxoids, are not contraindicated
and shcald be given as regularly scheduled.
Inactivated polio vaccine should be
substituted for oral polio vaccine and te
given in conjunction with diphtheria and
tetanus toxoids and pertussis vaccine at 2, 4,
6, and 18 months ard 4-6 years of age.
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Measles, mumps, and rubetla vaccine should
not be administered to these children at the
present time.

Infants or children with clinical AIDS or
ARC sheuld be evaluated and cared for as if
they have combined immunodeficiency
disease. Because these children potentially
have a significant cellular immunodeficiency,
all blood products should be irradiated to
avoid graft versus host disease. Until more i1s
known about the natural history of disease in
infants who remain anti-HTLV-III pesitive
beyond one year of age, the immune status of
these children should be sequentially
evaluated with the consultation of a pediatric
immunologist. The increased risk of
Pneumoncystis carinii preumonia in these
children may be modified by the use of pro-
phylactic trimeinoprim-sulfamethoxazole.
As these children do not make normal
specific antibodies to new antigens. their
increased risk of infection with bacterial
agents may be altered by monthly
administration of immune serum glcbulin,
either intramuscularly or mtravenously

Special Considerations

1. Fester Care. In each decision
involving foster care placement, a mother’s
history of potential exposure to
HTLV-HIZLAV infection should be
individually assessed to determire if she and
her child are truly at risk of infection. These
decisions can be made in consultation with a
perinatal coordinator within DPH or, if
necessary, with the Perinatal and Pediatric
AIDS Advisory Committee. For the purposes
of foster care decisions. the Committee will
also include consumer advocates
representative of ethnic and socio-economic
populations at high risk for pennatally
transmitted infection.

If a child whose mother has been tested
for HTLV-~III/LAV infection comes to foster
care, we recommend that-the DSS
caseworker assigned to the case request that
the mother's obstetrical provider release the
results of her test to the perinatal
coordinator with the mother's consent. A
sample release of information form is
included in Appendix II. Based on the results
of these tests the perinatal coordinator will
specify if the infant will need medical foster
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care placement or routine foster care
placement. Medical placement will be
required for infants of mothers with a
pesitive and. -HTLV-111 antibody test and wiil
entail review of the placement decision by
the Perinatal and Pediatric AIDS Advisory
Committee. Routine ptacement will require
that the mother be seronegative. The
perinatal coordinator will also inform the
caseworker assigned to follow the child of
the reasons for medical placement and will
also be responsible, in conjunction with the
caseworker, for informing the foster famity
and the child’s pediatrician of the reasons for
medical placement. Additional releases of
information will be required for each of these
subsequent disclosures. .

Children less than three years old
currently in foster care and chiidren entering
foster care in the future whose mothers were
not tested for HTLV-HI/LAV infection
prenatally should be tested for
HTLV-HII/LAV infection onty if their mothers
have been determined to be at risk of
infection. Testing in this setting is indicated
on medical grounds a'one and should be done
with the consent of the mother. A sample
consent form is included in Appendix . If
the mother refuses to consent to testing or
refuses to release the results of her test, we
recommend that the case be reviewed by ti
Perinatal and Pediatric AIDS Advisory
Committee and, if indicated, confidential
testing of the child and release of the test
results be ordered as part of dependency
proceedings. Once results of the test are
avaifable they will be released by the child's
provider to the perinatal coordinator in the
case of voluntary testing or reported directly
by the laboratory to the perinatal coordinator
in the case of court-ordered testing. The
perinatal coordinator will then indicate
whether the child is in need of medical

" placement or routine placement. If the child

is in need of medical placement, the
perinatal coordinator will follow procedures
as outlined above. If, for whatever reason,
the child is not tested, the mother's exposure
history will be reviewed and appropriate
placement recommended by the Perinatal and
Pediatric AIDS Advisory Committee.

Children in foster care three years old
and older, born after January 1, 1979, and
born to a mother determined to be at risk of
HTLV-Il/LAV infection should be tested
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only if they have significant neurodevelop-
mental delay and lack control of their body
secretions or display aggressive behavior,
such as biting. or who have uncoverable,
oozing lesions, Such testing should occur
only after careful medical review by the
Perinatal and Pediatric AIDS Advisory
Committee to determine if sych behaviors
truly increase the theoretical risk of casual
HTLV-I/LAV tranemission, Again, the
consent of the child's mother should be
obtained for testing and release of
information, or, if consent is not available,
testing and release of information should be
ordered by the court if indicated.

Under Section 199.21 of the Health and
Safety Code of the State of.California (AB
400) (Attachment I1), it is unlawful to
disclose the results of a blood test to detect
antibodies to the probable causative agent of
AIDS to any third party except pursuant to a
written authorization of the person who 1s
tested. Therefore, if written releases of
information are unavailable, specific waivers
will newd to be obtaired so that prenatal
testing results can ba made available by the
mother's cbstetric care provider to the
perinatal coordinator and so that the
perinatal coordinator can niake either
pienatal or postnatal screening results
available to the DSS caseworker, the child's
foster family, and the child's pediatrician,
Additionally, under Section 139.22, no person
shall test a person's blood for evidence of
antibodies to the probable causative agent of
AIDS without the written consent of the
subject of the test. We feel that ali prenatal
testing should be done on a voluntary basis
and that the mother should freely consent
both to being tested and to release the test

results in order to assure better medical care
of her children. However, in the event that a

mother determined to be at risk of infection
has not been tested prenatally, refuses to be
tested prenatally, or refuses to consent to
release the results of her prenatal test, as it
is our opinion that testing of high-risk
children for HTLV-III/LAV infection is
medically indicated, we recommend that, if
these children are to be placed in foster
homes, such testing be obtained and, if
necessary, be specifically ordered by the
court having jurisdiction over the child.
However, prior to any court-ordered testing,
the case must be reviewed by the Perinatal
and Pediatric AIDS Advisory Committee to
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determine (f testing 1s indeed indicated.

2. Adoption. We racommend that
infants and children (a) whose mothers were
at high risk of HTLV-III/LAV infection, (b)
who were born on or after January 1, 1979,
and (c) who have not been previously tested
be tested for HTLV-1IlI/LAV infection prior
to placement. We recommend that the
HTLV-IIVLAV status of all children at high
risk of infection be made available to
adopting parents prior to final placement so
that they can consider the possible social and
psychological effects on their families.

CONCLUSIONS

We reemphasize that these are interim
guidelines which will need to be reviewed as
more information becomes available on
perinatal transmission, the natural history of
HTLV-HUI/LAV infection in pregnancy and
childhood, and household transmission and
also as vaccine and definitive antiviral
therapy become available. Finally, it should
be clearly stated that all evidence suggests
that there is no risk for casual transmission
of HTLV-II/LAV and that the primary intent
of these guidelines is to assure appropriate
medical care for infected pregnant women,
infants, and children.
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TABLE 1. Groups in Which HTLV-III/LAV Infection Has Been Reported, Females

Mode of Trznsmission Group

Sexual Sexual contacts of AIDS patients or men 1n risk groups*®
Artifically inseminated women (donor insemination)
between January 1, 1979, and June 1, 1985

Parenteral Intravenous drug users

Recipients of biood or blood products between January 1.

1979, and June 1, 1985
Either Mothers of perinatally infected children

* Women w,th mult.pie sexual partners in areas with high incidence of AIDS shouid possibly
consider themselves in this category.
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APPENDIX |

MODEL

INFORMED CONSENT TO DO TEST FOR AIDS VIRUS
(HTLV-HIVLAV) ANTIBODY

IMPORTANT INFORMATION REGARDING THIS TEST

The AIDS virus (HTLV-1II/LAV) antibody test detects the presence of antibodies,
naturally occurring substances in the blood produced by the body foliowing infection
with the AIDS virus, by using a simple blood test. This is not a test for AIDS. The
test does not tell you if you have AIDS or an AIDS-related condition (ARC): it does
show whether you have been infected with the virus that can cause AIDS. For
further information regarding AIDS or the AIDS virus antibody test, consult your
physician or call the San Francisco AIDS Foundation Hotline (415-863-A1DS).

I understand that this test result will be part of my medical record and my baby’s
medical record. | have been informed about the AIDS virus (HTLV-II/LAV)
antibody test (see reverse). | have had a chance to ask questions which were
answered to my satisfaction. | believe that I understand the benefits and risks of
the test.

Date: 19

(Patient’s Signature)

(Patient’s Printed Name)

(Witness)

11S
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HTLV-IIl ANTIBODY TEST - LIMITATIONS AND IMPLICATIONS

»

This test will not tell you:

if your child has AIDS or ARC (AIDS related condition);
if your child will develop AIDS or ARC;

if your child is immune to AIDS or ARC;

if your child is heaithy.

@

A negative test result indicates that the antibody has not been found in your
child’s blood. If your child tests negative, there are three possible explanations:
- your child has not been infected with the virus; or

- your child has been exposed to the virus but has not become infected; or

~ your child has been infected by the virus but has not yet produced antibodies.
Research indicates most people produce antibodies within 2-8 weeks after
infection. Some people will not produce antibodies for six months or more. A
very small number of people will never produce antibodies.

C. A positive test result indicates that your child has probably been infected with
the AIDS virus, and his or her body has produced antibodies. Researchers have
shown that most people with AIDS antibodies have active virus in their bodies.
A positive result does not mean: .

- that your child has AIDS or ARC;
- that your child will necessarily gat AIDS or ARC:
- that your child is immune to AIDS.

. D. = Not everyone infected with the virus will develop AIDS.

1. The majority of infected children will develop énti_l_)od'ies to the virus yet
remaini healthy.- They will display none of ‘the symptoms of AIDS.

2. Asmaller group of children who also have antibodies will develop some of
the symptoms of AIDS. These children are diagnosed as having ARC
(AIDS-related conditicn).

3. An unknown percentage of infected, antibody-positive children will develop
AIDS. A diagnosis of AIDS is made only after finding specific
life-threatening infections or malignancies that do not normally occur in
healthy children. .

E. NOTE ABOUT CONFIDENTIALITY - Parents of children taking the test shoyld
be aware that there may be some risk associated with letting others know about
their child's test results. While using test results as grounds for discrimination
in insurance or employment is prohibited by California law, the burden of proof
is on the person discriminated against.

.
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APPENDIX Il

MODEL

AUTHORIZATION YO RELEASE THE RESULTS OF A BLOOD TEST
TO DETECT ANTIBODIES TO THE AIDS RELATED VIRUS (HTLV-II)

A. EXPLANATION:

Permission to release the results of your blood test to detect antibodies to the
AlDS related virus (HTLV-III) is being asked of you to fulfiil the terms of the

Confidentiality of Medical Information Act, Civil Code Section 56 et seq. and
Health and Safety Code Section 199.21 (f.g h).

Written permission must be given for each separate release of AIDS antibody
test resultsby a person or institution who did the test. Release of your test
results without your consent is punishable by fine (Health & Safety Code,
Section 199.21 (a,b,¢,d.e)).

8. AUTHORIZATION:

| hereby authorize

(Name of person or institution)

to release to

(Name of the person who is to receive the resuits}
the results of blood tests to detect antibodies to the AIDS virus (!—iTLV-Ill/LAV).
' C. USES: .

The results of the test cannot be used to deny insurance or employment. The
information will.be used only for the medical care {and foster-care placement]*
of your baby.

D. DURATION:

This authorization shall be effective immediately and shall remain in effect
indefinitely or until 19 .

E. RESTRICTIONS:

| understand that the requester may not further use or release my test results
unless another authorization is obtained from me.

F. ADDITIONAL COPY:

| further understand that | have a right to receive_a copy of this authorization
upon my request.

Date: 19

(Patient’s Signature)

(Patient's Printed Name)

Original to Medical Record
Copy to Patient
Copy to person who is to receive tha results.
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APPENDIX 1l

MODEL

INFORMED CONSENT TO DO TEST FOR AIDS VIRUS
(HTLV-II/LAV) ANTIBODY

IMPORTANT INFORMATION REGARDING THIS TEST

The AIDS virus (HTLV 1II/LAV) antibody test detects the presence of antibodies,
naturally occurring substances in the blood produced by the body following infection
with the AIDS virus, by using a simple blood test. This is not a test for AIDS. The
test does not tell you if your child has AIDS or an AIDS-related condition.(4RC); it
does show whetheryour child has bern infected with the virus that can cause AIDS.
For further information regarding AIDS or AIDS virus antibody test, consult your
child’s physician or call the San Francisco AIDS Foundation Hotline (415-863-AIDS).
| understand that this test result will be part of my child's medical record. | have
been informed about the AIDS virus (HTLV-1II/LAV) antibody test (see reverse). |
have had a chance to ask questions which were answered ta my satisfaction, |
believe that | understand the benefits and risks.of the test,

Date: 19___

(Parent's or Guardian's Signature)

(Patient's Frinted Name)

(Witness)
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\ 2
HTLV-IIl ANTIBCDY TEST -- LIMITATIONS AND IMPLICATIONS

A. This test wili not tell you:
- if you have AIDS or ARC (AIDS related condition);
- if you will develop AIDS or ARC;
- if you are immune t¢ AIDS or ARC;
- if you are healthy.

B. A negative test result indic. ‘es that the antibeJy has not been found 1n you*
blood. If you test negative, th re are three Zossible explanations:
- you have not been infecie 3 with the virus; or
- you have had contact +.i*h th= Lirus but have not become infected; or
- youhave been infected by the virus but have not yet produced antibocies.

Research indicates most people produce antjbodies within 2-8 weeks aftr¢
infection. Some people will not produce antibodies for six months or mare. A
very small number of people will never produce antibodies.

A negative result does not mean:

- that you are immune to the virus;

- that you have not been infected with the virus. You may have been
infected and have not yet produced antibodies.

C. A positive test result indicates that you have probably been infected witn the
AIDS virus and your body has produced antibodies. Researchers have shown
that most people with AIDS antibodies have active virus in their bodies. You
may therefore assume you are contagious and capable of passing the virus on to
others including your baby. A positive result does not mean:

- that you have AIDS or ARC; -
=" that you will necessarily get AIDS or ARC;
- that you are immune to AIDS.

D. Not everyone infected with the virus will develop AIDS.

1. The majority of infected people will develop antibodies to the virus yet
remain healthy. They will display none of the symptoms of AIDS.

2. A smaller group of people who also have antibodies will develop some of
the symptoms of AIDS. These people are diagnosed as having ARC
(AIDS-related condition).

3. An unknown percentage of infected people will develop AIDS. A
diagnosis of AIDS is made only after finding specific life-threatening
infections or malignancies that do not normaily occur in healthy people.

€. NOTE ABOUT CONFIDENTIALITY - People taking tie test should be aware
that there may ke some risk associated with letting others know about their
test results. While using test results as grounds for discrimination in insurance
or employment is prohibited by California law, the burden of proof is on the
person discriminated against. There are benefits associated with telling your
physician, dentist, and sexual partners. You should ascertain first, however,
what they will Jo with the intormation and who they will share it with.
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have used Srugs y for Women who were born n courtriss
Mhm-udummnmmwmnmmln 12), women who have en-
S3C7 In prosttution, Mmammummulmnﬂmmmw
drugs, 3 bradzual, hove were born in dries whes
18 thought 10 play @ maor role (11, 1.2), or have evidencs of HTLV-BAA miection

lnwmolmamw-muhus Pogria it of men end women rnges
hmbuMOOI!-hlumbuooddmuuhqhuNShmnmm
113:18) Amorg Misrosesvel [V diug sbusers. the prevelencs of HTLV-BAM Infect.~s
180008 from 2% 1o S\ arees {06,107} 8. sacng the hete-
m-wmumuwmuws-mmwsmmm«
pobants 10 TIX In the lemasls nariners of men with
AVS or ARC (13 20! Among prosisutes, the HTLV-IALMW smibody prevalence varise from
B\ 10 40, depanchng on 9eographuc ares. with M08t a1 tha worman weih Positive tests relet.
13 Nsitories of IV drug sbuse 1211 Among femele biood doncrs In Atients. Georgie, who

TABLE 1. rovelents of HTLV-WALAY " ' - nited
Sictee
L3
Popristions Loseti~n tosted  Prevelones M)
Wirbvencs dng Mo York Cay m s
sburery (1K 12) Hret
trom WYC 204 "
. 810 mdes.
hrom WYC 1248 43
M > 100 mées
om MTC " 2
Soafroncuce [ 2] 1]
Porsons wwih hamoghas (13 14)
13C10v VI Conconte 548 18Cuents 234 n
10¢10v 1X Conconirave fecoments » 3
Crropeacsisw onby recpmants 1] «0
Somole prosusses (21) Seotrie Washingion 2?2 .
Mhamy, Fionde E1} «0
Somats 4o portners
of mon weih AIDS 7 ARG ? n
lrwe 3000/ pi0 st 115 20) 42 ar
Homale 1an pariners of mon wah
Hymoromane HTLV S LAV mischon (18) E1) 10
Hoans (12) Sow York Cay ” 4
Mhaend, flonds 17 L]
1 omade biood donces 115) Amsnts Goorgie 29384 Q01
“Hees Jorsoy . -
hew Yorr Ca,

ERIC

Aruitoxt provided by Eic:

b2 MMWA Oocomber 6. 198
HILV LAV = Continved

Gorved DeIONGNG 10 high 1Sk Groups 001 Rad 1eDeetedly 108Ctns $A2yMe dnked ammun
sorbent 9330y HLISAL) 10NOwed by resctve Wesiomn blot tests £15) .

Commertially evadable 19311 10 dele¢t sntbody 10 HILY M LAY ars ELISAS wng u\l;o'r-

Gorrvsd (rom whoie drirupted HTLY B LAV Wiea the ELISA 18 tescive on wmitad 1e3tng &
$1303ard PrOCedur® 10 100601 1he 1831 0N the 35me 3pecmmen ReDSsTedly 108CInE 1088 o0
Ieghly senaitive 8nd specilic 1or 3ntbody 10 HTLY BLAY However. when the ELISA r wvir
10 screen n whih the Of miechion 15 vty Jow 3uch 83 2I0od donos
OF women Ot N MGh-1sk QrOuD1), 1M (YOPITION Of 13PBIY 1e8Cin o 103uHtS that ave (alset
POslve will e hgher 100 IR3L 10330n, 8 33U teSL 3Ch o3 8 Wesiern bloL s vnen
mended 1oRowing repeatsdty reacty o ELISA resuts, niow ]
In populstions with Magh prevalence of miscton (g homose rudl mea of IV dGrug sbuters
MO 1epeatecty teactve ELISAS ore reactve Dy Wattorn ot of snothers 1931 for stamph
mong 109 IV drug sbusers whote 1000 wers 10pe0tedly 1eacte by ELISA, Over 857 wer
108Ctvs Dy Wostom biot 122 In contrest in 8 1ow pravalence Populsnon of 69 female bloo
GONOrs who 44 5818 wre 1epestecly 1eaci® by ELISA Only S wers 1oactrvs by Western bl
s

Dut 10 1he 30n0usnes s of the umphc 01081 Of HILY B LAWY 80UbOJY 188CImity o 18 recon
meaded IR3E 1epeetadly 10Cive ELISAS S [o8owed by an 8dGitonal 1es1. such 03 1he Wes
0 BIOt Women with sers 10048 tecly 182¢tve by ELISA and rescte by Weslern blot shou
h3ve 8 1hOrough mecscel evaluation HTLV M/LAY Ras been nolaled liom a tngle Specame
N 674955 O1 POrsons with $PAGIC antbody (23 24) Bacsuse miecton has bee
Genontilr 100 N $1YMOIOMBIN Darsons. the pressnc o of LpeCHE 8abbOdy SHoukd e Conse
B prasumpin e avicence of currsnt mlecton and nfsctousness

RICOMMENDATIONS

‘Women Whe Sheuld be Otfered C nd Tosting L« S4rvIes and 103
ing lor snubody 10 HILV.RULAY 3howid be olfered 10 Preprant women 8nd women whe m
Decome pregnant i the foiowag growps (1) Ihoumunovdmt Oof HILV 8 LAV nie
100, (2} thosd who have uted drugs dy lor ) 1rose wt
wore, born n where b % thougM 10 play ¢ mempr i1
111,12}, 14) 1hose who have engsged in prostaution, (S) those who ou Of have bean 3+
pacinrs of IV drug sbusers, ba men with born n cov
1108 whars hotorosorul 1rammussion 18 thought 10 play ¢ My role lll.ul o men wi
otherwrte have evidence of HTLV M/LAY ntection If dats becoms svadsdle 1o thow 1
HILV LAY antibody previienca 1 wireesed n Other Groups of sattngs, Counmtalhng, &
teslng programs should be e11ended 13 mciude them Roulne Countetng snd testng
woman who 50 nOt ncluded M 1M above Mentionsd Groups 18 N 1ec OMmended due to b
pravelence of mlaction and cuncern 50ut mterpretaton of 143l retuts n ¢ Tow prevalen
POPUlaNON However 1f & wOMan 10Gquests &, tha sarvics should be rovided n sctorden
with (hese recommendabions

Settings for Oftering C. ang Teatlng C #nd testng (or satbody
HILV 8 LAY 1o pravent pernatsh Ir snsmei 1100 1 tacommended m the settng of any mede
VKo N which women 8t d 1k v lmuuh‘u ervn
for treatng IV drug sbuse be, on and

homophde 1restment Canters. asusly tranemuied disasse chncs and chy nat se
fomale prosuiuies 0 adaton services nuuo 10 18production, $uKh 03 Tamdy plannng &
nletaty servcos. ] ? of pr and prenstel o

Lg
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HTLV HILAVY ~ Contwwsed

obitetnc servces should slso consuler offenng counseling and testing if hegh-nek women ace
soen st these fachbes Testing for antdody 1O HTLV-RAMN should be performad with the
WOmMan's consant efter countelhng is provided Wmlml«m&mmm
£retaton of a3t rasults, the neks of o { e -
unmvormnlnlummwwhmodammwm Tha counssl-
ng and testing mestbe dnan 6 whuch conth o0 &2 sdsured.
in settings whare confidentiel counssing and testing cannot be sssursd. mtormation should
be provicded and referals made 10 3pprOpNats facihtes.

[ of Tosting D, 10 HTLV-RLA may not develop untt 2.4
months sfter 81posre Th, and whether the woman 1 contrmously e1poted, should be
13ken nto ccount when consdenng the need for, snd fraquency of, repsat tasting Hoh-nek
woman shoukd be offered counssiing and tasting before they becoms pregnant Dunng
Pregnancy, counseling and testing should be offsred 83 500N 83 the womsa 1 known Lo be
pregasnt 1f the watial test '~ NeQalare, repest tasting May be indecated nesr delvery 10 83 m
the chncal ) ol the woman (nd H thes inad 1e3trs negstve and
the mother's mk of exposure ro 1oNger sxssts, she May Safely contuder Lresstieeckng the
chdd. aad mansgement of the chikd need not Inciude the same concems that would Le ap-
propnats il the woman had had 8 posstve tast of if she ware a1 high ntk and had not been
tested ptal.

Counsalling Women with Positive Results. Women with wiologed Of SO0 SVISece
of HTLV-RUAY il schon should be counsalied regardng thelr own nek of AIDS and the i of
pennatal and sexudl ransmu3i0n of HTLV-ILLAY, infectad women should be counseted to
nmmu.mlamwmmnmmolo»ummmw
facrd, both menbers of the couple e they mayn fy theie se sued
Zea.1ic 03 10 recuce the et of HTLV-BAMN Jon 10 the' pirtrar In sddison,
the couple should be toid not (o donats biood, orgens, o sperm and should be cescouwrapsd
from veng IV drugs and sdvised sganst shanng needies and 5yTNges. When seeking meccal
ummmluhmmmMMMmmnmwwmd
lmpommwodylumw

and sdvice lo indk wdected with HTLV. A have been pub-

Mhodl?s)
intected women should be advraed Lo Consider delsying pregnancy untd more i known
2bout pennatal tremmmancn of the vwus Pragnent infectsd women may require Sddtionst

medecal and 300l UPPOrE services dus 10 80 ok of and
i durng and stier chould be slert
1o 3:9n3 and tymptoms of HTLV-B'LAY and raleteC opp . inthess

wormen ey 10 the nesd (or speculized madhcal cive
HILV-RAA nfected women shoukd be advised sgeinat brasstissding (o avoid posinatal
wensmnucn to ¢ chid who may rot yot be miscted. The Child should recews folow-wp
£eatnG evakuabions 10 determne whether he/she his HTLV-R/LAY infection, and 1o Guag-
mwmuumuummmamummmwmmnm
tor and px g foster care for infectad chddran Bave besn

published (26)

Counsatiing Women with Negetive Tes: Results, A negative ELISA for HTLY-SULAY #n-
hody 1 women who hive no chascal or leboratory evidence of HTLV-ILAY infection is evi-
denca that they have probably not been infacted However, urinfected women who nave sex

N MW Owender 8, 1908
HTLV HILAV — Continred

partners with svidence ol HILV-RAM nt of with 80 mk of g whect.
4 should be nf: d that seaudl thew rak of miecton These wornen

should be of the mks d with pregr i they become nfected and a3+

virus or untd they are 10 1onger onsicdersd 10 be 8t mak for acquinng the virus I sddwon o

o] the and proper uss of condoms can olfer some protacton
et HILV-RAM infecton.
High-riek women, sven if 1eronegatve. thould be tokd not 16 conste biood or organs. To

Gacresse haw Mk of tecomng mfected. IV drug sbusars shoukd be encowraged 10 seek treat.
ment for thew drug sbuse Poriors counssing IV drug sbusers should fnow that IV deug
2bute 13 often strongly and dsrve Desprte of’orts s0dt

mant for traatment. SO0 £0ckcts will CONtNLE 10 abuze drugs OF relapss aticr drestment M
Grug abue contnues, they 3hould be sdves S rot 1o share nesdies Or Syringes and 10 uss only
siande squpment
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Mot ' These " ol De reveead a3 sadvhional mlorma -::-l n‘:-‘:o;\, Alarts Goorgna on squred
omes svsdeble & n » YA Aped 838
solrg. KTLV-HAA/-ankbody teskng and 513001100 3080eh2ed mechcal sarvces wit sl L m. 10 Pragnancy 3550K16d 600144400 ol Coll madhsted ememunty Aev tnf Ov 1934 &
tme 10 =g U 'y
”mmmumw:::mr?ucnmﬂnaﬁ <t whech 1" ::o u.;:mruu, ..m::‘uuos:,wlunmn(wmuuil
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Assembly Bill No. <03

CHAPTER 2

An act to add Chapter 1.1) (commencing with Section 199.20) to
Part ) of Division ) of the Health and Safety Code, relating to health,
and declaring the urgency thereof, to take effect Immcgmely

Approved 3, 1983. Filed with
t Se«bLny o Sulee\dpd 41983

LECISLATIVE COUNSEL'S DICEST

AB 43, Axnos. Health,

{1) Existin nﬁ “‘frwides that the results of specified blood tests
slul be confidential and not open to public inspection.

This bill. in addition to existing law, would provide that no person
shall be compelled, as specified, to identify any individua) whols the
subjectofa blood test to dele:( ib tothe p
sgent | of acq i d The bill would

&“n;; for di udeflimi:{d ftmh:mduoﬂheo}:loo(}
mt.u exceptu;?edﬁed inchuding the assessing of civi
anaw Tt would

Bl

t
aright ohctlon form\nl damlxu. Creation of & new misdemeancr

d local p
This bl wou!d pcrmlt the State Departmen! of Health Services to
require blood banks and plasma centers to submit reports
mmmmr;i:g da!n eoncemlna tests to detect the presence of viral
antibodies to the probable causative agent of AIDS. as

It would prohible 2 petaon, except a3 :pedﬁed. testing a
person’s blood for ‘of antibod )
agent of AIDS without the written comenl of tha subject.

‘This bill would prescribe that the Tesults of the blood test not be
uted In any Inst for the d. of i bility or
suitability for employmen

Tt would also prescribe nut neither the mlw‘mncnl nor any
blood benk or center, including a bl benk or plasma
center operated by a public entity, be liable for ‘any damages
resulting from a specified notification of test results.

(2) The Californfa Constituticn requires the state to relmburse
local agenciesand school districts for certain costs mmdated by the
state. S Yy pr making that

including the n of a State ML“ds.u Claims
Fund to pay the costs of manda!ex which do not exceed $£00.000
and other procedures for claims whose statewide costs

000
‘This bill would provide that no refmb t shall be made from
the State Mandates Claims Fund for costs mandated by the state

L]
H

P

(¥

4

P

9

Ch, 22 -8

pursuant to this act, but world recognize that local sgencies and
school may pursue any available remodies to seek
reimb\memenlfermeoﬂb&em

thetanding
RevemundTmﬂonCode this bill does not contain a repealer, as
required by that section; therefore, the provirions of the bill would
remain in effect unlens and until they are amended
a later enacted bill.
muﬂmldukeeﬁeclhmnedmdyumwgwymmu

The people of the State of Cabifornia do ens:t as follows:

SECTION 1. Chapter 1.11 (commencing with Section 199.20) {s
sdded to Part ) of Division 1 of the Health and Safety Code, to read.

QUAPTER 111.  MANDATED BLOOD TESTING AND
CONFIDENTIALITY TO PROTECT Pusric HeALTH

19920. To protect the privecy of individuals who are the subje:t
of blood testing for antibodies tc the probable causative sgent of
deficiency synd (AIDS) the following shall

applys

Ewe&u in Section 1603.1 or 10033, as amended by AB
433 of the 1983-86 Regular mpenon;hdlbeeompelledln
any state, county, city, or other local civil,
legisative, or other

eristics w] wwld(denufymylndivldualwhohthe
wbjectdo( ‘;B'S.ood test to detact antibodies to the probable causative
agent of A
”:gsl. (-) Any peron who ne;ugem_ly discloses results °:‘o'c

o ¢ to any third &;1)'
pursuant lo a wrm:n nulhoriuuon. described in subdivision (g)-
exce&(o provided In Section l&n.l or 1000.3, as amended by
438 of the 1965-88 be

(b) ypamwhoﬁnﬁxﬂydhdaulhemu]uohblood test
to detect antibodies to the probabls causative sgent of the acquired
lmxmodeﬁd«quwm.wwmkdpmy.emm pursunt to

providodlnSecdon 1603 ) cr 16003, a3 smended b

1963-86 Regulas Session, Mbenmedld\.lﬂnsem(tylnmamoum

fiot less than one thoustnd dollers {$1,000) not more than five

thousand dollars (OSM) plus court costs, as determined by the

court, which penalty and costs shall be paid to the subject of the test,
(¢) Any person who willfully or negligently discloses the results of

oy
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lblood lest lodetett antibodies to the probeble causative agent of

<y synd to & third . except * -

wmnmlouwnnmwlhw—' ion, a3 described in subdivish (s),
or except as provided in Section 1603.1 or 1600.3, as amended by AB
488 of the 1963-86 Regular Session, which results in economic, bodily,
otpsycholoﬁcdharmlothembgedold\eleﬂ h(umyolu
in the county jail for s
periodnonoexeeedoneywouﬁneolnonoexmdtealhmund
dollars (810,000) or boh.

(d) Any person who its any act described in subdivi (a)
“(b)ﬂunbehtdetothembjedfordlmddumu.lmhdh
damages for economir, bodlly, or peychological harm which is a
prodymleewuo‘lhcm

(e)Ench msdeln"“ of this chapter is a sep

(l) mruult;‘ofubloodtwtodeteﬂmubodhtothopwbabk

ive agent of acq Y

be used tn any i for the d {naticn of L ‘llityot
sutability for employment.

(g) “Written ¢ uthorization,” as used in this section, applies oaly
to the disclosure of test results by a person responsible for the care
nndrmtxmnto(dn sublect to the !u! Written

esch of the test
rem!u.mdshnﬂhcludetowhomthodhchmmwouldbem

subject to recover damages under any spplicable law.
(i) Nod\inglnlhb:edionshnﬂbemnmedbbn Lab(thot
disc} uohbloodluttodetectmubodia
to the probable uunﬂve sgent of AIDS in sceordance with any
reporting t for & d case of AIDS by the state
department of the Centers for Disease Control under the United
States Public Health Services,
(1)) T‘hemtedeputmcnlmlynmdmbloedhnhmdphm
to submit reports jcal data
mln;thermduo(mutodeteﬂ!heprmo‘mdhepnﬂm
and antibodies to the sgent of AIDS. This
tistical shdlno(' tudk lhcldendtyoll.ndlvld\nl
otk'enﬂfyin‘chuulerhﬂc’whkhmldldenﬂiylnd]viduddam
(k) “Disclosed,” as uted in this section, means to discloso, release,
transfer, dissemninate, of otherwise communicate all or any part of
any record orally, in writing, or by electronic mepns to azy person
or entity.
) - Rem!boluHoodlen. as used in this soction, means to
identify oe provide identifying characteristics of the person to whom

the results spply.
19922, Nopcmnshdltmupcrm:bkodforevldenceo‘
ibodies to the p ive agent of AIDS withott the

written consent of the subject of the test. and the person giving the

- n4l°6

Ch 22 ——

test shall have & written statement signed by the subject confirming
that he or she obtained the consent from the subject,

| iy bl t to Article 8 (commencing
wit} accﬁon lm) olChlwo‘Dlvidon 2. This requirement also
doesnotlpply to an and blood products specified in

br' lJIJl (.)da 4, ’m’“ Jjby
Am yBuldﬁlo‘!he 1965-86 Regular Sessior..

19923, Neither the state stment nor any blood bank or
plasma center, Including & bank  y lasma center owned or
operated by a ic entity, shall be held liable for any damages
resulting from the notification of test resulls, as set forth tn peragraph
() of subdivision (s) of, and In subdivision (¢) of, Section 16003, as
amended by AB 488 of the 1983-86 Session.

SEC.2 (») No reimbunement Is required by this act pursusnt
to Section 8 of Article X111 B of the California Constitution becauss
pmolthemt:whlchmlybehc\medbyulomhgmcywtcbool
district wall be d b this act tes & new crime or
Infraction, ch the definiti ohcrimcoflnfndivnchnngu
the penalty for a crime or infraction, or eliminates & crime of

infraction,

(b) No reimbursement shall be made Frorn the Sme Mandates
Claims Fund to Part 7 ( g with Section 17500)
of Division 4 of Title £ of the Governmen.t Code for costs mandated
by the state pursuant to thisact. It is recognized, howsver, tha! a loca)
agency or school district may pursue w., remedies to obtain
reimbursement avallable to it under Purl 1 (commencing with
Section 17300) and any other provisions of

SEC. 3. Notwithstanding Section ml.S ol the Revenue and
Taxation Code, this m doel not contain a repesler, as required by
that he provisions of this act shall remain jn effect
unleumd\mﬂltheym ded or repealed by alater d act.

SEC. 4. This act is an urgency statute necessary for the
immediate preservation of the public pesce, health, or safety within
the meaning of Article IV of the Constitution and shall go into
immediate cfect. The facts constituting the necessity are-

In order to protect the confidentiality of persons undergoing a
blood test for the detection of :nnbodiel to scquired immune

f and to iduals who are strick
with the dbeue to undergo treatment which would ulitimately
benefit the health and wellare of all citizens of the State of California,
it Is necessary that this act take immediste effect.
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Education of Children Infected with
Human T-Lymphetropic Virus-Type |l I/Lymphadenopathy-Associated V rus

Pediatric AIDS Advisory Committee
Department of Public Health
City and County of San Francisco

February 18, 1986
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The information and recommendations contained in this document
were developed and compiled by a special task force of the .
Oepartment of Public Heulth, City and County of San Franzisco,
which included representatives of the Departmeat of Pediatrics,
University of California, Sazn Franclsco; the fan Francisco Unified
School Districty and the Department of Public Health.

Thesc recommendutions apply to all pre-school and school-aged
cnildren infected with human T-lymphotropic virus-type
I11/1ymphadenopathy-associated virus (HTLYV-111/LAV). These
include children with Centers for Disease Control (COC)-defined
A0S, children with lesser clinical manifestations of HTLY-111/LAY
Infection guch as AIDS-related complex (ARC), and children with
asymptomatic HTLV-111/LAV infection.

BACKGROUND

Bediatric A1DS

The infection of children with HTLV-111/LAY has been wel |
established (1), Unlike adult HTLV-111/LAY infection where the
primary mode of virus transmiszsion is through sexual contact, the
primary modes of transmission In childheod HTLV-111/LAY jnfection
are perinataj (2-11; and parenteral {12-13), Infants and children
infected with HTLV-111/LAV Jemonstrate a full range of host =
responses, from asymptomatic infection to frank clinical AIDS. It
is not, however, known what proportion of infected children will
develop clinical disease nor what the long-term natural history of
childhood HTLV-III/th infection is. As of February 3, 1986, 242
cases of pediatric AIDS_have been reported to the COC (414). One
hundred eighty-three (76 percent) of these children were born to
mothers who either had AIDS'or were at increased risk for AIDS,

An additional 4% (49 percent) children were infected through
transfusions of biood or blood products, and 14 (6 percent} had
unknown sources of infection. Thus, 76 of cases had been infected
with HTLV-11I1/LAY perinatally and 19 paercent parenterally,

Perinataily infected infants who develop AIDS first develop
symptoms at a msdian age of four months and approximately one half
of these infants will be diagnosed as having AIDS by their first
birthday (1), Only five percent of perinatally infected infants
aro diagnosed at five years of age or older. Typical prodomal
systems jnclude failure to thrive, recurrent or persistent thrush,
ciaronic intestitial pneumonitis hepatosplenomegaly, chronic or
recurrent diarrhee, lymphadenopathy, and severe recurrernt
bacterial infection, such as sepsis and meningitis. When frank
clinical AIDS develops in these patients the most common diagnosis
is Pneumocystis carinil pneumonia (62 percent), and the second
most common is an other opportunistic infection without Kaposi’s
sarcoms or Ppeumocystis_carinii pneumonia (33 percent) (1),
Similarily, chitdren jnfected parenterally through infected biood

Q '
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transfusions present with symptoms of AIDS at 3 median age of one
year, Their clinical symptoms and course are very similar to
children perinatally infected with HTLV-111/LAV., Children,
primarily hemophiliacs, parenterally infected through transfusion
of infected blood products, however, present in the second decade
of life with 2 median age of fdUrteen years, Their symptoms tend
to more closely mirror those of adult AIDS patients (1),

HILV-LLLZLAY Trapsmissions_lIn_Hougeholds

None of the identified cases of HTLV-111/LAV infection 1n the
United States are known to have been transmitted in school, day
care, or foster care settings, or through other casual
person-to-person contact (i5), Other than sSexual partners of
HTLV-111/LAV~infected patients and infants born to infected
mothers, none of the family members of the over 16,000 AIDS
patients reported to COC have developed AiDS, Five studies of
tfamily members of patients with HTLV-111/LAV infection have failed
to demonstrate HTLV-111/LAV transmission to adults who are not
sexual contacts of the infected patients or to children who have
not already been infected perinatally (16-20), However, it casual
person-to-person transmission of HTLV:¢11/LAV infection does
exist, it should theoretically be greatest among young children,
This theoretical transmission would most likely involve exposure
of open skin lesions or mucous membrznes to blood and possibly
other body fluids of an infected person. Wa emphasize that' there
is no evidence of this type of transmission occurring in any
setting at this time, )

Legal_lssues. “~—

.‘h\
The following legal issues are salient to these quideline:
the civil rights aspects of'public school attendance, the
protection of handicapped children under 20 U,S.C., 1401 st 39,
and 29 U,S.C., 794, confidentiulity of a student school record
under 20 U.S.C, 1232 g, and the confidentiality cf anti-HTLV-111
antibody test results under California Health and Safety Code
199,21, and the protection of AIDS patients against discrimination
under the San Francisco AIDS Anti-Discrimination Ordinance.

Confidentiality_lssues

The diagnoses of AIDS or AlDS~assocrated iilnesses evoke much fear
from others in contact with the patient and may evoke suspicion of
lifestyles that may not be acceptable to some persons. Parents of
HTLV-{11/LAV-infected children shouid be aware of potential for
isolation should the child’s condition become known to others in
the aducational setting. School and social service personnel and
others involved in educating tnese children should be sensitive to
the need for confidentiuality and the right to privacy in these
cases.,
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€0C Guldelines

On August 30, 1983, COC published Quidelines for the educatlon of
foster care of children infected with HTLY-11I1/LAV (15)
(Attachment A)s The basic qulidelines which apply to pre-school
and school-aged children are numbers 1,2,3,4,5:6,7,9,10 =nd 11.

RECOMMENDAT IONS

1y Educatlon

Because of enormous public concern we recommend that the San
Francisco Unified School District continue jts efforts to educate
parents, students, and school personnel about AIDS, HTLV-111/LAV
infection, HTLV-111/LAV transmission, and the social implications
of AIDS and HTLV-111/LAV infection. Especially important is the
proposed additlon of a modula on AIDS and HTLV 111/LAY in the
family life education curriculum.

2. §ghool Pergonnel

There is no known reason for testing school personnei under any
circumstance whatsoever. We recommend that school personnel not
be screened for HTLV-111/LAY Infectlon. .

3. Qtydents

At the present time there are very few, of any, pre-school and
school-aged children infected with HTLV-111/LAY in San Francisco,
Bacause of the intense publicity surrounding the enrolImernt of
AIDS patients in publTc schools and incidents of breaches of
confidentiality and frank discrimination, parents of infected
children are undoubted!y reluctant to reveal thelr child’s
infection. However, in order to protvect an HTLV-111/LAV-infected
child from infecticns in the classroom and to promptly notlfy the
child’s medical pruovider when exposures to potentlally
life-threatening communicable diseases occur, it is to the child's
advantage if someone in the school Is aware that the child Is

. immunosuppresseds In order to encourage such disclosures, a
climate of acceptance, confidentiality, and respect needs to be
created through education,

s, Day Care_and Pre-School. Until more is known about the
rist of HTLV-111/LAV-infected chlldren acquiring potentially
harmful infections in day care and pre-school settings, we
recorrmend 2.2t HTLV-1il/LAV-infected infants and younger
pre-zchool-aged childran under three years of age pot attend
routine day care. We recomnend that these chlidren be educated
and cared for In restrictod settings, l.e. individually, with
ativer HTLV-111/LAV-infected chlldren, or with siblings. In these
cestings, we recommend that 2 single provider knew of their
intection and follow CDC guidelines 4 and S, Because the risk of

o0

O

ERIC

Aruitoxt provided by Eic:



46

fecal-oral transmission of diseases diminishes Qreatly after
toilet training, the benefits of an unrestricted pre-school
setting in which all attendees are tollet trained outweigh the
risks of an infected child 2cquiriag potentially harmful
Infections and the apparent nonexistant risk of HTLV-II1/LAV
transmission, We recommand that, in general, infected
pre-school-aged children three years old and older with
asymptomatic Infection or mild clinical disease can attend
pre-school as long as all children In the school are toilet
trained. However, because circumstances vary from pre-school to
pre=schocl, we also recommend that tho casa ot each child be
considred individually by a small subgroup of this committee with
appropriaty input from the pre-school to be attended.

b. Elementary_and Junior_and_Senior High Schogls. When a
chitd is known to be infected with HILV-111/LAV, his or her
medical history will be reviewed by a joint committee of the
Department Public Health and the 5an Francisco Unitied School
District and an appropriate class placement will be recommended to
the Superintendent of the San Francisco Unified School Districe,
The final decisions Involving health matters will rest with the
Director of Health, These recommendations will be reviewed
annually or more often If requested by the child's principal or
faml ly. R

4. Contldsosialify

We recommend that the Superintendent or his designee be informed
that an HTLV-111/LAV-Infected child is to be placed in their
schools if the chitd_is, in the opinion of the conmittee,
clinically ImmunosupB}ggscd- As & result of his or her
immunosuppression, this child will be exempted from required
vaccinations with measles-mumps-rubella vaccine and will need to
be exciuded from school should exposures to maeasles, mumps,
rubella, or varicella occur, Moreover, the Superintendent or his
deslignee should be informed of the potential severity of the
child‘'s immunosuppression and be instructed to notify the child’'s
parent or guardian or the child’s medical provider should such
exposures occur.,

"
- .

We recommend that the precautions outlined by CDC and other
infection control guidelines availabie through the Callifornia
Department of Education be adopted by the San Francisco Unitied
School District, We recommend that school personnel be tralned in
uniform procedurc. tfor handling blood and body seéretions and that
these procedures be observed for cleaning and disinfection of
blood and body secretions in the schools, These procedures will
also provide protection agalnst other communlicable diseases,
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CONCLUSIONS

We emphasize “hat these are interim guidelines which will need to
be reviewed as more information becomes available on the natural
history of HTLV-111/LAV infection In childhood, household
transmission; safety of live virus vaccines, and exposure of
HTLV-111/LAV infected children to common communicsble diseases.
Additionally, as vaccine and definitive antivical therapy become
available, further review will be wurranted:. Flnally, it should
be clearly stated that all evidence indicates that there Is no
risk for casual transmission of HTLV-111/LAV and that cthe primary
intent of these Quidelines is to assure appropriate medical care
for HTLV-111/LAV-infected pre-school and school-aged children.
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Educstion and Fostar Care of Children tnfecind
with Human T-Lymphotropic Virus Type Ili/
Lymphadenupathy-Associated Virus

The nformsation snd contsined in this oc wers Seveloped snd
pded by COCIn with indwiduals 3pponted by their ] 10 redresent
the Conference of State snd T, sl Epedt Hogists, the Associ of State and Temto-
rial Heaktn Oflican. the National Associsfion of County Heatth Officers. the Drsision of %ster-
nal 3nd Chid Hestth Dlestin Resources ond Services Ag J. the National A
sor Elementary School Principsts. the National Associston of State School Nurse Consutisnta.
the Natonal Congress of Parents and Teschers, snd the Chidren's Ald Society Tha consults
ants a0 mnchuded the mother of 3 chid with acquived immunodeficiency tyndroma (ADS), 8
egaf advie 10 3 state #duCalion depaciment, snd several peciatriclans who s+ experts in the
Geld of pedutric ADS. The Cocument i3 made svalable tct sesist state and el hesith snd
#3LCaLON departmants in Geveloping guideRnes for thew parsicudar si and locy t

Thets ions 8pply to o children Mnown 19 be inf d with human T-ymoho-
ropic vinx type RAymofadenopathy ! vieus HTLV-BAM, This inchades chidren
with ADS 33 defved for Npocung purposes (Tabie 1) chidren who scs disgnored by thew
uhyﬁdmnhuinsnh:lﬁnlehlmmmv-lfwmmdommﬂm
€334 Gefiinion; and ch3dren wha ert s3ymp c but have virologic or 38rokgic svidence
of infaction with HTLV.B/LAY Thess recommendstsons do not spply to sibkngs of infectad
chidren unless they oce also intected. .

BACKUROUND *

The Scopa of the hoblm\.‘[u o Avguit 20, 1983, 183 of the 12,599 repontad casey oA
ADDS in the Uorted States wers o agng chadren under 18 years of age. This puanber i3 02pcEte
od 10 Gouble 11 The next yaa. Cruldrin with AIDS have bean reported from 23 tistes, the Ouse
wict of Columins, 3nd Puerio Rico. with 75N retiding in New York, Cakiforna, Florida, snd
New Jersey.

'n-uawswzc«unm.amcoCnpcmwymmxml«me«mw-
RAAY infection, Le. 1hosa chicren wha Cevelop opportunistic nfections or meigaences
(Tatie 1), As in adutts yath HTLV. RN Infection, many infected chadrun may have rndder 3.
ne3s or may be ssymptomaetic,

Legol k3ves. Among the legal issues 10 be contidered in forming guidshnes for the ¢ducae
tion snd foster €308 of HILV-RAM .infected chidren e the chrl nghIs e1pects of public

U.L DIPARTMENT OF KEALTH AND HUMAN SERVICES 7 AUBLIC HEALYH SERVICE
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aecten s 1he (3t § menths atter Suth Mmust B¢ salvded
$Specin ot st be s2civEed i chid ore,
1 Prvnacy smmonode!,0ency $44318% = S1vere COMBned immunodeficiency, DGeorge syn:
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school attendance, 1he proteciions for handicapped children undet 20 US €. 1401 ot 32q.
and 29 USC 794, the confidentizhty of 3 Student’s school record uncer state to:vs and

wnder 20 US C 12329 and smployes nghteto-hnvy » tor public employess in some
states
Confldentlality Waues. T4, k:agnosis of ADS or iated avoles much {ear

from others in contact witl the ptimnt and may evole suspicion of ke styies thet may not be
acceptable 1o some persons. Paceris of HTLV-RM  infectad chidren should be sware of
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care or sducatonal 331G+ School, Siy-care, 30 sceial sarvice b | and others nvolved
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ASSESSMENT OF RISKS P -

Nk Factors for Acquiding HTLV.BULA Intection and Transmizsion, ko adults and 3do~
fescants, UTV-RIW » it1ed primarily gh sexual [ ! of htero-
sexusd and theough D8 to & Blood or blood products HTLV.-BLLAY

has bean olated from blood. semen, sabva. 3nd tears but trensmrsion has NOt been docu-
mented from sakva snd lum&hs 2t increased nsk for acquinng HTLV-BLW nclude
[ (LN (] men. :"“ 1, T ¢, a mlh ”1
blood or blood products. and sasud contacts of persons with HTLWV.BLTAY infecuon of
groups st increased nik forinfecton .

‘Ihe magonty of nfacted chil scquirs the virus from thex infected mothers in the
pennatsl period | 1-4). In utero of INrapartum transwtsion acw Rhely, and one chidd reported
from Australia sppatently scquired the virus ly. possibly from ing of brasst
mik {8) Children may dsiso b infected through tusion of blood or blood prodicts
that contasin the virus Seventy percant of the pediatne cases reporied to COC occuned
stnong children whose perent had AIDS of was 3 memba: 37 & Group 3t incressed ek of 3¢~
quisng HTLV. R AV niection, 20% of the cases d co NG Cheb who had d
Blood o blood products. and for 10%., investigatons are ncompie.2
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fzk of Tranemizzion in the Scheol. Day-Care or FosterCare Setting None of the
Gsntibed €ases of HTLV.B LAV nfection in the Ursiad Ststes are known 10 have been trany.
MULIeS M Ihe SCN0OL. diy-Caee. ©f fOMMar-Caee 3IILNG OF though other casudl person.
10-person contact Other than the 3e1ual partners 0f HTLV.I LAY.mfacted Datents 500 n.
12013 O 10 nfacies mothers. none of the tamdy members of e over 12.000 A0S Patwents
regorted 10 COC have been reported to have AIDS Sua studses of famwly merabers of paints
with HTLV.R LAY nfecton have faded 1o demonsirats HTLV-BLMY transmession 1o adulis
who were not seauel of the inf; 3 or 10 older chi who were not fikely
atnsA from perinatat transmession (6. 113, -

Based.on Cument ewdencs. casust Derson.10-person contact 88 would occue among
schooichddren 3P0Laes 10 POsE MO A However. studies of the N3k of transmussion theough

younger ¢hak and gically handicapped chidren who lack conrol
01 thew body $2¢-aLONS are very brruted Based on espenence with other commumcable diae
22383, & theotstical p for 00 vyould be g among these chiddran ht
shoukd be hasized that any th i would most Bely invoive exposure

of open skin lesions of Mucous memdeanes 10 dlocd and passibly other body fluds of 30 -
fected person.

Nisks te the Child with HTLV-I/LAY Infection, HTLV-QLLAY mfection may result in im-

Such ehd may have 8 greatsr nsk of encountering nfectous sgents in &

school Or day-cark sstlng than 8t home Foster homes with multiple ehicren may 830 i~

creass the nsh I addition, younger chil and logcally hands hil who

ey display behaviors such as mouthing of 1073 would be expected to be 8t greater nak for

9 P d chi e 3lso ot greater risk of suffering severs
complcations trom such icag o8 chick oy galovi berciosis, herpas sim.
piss. ond messies Assessmen: of the rich 10 the immunodepreased chid i best made by the
chd’s physician who is swate of the chiS's immune st2tus. The risk of dcquiring some infec.
tons, such s chach may be reduced by Pt uss of i & globuin folow.
ing sknownesposure.

RECOMMENDATIONS . )
1. Decinons regarding 1h3 type-of educationat nd cave sertng for HTLV-BLAV.infected
~  chideen should be Basad on the behavior, neurclogic 0 phvsical con-
dition of the child and the ted trpe of inter: with others in that satting

These decisions are best made vsing the tesm spprosch ncluding the child’s physs-

©an, public health personnel. the chdd’s parent or guzrdian, and 4 i

with the carg of od: $21tng. In #3ch Case, risks and benefits 10 both

e inected child 3nd 15 7thers wn the 341lng should be weghee.

2. For most intected schoolaged chil the b of an 1LY would
outwsigh the risks of thar scquiring p 'Y b ! i the setung ang
the L risk of i of HTLV.M1AY These children should
be alowed 10 srtend schoot 30d after-3chaol dey-care and o be placsd n 8 foster
homae in an uneestricted satting

3. For the nfected praschoct-sged chid snd for some newcologically hendicapped chi
dren who lack contrsl of their body s1cretions or who display behavior, sueh 33 beting,
3nd thoss chidren who have uncova/adia. oozing lesions. 8 mora restrictad environ-
art is sdvitable untd moes i known about transmission n thase gs Children in.
1eC1ed with HTLV-ZLLAV should be cared for and n g3 that
#2p3sure of other children 10 biood or body fiuids.
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4 Caie svonng 81D03wa 10 the miscied Cheid’s dody thads ond Racrement. 3uch a3
feedng 07 Gper CAINGING ShCWio De performed Dy persons who dra dwate of the
ehid 3 NTLV-B LAV miect:on and tha modes of posidle traasmuason in any setting
wwohing a0 HILV.R LAW-wiacied persen good handwathing alter #apciwre to
diooe sext body Mds end Defore canng for snothar chdd shovkd be obierwed, ond
gioves shauld De worn il open lesions ore Presant on the caretsier’s hands Any open
fe:0ns on the miectad person shautd iso be Covered.

5 B othar nt in 8¢ 10 HTLV-ILAV ¢3n be prasent m bleod or body
thnds, 38 schools and day-care {acilities. reg ot et chuidesn with HTLV.B
LA mtaction st dttendng. sho.iS adopt rButme procedures for hancling Docs or
ody fhids Soded surfaces should be P by ek d with such e
household bieach idiluted ! Dart Pasch to 3C parts wieterd. Dsposadie towels of
t330e3 3h0uld De 1183 whenever OCS3ibie. 80d MODS should be nnsed in the dranfect-
3t Thote whe are cleaning should svoud exposire of open $kin lesions OF Mucous
mambeanas tothe blood or dody fhads .

6 The hygumc piactices of children wnth HILV-RMLAY infechon may improve 33 the

chid matures A ively. the hygienic P may & i the chad’s con-
ditron wensens Evaluation Lo 833833 1ha need for 8 resincied Snamamant should be
performed reguiary. "

7 Physiciens 230ng for Children bomn to mothers with AIDS or at increased nh of sc-
Quuarg HTLV-BUAY mnfection should comsuder testng the chidren foe evidence of
HTLV-RLWY af for dct For wpbe. of in} -]
chuidren with fve virus vaccines, SUCh 33 the measies-mumps.rubels vacsine BAMR),
may be hazardous Thiese chidran 5130 need 10 be followed closely for probiams with
growth and deveiop and given prompt snd aggressive therapy for infectons and
uposmwpctnulvhmdh(mwuvukmhmmwnm
agent or other therapy for HTLV-I1 LAY wiection becomes svailadie. thesd childegn
shouid be comsidered for such thetspy Xnowledge that ¢ chid is infacted will slow
parents and other CMELAAErS 10 13ke Drecautions when e1posed to the blood and
body fhids of the child .

L 8CA and fosts gencies shouid et 8¢dmg NTLV-RLA/ scraening 10
tivsie Fouting medicl evaluations of children ati rish of infaction befors place-
fnent in the foster or sdoptive homs. srce thase Parents must make decisions regard-
iy tha medical Sare of the chid snd must the passible social snd psycholog-
ical effacts on their famies.

9. M. Y 9 23 & Sonddi foe school entry is not wartanted b3sed 6a aveils-
bleusta.

1Q Psrsons involved in the czre and educaton of HTLV.W LAV infectsd chidren should

respect the chid's fight to prvsey: inchucng -] ial records The
number of personnel who 878 aware of the chid's condition should be kept at 3 mini-
mum nesded to essure Propes care of the chid and 1o detect Situsticns whare the

I for may fe g.. bieeding injury).

11 AB educstonst 3nd public health depar ¢ of whather HTLV-R’
LAV.rafected chidren sre iwolved, are oly ged to nform parents. chi-
dien #nd educators regardng HTLV-RLAY and its ition Such edh
would Grastly 2315t eHorts ta provide tha best cars and ed tor int -
whdle mMane g the nk of 10 athers.
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RESOLUTION ACCEPTING THE REPORT ON THE CONTROL OF PERINATALLY TRANSMITTED
HILV-111/LAV ASSOCIATED VIRUS INFECTION ANO CARE OF INFECTED MOTHERS, INFANTS
AND PRE-SCHOOL AGED CHILOREN ANO ADOPTING THE RECONMENDATIONS AS OFFICIAL
SUIDELINES FOR THE DEPARTHENT OF PUBLIC HEALTH.

Whereas, the Department of Public Health has issued a report which ceoatazes
inforsation and recossendations on perinatal HTLV-I11/LAV anfection and
pediatric AIDS which were developed and cospiled by a task force of the
Departsent of Public Health: and

ghereas, the task force included representatives of the depsrtaents of
odstetrics and gynecology, sedicine and pediatrics, and the AIOS Activities
Unit, San Francisco G6eneral Hospital, University of California, the San
Francisco Medical Society; the Aserican Acadesy of Pediatricsy the San
Francisco Synecologic Scciety, and the Departaent of Social Services, the City
Attorney's Dffice, and the Juvenile Court of San Francisco; and

Nhereas, the report contains recossendations on risk reduction education,
laboratory testing procedures; pre-conception recossendat,ons; dentificatior
of infected wosen; care of inferted wosen and intravenous drug using sothers:
and also contains tecossendations on the identification of sxposed infants anC
the care of exposed and infected infants and children which will protect and
prosote pudlic healthy and

Ihtrcas,Alhu sesbers of the Health Cossission suppert the recossendations aade
in the report; now therefore be it

Resalved; -That the. Health Cossission accepts the report on policies regarding
the control of the perinatally transsitted HTLV-111/LAV infection and the care
of infected sothers, infants and pre-school aged children, and adopls the
seconsendat 1ons contained therein as guidelines for the Departsent of Public
Health.
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DRrAFT
Guidelines for the Control of
Human Immunodeficiency Virus Infection

1n Adolescents

Adolescent AIDS Task Force
Perinatal and Pediatric AIDS Advisory Committee
Department of Public Health

City and County of San Francisco

November 18, 1886
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The information and recommendations contained i1n this report
were developed and compiled by the Adolescent AIDS Task Force, a
task force of the Perinatal and Pediatric AIDS Advisory Committee
of the Department of Public Health, City and County of San
Francisco, It 1ncluded representatives from the Adolescent
Medicine Divisions of the Departments of Pediatics of San
Francisco General Hospital and the University e7 California, San
Francisco; the Bureau of Family Health) the Bureau of Communicable
Disease Control, and Community Substance Abuse Services, San
Francisco Department of Public Health; the Medical and Juvenile
Justice Staff of Youth Guidance Center, San Francisco's juvenile
detention facility; community agencies serving sexual minority and
homeless adolescents; the San Francisco AIDS Foundation; the §IDS
Health Project; and the N>zional Centar fo; Youth Law, These
recommendations were developed 1n response to requests from
juvenile justice staff and other agencies involved tn residential
placements of adolescents for guidelines for antibody testing and
placement of youth at risk for or infected with human
immunodetficiency virus {(HIV), This includes adolescents with
Centers for Disease Control (COC)-definad acquired
immunodeficiency syndrome {AIDS), those with lesser clintcal
manifestations of HIV infection such as AIDS-related compiex

{ARC)» and those with asymptomatic infection,

The recomrmendations which follow apply to all adolescents

known to be infected or at risk cf being infectod with HIV., They

61
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are designad to supplement previously published quidelines for the
control ~f perinatally transmitted HIV 1nfection (112) an2 for the

education of HIV-infected chiidren (3,42,

BACKGROUND

HIV_infection_in_the_Adolessent_Age Group.

As of May 16, 1986, 86 cases of AIDS in persons 13 to 19
years old had been reported 1n the United States. This represants
approximately 0.4 percent of all reported AIDS cases. The median
age of these patients was 19 yeary ald, and 79 percent wer¢ 17
years old or older. - Thirty-two percent were white, 42 percent
black, and 20 percent Hispanic, They were reported from 23 -
states, the District of Columbia, and Puarto Ricos 10 (12 percent)
were from California. Forty-nine percent were homosexual or
bisexual males, 27 percent had received infected blood or blood
products, 9 percent had bzen infected through hetero;oxual

contact, and 7 percent were heterosexual intravenous drug users

_1CDC, unpublished data)., In San Francisco, as of the same date,

there had been 4 cases of AIDS reported in adolescents., All were
17 years old or older; two wese white, one black, and one
Hispanic, Three were homosexual or b)sexual males, and one wis 3
hemophiliac. (San Francisco Department, of Public Health.
unpublished data) Thus, both nationally and locally adolescent

AIDS and, by inference, all adolescent HIV infection are pramarily
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diseases of older gay male adolescents and hemophiliacs, with a
higher proportion of non-whites than compared to AIDS 1n older

persons.

HIV Transmission_in_Hoyseholds

None of the identified cases of HIV in;octnon in the United
States are known to have booﬁ transmitted 1n school, day care, or
foster care sextings, or through other casual person-to-person
contact (4}, Other than sexuz! partners of HIV-infected patients,
infants born to infected mothers, or two cases involving
nonparenteral transmission of HIV from a patients to persan
provddigq extended nursing care (35,6), none of the family members
of tha over 23,000 AIDS patients reported to COC have developed
AlDS. Eleven studies of family members of patients with HIV
infection have failed to demonstrate HIV transmiszion to adults
who are not sexual contacts of the jnfected pit'ents or to
children who have not already been infe.ted perinatally (7-17),
However, if casual person-to-person transmissien of HIV infection
does exist, it should theoretically be greatest among young
children. This theoratical transmission would most likely involve
exposure of open skin lesions o; mucous membranes to blood and
possibly other body fluids of an infected person. We <«mphasize
that there ic no evidence of this type of transmissu&n occurring

in any setting,
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HLV Tegngmiggion_ in _Healsth Care _Settings

Transmission of HIV in hospitals and other health care
settings has been ovaluated in-S separate studies 1nvolving 1,498
heaith care workers (18-23), Six hundred sixty-six (45%) of zhese
heaith care workers had direct parenteral (noodlostlék or cut) cr
mucous membrane exposure to patients with AIDE or HIV infection,
primarily to blood., Twenty-six were found to be soropos:tnvo'whon
first tested; ali but 3 belonged to Qroups at increased risk for
AIDS (18}, One of these 3 was tested 2honymous!y and
epidemiologic information was unavailable, Of the 2 for whom
information was available, both were !oportod as prabeble,
occupationally related HIV infection (18), but neither had a
prooxposd§r0 nor an oarly:postoxppsuro serum to conclusively
Jotormine the onset of 1llness, In nddition..thorc are case
reports of a nurse who seroconverted following accidental
parenteral exposure to a2 needle contaminated with blood from an
AIDS patient (24), of a mother who seroconverted following
extensive prolongad mucous membrane exposure to biood from her
child with transfusion-associated AIDS (S), and of a2 woman
providing home nursing care who developed AIDS fcliowing prolonged
and frequent percutaneous exposure to an AIDS patient (8), On the
basis of these and other data, it has been concluded that needle
stick-associated transmission of HIV occurs extremely infrequently
in health care settings, curtainly much less so than hepatitis B

(2%), probably in less than D.5% of needle sticks involving
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seropositive patients (26), and, tharefore, infection control

recommendations have tacused on miniMizing needie stick 1njurres

(26,27},

tcisting Guidelina fqr Corregtional Settings

National roconmondatlbns have not yet been made regarding
prevention of HIV infection in correctional settings. In a survey
of 30 state correctional departments and 33 large city and county
jail systems, none of the 8 cases of AIDS in correctional ztaff
was r‘olr"-I "7 .nmate contact (28)., The qreat majority of AIDS
patients in prisons and jails were intravenous drug users., No
cases of HIV infection were known to have been acquired in
detention. Eighty-three percent of these institutions ﬁad )
educationd! programs for sta’f and inmates, and the large majority
had adopted conservative approaches to testing with 88% of the
state and 79% of the city and county facilities limiting testing
to diagnos:s of symptomatic jnmates or testing at the request pf
inmates, or not doing any testing:. Only 6 state and 7 ci1ty and
county institutions did routine testing. Therefore, in large
part, correctional institutions have opted for fimited testing
despite the fa;t that many deal with large numbers of inmates in

well recognized high risk groups.

Congerns_Regarding the Legal Rights_of_Minors
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California statutes guarantee minors the right to obtain
Services for the diagnosis and treatment of sexually-transmitted
diseases (25) and for the provision of services related to
pre 4tanCy, pregnancy diagnosts (30): and chem:cal dependency (31}
without parental consent. California law 2130 provides minors
with the same rights to confadontlaluty as adults seeking such
services (32). Chapter .11, Section 199.20 e3_se9 of the
Cdtifornia Health and Safety Code (AB 403) requires informed
writ;on consary Sefore serologic testing for the presence of HIV
may be psrformed or test results My be disclosed, <Current |eqal
interpretation of the above statutes is that adolescents gver age
12 havey the same rights to consent and éonfidontialuty in the area
of HIV testing 4s do adults and do not requrre their purents

" consent to be tested, T.us, adolescents should not be tested
without their written consenti Ind the:r test results should only

be disclosad based on their written authorization.

RECOMMENDAT |ONS

1o Adelescenzs_in_School Settings. '¢ is urgent that schools
provide meaningful information about the modes of transmission and
the risvs of acquiring HIV infection to students, pa}onts and
teachers. The basic principles of health promotion and

communicable disease prevention shouid be Part o7 the K-12
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curriculum, In addition, Family Life Education should begin 1n
the Sixth grade at the !atest and shouid include units on sexual
values and attitudes, as well as the prevention of sexually
transms:tted diseases 1ncluding HiIV i1nfection, Personnel
responsible for teaching these units shouid be fully trainec and
certified to be competent In h;ndlan the sensitive (SsSues raised
by this ‘subject area., Parents should be informed of the i1nclus:on
of This material in the curriculum and invited to review and
comment on the contents, They should 3150, where possible, be
provided with the opportunity to participate in informational
meetings to address their concerns and answer their questions. In
addition to previous reconmendations regarding education (3}, we
recommend that the Board of Education develop and institute
competency tests in the area of health education, including HIV
and other communicable diseases, to quarant;o that the material

has been taught in an effective manner,

2. Homeless and Tryznt Adolesgents, Public and private

.

3gencies serving these populations should develop educationdl

materials and intervention strateg.es which caa be i1ntegrated into
thetr current programs., Attempts should be made to reach homeless
adolescents In areas of the city not currently served by existing
providers, All personnel involved in these programs should be
Qiven adequate information and training in the prevention of and
tdentification of those at risk for HIV infection as well as

techiques for i1ntervening with adolescents 1n the area of sexual
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behavior and intravenous drug use. Safe 33Y practices should be
encouraged tn all adolescants ssen regardless of sexual

ortentation, drug use, or other risk i1ndicators.

3+ Qurpatient Serviges for Ag:Risk_Adolascents. This group
tnctudes 3dolescents involved tn drug, alcohol, and menta! health
programs and adolescents rooivinq family planning services,
sexually transmiited diseasy treatment, and spectalized services
for sexud!l minorities. We recommend that the same recommendations
mads for humeless and truant adolescents (Section 2) be followed

for this group.

4. XYourh in Residencial Settings. Due to the special
circumstances «n these facilities, we racommend a comprehenstve
approach similar to that for the schools, t.e., thorough education
of staft in the areas of sexuality, sexually transmitted diseases,
and HIV prevention including s3afe sex Quidelines; general
infection contro! guidelines; materials and Qroup sessions for the

rezidents; and education of parents where possible,

Testing Recormendations

In general we beltyve that testing for the presence of
anti-HIV gntibody 15 not useful for adole<cents and récommend that
It not b2 routinely advocated sr required. Qccasicnatliy, antibody

testing may be appropriate in evaluating adolescent patients with
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unexplained adenopathy or other siQns and symptoms of HIV
infection. In these r3r: instances, testing should d3 conducted
in a medical speciaity clinic zxparienced i1n the diagnosis and
treatment of HIV infection, In other instances, INONYMOUS testing
at alternative test sites may be :pproprlato as a health
aducational oxpernonce tor certain highly motlvatod adolescents.
In any event, this testing must be voluntary and should not be
conducted while the adolescent is in detention. Confidentiality
requirements should be strictly observed with respect to any

testing of adolescents,

1. Nen-Regidential Settings

2. 55299122 Previously published guidelines developed by
the Department of Public Heslth for the San Fran isco Unitied
School District recommend that (a) widespread school-based
educationa!l programs be implemented for students, parents, and
teachers; (b) there be no manhatory HIV antibody testing for
school staff; (c¢. placomoﬁt decisions regarding studencs known to
be infected with HIV be reviewed by a joint committee of the
Department of Public Hezlth and the San Francisco Unified School
District; {d) strict confidentiality be maintained; and (e}

uniform disinfection procedures by adopted (3).

b. Pregnant Adolescents. Previously published gquidelines
developed by the Department of Public Health recommended that HIV

ancibody testing be conducted on a confidential basis by the
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prenatal care provider in the first trimester only for women who

are at risk of having been exposed to HIV infection (1},

2, Residential Settings. Residentiai settings include foster

carer» group homes, sheiters for homeliess adolescents, &nd juventie
Jjustice and mental health facilities. All adolescents entering
res:d}ntial sett:ng should have 3 complete medical evaluation upon
admissio;. It the adolescent is determined to be at-risk for HIV
infection, testing can be suggested by the medical provider
according to general quidelines stated ibave. We do not recommend
manditory xesting, regardless of risk sySius due to the low
incidence of seropositivity in this population.

There is no reason to requnre.testing of staff 1n these
settings, All residentia! sett.ngs need to insure that they have
updated i1nfection control quideline stressing uniform disinfection
procedures for body fluid spills, All staff need to be educated

about the techniqués .nvolved 1n implementing these quidelines,

Recommendations_for _Yor.th Known_to _be_ Infected with HIV

1+ Non-Residential Settings. We recommend that HIV-infectred

adolescents have no restrictions on access to educattional or other
treatment programs except when their health provider recommends
such restrictions to protect them from exposure to i1nfection,

Previously published quidelines for the education of children

U

Aruitoxt provided by Eic:




E

66

tnfected with HIV provide for 2 case review for any infected

student enrolling tn the schools (3),

2. Residential Settings

3. Adolescents_1n_Detention. All adolescents entering

detention should have 3 thorough medical cvaluation, A
specially-designated on-site physician should make the
determination as to whether the adolescents can be housed in 3
routine setting orf whether there needs to be a more protected
environment. Routine isolation is not indicated., Regardless of
the placement decision: the right of the adolescent to
confidentiality must be maintained. The fact that an adolescent s
infected should not be disclosed to anyone (including ;thor
detanne; adolescent or probationary counseling or residential
staff) except for medical staff involved 1n his or her direct
care. As mentioned previously, staff should follow strict
|nfect|9n control procedur2s i1n these settings whether Oor not

these facilities are housing HIV-infectad individuals,

bs Youth_in Other Residentia! Facilities, There ts no reason

to exclude asymptomitlc HIV infected adolescents from any
residential setting., A medical review should be done prior to
placement to determine any special qeeds. Confndont}aluty should
be carefully maintained, Disclosure to social service, legal, or

probation personnel should noz occLr uniess, as determined in the

O
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medical review, such disclosure 1s necescary for the protection of
the adolescent or othe. . with whem he or she may have contact.
Disclosure to anyone other than the adolescent medical provider
should occur only with the written consent of the adolescent or
court order when deamed medically necessary., Obviously
adolescents who are clinically 11t require special carey» and this

will have to be arranged on a case-by-case basis.

Special counseling should be available for infected
adolescents in 2ll residentral settings. This should rnclude
psychosocial support 3s wcll_as coordination of services which the
ado}oscont currently needs or will need 2o cope with the disease.

Recommendations_for Asymptomagic Adolescants with High_Risk

Bahaviors Whuse Antibody Status i1s Unknown

Intensive educational efforts shouid be targeted <o this
group and thesr service providers., As long as the i1ncidence of
HIV 1ntfection and clinical AIDS remairs low i1n 3dolescents, there
should not be any restrictions on residential piacaments and no
routine testing including correctronal settings, Adolescents who

hive been counseled and request testing should be referred to

aNONyMOUs test sites,

CONCLUS IONS
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These are interim guidelines which will nead to be reviewed

3s more i1nformation becomes available on the :ncidence and natural
history of HIV infection 1n adolescents, We emphasize that the
prevalence of HIV infection among aduviescents in San Francisco s
| ow anq that there 15 NO evidence supporting HIV transmission
among adolescents not involved in sexual contact with infected
partners, not sharing needies, and not exposed to blood or blood
preducts., We conclude that routine testing for HIV snfection
should not be conductad in any group of adolescents at this time.,
i+ San Francisco Department of Public Haalth., Guidelines for
control of perinatally transmitted human T~}ymphotropic virus-type
I|I/Iypphadonopathy-assogiated virus ;nfeqtnon and care of
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Chairman MiLLER. Thank you, Dr. Grossman.

I am going to_ask the panel if they have any questions for you.

Cungressman Dellums.

Mr. DeLLums. Yes. Doctor, you mentioned that you agree with
me with respect to the issue of civil rights, but you specifically
went to certain legislation passed by the state legislature that you
thought prohibited the capacity to assist in this area. Would you
elaborate on that and be a little more specific?

Dr. GrossMAN. If the obstetrician or the person who is dealing
with the mother knows that the mother is HIV positive, in other
words infected, he is prohibited from sharing that information with
the delivery room nurses, who might be exposed.

While I firmly believe that AIDS is not transmitted by casual
transmission, contact in the delivery rooms is not casual. Large
amounts of body fluids and the placenta are all infected. So, the
delivery room personnel need to be protected.

Furthermore, the person taking care of the baby needs to be in-
formed that the baby is at risk because the medical management of
the baby is different. So, maybe some legislation would be neces-
sary, and I have discussed this with some members of the state leg-
islature, to make adjustments in the case of prenatal AIDS.

Mr. DeLLumMs. Thank you, sir.

Chairman MiLLER. Congresswoman Boxer?

Mrs. Boxkr. If a woman has AIDS or ARG, is it definite that the
child would have AIDS or ARC?

Dr. GrossmaN. I am glad you asked that question. If a woman
has AIDS, if she is HIV positive, her antibodies ill be transmitted
to the baby. So, when the baby is first born, the baby is antibody
positive. There is no way of knowing immediately at birth whether
the baby is or is not infscted, until we get six or eight months
down the line.

Approximately fifty percent, just to give you a round number, of
these babies will b2 infected.

Mrs. Boxkr. Fifty percent.

Dr. Grossman. Fifty percent.

Mrs. Boxer. Then, do you feel we ought to move toward requir-
ing a blood test for marriage to test for AIDS?

Dr. GrossmaN. Well, I have given this quite a bit of thought. My
own personal position is that with the current prevalence of AIDS,
we should strongly encourage it but not yet require it. As the dis-
ease spreads, I may change my view.

Mrs. Boxer. Thank you.

Chairman MiLLER. Congressman Stark?

Mr. StARK. Doctor, with limited experience thus far, what can
you project, hopefully not the worst case, but what you anticipate
may happen in the future? What do you see for general hospitals
in the medical care delivery system, and then children’s hospitals
in communities where we are fortunate enough to have them?
What do yeu see as the impact just on financing and on the system
in general. Do you have to build special wards? Are there going to
be great impacts or is it just an expansion of the present system?

Dr. GrossMAN. No. I think that if the predictions hold true, and I
believe they will, we have to think about separate systems because
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the impact on the present system is going to be absolutely enor-
mous.

Mr. Stark. Actually separate hospitals?

Dr. GrossmaN. I think either separate hospitals—we use to have
communicable disease hospitals in the past, and separate facilities,
and not only acute facilities are needed, convalescent facilities will
also be needed.

San Francisco, as you probably kncw, has probably the most en-
lightened system in the country, and it is the most cost-effective.

Mr. Stark. Children'’s hospitals too?

Dr. GrossmaN. Not yet for children. But the system for adults is
absolutely straining. It is absolutely at its limits.

Chairman MiLLer. When you talk about separate systems, are
you talking about separate children’s facilities?

Dr. GrossMAN. I am now talking about adult AIDS. The impact
of adult AIDS, as we foresee it today will be enormous because we
have a pretty good idea of numbers. It is probably greater than the
impact of children’s ATDS because the numbers are greater. The
numbers of people alive who are now infected is, as you know,
very, very high. We expect a large percentage of them will come
down with the disease.

Children’s numbers will always be smailer, I think, because in-
fected children do not live very long. So, the number of children
who are alive is going to be smaller. There is a development that
could occur which will affect both children and adults if successful
drugs are found to control the virus. It is possible that we will see
large numbers of people who will be alive who will not progress,
but who will be neurologically affected because the virus affects
the brain in most instances, producing a disease like Alzheimer’s.

These individuals, aduits and children, will also require care,
probably some kind of custodial care. I think the costs are going to
be phenomenal. For children, I think the biggest problem today
that I see is finding a place for them. It is difficult to find foster
homes, and adoptive homes, and you may have read that one major
hospital opened a ward for such children. That is no place for a
child to live. There is not much emotional development going to
occur in a hospital ward.

So, we need to think about how we can piace these children, one
of the other speakers will address that question.

Chairman MiLLER. Let me ask, is it realistic—it may be realistic
because that is what the problem is going to require, but as you
anticipate how you move into a system where you may need sepa-
rate facilities, from a public policy point of view, how do you bring
that about?

You krow that we have private hospitals and public hospitals,
and they are all run under different systems. Is tomebody going to
designate those, are we going to commandeer them from the Feder-
al Government, to designate those facilities or are you . . .

Dr. GrossmMaN. Well, I think what Congress does at~t costs is
going to make a great deal of difference. Today, in « : hospital,
San Francisco General, even though every AIDS patient is eligible
for MediCal and Medicaid, we lose $50 on every patient because of
the way the reimbursements are set.
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The City of San Francisco subsidizes the extra $50. The more pa-
tients we have, the more we lose. You know, this cannot go on. So,
I think if reimbursements are adequate because the cost is high,
the private sector may become interested.

The sort of things we have talked about in San Francisco, and it
is just talk, I want to emphasize that, no decisions have yet been
made, is motivating some of the private sector hospitals who have
a lot of empty beds to open major services for AIDS patients. At
the moment the only one who has those is San Francisco General,
where I work.

The other possibility we talked about is asking the Federal Gov-
ernment if it is interested in reopening the U.S. Public Health hos-
pital in Sar Francisco. It was closed some time ago, ar 1 is now
under the Department of Defense. Again, just talk. That .s one of
the options.

Chairman MiLLER. I assume in that context we also have io con-
front the civil rights issue of separate facilities.

Dr. GrossMaN. Probably would, but if the numbers come to a
point, there may be

Chairman MiLLEr. No options. 1 understand that.

Mr. Stark. Doctor, did you say or did I interpret what you said
to mean that even if we find some way to kill the virus, that after
a certain period of time, their mental capacity will be so dimin-
ished from having AIDS till we arrest it, then we are going to have
a group of disabled people who are cured? Is that—Dr. Grossman.
Yes. You have caught my drift correctly. One of the first effective
drugs is AZT. Again, I am yot talking about children now. AZT is
now being used. AZT prolongs life but it doesn’t cure anybody. So,
the people seem to live twice as long, which means you have twice
as many patients to care for at any given time, and it costs twice as
much, and the drugs are expensive, and, yet, the outcome in the
end may be the same.

So, that is one issue The other issue is that the brain is almost
always affected—the virus destroys brain tissue. So, if you stop the
progression of the disease, at least for X number of years, there is
going to be a significant number of individuals whose neurological
disease will require care, serious neurological disease, both adults
and children.

One person writing about AIDS indicated that AIDS victims also
faced poverty in that we are talking somew' .re in the neighbor-
hood of $114,000 per car  ~- that fignre som:thing that you have
had ‘experience with or do you have any different kinds of figures
for the amount of costs?

Dr. GrossMaN. I do .10t have that figure at all, Congressman.
Since we are talking about children, let me point out that many of
these children are born to mothers who have AIDS themselves. So,
(a) they are ill 2nd unable to care for the baby; (b) many of them
are dead as the child grows up, so there is no mother, and the
family unit is broken up quite often.

As far as adults are concerned, San Francisco’s costs have been
lower, but they are rising, and the cost of drugs is very high. I do
not have a number for you, but it is very high.

Chairman MILLER. One of the things that got me to thinking
about this hearing was testimony from some of the people in
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Newark who tried to get this committee, along with Congressman
Waxman’s committee, to visualize the idea of the dying parent
trying to take care of the dying chiid. We had to ask ourselves
what kind of facilities we envisioned those people living in, espe-
cially since a majority of th. parents were still drug dependent.
That is what they are confronting in Newark; there are absolutely
no facilities—you are starting to turn hospitals or public facilities
inte communes so you cen try to keep some semblance of this to-
gether. Of course, in other instances, *he parent has other children
at home, and it is just a total collapse.

This is one of the things that we hope to be able to explore. This
is not going to be the last hearing on the subject, but there is just a
total collapse in terms of the support system. It is non-exisient for
a number of these parents, either because they are also dying or
they have other children, and we have Just not matched ‘e sup-
port systems with the problems, according to those who are work-
ing with it on the East Coast, where I think it is somewhat more
advanced than we are seeing here so far.

5o, I just ask the members to keep that in mind. Here we are
with the first witness and we are talking about an entirely differ-
ent health system than we have, an entirely different socia! sup-
port system, an entirely different family support system, and an
entirely different maintenance system for disabled people, if we are
successful, as we partially think we can be.

Welcome to the hearing. Welcome to the Children’s Committee.
How come we never have nice subjects on this committea? So, that
is the challenge.

Thank you very much, Dr. Grossman.

Dr. GrossMAK. Thank you. I am gorry I have to leave.

Chairman MiLLER. Next, we will hear from Dr. Benjamin.

STATEMENT Q¥ DR. ROBERT BENJAMIN, M.P.H., CHIEF, BUREAU
OF COMMUNICABLE DISEASES, ALAMEDA COUNTY DEPART-
MENT OF COMMUNITY HEALTH SERVICES, OAKLAND, CA

Dr. BENJAMIN. Good morning.

Many of the more clinical points that I wanted to talk about
have already been very adequately covered by Dr. Grossman. What
I would like to do, I think, is to go over very briefly our local situa-
tion here in this county to give you some idea of what is going on
here, and a little bit more generically in the Bay Area.

In my testimony, I started with a more global discussion, and I
think there is no need to reiterate that with you all.

In Alameda County, the number of cases that we have seen so
far is 340. Now, while this does not seem like very much compared
to what New York and San Francisco are seeing, if you put this on
a national scale, this gives us as many cases as the state of Con-
necticut, and this is just one county.

Here, in this county, we have the advantage of being able to see
the future by looking west. We see very clearly what has gone on
in San Francisco, and those of us who are into long-range planning,
and this is something tnat I will get to in a few minutes, we see
very clearly that that is what is absolutely mandatory in order to
prepare for what we see as coming.
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Projections that we have made state that by 1990, we in this
county will have as many cases as San Francisco now has. So, we
have to prepare for that, and that is assuming, that is assuming
that there is no further new infection. That is based on people who
have already been infected.

Within our community of cases, eighty-one percent are gay or bi-
sexual men, and about eight percent are IV drug users, We are
se2ing a slow incresse in the number of heterosexvals. Right now,
it is about 1.2 percent in terms of cases, and I thinl* we can fairly
add to that another two ¢ three percent of those in..ividuals who
are now classed as new identifiable risk. They do not know how
they got it, but they are active heterosexuals.

While we here in Alameda County have not yet seen any report-
ed cases of pzdiat.ic AIDS, if there were a definition of pediatric
ARC—I know of .t least five cases that would be reported if such a
condition were reportcble.

No need to bore you with statistics relating IV drug use to verti-
cal transmission. So, I will not go into that.

We have done some very interesting studies beginning with con-
fidential testing in our methadone maintenance clinics, and what
we have come up with is about a twelve percent seropositivity.

In this county, we have an estimated 20,000, give or iake some,
IV substance abusers. That is not only opiates, vut other IV sub-
stances. This presents a very ciear problem in terms of perinatal
transmission.

Right now, and if we transiate that into numbers, twclve .ercent
of our estimsted IV drug users comes up with about 2,400 infected
individuals ir. that populatior: alone. Right now, the CDC’s

Chairman MiLLER. Ycu are talking currently?

Dr. BENJAMIN. Yes. Right now. Actually, the study that we did
was nine months ago.

Right now, the CDC is estimating somewhere around a million
and a half to two million Americans already infected. The way
they derive, as I understand it, those numbers is to take the
number of actual cases, make somec stab at the attack rate, and the
attack rate is defined as those people who will develop—of those
people who are infected, how many will develop the disease itself
over time, and right now they are estimating it at about twenty-
five percent, and I think most of us in the field believe tha. .ais is
unrealistically low.

So, what was needed, .ve felt—I have a bit of a different talk pre-
pared, but Dr. Grossman has done a lot of the groundwork. In this
country, most ¢ ” the general population firmly believes that this is
a disease of those other people, and it is vitally necessarv for us to
get their attention and to get them to believe that if they are het-
erosexually active outside of monogamous relationship., there is
some risk and they, indeed, could be at risk.

We tried, we struggled very hard with bow to do such a feat. A
very interesting study was done in San Francisco. There was a tele-
phone survey. and they had lots of problems with telephone sur-
veys, but what they did was they talked to heterosexuals who ad-
mitted over the phone having twc or more sex partners, and what
they found was forty percent of those people in San Francisco,
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which is a town that ought to know better, were practicing high-
risk sexual behavior.

How can we get their attention? What we decided to do was a
blind seroprevalent study, and that was the one that Dr. Gross-
man alluded to. For your information, iet me sort of explain what a
blind seroprevalent study is.

What we did was we took biocods that had been drawn at our
V.D. clinics and our pre-marital test sites. They were drawn for
some other purpose. PI‘hey were drawn for syphilis testing, and
after the testing that the blood was drawn for, was done, and just
prior to the disposal of the bloods, we removed identifiers. We iook
names off.

What went on the tubes of blood were only age, sex, and what
type of clinic site, not which sites specifically, but whether this was
blood from a V.D. clinic or from a pre-marital testing site, and then
we decided to look at what is the prevalence of. That is how we
decided to look at it. What is the prevalence of the virus in the
general population.

What we found looking at our V.D. clinic sample was overali 2.7
percent positivity. Now, we know that we see a fairly large——

Mrs. Boxer. Could you say that one more time, the number?

Dr. BengamiN. Within our ¥ . clinics, we found 2.7 percent posi-
tive, both sexes, but because .e know that we serve a fairly large
number of both gay and bi-cexual men, what we decided to do was
discard results or ignore results on bloods from men and look only
at women. That way we could be certain that wnat we were look-
ing at was a population other than gay or bi-sexual men.

What we found is a little bit alarming. Now, I have to state that
because we were not funded to do this study, that there were also
some questions about whether or not such a study in this state at
that time was even tegal, we kept it small.

Chairman MILLER. Just a little.

Dr BeENJAMIN. Mind you, having worked on the development of
AB-488, the legislation which funded the establishment of alterna-
tive test sites in this state, and having followed very closely its
companion bill, AB-403, by Assemblyman Agnos, I had some very
good idea of what the intent of that bill was, and I felt very strong-
ly that this was not in conflict with that bill; otherwise, I never
would have done it, but there was still some question.

What we found in our pre-marital testing sites and in our bloods
from V.D. sites was that in women, we found a half percent positiv-
ity. Now, this does not seem very high, but what it translates into
is about one in 200.

Now, it could—because we had no ident ‘ying information about
these people, they could well all have been IV drug users. We do
not know. We know that they were not gay or bi-sexual men. What
we do know about these women is that they were sexually active or
were about to be sexually active because of the nature of the test
sites, and this is where this data is very important in terms of
making projections about the spread of the disease and the popula-
tion in general as well as vertical transmission to potential off-
spring.

Now, that information in and of itself is very important, but I
think what was even more important and more revealing was the
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reaction of the general public to that information when it came
out. A most outstanding thing happened.

The numbers of people presenting voluntarily to our alternate
anonymous test sites in all of the counties in the Bay area, our
county specifically, doubled, almost tripled, and the number and
the type of people presenting changed dramatically.

In our county, prior to release of this study, about ten or fifteen
percent of the people presenting for testing voluntarily were het-
erosexual. Now, we are running sixty to seventy percent. Similar
shifts were found in San Francisco, Marin, Salerno, Contra Costa,
other counties.

What this says is that this type of study, a blind seroprevalent
study, has great utility, not only in understanding the rate of pene-
tration of this virus into the general community, but as an educa-
tional tool for the general puolic, which they understood that all of
a sudden, I mean, it just clobbered them over the head.

This said to them, gee, maybe we could bz at risk and, even more
outstandingly, it motivated them to take some action. Now, wheth-
er or not this swill be translated into taking the real action that is
necessary for prevention and that is in the heterosexual cornmuni-
ty, those with multiple sex partners, proper use of condoms every
time, remains to be seen.

These kinds of studies, blind seroprevalent studies, need to be
done repeatedly. They are called point prevalent studies. So that at
any point in time, we can tell about the spread of this virus in the
community and we can tell each comr:unity, and the studies will
reveal very different risks in each community.

In Alameda County, it means about one in 200 women in this
small sample, and I am hoping that it may be less, but I do not see
any reason to believe that it should be. it would be very different
in San Francisco if we did this study. My guess is that there would
be a higher prevalency, ard if we did this study in some of the
rural counties, a much lower prevalency.

That brings me to prevention. The message here, I think, is very,
very simple. I have not heard it stated loudly enough nor clearly
enough nor simply enough. AIDS is a preventable disease. I hear
we can stop AIDS now, we can hear all kinds—we hear all kinds of
messages, but the one that I do not hear enough is this is a pre-
ventable disease.

Now, our object here is primary prevention, prevention of infec-
tion, not how to deal with people who are already infected and how
maybe to prevent the disease from occurring.

My, Stark, your comments ~bout costs are, I think, salient be-
cause I think the national experience has been that from time of
diagnosis to time of death, it costs about a $140,000 per AIDS pa-
tient. In the Bay area, because of the support systems ihiat we have
been able ¢o develop, the cost is much less; it is around $40,000.

I would much rather spend $100,000 and prevent five cases, even
if that intervention—that is a very costly intervention to prevent
only five cases. I would much rather do that than spend the same
amount of money treating one. No question.

How to take this prevention message out into the publ.. My own
feeling is that we need to make AIDS a women’s health issue. This
is not an abrogation of my responsibility as a male, but we have
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seen this work in terms of contraception. We need to empower
women more fully to take responsibility over their own bodies,
their own health, and responsibility for the heaith of their future
and prospective offspring.

Women need to be empowered further to say no to their prespec-
tive sex partners. They need to feel comfortable in saying if you do
not put that condom on, you are going to have to look for somei.ody
else. Only if we can get that message across to women can we
{nake a dent in the spread of this disease in the heterosexual popu-
ation.

In termis of screenings, screening is another way of preventing
disease in terms of its educational impact. I have already dealt
with what happened here in the Bay area when we released the
results of our tests. I think that attempts to mandate screening
sheuld be discouraged.

Our experience with pre-marital testing for syphilis has shown
this to be a very cost!y way to go. It has been unproductive in that
most marriage applicants have aiready been sexually active with
their prospective partners. I think that the education needs to be
offered at that time, that AIDS is sexually transmitted, and I think
that screening should be offered but nct mandated.

In this county, we are now putting in place protocols to offer con-
fidential testing at all of our STD clinics, our pre-marital screening
sites, and through every aspect of our perinatal programs, family
planning, pregnancy testing, pre-natal.

I think planning is vital, and I am saying this not in a local con-
text, but in a nationa’ context. I submitted at least to you all copies
of our AIDS plan. AIDS is a disease with at least a five year incu-
bation period. Any plan that does not take that into account and
present itself as a five year plan is less than adequate, and I think
every community in the United States needs to begin this kind of
planning.

In terms of treatment, I am not sure I agree completely with
what Dr. Grossman has said. I think that the nature of AIDS i..
the pediatric—pediatric AIDS is somewhat different from that in
the =dult. I think that because it is, at this peint, the numbers are
so low, I think we might think about, consider thinking about re-
gional pediatric centers.

Witin the Bay area, we now have four such places which could
wrell qualify. U.C. San Francisco, Stanford, Children’s Hospital, San
Francisco, and Children’s Hospital, the East Bay. I have already
opened discussions with Children's Hospital here in Oakland. Their
service area is outstanding. The East Bay, as far as their service
attachment area is concerned, extends to Sacramento and as far as
Nevada.

Chairman MiLLer. If I could ask you to sum up a little bit, not to
cut you off, but I am going to lose my panel in a half hour. You can
come back. I would just like to let t..em hear the other people.

Dr. BensaMIN. Actually, rather than go on ad nauseam, I will
stop.

[Prepared statement of Robert Benjamin, M.D., foliows:]
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Background - Dimenziegs}of the Epidemic

There is no doubt tut thdt we are now in the early chases
of the most serious pandemic (world wide or global
epidemic) of this century. Every nation which bas looked
for AIDS has identified cases. Some nations,
predominantly those spread across the central parts of
Africa, are reporting prevalence of infection in as high
as 10% of their entire populzations. The epidemiology of
those infected is exkibiting wide regional and seographic
variation. oo -

In Africa, the disease appears equally prevalent acceg the
sexes with a distribution of 1:1::male:female. The
disease is clearly teing transmitted through heterosexual
contact and being further spread through transfusicn of
blood and the reuse of contaminated needles. Special
survey studies have shown 10-13X of blood donors in
Kinshasa, the capitol city of Zaire, are irfected.
Becxuse the per capita expenditure for health in b st
developing countries is so low, it precludes the
expenditures necessary to screen blood for HIV prior to
transfusion. This rode of transmission, however,
represents only a szall fraction of the overwhelming
sexual transmission. Further complicating the picture is
the proven vertical transmission from infected women to
newborn offspring with infection occurring in utero, at
birth and/or during breast feeding. Globally, therefore,
heterosexual transmission between adults and vertical
transmission to the fetus represent the majority of the
transmission taking place.

In thé United States, as of December 1986, the CDC
reported 29,003 cases. In the United States, while the
modes of transmissiorn remain the same, the epidemiology is
a bit different with 74X of the cases being reported in
homosexual /bisexual men (8% of whom also report IV drug
use) and another 17% of cases reporting IV drug use as
their only risk. Overall, the ratio of males to females
is 13.7:1. Cases acgaired thrcugh heterosexual cortact
account for 4% of the total.

Strikiug regional difterencss exist within the United
States with gay/bisexunl men making up the predominant
caseload (J7X) in San Francisco as compared to the State
of New Jersey where IY drug use accounts Zor 52% and
Newark, N.J., where an estimated 80X of their cases are
heterosexual IV drug nsers.
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when looking at ethnicity. 2ifferences between adult and
pediatric cases are rema-a:ble with 60% of adult cases
White, 24% Black, and 14% Zispanic (38% people of color:.
Pediatric cases, howevpr. are 20% White, 57% Black and 3%
Hispanic (80% people of c:lor) reflecting inner city IV
drug use, heterosexual tracsmission between spouses ané
vertical transmission frcm infected mother.

Migration of the virus ou: of the gay population and ints
the gernieral population 3is row occurrxng through bisexual
activity, IV drug use, IV Zrug use xn prostitgtes, and
other heterosexual activizy involvihg multiple sex
partners. As a result, :es:onal differences in rates of
new transmission of the EIV are being noted with a .
relative slowing of transzission in the gay communities <=
San Francisco, Los Angeles, and New York which have beexz
the target of major educaticnal interventions and an
increase in the rates of =zew transmission in the IV drg
using populations and in rezerosexuals with large num.

of sex partners. Similarly, geographical distribution .
shifting from urban to suturban and will ewventually begix=
to appear in ever increasizs numbers in the ruv:zal
populations of America.

Locally, as of December 3., 1386, we ha.e had a cumulativs
total of 328 AIDS cases re;:rted in residents of Alameda
County since ~e began surveillance in 1981. This ranks
Alameda County fourth in tze State after Los Angeles, Saz
Francisco, and San Diego a=Z gives us 1.2% of the nation’s
total caseload. If Alamecz County were to be ranked in
the CDC’s listing by State, we would rank 16th in the
nation, having only two cases fewer than Connecticut.

(See CDC Surveillance Repcrz, December 29, 1986, Appendi:
A).

Since 1981 we have seen the number of cases double
unrelentingly every 12 montts with 45% (149) of our cases
dingnosed in 1986. Analysis by risk factor reveals 87%
gay/bisexual men, 8% Hisparic and 4% Asian.
Geographically, 76% of cases were in North County (55% in
Oakland) and 24% in South Counvy (See Appendix Z for full
statistical breakdown on Alameda County.)

Projections

In order to prezdict the ful -'re number of cases, multiple
factors must be examined and tal'en Znto account. These
have to do with current seroprevilence, estimates of the
size of the populations at xisk, and changes in other
diseases with similar epidenmiclogic transmission patterms.

Studies done on sera from the genexal population, based c=
county studies as woll 25 blood bank data, indicate a
seropositivity range from 0.05% (blood banks) to 0.5%
(general population). Similar studies undertaken in
sexually transmitted disease clinics show a seroprevalence
of 3% positive while the self selected-population
presenting to the alternzte test sites within Alameda
County reveal 12X positivity.
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Cstimates =f pcpulation at risk vary greatly but estimates
of 30,000-22,000 gay/bisexual men and 18,000-21,000 IV
substance 2cers have been labeled as conservative witn
estimates f:r IV drug use cftan being several magnitudes
larger.

Surrogate =z2rkers of behavior patterns grovide useful
informaticz regarding risk of exposure tc EIV. As general
indicatore <F diseases transmitted sexualliy and by IV drug
use, it is revealing to look at changes . in incidence of
hepatitis Z. =zyphilis, and gonorrhea. Over the past two
years, hepa:titis B has increased 47%, gonmcrihea, 14X and
syphilis, Z:X%.

It is interssting to note that of all cases of infectious
syphilis iz 1983, 29.4% were among gay mex as compaced to
9,2% in 153Z. This reveals a dramatic iacrease in
syphilis a=zag the heterosexual populaticz. Similarly, a
review of s7ohilis serologies of all womez delivering at
Eighland Ecspital (574) in the 9 month period between
March and Xzvember of 1986 showed an averzge overall rate
of positie serologic tests fcr syphilis cf 12.2% with a
range of 7% in June to 18% in November. Txhese data do not
bode well for assumptions suggesting that cpportunities
for new tra=smission of the HIV are decrezsing--in point
of fact, txkey indicate the opposite.

Seroprevalezce Studies

A limited seroprevalence study done on attendees of one
Methadone ¥a2intenance Program within the ccunty revealed
an overall 2% seropositivity. While this prevalence is
at this poi=® in time still lower than is teing
experience? in most East Coast Cities, givea our IV drug
asing population conservatively estimated at +20,000, this
would yield at least 2,400 infected, predcrinantly
heterosexual IV drug users, many of whom are involved in
the sex indzstry in order to suppo.t their drug habits.

In an effor: to ascertain the extent to wkich this virus
has penetrated into the. general populatioz, a blindad
seroprevalecce stuly was undextaken, utilizing bloods
drawn from Alameda County’s Sexually Transnitted Disease
(STD) Clinics and Premarital Testing Sites. The
assumption being that this sample wouid represesnt the
general popalation of currently sexually active adults,
presumably with multiple partners (STD cliunics), and
adults either currently, or abcut to be sexually active
with presumably (although not necessarily) fewer Fartners
(premarital sites).

Bloods were entered into the study after syphilis
serologies wzre performed &nd just before {they would
normally have been discarded. Only sex and typs of clinic
(STD/FM) was placed on each tubs of blood. Because all
identifying information was removed after syphilis testing
and before testing for HIV Antibody, no possibility
existed for any test result to be linked to any
individual, nor was it possible for any individual to
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identify his/her blood nor receive results of any
testing. This "Blind™ type of study was performed to
assura anonymity and confidentiality.

Because we know that our STD clinics serve a sizeable
population of gay/bisexual men, and because risk factor
information was not available due to the blind nature of
the study, it was decided to look caly at results of
testing done on bloods drawn from women as representative
cf the non gay/bisexual segment of the population.

The results showed a 0.5%X .seropositivity in women
atteading our STD clinics and a 0.5% seropositivity 3in
women attending premarital testing sites. This means that
approximately 1 in 200 women attending those clinics was
infected. Again, because no risk factcr information was
available, it is possible that all women testing positive
may have been IV drug users. One tking however, is known
- that they were all sexually active or were about to be.
This information has potentially grave implication for the
prospects of vertical transmission and the appearance of
increasing numbers of children with AIDS and ARC.

This study was done on bloods drawn >etween November, 1985
and Yay, 1986 and represents prevalence in the population
almcst one year ago.

When the results of this study becaxe public in January of
this year, public reaction was astournding. The nunber of
people presenting to our anonymous test sites increased
two to three fold with a dramatic stift from 10%
heterosexuals before release of stucfy results to 65-75%
heterosexuals after. The general pcpulation had heard the
messzge and understocd that AIDS was no longer a2 disease
of "Those other people”. They not caly realized that they
mighs be at risk, but even more impcrtantly, they were
motivated to take some action.

This public reaction states loudly and clearly that blind
seroprevalence studies are vitally necessary, not only to
increase our understanding of how this disease is
spreading within the population at large, but also as an
education ' tool and motivating force for behaviour cha .ge.

Prevextion
The c—essage is simple:

AIDS IS A PREVENTABLE DISEAST
This has not been said loud enough, clearly enough, simply
enough or often enough. While it is not yet vaccine
preveatable, it is, nonetheless preventable.
Primary prevei.tion of infection is the objective, primary

prevention of infection in the individual, and primary
prevencvion of vertical transmissior to the fetus.
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-t is imperative that AIDS be =z=ade 2
women's health isgzue. This is not to imply ar atrogation
of responsibilizy on the part of men, but rather o
fyrther empoW2r wWimen to take responsibility fsr their own
health and the nealth of their future offspring. This is
to r2iterate a ¥cz=an’'s right to say no - to inszst on
condom use in oxZer to avoid infection. We have seen very
cleariy how well this worked with contracepticz.

Similarly, wome:z i

Toward this end.

—ust assert their rights to hezZ<h by

giving their parzzers a choice - either use a cczdom or g°

alsewhere!

Screening for Anzibody is another means to prevent
padiatric AIDS. This shouid be voluntary and lizXed to
perinatal services. All women presenting at fasmil
planning, pregnazcy testing and prenatal clinics should be
educated regardizg the transmission of AIDS. Eistories
should be taken < elicit any high risk exposures, and

voluntary confideztial testing be offered.

Attempts to mancate premarital testing should te
discouraged as exgerience with premarital syphillis testing
has proven it to te exceptionally exra2nsive, ncT
productive in idezzifying positives, and too la=e in that
most prospective marriage partners have alre«dy Teen
sexually active (toth with others as well as witk their
prospective mates) well before applying for marriage

licenses.

Treatment

Because the nature of AIDS/ARC is so very diffexezt in
children, it will become necessary to establish zegional
pediatric treatzezi centers capable of providing acute and
lcng term care as well as coordinating soc’al azZ other
supports surrouncing outpatient services, educaticn,
financing, (legal cisability, and hospice services.

Within the Bay Area, there exist four facillities which
could serve these purposes; UCSF, Stanford, Children’s
Hospital of San Francisco and Children’s Hospital of the
East Bay. These hospitals now serve most of Northern
California as their catchement area.

Cost/Financing issues must be dealt with i terms of
making AIDS and AEC Medicaid/Medicare eligible.
Similarly, development of a national Catastrophic
Insurance Plan which would cover all aspects of EIV
infection and related disease must be considered.
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It is clear that local j:risdictions cannot bear the =cz=
that this diseass will :ring. Governor Deukm=jian's
recent decision to reducs i*adi-Cal payments by 10% wil>
have immediate impact oz MCH and family planning
outpatient interventicrs as w2ll as on the nore obvicus
inpatient cosix. This dezision is tantamount to asii=
the counties, whose revszue base was severely comprom
by Prop. 13, to underwrize and sub.‘Adize the State. 7
counties can no more dc <his than can the State affor:
bail our the Federal Gecvernment on what is clearly a
national if not global gdisaster in the making. Major
adjustments in the Fedleral Budget must be comtemplates :=
order to meet this growizg crisis.

u llv uv

1]

G. Aprendices
A = CDC Weekly Surveilla=ze Report
B - Alameda County AIDS Summary Status Report
C - Alameda County AIDS Zesponse Plan
Appendix C:

[Alameda County AIDS Response Plan 1987, Alameda County Health Care Services
Agency, Oakland, CA, is retained in committee files.)
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€. AIDS CASES 8Y $TATE CF RESIDINCE AND OATL OF REPORT 7O COC

CETOAIER 29, 1926 - past 2

Year Ending Year Ending CIMALATIVE TOTAL SINCE Yne Y3y
“are of DET 29, ves<  Qif o, voRe  Agydifigobescesy Cnitgeen e
I3anEwne Nymger Pa-sen: Sraes Parcent Ngmpsr Parzent rppe Peoiany [T LN T
New York 2567 ( 30.5) 340 ( n) 9032 ( N.8; 150 ( 36.6) L2 (31
California 1912 ( 2.2) 2z () 6369 ( 22.3) 2 ( 8.4 6352 ( 2:.9)
florida 32 ( 6.4) es5) ( 6.5) 1859 ( 6.5) s (1.2 83 .4
tens 432 ( 5.9) 985 ( 1.2 1780 ( 6.2) n(2an 9 ( 6.2)
New Jarsey 459 ( 5.1 776 ( 5.9) 1664 ( 5.8) 60 ( 4.6} 172 (5.9,
inois 92 (2.0 i8S ( 2.8) 70 ( 2.5) s ¢ 1.2) ns ( 2.5
Pennsytvania 198 ( 2.4) 306 ¢ 29 61 ( 2.2) 8 (2.0 649 (2.2
rassashutetts 5 ( 2.0 278 (L) 55 ( 2.0) n ¢ 2.9 57 ( 2.00
Geargla 1 2,2) 02 ( 2.0 569 ( 2.0) L )] 5% ( 2.0)
Oistrict of Columsis 164 ( 2.0) 46 ( 1.9) si2 ( 1.8) 8 ( 2.0 520 ( 1.9
Maryland 48 ( 1.8) 184 ( 1.4) 40 ( 1 ¢ 6 ( 1.5) a¢ ¢ 1.2
vashington N ( 1.4) 174 (1)) 3B (1Y) B8 (L2
tovisiana 01 ( 1.2) 0 (L) m (LY 4 (1.0) NS (1.2
Virginla 108 (L) 158 ( 1.2) 328 () € ( 1.5) L ]
Connezticut B ¢ 1 (L2 ns (1Y 2 (2.9 330 ( 1)
“""-‘ uerte Rico 55 (1. 13 ¢ 1Y) 298 ¢ 1.0) 1w (e T (ay
Colorade 6 ( 0.8) 17 (1Y) 22 ( 1.0) 2 ¢ 0.5) % (LY
Ohio 49 { 0.5 128 ¢ 1.4) 2% ¢ 1.0) 1 ¢ 0.2) 28 (L0
Kichigan 51 (e () 243 ( 0.8) 3 ( o 246 ( 6.0
horth Carolina 67 ( 0.8) 81 ( 0.6) m ¢ 0.6) P c2) 172 ( 0.6
Arfzana 1 ( 0.6) 81 ( 0.6) 161 ( 0.6) 16 G.6)
Kissourt s1 ( 0.6) 74 ( 0.6) 157 ( 0.5) 1. ¢ 0.2 158 ( C.5;
Kinaesota 4 (¢ 0.5) 98 ( 0.7) 156 ¢ 0.5) 156 ¢ 0.5
Indiana 25 (0.0 67 ( 0.8) 121 ( 0.4) 1 (¢ 0.2) 122 ( 0.4
Dregon - 2 ( 0.4) 6 ( 0.5) ns ( 0.4) o 1B (0.4
South Carolina 37 ( 0.0 0 ( 0.4) 100 { 0.4) 4 (¢ 1.0) 105 ( 0.4y
Hawal 27 ( 0.3) $5 ( 0.4) 01 ( 0.4) 1 { 0.2) 102 ( 0.4)
Tennassen 19 ( 0.2) 4 ( 0.6) 00 ( 0.3) 1 ( 0.2) 01 (€.
visconsin 4 (0.) 42 ( 0.3 8 ( 0.3) 7 ( 0.
Oklahoma 20 ( 0.2) 2 (0.3) 75 ( 0.3) 1 ( 0.2) % ( 0.9
Alabara 29 ¢ 0.4 n ( 0.2) € ( 0.2) 2 ¢ 0.5) n (02
Kevada 1% ( 0.2) 37 ( 0.)) 64 ( 0.2) 64 ( 0.2)
Kentucky 17 ¢ 0.2) n ¢ 0.2) 62 ( 0.2) 62 ( 0.2
Kansas 12 ¢ 0.1) 7 ( 0.3) $3 ( 0.2) 1 ( 0.2) S8 ( 0.2
Rhoda Island 10 ¢ 0.1) M (0.3 s1 ( 0.2) 1 ( 0.2)
Utah ¢ 19 ¢ 0.2) 722 ( 0.2) 48 ( 0.2) 3 ¢ 0.7) 51 ( 0.2
Kev Mexico 14 ( 0.2) 25 ( 0.2) 4 ( 0.2) a (0.
Arkansas 10 ¢ 0.1} 2% ( 0.2) 4 ¢ 0.1) 4 ( 0.)
Oelavare n ¢ o) 2 ( 0.2) © (¢ 0.) a ¢ o.mf
Mississips! 8 ( 0.1) 28 ¢ 0.2) 4@ ¢ 0.1) 43 ( 0.1
Towa 12 ( 0.1) 20 ( 0.2) 3 ( 0.1) 1 ( 0.2) 6 (&N
Maine n ¢ 0.1 21 ¢ 0.2) N ¢ 0. 1 ( 0.2} 32 ¢ 0
Nev Harpshire 4 ( 0.0) 1 ( 0.1) 21 ( 0.1} 2 ( 0.5) 23 (0
Alaska s ( 0.1) 1 ( 0.1) 22 ( 0.) 22 ¢ 0.1
Nebraska 7 ¢ 0.1) n (0.1 2 ¢ 0.) a ¢ o.M
Vest Virginia 6 ¢ 0.1) s ( 0.1) 1% ¢ 0.1) 1 ¢ 0.2) 20 ¢ o.1{
Veraont 2 ( 0.9) 5 ( 0.0) 9 ( 0.0) 9 ( 0.0
Virgin Islands 1 { 0.0) 4 ( 0.0) 7 ( 0.0) 7 ( 0.0,
diho 3 ( 0.0) 3 ¢ 0.0) 6 ( 0.0) 6 ¢ o.o[
Mantana 1 ( 0.0) s ( 0.0) 6 ( 0.0) 6 ( 0.0
Vyoming 4 ( 0.0) s ( 0.0) s ( 0.0/
Korth Dakota 1 ( 0.0) 3 ( 0.0) 4 ( 0.0) 4 ( 0.0
South Dakota 1 ( 0.0) 2 ( 0.0) 3 (0.0 3¢ ::E
Gusn 1 ( 0.0) 1 ( 0.0) -0l
Yost Yereltory . o o o e el L0 e — 1 LA
TOTAL 8224 (100.0) M9 (100.0) 28593 (100.0) 410 (100.0) 29003 (‘°°-°E
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APPENOIX 8

A'z=aza County Health Car2 Services Age=zy
Bur2a. of Communicable Olseases. AidS Serstc2s
Sowmarcy St3tus Recort of all AlOS Case:.
Comulatisa wtih Alamess Counly Recidency at 2-2zacsis
ste: 1320095 Par:ons 0lagnnseq := Jata: 3287

Einnic Ortgine

Pre 1932 i3 54 Khite, non Hispénic 203 63%
1983 c 1004 Black, non Hispanic s2 203
1934 43 ki Hispanic 25 85
1¢3¢ gz 27% Astin H ]
1986 148 453

Ace at Qisg-zetls Residenc*

Under 20 z " 0ck:and 163 £

20 - 2¢ E 19% 8erkeley 29 10%

30 - 39 its 385, Aiameda . 2% %

40 - 49 iz 28% Emeryville 4 %

50 - 59 a3 143 Aibany 3 "

60 - 69 H N Pieimont 3 H

70 - 79 H " TOTAL, NORTH 228 765

Over 79 z 0 Hayward 22 "%

San Leandro 22 "

Sex* Casiro Valley 8 3%
Fremont ] H

Male 2¢” 97% Livermore 3 1%
Female H 3% Union City 3 1%
NewarXk 3 1%

Pleasanton 1 i

TOTAL, SOUTH n 24%

Proviger at Disanosts ]Rlsk factor*

County Facil. €2 4 Gay/81 Men, no I¥ uc2 240 81%

Kaiser (Alameda) 7z 2% IV drugs, not Gay/s* 5 e

Other (Alameda) 82 254 Gay/61 with IV use 19 6%

Teiel, Alamedz Fa 884 rancfusion il o

. Hemophtita 1 %
San francisco Heterosexual partne-s 3 %
Facilities €7 254 No known risk 10 4
Not Alameda nor Other/Unknown 10 “
San francisso 17 6%
0-2-371 Mortality bv Oste of Diaonosis™
14v2/Unknown Oead TOTALS
Pre 1983 5 25% 9 754 12 100%
1983 ¢ 16% 21 84x% 25 1002
1984 € 17% 39 834 27 100%
1585 23 254 66 L £3 100%
1986 77 61 49 394 i) 100%
TOTALS 115 28% 184 625 29 100%

*Complete demogriphic ‘nfarmation ava*lable for 299 cases ¢a”y, San francisco
will provide this offic2 with information for the remaining 22 cases in late
January. This will be iacorporated into ihe next report.
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Chairman MiLLer. Okay. Your fan club is here.
Mr. Williams?

STATEMENT OF JOIIN WILLIAMS, EXECUTIVE DIRECTOR,
CHILDREN’S HOSPITAL AT STANFORD, PALO ALTO, CA

Mr. WiLLiams. Thank you. Good morning.

My name is John Williains. I am the Executive Director of Chil-
dren’s Hospital at Stanford, an affiliated hospital of the Stanford
University School of Medicine.

Joining me in this statement is Dr. Bertil Glader, who is Associ-
ate Professor of Pediatrics at Stanford, and Director of the Hema-
tology-Oncology Program and the Hemophilia Center at Children’s
Hospital. Unfortunately, with the change in date of the hearing,
Dr. Glader is unable to be with us this morning.

I went to talk about AIDS, particularly for children with hemo-
phiiia. AIDS has been described as a problem of adults, either ho-
mosexual men or intravenous drug abusers. While the majority of
;:‘asesdhave occurred in these populations, other groups are also af-
ected.

We submit that children are also at great risk of this infection
and need maximum efforts to avert the tragedy of AIDS for them
and their families. Babies with AIDS soon will be a major problem
as a consequence of parents who are infected because of drug abuse
or sexual activities.

In addition, children who have received transfusions, particularly
those with hemophilia, are at great risk for the disease. The source
of the problem is that hemophilia is a congenital disorder caused
by the absence of certain clotting factors in plasma, which facili-
tate blood clotting.

Prior to the discovery of the cause of hemophilia in the 1950s,
children with hemophilia led disabled lives. They were constantly
in fear of bleeding episudes, which could be fatal. Bleeding into the
joints produced an arthritis-like condition which made walking dif-
ficult and sports impossible. Many children died from bleeding into
the central nervous system.

With the discovery of the missing clotting factor in blood plasma,
hemophiliac bleeding became amenable to control. Initially, treat-
ment was with the infusion of plasma. During the past fifteen
years, the pharmaceutical industry has developed techniques ior
super-concentrations and refinement of the clotting factor, and dis-
tribution in a form so that it can be administered at home. This
has freed the hemophiliac to grow up much more normally, to
eniny sports and recreation, and to look forward to a greatly in-
creased life sman and to not suffer major bleeding problems.

The AIDS problem comes from vhe concentrates. These concen-
trates of factors are produced from pools of blood plasma which are
obtained from as many as ten to fifteen thousand individuals for a
batch of commercial concentrate. Ma..y viruses were present in the
pool product and until recently the main problem had been the
transmission of hepatitis.

Since 1981, it is apparent that the concentrates are also con-
tained the AIDS virus. Since 1985, a method of leat treating the
concentrates has been discovered which renders the AIDS virus in-
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active. In addition, testing of the blood supp'y has reduced to a
very low level the likelihood that plasma containing the AIDS
virus, will be included in the commercial concentrates.

The problem now is hemophiliacs who used these products prior
to 1986 and thus have been exposed to the virus. It is a reasonable
estimate that there are 20,000 patients with hemophilia currently
in the United States. As of February 1 last year, 288 hemophiliacs
had been diagnosed as having clinical AIDS, This represents over
one percent of all the patients with hemophilia in the country.

Antibody studies have indicated that seventy to ninety percent of
all hemophiliecs have been exposed. Moreover, current studies indi-
cate that the presence of the AIDS antibody indicates that these
patients also may carry the v.*us and are thereby infectious.

At Children’s Hospital at Stanford, we have a 130 boys and
young men who are hemophiliac patients. Six of our patients, two
young children and four young adults, have developed clinical
AIDS; five of these have died. The other patients whom we care
for, most of whom are infected, live daily with the fear that they
will also develop the disease.

There are major social and educational problems for the child
with AIDS and his family. First of all, the hospital staff has to be
educated on how to care for these children and to protect them-
selves from infection. Now, once done, the care in the hospital has
been smooth.

The news media have reported school boards barring children
from school, even though we know AIDS is not transmitted
through such casual contact. Home health care workers have been
reluctant to care for AIDS children until we have been able to edu-
cate them about the disease. Siblings have been isolated from social
contacts by others who fear the disease.

Another problem arises for the hemophiliac young adults who
are having families. Ten to fifteen percent of 2 spouses of hemo-
philiacs are antibody positive and likely carry the virus. Babies
born to antibody positive mothers, as has been said before, carry at
least a fifty percent risk of also developing AIDS.

Hemophilia is a very expensive health problem. The annual costs
for the clotting factor concentrates vary from as little as a $1,000 a
year for a mild case to about $75,000 & year for severe cases. Other
medical care, especially surgery, is complicated by hemophilia. It
requires special expertise. Dental and orthopedic care is complicat-
ed and frequently costly.

AIDS is an additional financial catastrophe for children who al-
ready have a catastrophic health condition, that is hemophilia. For
example, the costs of one of our children was $244,000 for the last
year of that child’s life.

Fortunately, California provides supplementary funding for chil-
dren with hemophilia through the California Children's Services
Program. This jointly-funded federal, state and county program
covers children through age twenty-one. A state-funded program,
the Genetically Handicap Persons Program, covers hemophiliacs
after age twenty-one.

These programs have required deficiency appropriations annual-
ly in recent years. We are concerned that the cost of AIDS treat-
ment has not been adequately reflected in the budget for these pro-
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grams, and we could see the situation of children with hear. prob-
lems or cancer having to compete *th hemophiliacs and AIDS vic-
tims for financial support.

in addition, there are proposals to block grant the CCS program
to the states and ultimately to the counties. This would put hemo-
philiac children at the whim of county priorities. It would put pro-
viders in the unmanageable position of different county rules for
eligibility and for treatment authorization for these catastrophic
conditions.

For exampie, at Children’s Hospital at Stanford, we treated pa-
tients from forty-three California counties last year. The adminis-
trative costs and the financial risks for each county as well as for
the providers of this proposed change are major problems.

Our recommendations are four.

No. 1. Assure adequate funding for AIDS research. We presently
have no cure for AIDS. One must be fcund if we are to offer any
hope to the thousands of hemophilia victi.is who are expcsed to
the virus. To combat this infection through research should be a
top national priority for the sake of all of our population.

No. 2. Is expand public awaszness and preventive educational
campaigns. The ignorance of :his disease and how it can and
cannot be spread is a major problem. Children with AIDS and their
families experience major problems with school, housing, and other
social effects resulting from fear of the disease. We must educate
ourselves about the nature of this infection and humane ways tu
treat its victims.

No. 8. Assure adequate funding for treatment. Hemophilia is a
very expensive condition a.te to the cost of the blood clotiing con-
centrates which make life possible. The cost of treating AIDS on
top of these costs is a major threat to the funding of federal and
state child health programs.

In addition, private health insurance somet mes excludes both
hemophilia and AIDS as covered conditions. Funding for AIDS
treatment must be supplementary to the underlying health care
tr~1ee(c;s which both government and private programs presently
und.

We recommend establishing a national agency to focus attention
sn the AIDS siteation and to coordinate federa' activities in this
area.

Thank you for the opportunity to present our views. We would be
happy to respond to any questions.

[Prepared statement of John Williams follows:]

PREPARED STATEMENT OF JouN WiLraAMS, ExecUTIVE DiREciuR OF CHILDRE! 'S
HosPITAL AT STANFORD, ParLo ALTO, CA.

THE PROBLEM OF ACQUIRED IMMUNE DEFICIENCY SYNL. JME (AIDS; FOR CHILDREN WITH
HEMOPHILIA

My name is John Williams. I am the Executive Director of Children’s Hospital at
Stanford, an affiliated hospital of the Stanford University School of Medicine. Join
ing me in this statement is Bertil E. Glader, Ph.D., M.D,, Associate Professor of Pe-
diatrics at Starford University School of Medicine and Director, Hematology-Oncol-
og{ Program, and the Hemoph:'iac Center at Children's Hospital.

. Introduction. AIDS has been described as a problem of adults who are homosex-
ual men and intravenous drug abusers. While the majority of cases have appeared
in these populations, othe. groups are also affected by this disease. We submit that
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children are also a. great risk of this infection and need maximum efforts to avert
the tragedy of AIDS for them and their families. Children with AIDS soon will be a
major problem as a consequence of parents who are infected because of drug abuse
or sexual activities. In additior, children who receive transfusinns, particularly
those with hemophilia are at great risk for this disease.

I1. Source of the problem: Hemophilia is a congenital disorder caused by the ab-
sence of certain clotting factors in plasma which facilitate blood clotting. Prior to
the discovery of the cause of hemophilia ir the 1950’s, children with hemopbiha led
disabled lives, constantly in fear of a bleeding episodes which could be fatal. Bleed-
ing into the joints produced an arthritis-like condition which made walking difficult
and sports impossible. Many chiidren died from bleeding into the centra: nervous
system.

With the discovery of the missing clotting factor in blood plasma, hemophiliac
bleeding became amenable to control. Initially, treatment was with infusion of
plasma. During the past 15 years, the pharmaceutical industry has developed tech-
niques for super concentration and refinement of the clotting factor and distribution
in a form so that it can be administered at home. This has freed the hemophiliac to
grow up much mre normally, to enjoy sports and recreation, and look forward to a
greatly increased life span and not to suffer major bleeding problems.

III. The AIDS problem: These concentrates of clotting factors are produced from
pools of blood plasma obtained from as many as 10,000-15,000 individuals for a
batch of commercial concentrate. Many viruses were present in the pooled product
and, until recently, the main problem had been the transmission of hepatitis. Since
1981 however, it is apparent that these concentrates also contained the AIDS virus.

Fortunately, since 1985, a method of heat treating the concentrates has been dis-
covered, which renders the AIDS virus inactive. In addition, testing of the blood
supply has reduced to a very low level the likelihood that plasma containing the
AIDS virus will be included in commercial plasma concentrates. The problem now is
h};smophiliacs who used these products pricr t> 1986 and thus have been exposed to
the virus.

IV. Extent of the problem: It is a reasonable estimate that there are 20,000 pa-
tients with hemophilia currently in the United States. As of February 1, 1986, 288
hemophiliacs have been diagnosed as having AIDS. This represents over one percent
of all patients with hemophilia in this country. Antibody studies have indicated that
70%-90% of all hemophiliacs have been exposed. Moreover, current studies indicate
that the presencz of the AIDS antibody indicates that these patients also may carry
the virus and thereby are infectious.

At Children’s Hospita: at Stanford, we have 130 boys and young men who are he-
mophiliac patients. Six of our patients {two young children and four young adults)
have developed clinical ATDS. Five of these have died. The other patients who we
care for, most of whem are infected, live daily with the fear that they also will de-
velop the disease.

There are major social and educational problems for the child with AIDS, and his
family. First of all, the hospital staff has to be educated on how to care for thesc
children and to protect themselves from infection. Once done, care in the hospital
has been smooth. The news media has reported school boards barring these children
from school, even though we know AIDS is not transmitted through such casual
co'itact. Home health care workers have been reluctant to care for AIDS children
antil we have been able to educate them about the disease. Siblings have been iso-
lated from social contact by others who fear the disease.

Ancther problem arises for the hemophiliac young adults who are having fami-
lies. 10%-15% of the spouses of hemophiliacs are antibody positive and most likely
carry the virus. Babies bor= to antibody positive mothers carry at least a 50% risk
of also developing AIDS.

V Costs of care. Hemophilia is a very expensive health problem. The annual costs
for the clotting factor concentrates varies from as little as 31,000 for a mild case to
$75,000 for severe problems. Other medical care, especially surgery, is complicated
by Lhemophilia. It requires special expertise. Dental and orthopedic care is complicat-
ed and frequently costly. AIDS is an additional financial catastrophe for children
who already have the catastrophic health condition of hemophilia. For example, the
costs for one of our children was $244,000 for the last year before he died.

Fortunately, California provides supplementary financing for children with hemo-
philia through the California Children's Services (CSC) program. this jointly funded
(federal, state and county) grogram covers children to age 21. A state-funded pro-

gram, the Genetically Handicapped Persons Program (GHPP; covers hemophiliacs
after age 21.
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These programs have required deficiency appropriations annually in recent years.
We are concerned that the costs of AIDS treatment has not been adequately reflect-
ed in the budgets for these programs. Children with heart problems or cancer may
have to compete with hemophilia and AIDS for financial support.

In addition, there are proposals to block grant the CCS program to the states and
ultimately the counties. This would put hemophiliac children at the whim of county
priorities. It would put providers in the unmanageable position of different county
rules for eligibility and treatment au.norization for these catastrophic conditions.
For example, Children’s Hospital at Stanford treated patients from 43 California
counties last year. The administrative costs and the financial risks to each county of
this proposed change are major prcblems.

IV. Recommendations: A. Assure adequate funding for AIDS research. We pres-
ently have no cure for AIDS. One must be found if we are to offer any hope to the
thousands of hemophilia victims who have been exposed to the virus. To combat this
infection through research should be a top national priority for the sake of all our
population,

B. Expand public awareness and preventive educational campaigns. The igno-
rance of this disease and how it can and cannot be spread is a major problem. Chil-
dren with AIDS and their families experience major problems with school, housing
and other social effects resulting from fear of the disease. We must educate our-
selves about the nature of this infection and humane ways to treat its victims.

C. Assure adequate funding for treatment: hemophilia is a very expensive condi-
ticn due to the cost of the blood clotting concentrates which make life possible for
these individuals. The costs of treating AIDS on top of these costs is a major threat
to the funding of federal and state child health programs. In addition, private
health insurance sometime excludes both hemophilia and AIDS as covered condi-
tions. Funding for AIDS treatment must be provided supplementary to the underly-
ing health care needs which both government and private programs presently fand.

D. Establish a national agency to focus attention upon the AIDS situation and to
coordinate federal activities in this area.

Chairman MiLLeR. Thank you.
Ms. McIntosh?

STATEMENT OF JEAN McINTOSH, M.S.W., ASSISTANT DIRECTOR,
LOS ANGELES COUNTY DEPARTMENT OF CHILDREN'S SERV-
ICES, LOS ANGELES, CA

Ms. McIntosH. Good morning.

I am Jean McIntosh, the Assistant Director from the Department
of Children’s Services in Los Angeles County.

Chairmar MILLER. We need you to move the mikes over.

Ms. MclInrosH. All right.

We represent approximately forty percent of the children in the
child welfare system in California. At any one point in time, we
serve approximately 43,000 children. Apprzximately 29,000 of those
children are under the dependency system of the Juvenile Court,
and of those, about 20 percent—I am sorry. 20,000 children are in
foster placement.

My perspective is that of the child welfare professional——

Chairman MILLER. You need to lean into the mike. I can see that
the audience cannot hear you.

Ms. McIntesH. Okay. My perspective is that of the child welfare
professional, and some of the critical policy issues that we see
relate to the health services profession, but I think it is a slightly
different perspective for the members here to consider.

As you know, we have seen drastically increasing numbers of
child abuse and neglect cases coming to child welfare agencies.
This is due, I think, to Public Law 96-272 passage, to increased re-
porting responsibilities and to wonderful public education that has
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taken place, that has heiped children who are vulnerable to come
to our attention.

Two major groups that we have seen increasing here are those
children who are either addicted at birth to drugs, who are exposed
perinatally to drugs, or whose parents are so involved with sub-
stance abuse that they cannot care for these children.

I want to give you some statistics becsuse I think they are very
revealing. These are from Los Angeles County. Between 1981 and
1986, we saw an 1100 percent increase in the number of children
coming before the Juvenile Court because their parents could not
care for them because they were involved with drug abuse.

On top of that, in addition, between 1981 and 1986, we saw a 933
percent increase in children whc were born addicted to drugs or

.who had ingested drugs soon after birth.

Of the total number of petitions filed before our Juvenile Court
in that same time frame, 1981 to 1986, we saw in 1981 only four
percent of the petitions filed related to these two instances; that is,
parents abusing drugs or children addicted. In 1986, twenty-one
percent of the total 20,000 petitions filed before Juvenile Court rep-
resented minors in these areas.

It was interesting as we were locking at statistics to pull togeth-
er for this hearing, these ranges of figures for the period 1981 to
1985 were somewhere in the 400 to 600 percent increase range.
When we added in the single year of 1986, those percentages
jumped to between 900 and 1100 percent.

What that says to us is that we have a geometric increase in the
number of children at risk to AIDS because of the clear connection
between drug addicted and IV mothers and their children.

I think if we look at these children and how we protect them, we
then need to look at the foster care system. We know in the last
four or five years that we have seen increasing difficulty recruiting
foster parents to care for infants and toddlers. I think when you
add to that the fact that we are seeing increasing numbers of medi-
cally-fragile children, including these drug addicted babies, and
then when you add to that the evidence that we are now hearing
that there are going to be increasing numbers of children who con-
tract AIDS as a result of their parents’ IV drug use, you can see
that we are going to have fewer and fewer foster parents who are
going to be able and willing, capable of caring for these young chil-

ren.

That says several things. First of all, it says that we may have
less likelibr»d of having these children in a family setting in a
commur® “hat means then that they will need to be placed in
e.ilt.l;gr guvernrent shelter care facilities or in congregate care fa-
cilities.

I think of interest to you may be our own shelter in Los Angzles.
In November of 1981—I am sorry, 1982, the approximate number of
infants and toddlers in our nursery was nine, and when we reached
the ogulation of fifteen, all the panic bells went off. In November
of 1986, the average population of our nursery at MacLaren Chil-
dren’s Center was ninety, and we are currently now running be-
tween sixty and eighty children, infants and toddlers, in our shel-
ter because we do not have placements in the community, either
group homes or foster care, for these children.
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I think enother issue that we have to consider in the dependency
system is the issue of permanency planning because it was one of
the critical thrusts of child welfare legislation.

My concern is that with the increased numbers of children
coming into the protective system at 2 very young age, with link-
age to substance abuse and then with sur growing information
about the linkage between substance abuse and AIDS, that for per-
manency planning purposes, we are going to see these children
more likely to be freed because their parents’ debilitating drug use
will not enable them to provide homes, but we are going to see
them not having been raised in families, foster families, as often
and, therefore, less able to establish familial-type relationships and
we will see, I think, fewer and fewer adoptive parents willing to
take the risk of bringing one of these youngsters into their home
on a permanent basis.

As we have heard, medically. these children can be time bombs,
if you will. They may present medical problems over a course of

ears. They may have physical, developmental, neurological prob-
e.1s, and we are finding even today that adoptive parents who
come to us are saying, if the child has had involvement with drugs,
if the child’s parents were addicts, we are not going to be able to
lclonsider the child, even a baby, even a baby, to come into our
ome.

I think there are a couple of other issues that are equally as star-
tling. We have seen an increase in the number of youngsters who
are sexually abused coming into the system. Between 1981 and
1986, in our county, there was a 178 percent increase in the
number of these children coming before the Juvenile Court. That
represented some 4,000 cases.

We know of the linkage between sexual contacts and AIDS. I
think that what we are going to be seeing is that these children
come to us as sexual abuse victims may be victims on two counts;
one, having been the victims of child sexual abuse, and, two,
having a hiFher risk of contracting AIDS because of that.

Thirdly, I think that there is an issue with teen pregnancy and
AIDS. Adolescence is a time when youngsters begin sexual experi-
mentation. Our children in the child welfare system are separated
from their families. Many of them have behavioral problems, and I
think what we may see is that these children, both in their sexual
experimentation as well as in the fact that they are of child-bear-
ing age, are at risk to contracting AIDS themselves as well as to
bearing children who may be at high risk.

I think that we in the child welfare system also have a responsi-
bility for how we educate these children. Dr. Grossman raised a
very important point. A lot of the children that we serve in child
welfare are not in school regularly and they are not going to bene-
fit from those traditional programs.

We need to think about what is the responsibility of the depend-
ency system to educate these special needs children. I think we
need to think very creatively about the blending of funding
streams. The issue of cost, Mr. Stark, is incredible, and I think that
we need to take a look at the fact that these children, by virtue of
not perhaps looking at foster care regulations in terms of reim-
bursement for training, for special support services, I think that we
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can keep more of these children in lower levels of care if we had
support services available, and if there was a blending of funding
streams to allow health care issues to be met.

I have submitted additional information for consideration, which
regards some specifics that L.A. County is interested in.

I thank you very much for the opportunity to allow all of us to
engage in this discussion. It is very important. I think, for those of
us who may want to think that the window of opportunity is ahead
of us, we are being shortsighted. We nced to look at this window of
opportunity now. We are out of time.

Thank you very much.

[Prepared statement of Jean McIntosh follows:]
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PREPARED STATEMENT OF JEAN McINTosH, M.S.W., CounTy OF Los A. IELES,
DEPARTMENT OF CHILDREN’S SERVICES

Good Morninj Representative Miller and distinguished

Committee Members.

I am Jean McIntosh, Assistant Director of the Los Angeles
County Department of Children's Services. Our Department 1s
responsible for carrying out the Title IV-B Child Welfare
Services and Title IV~E Foster Care Maintenance Payments ancd
Adoption Assistance Programs initiated by P.L. 96-272, the
Adoptions Assistance and Child Welfare Act of 1980. The
Depar;ment serves 43,000 abused and neglected children at any
point in time; 29,000 of chese youngsters are dependents of
the Juvenile Court (20,000 of these are in foster care).

We apélaud the Committee's concern about this very important

issue and thank you for including us in this discussion.

My statements today will focus on how the dependent care

system will be stressed by children with AIDS:

- The increased severity of abused and neglecced children
coming into the Child Welfare System - the impact of drug

abuse and sexual molestation;

- Activities at the local level to begin to address issues

of young children with AIDS;

- The resource implications and specialized care needed in

both the Child Welfare and Foster Care programs.
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CHILDREN AT RISK: GREATER NUMBERS, MORE HARM

The past five years have seen a major increase in the
allegations of child abuse and neglect. This reflect:s
mandated child abuse reporting statutes and community
awareness and attention. In conjunction wita the growth in
reported incidences, the severity of cases has also
increased. The child welfare/foster care systea has seen a
dramatic increase in the numbers of high risk children
needing child protective services. Incidences of substance

abuse and sexual molestation are of particular concern.

CHILD WELFARE/DRUG ABUSE INTERACTION

Of primary importance to child welfare advocates is the
correlation between AIDS, drug abuse, and sexual mclestation.
Comparable to other human service agencies, child welfare has
seen the unfortunate increase in drug-related incidents which
endanger children. Our Juvenile Court intake statistics on
dependency petition filings demonstrate this pattern. A
petition is a legal document submitted to the Juvenile Court
by the children's services worker containing allegations to
show why a minor should be declared a dependent child of the
Juvenile Court. The goal of initiating Juvenile Court

actions is to protect the child. Our 1981-1986 data on
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petition requests demonstrate the alarming increase in
allegations of substance abuse: this includes drug
withdrawal/ingestion by young children as well as

debilitating drug use by a child's parents.

* Excessive drug use by a parent:
1981 - 241 cases
1986 - 2,857 cases; a 1100% increase

*  Drug ingestion of minor or infant in drug withdrawal:
1981 - 132 cases

1986 - 1,363 cases; a 933% increase

e,

In 1981, substance abuse related referrals represented 4.09%

of the total 9,133 petitions filed.

In 1986, substance abuse related referrals represented 21% of

the total 20,096 petition filed.

Of particular concern is the increase in these petitions
between 1985 and 1986. Parental drug abuse increased by 60%.
Drug ingestion by a minor increased by 69% in the same one
Year period. This demonstrates that substance abuse is
expanding not only on a cumulative basis, but also cn a

geometric basisl
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Our Board of Supervisors has recognized the growing problem

of substance abused infants and has instructed ocur Chief

Administrative Office to coordinate the efforts of County

Departments to develop recommendations and activities to

addresc this problem. fThis includes a media campaign,

development of protocols on maternal substance use and

neonatal drug withdrawal and coordination of efforts among

our local law enforcement agencies and the Departments of

Health Services and Children's Services.

ERIC
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Problem

Pregnant women who use drugs present an enormous national
problem. Hospitals, Departments of Social Services and
law enforcement are seeing an increasing number of
infants J are torn under the influence or addicted to
drugs. O“rugs involved include PCP, heroin, cocaine and
other illegal darugs. Often, mothers hse more than one
drug. Newborns whose parents are prostitutes and/or
intravenous drug abusers are at a high risk of being

seropositive and contracting AIDS.

Effects of Drug Use

There are many harmful effects of prenatal drug exposure.
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These infants have special needs that require special

care.

- Infants born to substance abusing women character-
istically are premature, >rly nourished and
neurologically abnormal as a result of their drug

exposure,

- Mental retardation and seizure disorders are now
well-recognized complications of fetal drug ana

alcohol exposure.

- Other problems include sleepihg and feeding
disorders, wvomiting, diarrhea, tremors, high-pitched
crying and excessive movements: increased risgk of

Sudden Infant Death Syndrome {SIDS).
The follow-up studies of these children have shown poor
growth and develcpmental delays. When they eiter school,

they are almost sure to have learning problems.

Investigation and Protection

The Departmen% of Children's Services (DCS) is working
with county-vide law enforcement agencies to develop

procedures that will trigger an immediate investigation
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of children living at the home of an arrested drug

suspect.

We have an Emergency Response Command Post to respond to
referrals 24 hours a day, seven days a week., It is
designed to provide an immediate investigation by a CsSw
after normal department working hours. CSWs are housed
at six law enforcement stations throughout Los Angeles

County.

We support, and work with law enforcement toward, the
goal of‘reférring dcug cases where there is a suspicion
that drug activity has endangered children residing in
the home. We have also emphasized with law enforcement
that whenever their officers have questions concerning
the safety of a child in a drug case, they should refer
the case to DCS for evaluation, even if the children are

not taken into temporary custody.

Permanency Planning

Infants are generally placed with relatives or foster
parents until parents are abhle to provide safe care.
Mother/child residential treatment centers are few and

needed.
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Parents' participatisn in a drug treatment progvam is

considered essential. Feedback from treatment programs
is essexntial for monitoring progress. Drug use must pe
controlled before other parenting issues are addressed.

Frequent and unannciunced home calls are made.

Because of their tender age and consequent high raisk,
infants and toddlers needing protection due to drug abuse
situations are often placed in foster care. Wationally,
recruitment of fo.ter families for pre-school children is
becoming more and pore difficult due to social and
financial considerations. «ompounding this trend is inx
fact that those foster parents we do recruit are often
afraid to care for such medically fragile children. Now,
we are facing the alarming possibility that a saignificant
proportion of these children are at risk to AIDS. It is
not hard to imagine that potential foster parents may
move away from caring for these vulnerable children to

protect their own families!

We are already beginning to see greater numbers of high
risk infants and toddlers going into government-run
sheltess and private sector congregate care facilities.
For example, the Los Angeles County shelter for abused
and neglected children had an average daily population of

nine children under the age of five (5) in November 1982.
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In Novenmber, 1986, the average number of children in our

shelter's nursery was 90!

Equally disturbing is the fact that young children are
increasingly being placed in group homes rather than in
foster families. The number of foster family spaces for
infants and toddlers has remained approximately even at
7.800 over the past six years, while the number of spaces
for these little ones in group homes and institutions has
increased from 76 in 1980 to 170 now — with at least 64
more spaces opening in three new facilities by April

1987. ‘ -

It is clear that current trends in foster care may show
young children more often placed in group homes and
institutions. Given what we know about the social and
physical isolation that is attendant to AIDS and even
AIDS-Related Complex (ARC), young children so arfiicted
may have significantly reduced hope for foster placement
with a nurturing family. Not only will the social costs
be great; the fiscal ramifications for the foster care

system are enormous.

Because of the debilitating effects drug abuse has on
parents, these children may not return home and way be

freed for adoption. However, potential adoptive parents
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are now expressing reluctance to adopt these children
because of the "timebomb" medical unknowns these children
potentially represent. As the tie between maternal drug
use and pediatric AIDS becomes more pronounced, the
chances of adoption - or even placement with re.atives -

may decrease significantly.

The child welfare system may then be confronted with a
growing number of "legal orphans" - despite our best
permanency planning efforts. Unfortunately, I am afraid
we are just beginning to understand the potential

magnitude of pediatric AIDS
- on children and their families
- on foster care resources

- on medical resources

SEXUAL ABUSE AND AIDS

Referrals of children who are the victims of sexual molesta-
tion have also increased since the enactment of P.L. 96-272.
In 1981 there were 1,361 sexual abuse petitions filed in

Juvenile Court. In 1986 there were 3,778 such cases; a 178%

increase.
-, .
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Given what we know of the linkage between sexual contact and
AIDS, children who are victims of sexual abuse would seem to
be at higher risk of contracting AIDS or ARC. Unfortunately,
child welfare professionals may soon be confronted with young
children who are not only traumatized by the sexual abuse
they have experienced, but also by medical (even life-
threatening) realities they may face later in childhood and

adolescence.

TEEN PREGNANCY AND AIDS

As we know all too well, teen pregnancy is increasing
nationally at a disturbing rate. Teens, then, present two

potentially critical problems when we think about AIDS:

- adolescence is a time of sexual awakening and can include
sexual experimentation. To the extent that AIDS is
linked to numbers of sexual contacts, teens — especially
those who are disturbed and alienated from their families —

may be at higher risk of contracting the disease;

- pregnant teens may compound the problem by being at risk
to AIDS/ARC themselves and by having a baby similarly

afflicted.

ERIC ’
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Hany teens in the dependency care system today may face these
problems. As caretakers, what is our responsibility to

educate them about the risk of AIDS? Are we in child welfare
going to have sufficient foster care and medical resources to

meet the needs?
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LOS ANGELES COUNTY, CHILD WELFARE, AND AIDS

In response to community concerns on the implications of

AIDS, our Department has developed protocols and policies to

anticipate AIDS cases, as there is no AIDS crisis in the

Child Welfare system — yet.

The Los Augeles County Department of Health Services AIDS
Report for December 31, 1986, shows that of the 2,559 cases
reported, only 15 are pediatric. The incidence of pediatric

AIDS has always been, and currently remains, very low in lLos

Angeles Couﬁty. The children at gieatest risk are }hoge w@o
received blood or blood éiéducts transfusion; prior to March
1985, and infants born to mothers who engage in risk behavior
inc.uding prostitusion and intravenous drug abuse. As AIDS
appears to be expanding in the qeneral population. our
Department has taken 4 comprehensive planning approach to

anticipate problems in dealing with this volatile issue.

Although the placement numbers are small, AIDS or AIDS

Related Complex (ARC) impacts our Department in three ways:

* It affects some of the children we serve.
* It affects our foster care providers, and
* It affects our social work staff in their professional

capacities and their personal concerns.
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Protocols have been developed to provide staff with factual

information about:

* how AIDS is and is not transmitted

* confidentiality requirements

* personal and environmental hygiene procedures, which may
be shared with foster care providers

* AIDS testing

* uniform policy and procedures for the placement of
children with AIDS, ARC and positive AIDS virus (HIV)
tests, and,

d AIéé resources for counseling, education, and support

groups.
Overall goals of our AIDS policy are to:

* Provide appropriate placement settings for children with
AIDS or ARC;

* Assure that no children in placement, Departmental staff,
or foster care providers are at risk because of
co-placement or contact with a child with AIDS; and to

* Educate staff and foster care providers how to accomplish

those two goals.
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Children who have AIDS or ARC but who are well enough to be
in a foster care setting should be placed with the smallest
possible child population. This 1s for their own sake, to

limit their exposure of the viruses and germs of other

children.

We also recommend that no more than one child with AIDS or

ARC be placed in any foster/group home at any given time.

* This is to protect the ill child; and
* To limit the stress on the caretaker, as caring for a
child with a possibly fatal illness is physically and

emotionally draining.

Children who test positive to the AIDS antibody but do not
have AIDS or ARC do not require special placement procedures,
but confidentiality requirements and hygiene procedures are
to be followed. Our Department of Health Services staft are
available to counsel and train foster care providers who are

willing to care for children with AIDS and ARC.
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TRAINING

- The Department is working to develop a pool of foster
parents specifically trained to deal with substance abuse
babies. Recruitment is targeted on health services

professionals,

- We are working with the Augustus Hawkins Mental Health
Center and King/Drew Medical Center to expand substance

abuse training for foster parents.

- We are also working with UCLA on a Federal grant to
jointly train foster parents and public health nurses to

care for infants exposed prenatally to drugs.

- Our Staff Development Section has incorporated substance
abuse t "aining into our ongoing in-service training
progras for line children's services workers and foster

parents.

FOSTER CARE PAYMENTS

- Because of the severity of the problems faced by drug
addicted infants and the need for ongoing supervision, a
"specialized®” care increment is added to the payment rate

for these infants.
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Aruitoxt provided by Eic:



112

- Our basic foster care monthly payment for children ages
infant - four years is $294.00. We have added an
additional $261.00 to bring the payment to a total of
$555.00 per month.

RESQURCE IMPLICATIONS: CAN P.L. 96-272 BE FULLY IMPLEMENTED?

These difficult problems demand more sophisticated service
programs, foster parenting, and specialized group care. Los
Angeles County recommends creative funding approaches focused
to maximize existing resources and increase development gf

specialized service programs to reflect the increased

severity of cases.

The increased volume of calls, combired with the increased
severity of referral allegations, have demonstrated a
critical "gap" in our child protection system — the

availability of pre-placement preventive services.

Because the primary concern of P.L. 96-272 is to protect the
child while preserving the family unit whene.er possible, the
cornerstone of successful implementation rests with our
ability to provide an appropriate array of supportive

services to strengthen the family's ability to safely care
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for the child. We believe it is essential that we analyze
the problems our system has in meeting this goal. The
increased severity of cases provides an obligation to review
service needs and to take a fresh look at the gaps in our
system in an effort to build an effective support network for
families and children at-risk. Specialized needs such as
treatment for AIDS, druy-addicted infarnts and victims of
sexual abuse nnred to be supported and déveIOyed. Congress
needs to recognize changes in society and in +he composition

of the children served by P.L. 96-272.

As we -explore ways to institute ‘such programs, the Department

is reachiﬁg out to the private sector and is developing an
approach which recognizes that the community sha:es in the
responsibility of grotecting its children. We are forging
service relationships, trying to streamline our referral
system, and we are implementing pilot projects to try
different intervention strategies. 1In order to make P.L.
96-272 work, we need additional funding for ancillary
services which can help a family improve their ability to
raise children in a safe environment. For us in Los Angeles
County, counseling, home-based services, and respite care

will make that difference.
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Priority attention should be given to the availability of
emergency shelter care and appropriate placement resources
for adolescents, infants, substance abused infants and
hard-to-place children. If children must go into foster
care, foster family homes should be rezdily available. Group
home and institutional placements — however appropriate for

certain children should not be the sole placement option.

The development of appropriate placement resources for the
1980s requires coordinated action at the Federal and State
levels among the social services, developmental services,
mental health and health programs. The increased complexity
of cases entering the child welfare system is demonstrating
the multiplicity of problems that cut across categorical
funding streams. The new realities of the 1980s also require
the child welfare system to concentrate on improving inter-
actions with these agencies and their local counterparts, as

well as with law enforcement.

Congress should initiate review of the child welfare and
foster care system to strengthen the system established by
P.L. 96-272. Issues needing attention include foster parent
trainfng, recruitment, licensing support and rate-setting.
Particularly important is the availability and funding for

emergency shelter c-..e and appropriate placement resources.
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We are approaching a difficult and demanding future as we
confront the many problems of children and AIDS. Let's not
be foolish and thank that the window of opportunity will open
sometime in the future, The oppeortunity is here; for the

welfare of endangered children, let's seize it.
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APPENDIX

The Board of Supervisors in Los Angeles County has
ajopted the following legislative policy guidelines
developed by the Department of Health Services in
response to concerns identified in our community on

AIDS.
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POLICY GUIDELINE: AIDS AND AIDS-RELATED COMPLEX

Favor legislation that increases eligibility and state and
federal reimbursement for health care to AIDS-related Human

Immunodeficiency Virus (HIV) patients.

|

|

|

|

ISSUE STATEMENT:

AIDS is probably the greatest public health threat of the
20th Century. In Los Angeles County from November 1985 to
June 1986, 634 cases have been reported averaging
approximately 80 cases per month. Approximately 56% of
reported cases are already dead. Hospitalization costs for
AIDS patients are now covered under the Medi-Cal (Medicaid)
Program. There are many individuals, however, who are being
admitted to county hospitals, who do not fall under the
definition of AIDS. They suffer from AIDS-Related Complex
(ARC) and ure not covered by the Medi-Cal Program. ARC is a
term with various interpretations but it usually means
antibody positivity with specific ~linical symptoms or
illnesses short of the Federal Centers for Disease Control
(cDC) definition of AIDS.

There is a need at both the state and federal levels to base
eligibility for funding on the totality of the AIDS-related
infection which is presently being referred to as Human
Immunodeficiency Virus or HIV. Eligibility for services for
HIV patients would allow counties to be reimbursed under
Medi~-Cal and Medicare not only for individuals with AIDS as
defined by the CDC, but also for services to individuals from
the point of HIV infection.

Aruitoxt provided by Eic:
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POLICY GUIDELINE: AIDS-RELATED COMPLEX - MEDICAID (MEDI-CAL)
ELYIGIBILITY

Provide that a diagnosis of an AIDS-Related Complex (ARC) in
an individual shall create a presumption of disability for
the purpose of determining eliqibility for Medi-Cal.

ISSUE STATEMENT:

Existing state law provides for presumptive disability due to
an AIDS diagnosis. 1In addition, AIDS is recognized under the
federal Social Security presumptive disability criteria.
However, there is no presumptive disability due to AIDS-
Related Complex (ARC) under state or federal law.

The County Department of Health Services estimates that
county facilities provide care for 20% to 25% of all AIDS and
ARC patients receiving hospital care. The cost of treatinc
these patients is high because of their longer than average
hospital stays, need for psycho-social support services and
other factors.

This legislative proposal could result in additional federal
and state financial assistance to counties to help offset the

.costs of health care to AIDS and ARC patients.
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AIDS - WAITING PERIOD FOR MEDICARE
ELIGIBILITY

POLICY GUIDELINE:

Favor legislation that would eliminate the 24-month waiting
period for Medicare eligibility when Social Security
disability is based on AIDS.

ISSUE STATEMENT:

Existing federal law requires an individual to be in receipt
of Social Security disability for 24 continuous months before
he/she is eligible for Medicare. AIDS is recognized under
the Federal Social Security presumptive disability criteria.

Data estimates compiled by the Centers for Disease Control
indicate that California has a disproportionately high
percentage of AIDS patients, reported at approximately 23% of
the total AIDS patients nationwide.

Existing law provides for the presumption of disability for
the purpose of determining eligibility for Social Security.
However, once AIDS has been diagnosed, the short survival
span often precludes AIDS-victims from ever obtaining
Medicare coverage because they die before 24-month waiting
periocd elapses, even though they have qualified for Social
Security disability.

This legislative propo=2l would enable an individual
diagnosed with AIDS and eligible for Social Security
disability to, in addition, immediately qualify for Medicare,
thereby providing faster financial assistance to offset the
cost of health care.

ERIC
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POLICY GUIDELINE: AIDS-RELATED COMPLEX - MEDI-CAL
REIMBURSEMENT RATE

SUMMARY':

Establish a pilot program to determine the appropriate level
of Medicare and Medi-Cal reimbursement rates for treatment of
Human Immunodeficiency virus (HIV) patients and expand
Medi-Cal coverage to provide alternative modes of post-acute
care,

ISSUE STATEMENT:

Existing federal law authorizes Medicare after two years of
disability for persons diagnosed with AIDS, as defined by the
Centers for Disease Control, State law authorizes
presumptive disability based on an AIDS diagnosis for
Medi-Cal assistance. It also specifies the services
qualified for assistance under the Medi-Cal program of which
most are inpatient services. Reimbursement for outpatient
services is very low. 1In addition, reimbursement for
alternative modes of care such as in-home medical services
and hospice care is limited. Acute hospital care costs
-significantly more than the alternatives of home health,
skilled nursing and Hospice care. : - N

This legislative proposal to establish a pilot project would
provide a basis for determining the extent to which
additional state and federal financial assistance to counties
is necessary to help offset the cost of providing care to
AIDS and ARC patients and would provide for a better
determination of the use of alternative and less costly modes
of care.
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COUNTY OF LOS ANGELES

DEPARTMENT OF CHILDREN’S SERVICES

- ADM!R!STRAT!VE DIRECTIVE "
NUMBER DATE -
| [P Enbuaves | - -

SUBJECT: PROTOCOLS FOR DCS CHILDREN WITH AIDS,

AIDS-RELATED COMPLEX (ARC), AND POSITIVE
HIV TESTS

REFERENCE: Memoranda from Jean McIntosh to William E.

Stevens ard Helen Ramirez, dated December 4,
1955 and January 7, 1986, Re: Children Wich

AIDS
CANCELS: Above-refercnced FILE IN: CSH 9000
memoranda AH 6-6

DH 59000

CANCEL DATE: None

I.

11,

PURPOSE

This is to provide protocols for all DCS statf who cone
into physical ccrtact with children with AIDS, ARC and
positive AIDS virus {(HIV) antibody tests in Bureau of
Protective Services cases, Sureau of Adoptions and
Cormunity Services cases, or at Maclaren Children's
Center, and for those staff who have access to cese
records and information.

~These protocols are based on the most up-to-date medical
and lcgal information available. They are designed to:

1) reassure stasf that they are not at risk within the
caseworker-child relationship with a child who has AIDS,
AIDS-Related Complex (AFC), or is HIV positive; 2) describe
the routine hygiene measures to follow in caring for

these children; and, 3) implement placement proceduzes
which are in the best interest of these children.

This material is effective immediately.

OVERVIEW

This material is divided into the following major
subjects:

Part III., DEFINITIONS, provides definitions of AIDS
terminology.
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Part IV., PERSONAL AND ENVIRONMENTAL HYGIENE, descrabes
how AIDS is transmitted, how 1t is not .transmitted, and
the routine hygiene procedures which should be used by a
person who comes into contact with the body fluids of an
AIDS, ARC, or HIV positive child. - -

Part V., PLACEMENT PROCEDURES, describes the procedures
and resources for placing a child with AIDS or ARC into
a foster care setting. ) .

Part VI., SPECIAL CONSIDERATIONS, discusses aspects
which are unigue to AIDS, ARC ané HIV positive cases,
and lists resources for dealing with AIDS-related needs.

Part VII., HIV ANTIBODY TESTING, discusses how and when
individuals can obtain testing.

DEFINITIONS

A. HIV is the acronym for human immunodeficiency
virus. This is the current name for the virus
which causes AIDS. It has replaced earlier
terminology, e.g., ARV (AIDS-associated
retrovirus), LAV (lymphodenopathy-associated
virus), and, the term most commonly used in the
United States, HTLV-III (human T-cell lymphotropic
virus type III;.

HIV, HTLV-III, ARV, and LAV all refer to the
AIDS-causing virus.

B. OPPORTUNISTIC INFECTIONS are infections which would
normally either not pe fornd, or produce only mild
illness, in a percen with a normal immune system.,
When a person’s immune system is suppressed,
however, opgortunistic infections result in
serious, vftenm fatal illnesses.

The opportunistic infections most commonly
associated with AICS are: Pneumocystis carinii
pneumonia (PCP); a type of cancer, Kaposi's sarcoma
(KS); candidiasis (yeast infections); persistent
Cytomegolovirus (CMV); unusually extensive herpes
of prolonged duration; cerebral toxoplasmosis; and,
a rare form of TB.

C. ACQUIRED IMMUNE DEFICIENCY SYNDROME (AIDS) is a
disorder in which a person’'s immune system is
severely suppressed. It is caused by the HIV
virus.
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Presence of HIV alone does not constitute
"full-blown" AIDS. 1In order for a person to be
éiaghosed as having AIDS, the virus, immune system
suppression, and an opportunistic infection must
all be present, } - )
The symptoms of HIV infection include: unexplained
weight loss; severe night sweats; swollen lymph
nodes not attributed to another illmess; profound,
unexplained fatigue; persistent, prolonged, and
unexplained diarrhea; un2xplained, persistent,
heavy dry cough; blurred vision and severe
headaches; easy bruising; and, rashes.

AIDS-RELATED COMPLEX (ARC), also krown (somewhat
inaccurate.y) as "pre-AIDS" is the presence of
HIV in a patient who exhibits some or all of the

syrptoms of HIV infection but not an opportunistic
infection.

ARC does nct inevitably develop into AIDS, although
it may.

HIY POSITIVE means that a blood test has indicated
the presence of antibodies to the HIV virus. This
means that At sorme point the gerson has been
exposed %o the virus and the imwune system has
resporéed dy sroducing antibodies.

Peogie whc have the antibody but are otherwise
asvryteratic for AIDS or ARC are referred to as
"HIV positive only." This condition does not
incvitably begin a progression to ARC and/or AIDS,
although it may. These people may be capable of
transmitting the virus through risk behaviors, as
descrabed below.

PERSONAL ANC ENVIRONMENTAL HYGIENE

A.

There are two primary methods of avoiding the AIDS
virus. They are: 1) avoidance of "risk
behaviors"; and, 2) routine hygiene practices.

Since HIV is transmitted most readily via the blood
and/cr semen of a person with the virus, “risk
behaviors" are those which bring a person into
intimate contact with these fluids. The most
common rou%tes of transmission are: intimate sexual
contact; sharing of unsterilized hypodermic
needles; blocd or blood products transfusions given
prior to March, 1985; and maternal transmission to
an unborn or newborn child.
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Although HIV is often deadly to its host, outside
the body it is_actually a fragile virus, easily
killed by many common household procucts, e.qg.,
soap, detergent, bleach, Lysol, hydrogen peroxide,
and isopropyl alcohol, .

HIV is not transmitted@ by any form of contact which
is appropriat= between a caseworker and a child or
a foster parent and a child. It is not airborne;
therefore it is not transmitted through coughing.
It is not transmitted through the saliva or tears
of an AIDS patient. aAlthough the virus has been
found in these fluids of some patients,

the quantity is tco small to pose a risk to a well
person.

Several long-term studies of health care werkers
who care for AIDS patients and family members who
live with AIDS patients have shown that close,
non-sexual shared living arrangements with a person
with AIDS have not transmitted the virus. This has
been shown to be true even among fanmilies with
Guestionable hygiene practices and where no special
precautions were taken because it was not known
that the person had AIPS. These studies show that
the virus is not transmitted from toilet seats,
dcorknobs, dishes, eating vtensils, c¢rinking cups,
or swimming pools. AIDS is not spread by talking
with an AIDS patient, shaking hands, hugging,
casual (as opposed@ to "deep") kissing, or physical
proximity.

Caseworkers and foster care providers observing the
simple hygiene routines listed in Part IV.B., can
safely care for and be with a child with AIDS, ARC,
cr a HIV positive test.

It is safe to carry these children in your arrs,
transport them in your car, hug them, hold their
hands, dry their tears, change their diapers, or
give them a kiss on the cheek. Protective clothing
or devices are not needed by caseworkers or foster
care providers except when the wearing of
disposable gloves is recommended, as described in
Part IV. B.l.b. and c.

AIDS is a bloodborne infectious disease. Although
it is known that it is very difficulc to transmit
by non-intimate methods, it is a disease and
Common-sense precautions are indicated. as with
any other bloodborne infectious disease, there are
recommended hygiene practices to follow.

They are equally applicable to AIDS, ARC and
HIV positive cases.
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PERSONAL HYGIENE

a.

b,

w

Do not allow the child to share
toothbrushes or razor blades.

Avoid blood-to-blood contact. If you
have a skin rash or an open cut on your
hands, wear disposable gloves while
cleaning up spills of blood, semen,
bloody saliva, urine, feces, or vomit.

If you do have skin contact with these
substances, wash the affected areas with
soap under running water for 10 seconds,

Wash your hands with soap before and
after changing a diaper. Gloves are not
needed unless the feces are bloody, in
which case, disposable gloves may be
used. The AIDS virus has not been found
in feces itself.

If the child is drooling, wipe up the
saliva with a tissue and discard the
tissue. Wash your hands with soap.

If the child bites you and draws blood,

wash the area immediately with soap and

water. As you would with any human bite
wound, see a doctor.

I£ this occurs in the course of your DCS
duties, report the incident to your
supervisor and follow the established
Industrial Accident (IA) procedures.

There have been.no known instances in
which AIDS has been transmitted via
biting; it is considereé an extremely
remote possibility.

sood hygiene dictates that food-sharing
(i.e., more than one person eating the
same piece of food, such as a hot dog,
y—— :

1ce cream bar, piece of chicken, etc.)
not be permitted. No other mealtime
restrictions are necessary. The chilgd
with AIDS can use the community table,
dishes, glasses, and eating utensils, und
be served "family-style" (i.e., from a
common serving dish). =
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ENVIRONMENTAL HYGIENE
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These practices are app.iicable for staff who
have physical custody of children at DCS.
offices and for foster care providers.’ .

a,.

Clean up spills of semen, blood, bloody
saliva, urine, feces, .or vomit on
surfaces such as floors, coﬁnteztopsl
bathtubs, etc. with a solution of ten
parts water to one part ordinary
household bleach. Dispose of the rag or
paper towel used in a leakproof container
(e.g., a plastic bag) and put in-an
outdoor trash container. For body fluid
spills on bedding, clothing and other
washables, see laundering procedures, in
"d", below.

Baby bottles should be cleaned and
sterilized as usual,

It is not necessary to wash the child's
dishes and utensils separately. Just
wash them with hot, sudsy water, rinse
and dry thoroughly, either by hand or
automatic dishwasher.

The chilé's clothing may be laundered
with other family members' clothing,
using ordinary laundry detergent, uniess
it has been soiled by the child's blood,
semen, urine, feces, and/or vomit. Use
of regular or non-chlorine bleach is
recommended, as with any heavily soiled
diaper.

Clothing soiled with body fluids should
be,washed separately, using normal
procedures. Do aéd 1/2 cup of regular or
rnon-Chlorine bleach to the wash cycle.
Heavily soiled items (e.g., cloth
diapers) may require presoaking.

Disposable diapers should be placed in a ;
lcakproof container (e.g., a plastic bag)
and put in an outdoor trash container.

Sharing of toys has not been shown to
transmit AIDS.
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v. PLACEHENT PROCEDURES ) . .
===—=-="_FRCCEDURES

. « A._ The incidénce of pediatrid AIDS ‘has alwaxs been ang
. currently remaing very low in Log Angeles County,

The children at greatest rigk are those who
received blood or blood Products transfusions prior
to March, 1985, ang infants born to mothers who
engage in risk behavior, .

Most caseworkers will nevey have an a1ps, ARC, or
HIV positive €hild in thejy caseload. For those
few Cases ‘which .will be referred to DCS, "the
following guidelines for Placement have beaa
developed, |

B, CHILDREN "WrTH AIDS

1. These Procedures apply to children whose AIDS
is in remission ang are not actually i1);
i.e., they can go to sciool, on outings,
éngage in play activities, etc,

children in foster family homes, Because they
are at risk of infection from other children,
for their own sakes, they should be placed

hich this in mind, a smal} group home would be
the second choice, and a large aroup home
last,

3. No more than one,child with aArps should be
placed in any foster care setting, if ag ay}
Possible,

A child known to have AIDé should not be
referred to MaclLaren Children’s Center for
placamert because of the risk to the chilg

redsons explained in step 2., above, an ESC
Loster heme would be the preferreq emergency
placement Tesource, It ig Possible, however,
that AIDS coulq be diagnogeq after a chilg has
already keen admitted,  For this reason, there
is a procedure (described in step 4) for
placing a chilg with AIDS out of MacLaren,

4. An appropriate Case plan shaj: pe developed in
a case staffing by a team’ comprised of;

- the caseworker and hig/Her supervisor;

ERIC
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- staff from the Spzcial Placement Unit (if
. * the ¢nild is at Maclaren); and, -

- staff from the Foster Care ‘Resources
Section. If a foster family home is the
placement of choice, the representative
shall be the Licen3ing Deputy, (or
designee) who can Le telephoned at (213)
418-2016. If a group home placement is
planned, the representative shall be the
Supervisor, CCIEU, (or designeel who can
be telephaned at (213) 416-2850.

In addition, the Director, Juvenile Court
Health Services hus offered the resources of
his medical staff, if needed. This would
include rarticipation in the case staffing,
talking with potential foster care providers,
and visiting the foster care facility to teach
AIDS care precautions to the foster care
provider. This assistance can be requested by
calling the office of Dr. Charles Baker, at
(213) 226-8723.

The phwsician who is treating the child .Jhould
aiso ke asked for his/her recommendations, if
any.

CHILDREN WiTH AIDS-RELATED COMPLEX (ARC)

Follow the same procedures as with AIDS, described
in V.B., above. Although the ARC child is at less .
risk, the same cautions are advised.

CHILDREN WHC ARE HIV POSITIVE ONLY

Yo special placement procedures are required,
unless the child has high-risk behaviors, i.e.,
those which involve thz exchaz7e of blood/semen.
In such instances, the case staZfing procedure
described in step 4., above, shall be followed to
determine the appropriate placement setiing. These
children are asymptomatic and can be placed in any
appropriate foster care Setting. However, bécause
the child may carry (and therefore be capable of
transmitting) HIV, the procedures and information
in Part IV., PERSCNAL AND ENVIRONMENTAL HYGIENE,
and Part VI., SPECIAL CONSIDERATIONS, are
applicable.
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PAYMENT RATES

Because of the sgecial care needed for these
cnildren, the F2 rate is recommended for foster
family homes.

For special proceduies regarding completion of the
SOC 154/156 and other case recording, see Part
VI.A.

SHARING PERSONAL AND ENVIRONMENTAL HYGIENE
PREZAUTIONS WITH FOSTER CARE PROVIDERS

Part IV, of this Directive, PERSONAL AND
ENVIRONMENTAL HYGIENE, is printed separately as
Attachment I. When a child who has AIDS, ARC, or
is HIV positive is placed in a foster care setting,
the caseworker shall photocopy Attachment I and
give the copy to the foster care provider.

SPECIAL CONSIDERATIONS

A.

CONFIDENTIALITY

1. ALl DC: case rccords are confidential, All
redical records are privileged informaticn.
AIDS, probably more than any other aspect of
case irformation, must be held in the most
strictly observed confidence possible. The
consequetites of casual or inappropriate
discliosure can have long-czange negative
implicationut for the child, caseworker, foster
care provider, and other children in the
foster care facility, as weil as for the
families of all of those people.

2. There are certain parties whc will aeed to be
informed tha% a child has AIDS, ARC, or is
HIV positive.

a. Those who must be ¢old are the
caseworker, the foster care provider who
has agreed to accept the child for
placement, and the child's medical
practitioners (including dentist}. In
addition, the child's parents or legal
guardian shall bte told (absent a court
order to the contrary). The parent/lcgal
guardian shall be offered AID:
counseling. See Part VI.B.
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When selecting a foster care placement,
do not disclose the child's name until
the placement is definite.-

Tell the foster care provider exactly
what the child's status is {AIDS, ARC, or
HIV positive), and advise him/her of the
need to maintain confidentiality. Do not
write these terms on the SOC 154/156.
Instead, enter "body fluids precautions.”
This is necessary to prevent inadvertent
and inappropriate disclosure, because
these forms may be seen by persons who
should not know the child's medical
condition.

Each person who gains access to this
information must keep it in the strictest
confidence. The SCSW shall advise all
persons who have access to the case of
thelr duty to safeguard the confidential
nature of the information.

There are other penple to whom this
information might be appropriately
disclosed. Suc ecisions must be made on
a case-by-case basis, after careful and
ccnservative analysis of the person's
need to know. Remember, because of the
ways the AIDS virus is transmitte nost
eopble who Come into contact with the
cExia do not need to Xnow. If an doubt,
request quidance from Dr. 2Baker,
Director, Juvenile Court Health Services,
or his designee, at (213) 226-8723.

If it is then decided that disclosure
seens necessary, the CSW shall petition
the court for permission, following
standard procedures as described in

DH 36400.

An exanple of a person who might need to
know is the principal of the child's
school. If it is decided to inform the
principal, it shall be done verbally and
1
|
|

only to him/her directly. Don't leave
a message with the secretary that
“so-and-so has AIDS."
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Appreyriate recasons for informing the
principal include: 1limitations on
physicay activities recommended by the
child's doctor, child is not completely
tollet-trained, child has a wistory of
biting or viclent behavior,

d.  The parents of other children in the
foster care setting are not among the
parties who have a need to know. They
shall not be informed of the health
status of the child who has AIDS, ARC, or
is HIV positive, except under
extraordinary circumstances. 1In such
instances, the CSW shall follow the
procedures described in "c®, above. an
example of when it might be appropriate
to disclose is upon learning that
high-risk tehavior {e.g9., blood/semen
exchanges) has occurred between the AIDS,
ARC, or HIV positive child and another
child.

¢.  The policy of obtaining a court order to
disclose to parties other than the foster
carz provider and the medical
practitioner shall yve¢ observed unless an
emerqency condition exists., an example
oL an energency would be if the child
needed resusitation and a firefighter was
Preparing to do Cirect mouth-to-mouth
resusitation. It would be appropriate to
tell the firefighter that the child has
AIDS, ARC or is HIV positive so is)he can
use appropriate infection-control
alternatives.

Case recording which discloses that the child
has AIDS, ARC, or is HIv positive shall be
Kept in the "levileged/Confidanpial
Information" envelope used to safeguard all
sensitive case information. Forms which would
contain the specifics regarding rhe child's
AIDS, ARC or HIV prsitivé status shal) contain
oaly a cross-reference to the cnvelope. see
CSH 13140.43 for procedures for separating
Privileged information. NGTE: csH 13100 {s
being revised. The new cltaticr is expected
to be CsH 13130.4.
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COUNSELING

1.

Caseworkers should be sensitive to the very
likely possibility that the child (if (s)he is
mature enough to understand the implications
of having AIDS, ARC or being HIV positive),
the child's family, and the foster care
provider may need counseling. ’

‘“Counseling" includes group and individual

counseling, enotional support groups,
one-on-one emotional support, AIDS education,
and information services.

Sexually active gay, bisexual, and non-gay
youth may require age-appropriate counseling
regarding their sexual practices. when
selecting a counseling resource for a gay or
bisexual child, special care shall be taken to
ensure that the resource can meet the special
information needs of that child. Children
with hemophilia and children who received
blood or blood products transfusions prior to
March, 1985 may also need counseling geared to
their special circumstances. A third group
with possible specieslized counseling needs are
current and former intravenous drug abusers.

Initial counceling shall be done by the
caseworker to cdetermine if specialized
services are needed, and if so, to
identify them and make appropriate
referrals.

RESOURCES

The following agencies offer a range of
AIDS-related services and have agreed to be
1ncluded in this Directive.

1.

AIDS Project/LA (APLA)

7362 Santa Monica Blvd.

West Hollywood, California 90046
(213) 876-8951

Services available: education, training,
referrals to counseling and support groups.

NCTE: APLA's services are available to gay,
bisexual, and non-gay people.

137
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Hemophilia Center, Orthopaedic Hospital
2400 S, Flgwer Street

Los Angeles,-California 90007
(213} 742-1000

Services available: educational counseling

and support for childi.rn with herophxlxa and
AIDS, their families and foster caregiver<s;

comprehensi\e diagnostic treatment and care

for children with hemophilia and AIDS.

Hemophilia Foundation of So. California
33 S. Catalina Avenue

Pasadera, California 91106

(818) 793-6192

Services available: no structured program at
this time. Call and describe the child's
needs and they will try to provide the
service. Limited to children with hemophilia
and AIDS, their families and foster
caregivers,

HOTLINES

a. 1-8€0-922-AIDS (operated by APLA, Mon-Fri
12:00 nocn ~ 10:00 p.m., Sat and Surn 9:00
a.m. to 3:00 p.m., local time).

b. 1-80C~342-2437 (operated by the
Depastment of Health and Human Services®
(4HS) Centers for Disease Control,

«. Mon-fri 8:30 a.m. to 5:30 p.m., EDT.
Provides t-~ped informational messages).

c. 1-800-447-AiDS (also ogerated by HHS
'cn~Fri 8:00 a.m. - 7:00 p.m. EDT).

d. 1-800-22i-7044 (operated by the MNational
Gay Task Force, NY, Mon-Fri 3:00 p.m. to
9:00 p.m., EDT).

Juvenile Court Health Services, DHS
{2:3) 226-8723

Services avazilable: Dr. Baker or his designee
will participate in placement staffings,
inforr and train the AIDS child's foster care
provider about the child's needs and AIDS
precautions, (see Part V.B.4) and consult
as-needed on disclosure of the child's health
status (see Part VI. A.2.C).



O

ERIC

Aruitoxt provided by Eic:

134

6. Los Angeles Gay & Lesbian Community
Services *Centér (LAGLCSC) .
1213 N. Highland Avenue - -
Hollywood, California 90038
(213) 464-7400

Services available: Counseling, information,
education, services referrals.

NOTE: The AIDS-related services of LAGLCSC
are available to gay, bisexual, and non-gay
people. -

7. Shanti Foundation
9060 Santa Monica Blvd., Suite. 301
West Hollywood, California 90069
(213) 273-759%

Services available: emotional support groups
and one-or-one volunteer support

HIV ANTIBODY TESTING

The policies and procedures described in this pirective
apply to children who have already been diagnosed as
having AIDS, ARC, or being HIV positive. Caseworxers
may alsc be asked about being tosted for AIDS, or having
high-risk newborrs and other minors tested.

There i¢ a test which detects the presence of antibodies

to HIV 12 a person’s blood. There is at this t:ze no
test to detect or diagncse AIDS itself. The presence of
the HIV antibodies merely means that the person has at
some time been exposed to the virus.

No testing of minors may be dcne without the signed
consent of a parent or an order frcm the court. CSti's
may not authorize this test.

"Casual” (i.e., just out of curiosity or grourdless
fears) testing is strongly discouraged. Most pecgle who
have a positive HIV test will remain asvmptomazic. <They
will not develop AIDS or ARC. A small perceriage,
however, will. 1Individuals who consider beirg tfested
need to consider the effect of the test resulzs,
physically and emotionally. Anyone who tests EIV
positive should be referred for AIDS counseling and
education services.

For those persons who are advised by their doctors to be
tested, or ior those who have strong reason to believe
they have begn exposed, anonymous testing is available
at the folloping HIV Antibody Alternative Testing Sites.
The tests are free.
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1. Edmund D. Edelman Health Center

- 1213 North Highland Avenue,

-Los Angeles, California 90038
(213) 464-7400 Ext 306
1:00 p.m. to 4:30 p.m. - Information
(213) 464-7276 10:00 a.m. to 12:00 noon
Appointments only, Tues-Sat.

2. Long Beach Health Department
2655 Pine Avenue, Room 111
Long Beach, California 90806
(213) 427-7421 - Information
wWalk in - Tuesday 8:00-11:00 a.m.

3. The Center - Long Beach
2025 East 10th Street
Long Beach, california 90804
(213) 434-3089 Information
walk in: fTues & Wed., 4:00-8:00 p.m.

Certain newborns (primarily those whose parents are
prostitutes/intravenous drug abusers) and other minors
are at high risk of contracting AIDS. If there is
reason to believe that a child is at risk, the CSw shall
ask the physician caring for the child if an antibodies
test wculd be appropriate. If the physician says "ves",
the CSW shall ask the parent to sign the consent, or, if
the pareat cannct or wiil not, petition the court on a
DCS 4225 for permission for the doctor to perform or
oréder the test. No test shall be performed on any child
without written parental consent or a court order. The
decisicn to,seek the test must be a medical, not a
casework, decision.

QUESTIONS

A Technical questions about AIDS, ARC, and HIV
positives should be directed to the resources
listed in part VI.C.

Staff are reminded to safequard confidentiality 1f
specific case circumstances are discussed.

B. Staff requiring assistance in locating or seleGting
a foster care placement are referred to Part V.,
PLACEMENT PROCEDURES.
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- C. Medical questions regardxng a specific child with
- AIDS, ARC, or a HIV positive test mady be directed
to Dr. Charles Baker, Medical Director, Juvenile

Court Health Services, at (213) 226-8723. . - -

D. Questions regarding DCS AIDS policy and procedures
R should be directed by staff at DCSA level or above

to Eileen J. Ritchie, Program Specialist, at (213)
482-2806. .

RoBERY T }
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EJR:cd
Attachment

Lists I, I, IXI, IV
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Attachment I

PERSONAL AND ENVIRONMENTAL HYGIENE -

There are two griﬁéry methods of avoiding the AJDS
virus. They are: 1) avoidance of "risk
behaviors”, and 2) routine hygiene practices.

Since HIV is transmitted most readily via the blood
and/or semen of a person with the virus, "risk
behaviors” are those which bring a person into
intimate contact with “hese fluids. The most
common routes of transmission are: intimate sexual
contact; sharing of unsterilized hypodermic
needles; blood or blood products transfusions given
prior to.March, 1985; and, transmission from an
infected mother to an unborn or newborn child.

Although HIV is often deadly to its host, outside
the body it is actually a fragile virus, easily
killed by many common household products, e.g.,
soap, detergent, bleach, Lysol, hydrogen peroxide,
and isopropyl alcohol.

HIV is pot transmitted by any form of contact which
is appropriate between a caseworker and a child or
a foster parent and a child. It is not airborne;
therefore it is not transmitted through coughing.
It is not transmitted through the saliva or tears
of an AIDS patient. Altkough the virus has been
found in these fluids of some patients, the
quantity is too small to pose a risk to a well
person.

Several long-term studies of health care workers
who care for AIDS patients and family members who
live with AIDS patients have shown that close,
non-sexual shared living arrangements with a person
with AIDS have not transmitted the virus. This has
been shown to be true even among families with
questionable hygiene practices and where no special
precautions were taken because it was not known
that the person had AIDS. These studies show that
the virus is not transmitted from toilet seats,
doorknobs, dishes, eating utensils, drinking cups,
or swimming pools. AIDS is not spread by talking
with an AIDS patient, shaking hands, hugging,
casual (as opposed to "deep”) kissing, or physical
proximity.
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Caseworkers and foster care providefs observing the
simple hygiene routines listed in Part B., can
safely care for and be with a child with AIDS, ARC,

_ or a HIV positive test.

It is safe to carry these children in your arms,
transport them in your car, hug them, hold their
hands, dry their tears, change their diapers, or
give them a kiss on the cheek.

AIDS is a bloodborne infectious disease. Although
it is known that it is very difficult to transmit
by non-intimate methods, it is a disease and
common-sense Precautions are indicated. As with
any other bloodborne infectious disease, there are
recommended hvgiene practices to follow.

They are egually applicable to AIDS, ARC and
HIV positive cases.

1. PERSCNAL HYGIENE

a. Co no% allow the child to share
toothbrushes or razor blades.

b. Avoird blood-to-blood contact. I£ you
have a skin rash or an open cut on your
hands, wear dispcsable gloves while
cleaning up spills of blood, semen,

. bloody saliva, urine, feces, or vomit.

. if ,- Ao have skin contact with these
subs® ~, wash the affected areas with
$0ap w...s running water for 10 seconds.

c. wash your hands with soap before and
after changing a diaper. Gloves are not
needed unless the feces are bloody, in
which case disposable gloves may be used.
The AIDS virus has not been found in
feces itseolf.

d. I1f the child is drooling, wipe up the
saliva with a tissue and discard the
tissue. Wash your hands with soap.

e. If the child bites Ycu and draws blood,
wash the area immediately with soap and

water. As you would with any human bite
wound, see a doctor.
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. There have been no known instances in
which AIDS has been transmitted via
biting; it is considered an extremely
remot2 possibility.

f; Good hygiene dictates that food-sharing
{(i.e., more than one person eating the
same piece of food, such as a hot dog,
1Ce cream bar, piece of chicken, etc.)
not be permitted. Nc other mealtime
restrictions are necassary. The child
with AIDS can use the community table,
dishes, glasses, ana eating utensils, and
be served "family-style" (i.e., from a
common serving dish).

2. ENVIRONMENTAL HYGIENE

These practices are applicable for staff who
have physical custody of children at DCS
offices and for foster care providers.

a. Clean up spills of semen, blood, bloody
saliva, urine, feces, or vomit on
surfaces such as floors, countertops,
bathtubs, etc. with a solution of ten
parts water to one part ordinary
household bleach. Dispose of the rag or
.paper towel used in a leakproof container
{e.g., a piastic bag) and put in an
outdoor trach ccntainer. For body fluad
spills on bedding, clothing and other
washables, see laundering -procedures, in
"d", below.

b. Baby bottles should ke cleaned and
sterilized as usual.

c. It is not necessary to wash the child's
dishes and utensils separately. Just
wash them with hot, sudsy water, rinse
and dry thoroughly, either by hand or
automatic dishwasher.

d. The child's clothing may be laundered
with other family members' clothing,
using ordinary laundry detergent, unless
it has been soiled by the child's bElood,
semen, urine, feces, and/or vomit. Use
of regular or non-chlorine bleach is
recommended, as with any heavily soiled
diaper.

Qo 1 4
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Clothing soiled with body fluids should
be washed separately, using normal
procedures. Do add 1/2 cup of regular or
non-chlorine bleach to the wash cycle.
Heavily soiled items (e.g., cloth
diapers) may require presoaking.

Disposable diapers should be placed in a
leakproof container (e.q., a plastic bag)
and put in an outdoor trash container.

e. Sharing of toys has not been shown to
transmit AIDS.

LRIC
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Chairman MILLER. | am sure I am not going to do him justice,
but I feel a little bit like Einstein after the advent of the Atomic
Age, when he said that the bomb, in fact, had changed everything
but our thinking.

And when I listen to this, I think back ten days ago or two
months ago when we were sitting here talking about tke budget
battles in the Congress, and we are thinking how do we steal an-
other $4 or $500 billion for Title XX and how do we steal some
money for Title IV-B to correct the almost criminal situation I
think we now have in California with foster care.

Ms. Mclntosh, you are telling me that that is really irrelevant at
this point. Toddlers and infants used to be the children we could
not keep in the system because nobody wanted an adolescent. They
were more expensive, they were more independent, and they prob-
ably did not like you anyway, and, so, adolescents were right at the
bottom. That was thec traditional problem and also the notion when
we reformed the foster care system: if we simply would put more
money into the system, the studies told us, in terms of reunifica-
tion and preplacement and work with these families, we could
return a good number of these children home. You are telling me
there is no home to go to for a growing number of children certain-
Iy within your jurisdiction.

I am sure you: jurisdiction is not outrageous compared to what
we can expect in Alameda or may have already. Certainly my col-
leagues from the East Coast are telling me they are starting Zo ex-
perience this.

It makes you rethink the institutionalization of children; it
makes you rethink about the public worry of children, whether it
is because of AIDS or because of drugs or what have you; and it
makes you obviously rethink the kind of decisions that we would
be willing to make.

The question is whether or not the child born with AIDS should
be granted an entitlement to those things that are necessary for
any victim of AIDS. Iet us not limit it to that. I give a lot of
speeches about children who end up in outrageous situations
through no fault of their own, bui vou are sitting here along with
Dr. Benjamin and Dr. Grossman, who was telling us about children
entering the system because their parents ook drugs, sexually
abused them, and they now are the victims left behind.

The question is, what xind of society are we in terms of the treat-
mert of those children. There are no federal programs for children
like thal bec: use in the political mind of my colieagues, with all
due rzspect, t..,se children are a little tiny universe. They fall be-
tween all these programs.

You are telling me that is 2 rapidly growing universe.

Ms. McInTosH. That is exactl - right. I was just :oming here from
a meeting of the California Weifar¢ Directors Asscciation, where
members from all counties discussed this issue amons others.

What I was amazed to learn is that not only i, ti.2 larger urban
counties but also in a lot of the smaller counties, we are seeing
really growing numbers here, and we now in the state are needing
to think through what our policies need tc be for these children.

Mr. Stark. May I say something?

Chairman MiLLER. Yeah.

1
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Mr. StARK. I just wanted to add, Ms. Mclntosh, you mentioned
blending of funds. Remember that you are dealing with a guy
named Swoap who, in my mind, has the mind of a piranha and the
heart of a Doberman Pinscher, he wrote the book on block grants,
which is nothing more than a buzzword for this present Federal
Administration to put them all together and then cut them.

From a practical standpoint, is wise to keep some of these pro-
grams separate? At least when the Administration tries to elimi-
nate their funding, the constituents support them, the Congress, by
trying to fund them individually, is going to end up getting you
some money.

If you let the Swoaps and the Reagans of the world have their
way, we will turn it all over to the states and the counties. T just
wanted to interject that. As I think you are right, if we give you
the money to do it, I think it will be wonderful, but it is a real dan-
gerous world.

Ms. McINTosH. Yes, your point is well taken. We suffer greatly
now from block grants that have taken place in the past.

I think the concern is that there be mechanisms within the fund-
ing streams that permit the use of these funds to funnel towards
the victims and not to have the victims have to match only a single
category in order to receive a single slice.

Mr. Stark. I agree with that.

Ms. McInTosH. I appreciate your comments. Thank you.

Chairmarn MiLLer. Dr. Benjamin?

Dr. BENdAMIN. It may even go a little bit further because even if
some money were there and could be granted to many counties,
those counties who have already seen that this issue in health is a
major one and have decided to use those monies in that arena, may
hate already approached the Gain limit and they have got big
problems. You cannot put anymore in it.

So, what do we do with the money if we even get it?

Chairman MiLLER. Yes?

Mrs. Boxer. I just think that this panel has been an outstanding
one for all of us, and I think when you are talking about an emer-
gency situation, that we have got to do something about the Gain
issue, with all due respect.

Epidemics do not obey the laws of tax initiatives.

Dr. BENJAMIN. Or economics.

Mrs. Boxer. And we had better come to grips with that as a soci-
et¥ or we will not have a society.

have a couple comments and a couple questions. I am a fairly
optimistic person, and I have been trying to find some little thing
to cling to here, and the only thing that there is to cling to is AIDS
is a preventable disease. You are the second physician who has
drummed that into my mind; the other one being Art Ammann. I
do not know if you know him. He is a pediatric AIDS doctor, who is
now doing research on vaccines.

So, knowing that, it seems to mie that we have got to separate
this problem into two. One is the people who are already exposed
and the horrible problem that this presents us here, we cannot do
anything to unexpose them. We did not know anything, we have
got to deal with that, and Pete Stark and his commitiee are gring
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to have the outflow of that and how we will fund. this and so will
the Budget Committee.

And, then, the other is preventing it, and we know now that con-
doms prevent AIDS. If they are used properly and if they work,
and it is really hard for politicians to talk about things like this,
and you do not understand . . .

Dr. BenaaMiN. But I think we do. I think we do.

The Chairman MiLLER. We develop an adult stammer. They did
not know they had it their whole life, but apparently it was there.

Mrs. Boxer. So, the thing is we have to stop having that and we
have to get—I know I have seen it happening in the churches and I
see it happening in the schools. It is evident. So, it seems to me
that we have to have a vaccine, and the only vaccine is education—
period. That is it. That is a vaccine. fducation prevention. So, we
have to have a program to do that. If we are going to get anything
out of this, it is certainly that because, if we do not do that, then
the society will be overrun with this thing.

Could you respond to that? I mean, I think you need television
because you can reach, as you point out, these kids through the
schools, but you need to have a massive television campaign be-
cause everybody watches television.

Dr. BEnJaMIN. If I may and then Ms. McIntosh.

Mrs. Boxker. Yes. You all may respond.

Dr. BengamiN. I think you all are absolutely right. The mass
media is the only way that we can do anything and had not just as
a small example this prevalent study that we have done, that we
did here in this county, had that not gotten TV coverage, we would
not have done anything.

I am not as optimistic as you would even like me to be because
what I look at as an epidemiologist are surrogate markers of sexual
behavior, and what we have seen here is . . .

Mrs. Boxer. What do you mean?

Dr. BeNJaMIN. What other markers of sexual behavior can we
look at besides AIDS? Okay. Syphilis. In the last year, in this
county, hepatitis B, which is transmitted exactly in the same way
except there is some household transmission of Hep-B, there is not
household transmission of AIDS, has increased by forty-two per-
cent. Sfyphilis, up twenty-one percent. Gonorrhea, vp fourteen per-
cent. If this was the stock market, I would say buy.

When you look at the percentage in terms of infectious syphilis
of those whe are gay or bi-sexual, in 1983, twenty-nine percent of
our syphiiis cases in this county were gay men. Last year, it is
down to nine percent. What does that mean in the face of an in-
crease of twenty-one percent in syphilis, it is increasing the general
heterosexual population. The message is not getting out. Not get-
ting out.

Mrs. Boxer. But it got out in the gay coramunity and you have
dramatic decreases in these other areas.

Dr. BENJAMIN. It got out and we had outstanding——

Chairman MiLLER. On that point, should we be impressed in
terms of viewing what is possible, should we be impressed in terms
of the educational programs that have gone on within the gay com-

munity?
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Dr. BENJaMIN. Absolutely. Absolutely. The problem. if I may—
yes.
The Chairman MILLER. When we see the risk that is involved
and we see the declines in these numbers and studies, that should
tell us that education, in fact, can be accomplished. Is that what
you are saying?

Dr. BENJAMIN. What—the comment—if I can translate that com-
ment a little bit into something that may be a little more useful, is
if we wait to count cases, we are at least five years too late, at least
five years too late, and that is why the problem reached the magni-
tude it did in the gay community, because we did not know what
was going on. We know now and it is the gay community that has
led us to that.

We now have an opportunity to prevent further spread and right
now, as you say, we are at about the samne point in this epidemic
now as we were with polio in the late forties and early fifties. We
knew very well the epidemiology of the disease. We knew how it
was transmitted. My parents refused to let me go swimming in
public places during the summer in t}2 forties and fifties, and we
are now waiting for another Jonas Salk to come along, but until he
or she comes along, Jonas Salk, we have only got education, and it
has been effective. It has been effective in the gay community and
I wa}fS astounded at how effective it was just this last month here. It
works.

We have got to really use that, and, again, now,

Chairman MiLLER. Obviously, there have been numerous success-
es, but I guess I am just so cynical after the recent episode of the
Congress dealing with drugs in our society and what happened
before and after the election. But I think baci: to an effort when
the President of the United States was running for re-election, he
brought together, I think it was something called, the Tuesday
Club. He brought together the very best minds in public media to
sell him to the American public and to win that election, which
was a strategy that we as politicians look to in terms of where he
went for his advice. My concern is that the Congress, in a fit of
emotionalism, can vote a billion dollars in education this year and
then, in a fit of political reality, that the Congress looks back six
months and decides next year that that billion dollars was a waste,
nothing happened.

How do we develop a national curriculum, a national effort. It is
not a question of whether we want to do it in Wyoming or L.A.; it
is a question that it must be done. If we are not getting hysterical
and—your testimony is based upon reality, and I just worry that
the billion dollars gets kind of——

Dr. BENJAMIN. In my political naivete,

Chairman MILLER. You know, like Contra money, everybody
sucks it off and nobody gets a rifle or something.

Dr. BENJAMIN. In my political naivete, about six or nine months
ago, I decided that since this country was launching into this war
on drugs, spearheaded by the Reagans, I might write a letter to
Nancy Reagan, and I did, and the letter said, gee, I think you are
doing a real good thing, and this is some evidence that we have
about how AIDS is transmitted. Do you not think it is high time to
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incorporate th.is in your message. You have not heard it? It is time
and, yeah, I will not go into the rest of what you have not heard.

Mrs. Boxer. Mr. Chairman?

Chairman MILLER. Yes.

Mrs. Boxer. In raising this very question with the panel of doc-
tors in Los Angeles, their comment was that theg were backing
Henry Waxman’s budget which comes down just below a billion,
about half of it for education and the other half research and also
a little piece for some model programs and treatment. and a piece
fi)]r drugs, making sure that we gat the drugs out to those that need
them.

They made the same point you did. We have got to be real care-
ful that we do not just throw money at this thing and then have a
bad reaction, and they suggested, and it is in the form of a bill by
Jerxy Lewis, a national commission on AIDS, which would oversee
this thing.

I at first thought, you know, not another commission. You think
you are doing somethii,g when you have a commission, but I really
think that this makes good sense, and we will take a look at that
when we put together our recommendations.

Could I ask one question?

Chairman MiLLER. You may ask all the questions you want.

Mrs. Boxer. The last thing I wanted to comment is empowering
the women to say no, and I agree with you, but I would hope that
that is not all that we put out on that message.

Dr. BEnJAMIN. Please do not misconstrue that.

Mrs. Boxer. We have got to be responsible.

Dr. BENJAMIN. Absolutely.

Mrs. Boxer. Because the woman just cannot sit there by herself
and say no, we really need to support that and the men are going
to have to work to take the responsibility and not just let the
women take it.

Dr. BENJaMiIN. Absolutely. I did not mean to suggest that.

Mrs. BoxeRr. I know you did not, but——

Dr. BENJAMIN. Ttat is just one other avenue.

Mrs. Boxer [continuing]. I am supporting what you are saying.

Chairman MiILLER. We were obviously discussing the need, and
the flip side of that should not be that the male can be a jerk, you
know, ard we were a little worcied about that.

Mrs. Boxer. So, we want to see some priorities.

My last point regards this hemophiliac situation, could you put
into numbers for me, you said that seventy to ninety percent of he-
mophiliacs have been exposed because they have those transfusions
before we knew how to make the blood supplg' safe?

What does that mean in terms of numbers?

Mr. WiLLiams. Well, if the nuLibers that I have given are correct,
there are about 20,000 hemophiliacs in the United States. Our fig,
ures would tend to say a higher proportion, towards the ninety per-
cent rather tiaan the seventy percent figure, of those individuals
who were born prior to 1986 have received the concentrates which
have the virus and have, therefore, been exposed to the virus.

So, you can use Dr. Benjamin’s five year model. If you look for-
ward five years, you can expect that whatever the attack rate is,
(we - now into an area that is not administrative and I am not
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an expert,) but the attack rate will determine the question of how
many of those patients will, in fact, develop the disease.

It is going to be a large number, and the point of the financial
side, as I have indicated, is you must add those costs on toy of the
costs of treating the underlying disease. Frankly, there is not a lot
of information known cn how do you treat hemophilia and AIDS
tta)ogether and what it costs. Th-{ is where the cost implication will

e.

Mrs. Boxer. Well, I think where this impacts on my chairman’s
field of interest here is on children because if we do have these
drugs that prolong life, which we want to see, and these people
have bubies, people with AIDS having babies with AIDS, I just
thirk it is a profound situation for us.

Mr. Chairman, I do have to go. As usual, you have provided us
with a format that is exceptional. Thank you.

Chairman MiLLER. Thank you. Thank you.

What is the stigma involved if the hospital is going to be desig:
nated either formally or informally as an AIDS hospital?

Mr. WiLLiams. Well, thank you for asking for that question.
| Ch.airlman MiLLER. Whether a children’s hospital or a general
10spital.

Mr. WiLniams. If I could respond to, first of all, Dr. Grossman'’s
point. I do not agree with Dr. Grossman on this point. I think Chil-
dren’s Hospitals, at least, and the facilities that care for children
see AIDS children as people who are sick; as individuals who are
the reason we as institutions exist. We treat them at Children’s
Hospital at Stanford and most Children’s Hospitals see these chil-
dren as patients with major infectious disease problems and we
would treat these kids like other patients.

So, I do not thir' that the concept of setting up a separate
system makes sense for children, I tkink the numbers may be an
issue here. There are smaller numbers of children that are likely
to come down with this disease for all the reasons we have said and
childrens hospitals can accommodate them probably.

I think the issue is really getting a stable funding source so that
their care can be paid for within the current environment of health
care financing.

Chairman MILLER. I understand that, but when we are dealing
with a certain level of ignorance within the public as to the nature
of AIDS, and a certain level of hysteria as a result of that, what
are the ramifications if people start saying to their doctors, I do not
want to be admitted to that hospital?

Mr. WiLLiams. Well,

Chairman MiLLER. Especially if the hospital has patients that are
losers in terms of financial reimbursement, what if the hospital
makes just a simple econumic decision, we better not expand our
involvement with this caseload, we will not take that caseload, be-
cause we are starting to hear from doctors that their patients do
not want to have surgery in this facility or they do not want their
children or parents or what have you at this facility?

Is it realistic? Is it going t~ be a problem?

Mr. WiLuiams. I think it is an issue. First of all, education be-
comes the answer to the issue. We know, at least so far as any re-
search has been able to be done and research has been done very
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intensively among hospital employees to see whether it is possible
for this disease to be transmitted other than by the major ways dis-
cussed earlier.

There has not been, to my knowledge, a single case of a hospital
staff member turning antibody pcsitive with the AIDS virus as a
result of caring for either children or adults. We need to get that
message out to parents, in the case of children, and to the popula-
tion at large, that the disease is preventable, that you are not going
to catch it by having these people in your apartment or by having
them in the bed next to you. Children’s Hospitals, in particular,
care for large numbers of patients who have some sort of a conta-
gious disease or infection. That is part of the nature of pediatrics,
and we have mechanisms for controlling the problem of infecting
others—patients or staff.

So, I think that there should not be a stigma, but I think it is a
real issue at this point until the education level becomes higher.

CHAIRMAN MILLER. You obviously have seen the stigma within
another part of the social services systems in terms of foster care,
with people making a decision that they are not going to partici-
pate.

Ms. McInTosH. That is exactly right. What we are seeing is
trying to educate our prospective foster parents and group home
operators and so forth that they can care for these children, safely
for the children and safely for themselves.

CuAIRMAN MiirLeER. Let me ask you since we have the chief of in-
surance here—the reaction that you are getting from a potential
foster parent is not an unrealistic reaction. If I think I am going to
bring a foster child home or adopt a child and put that child on my
health care policy and that is going to lead to cancellation of my
policy, along with the coverage for my children and my spouse, it is
a rational decision for me not to become an adoptive parent or a
foster parent.

Ms. McIntosn. Well, 1 think if we look at the added impact of
social isolation, the education system being somewhat reluctant in
some cases to take the children, all of those kinds of impacts, then
we see the one compounding the other, and we see families who
really do want to care for these youngsters, for example, and who
may be willing to take some risks in terms of offering physical
care, not being able to withstand the social pressure and the finan-
cial realities that these children may present.

Mr. Starg. Chairman, yield? You make a good case for the coun-
ties to start risk pools. Insurance companies are not going to do it.
They will exclude it and risk pools would be the answer. Say it is
an epileptic or somebody with diabetes who has trouble getting in-
sural.... It seems to me the fair way is for everybody to chip in
with their fifty cents a month on tieir own policy and pay for
these risks, because if witey do not pay for it, the price is going to go
up anyway. We will an for it through our real estate taxes or we
will pay for it through higher costs for our own insurance.

CHAIRMAN MiILLER. Well, thank you. Thank you very much for
your participation in the panel and with the committee. Certainly,
this committee and the entire Congress is going to continue to need
your additional help.

Pete, thank you for sitting in with us this morning. Thank you.
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Mr. Stark. Thank you, Mr. Chairman.

CHAIRMAN MiLLER. The next panel that we will hear from will be
Dr. Sylvia Villarreal, who is from the Department of Public Health
and a Physician Specialist, City and County of San Francisco; Wil-
liam Barrick, who is a Program Manager for the AIDS Project here
at Alta Bates/Herrick Hospitals; and Marcia Quackenbush, who is
Coordinator of Youth and AIDS Prevention Project, University of
San Francisco, AIDS Health Project in San Francisco.

Come forward, and we will recognize you in that order.

" Is John Schwartzberg here? Dr. Schwartzberg is sup;osed to be
ere.

Again, we want you to proceed in the manner in which you are
most comfortable. To the extent that you want to summarize, I
would appreciate that. Also, to the extent that you want to com-
ment on something you heard before, where you think there needs
to be a correction or an elaboration to complete this record, feel
free to do that also.

Dr. Villarreal?

STATEMENT OF DR. SYLVIA VILLARREAL, DEPARTMENT OF
PUBLIC HEALTH, PHYSICIAN SPECIALIST, CITY AND COUNTY
OF SAN FRANCISCO; SAN FRANCISCO DEPARTMENT OF
HEALTH AIDS MINORITY TASX FORCE; BOARD OF DIRECTORS,
CALIFORNIA CHILDREN’S LOBBY, SAN FRANCISCO, CA

Dr. ViLLARREAL. As a pediatrician and a Hispanic, I am very con-
cerned about ethnic and racial minority children and their risk of
AIDS. My area of expertise is children in the marginal society. Of
the total 423 pediatric AIDS cases reported as of January 26, 1987,
60 percent are black children, and 23 are Hispanic. That is 93 per-
cent of all the children with AIDS are children of color.

These data are even more startling when one realizes that the
black population comprise eleven percent of the total U.S. popula-
tion and Hispanics only seven percent. Most of the infants and chil-
dren are infected during pregnancy. It has been found that 86 per-
cent otf these children with AIDS have at least one IV drug using
parent.

In New York, 20 to 30,000 children have been born to IV drug
using mothers between 1982 and 1986. These are Puerto Rican ard
black babies. If we assume a conservative, thirty percent rate of
transmission from infected mothers to their babies, there are esti-
mated to be 6,000 HIU infected infants in the New York-New
dJersey area. In San Francisco, in 1987, we predict using similar cal-
culations 14 babies will be born to high risk IV drug using mothers.

San Francisco’s numbers are relatively small compared to New
York. We only have six children, three are black, one Hispanic,
and two children with transfusion recipient AIDS. How do we ex-
plain some of these relatively low numbers in contrast to the New
York-New Jersey? Perhaps we in San Francisco are enlightened.
We have organized quickly enough in the marginal society to pre-
vent the transmission of AIDS. It could be the natural delay of the
transmission to the West Coast or it could be that we have just
been damn lucky.

Q
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An AIDS advisory committee has been organized to advise the
Director of Public Health in San Francisco on AIDS-related condi-
tions and problems, and mental health issues of the black, Hispanic
and Asian communities. Currently, the Department of Public
Health is conducting outreach and funding to people of color ad-
dressing education and prevention, especially our IV drug using
population.

The startling disparity in the representation of minority children
with AIDS reflects the real basic problems of the marginal society.
Poverty, low education, and drug abuse. I believe that the following
policy issues need careful scruting and attention.

First, the medicaliy-fragile child. It is critical to state that the
HIV infected chiid be included in the definition of the medically-
fragile child. As you know, that means children who are similar to
chronically ill infants or low birth weight infants, and that their
care is very specialized, and their health easily deteriorates.

If these children become medically-fragile, then parents and
foster parents can get at least a little bit more money for their
care. Further research needs to be done to define both in-hospital
and home placement needs and costs.

Currently, New York City is hospitalizing HIV positive children,
who are not clinically ill, because of the inability to secure ade-
quate placement. Reasonable effort in compliance with S.B. 14
should be made to ensure that parents, both natural and foster,
have adequate training and supervision for those children who go
to their homes.

The second problem is the AIDS child in foster care. There are
two major problems facing the sccial service departments in the
disposition of children at risk AIDS, and one is antibody testing of
the at-risk children, and, again, these at-risk children are children
of color, and the second is placement of HIV positive children.

We must adhere to rigorous standards to protect the rights of the
child and the parent, in order to decide to test or place the child.

Ethical issues of confidentiality must be addressed before any
testing is allowed. The rights of the natural parents must be
upheld by the existing laws, and this includes visitation rights, due
process, and reunification if at all possible.

The third and really the most critical item is prevention and
education of the marginal child and family. Racial, ethnic, and cul-
turally specific and sensitive education must be financed and tar-
geted to the communities of color.

Previous models, it was talked about by the first panel, used for
gay populations may not be appropriate or sensitive to the needs of
diverse people. Hopefully, we can use what has been done in the
gay community and work in conjunction with gay leaders to edu-
cate minority populations.

Mr. Miller, as you know, there is much stigma associated with
AIDS as a gay disease in minority communities and homophobia is
rampant. We must educate people that AIDS is a non-sexist and
non-racist disease and it affects everyone.

I will briefly mention that an important group to target is the
minority adolescents, especially the high risk teen pregnancy, espe-
cially in the Biack and Hispanic community.




150

I thank you for your generous time and attention. It is now noon.
it is only through our concerted effort on the local, state, and fed-
eral level that the epidemic can be stopped. Perhaps the problems
of the poor may never be alleviated, but AIDS-related illness in
poor children must be prevented.

Thank you.

[Prepared statement of Sylvia Villarreal M.D., follows:]
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PREPARED STATEMENT OF SYLVIA F. ViLLARREAL, M.D.

It 18 indeed an honor to present before you and your
esteemed committee on the importart topic of AIDS and the child.
I will focus my discussion on the area of my expertise: "Children
of the Marginal Society."!

As a Pediatrician and a Hispanic, I am very concerned about
ethnic and racial minority children and their risk of AIDS. Of
the total 423 pediatric AIDS cases reported as of January 26,
1987, 60% of the children are black, and 23% Hispanic.2,3 These
data are even more startling when one realizes that the black
population represants only 11% af the total U.S. population, and
Hispanics represent only 7%. Most of thase infants and children
becam= infected during prcgfnncy, it has been found that 86% of
children with AIDS have at least one IV drug using parent.

Pater Selwyn of Alhert Einstein School of Medicine,
estimates that 20,009 to 30,209 babies, the majority black and
Puerto Rican, have baen born in the Naw York area to IV drug
using mothers between 1982 and 1986. Assuming a 30X rate of
transmission from infected mothers to their babies this
conservative estimate suggests some 6,800 high risk infants are
probably infected with HIV.%* In San Francisco, John Newvneyer, has
used similar calculations to predict that 14 infants will be born

to IV drug using mothars here in 1987.5
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The numbaer of children in San Francisco infected from 19681-

1986 have been:

Table 1.

AIDS IN CHILDREN ©-12 YERRS WHITE BLACK HISPANIC
CHILD OF 4IGH RISK/AIDS PARENT ] 3 1
TRANSFUSION RECIPIENT 2 "] e
HEMOPHILIAC a "] ]

(Data obtained by the San Francisco AIDS Activity Office, 1987)
Thes= relatively low n;-bcrs are in stark contrast to New
York and New Jarsay’s large and growing childhood population with
AIDS. Perhaps we in San Francisco have organized quiikly enough
in the marginal society to prevent maternal transmission of AIDS.
It may be natural delay of transmis=ion, or it could e that we
have Just been lucky. An AIDS Advisory Committee has been
organized to advise the director of Public Health on AIDS-related
healt; and mental health issues of the black, Hispanic, and Asian
communities, Currently, tha Department of Public Health is
conducting outreach and funding to people of color addressing
education and prevention, especially in the IV drug using

pobulation.
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The disparity in representation of minority children with
AIDS reflects their living in the marginal society of poverty,
low education and drug abuse.6,7 I believe that the following
policy issues need careful scrutiny and attention if we are to
adequately address the problsm of RIDS in minority children:

I. The medically fragile child
II. The AIDS child in foster care
III. Pravention and Education of Marfinal Children and
Families
I. Tho Medically Fragile Child

The HIY-infocted chila’should be included in the dafirnition
of the nedicnny' fragile child.8,9 Childian with HIV—-infection
are similar to severely premature infants or low birth weight
babies in that their care is specialized and their health easily
deteriorates. Further research neads to be done to define both
in hospital and hcwe placement needs and costs. Currently, New
York City is hospitalizing HIV positive children not clinically
£11 because of inability to secure adequate placement.
Reasonable efforts, in compliance of SB 14, should be made to
insure that parents (natural or fostar) have adequate training

and supervision for those children who can go to their homas.
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II. AIDS Child in Foster Care
There aru two major problems facing social service

departmants in the disposition of children at-risk for AIDS. One
is the antibody testing of at risk children, and the second is
placement of HIV-positive children. Rigorous standards must be
established to protect the rights of the child and parent in any
decision to test or place a child. Ethical isgues of
cenfidantiality must be addressed before indiscriminate testing
‘1= allowed. Tha rights of the natural parent must be upheld by
tﬁc existing law, this ‘includes visitation, due process and
reunification if at all possible.

III. .Prlv-ntion ard Education of Marginal Children and Families

Racial, ethnic and culturally spacific and gensitive

education must be financed and targeted for the communities of
color. Pravious models used vor Qay and white populations may
not be appropriate or sensitive to the needs of diverse peoples.
Hopefully, we can use what has been done in the gay community and
work in conjunction with pay leaders to eoducate minority
populatibns. Unfortunately much stigma is associated with AIDS
2~ a4 “gay” disease in the minority community.1® We must educate
shat it is a nonsexist and nonracist disease that attacks all.

Ain important group to target is the minority adolescent.1l
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Thank you for your genarous “ime and attention. It is only
through concerted effort on <he local, state and Federal level
can this epidenic be stoppsd. The problems of the poor may naever
be alleviated, but AIDS related illness in <=hildren must be

pravented.
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The CaairMAN. Thank you.
Mr. Barrick?

STATEMENT OF WILLIAM BARRICK, R.N., M.S.N,, PROGRAM MAN-
AGER, AIDS PROJECT, ALTA BATES/HERRICK HOSPITALS,
BERKELEY, CA

Mr. Barrick. Good afternoon.

My name is Bill Barrick, and I am Program Manager for the
AIDS Services here at Alta Bates/Herrick Hospitals. I am a regis-
tered nurse. 1 have a Master in Science in nursing and administra-
tion.

I have worked in the epidemic fir four years, first at San Fran-
cisi:{o General Hospital, and most recently here at Alta Bates/Her-
rick.

In my mind, the issues of AIDS, which relate to your committee’s
work, are divided into four large areas: Vertical transmission of
HIV from mothers to the unborn <hild, the risk to both mother and
child, risks to young children existing in transfusions or Factor 8,
the effect on children and adolescents whose parents or parent
becoine infected and symptomatic of AIDS, and, fourth, the poien-
tial for AIDS infection among adolescents experimenting with sex
and drugs.

I want to take just a few minutes to look at those and give you
some scenarios baced on our experience. With regard to vertical
transmission of HIV, the first concern certainly would be to identi-
fy the women who are HIV infected and counsel them with regard
to pregnancy or continued preznancy. The models developed for ge-
netic counseling will play a large part in future programming.

Our high risk pregnancy program has begun testing women and
of twenty-eight already tested, two have been found positive.

With regard to AIDS in newborns at Alta Bates in the lest few
months, four children have been born infected with HIV. The all
too frequent principles have been an IV drug using mother who is
discharged or leaves against medical advice within forty-eight
hours of delivery, and the child remains in our nursery or who is
transferred to the intensive care nursery at Children’s Hospital,
Oakland, while kicking the mother’s habit.

The chlld will stay for several weeks. During the first week, the
mother may visit twice and during the second week, once. After
the second week, the mother disappears and our social work team
frequently then takes over and they eventually proceed to seeking
legal conservation and medical fosterage.

In support of Dr. Grossman’s concerns with the California legis-
lation on confidentiality of HIV results, we have specific problems
in this area with regard to the fact that in California, it is actually
illegal to inform the medical foster parents of a child’s HIV positiv-
ity. That has created tremendous educational difficulties which, in
proactive programming here in Alta Bates on education of prospec-
tive medical foster parents, we have been able to ameliorate some-
Whﬁ? and raise the willingness of foster parents to care for these
children.
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But a particular concern also are the Hispanic and black moth-
ers in whom the incidence of HIV virus is already nine to fifteen
times higher than among whites.

The issues of transfusion and Factor 8 are now controlled, al-
though cases with long latency periods will continue to emerge for
sox : time. The general trend is downward for this population.

I have grave concerns for a population of children and adoles-
cents of two previously unidentified risk groups. It is my belief
with support from East Coast communities with similar demo-
graphics to the Alameda, Contra Costa Counties, that there will
soon be a burgeoning population of suburban married men and
women with Aﬁ)S.

There is a subsiantial but uncountable population 2f men in our
society whose intzrnal identification as heterosexual but whose be-
havior is functicrally bi-sexual. These are men who have live in
suburban middieclass communities where they are family men
with wives and chiidren. They also come into urban areas on occa-
sion or frequently to have homosexual, sexual experiences. These
men are at risk to develop AIDS in an environment where their
wives and children are unaware of their risks.

Among the wives and mothers of these families are women who
are sexually active, ur.known lo their families. These women will
be at risk to acquire AIDS from men whe are infected and pass the
virus sexually. The effect on such family groups is and will be dev-
astating.

Finally and most frightening of all is the certainty of a burgeon-
ing adolescent population with AIDS. For those of us who are par-
ents and for those of us who are not, but rem ..nber our own teen-
age years, the feelings of immortality and invulnerability which go
with those years will be familiar.

Tiscussions of the morality of teaching safer sex and safer shoot-
ing must be put aside in favor of a category to save the lives of our
chiliren. We join with Dr. C. Everett Koop in recommending cur-
ricula in our schools to meet this terrifying threat.

We acknowledge with Dr. Paul Volberding at San Francisco Gen-
eral that the public sector can nu longer support the weight of the
epidernic alone. Alta Bates has elected to meet tl;. needs as we see
them with a comprehensive program, including an AIDS out-pa-
tient clinic, education, services, and case management arnd social
services under one roof, known as ACCESS, which stands for AIDS
Care, Community, E¢:ication, and Support Services.

However, it is just as sure that the private sector cannot support
t. economic challenges of the epidemic without help from govern-
ment. Case managemsent, proactive social service programming,
education, and similar services are not adequately supported by the
reimbursing agencies to which private health care currently has
access.

We look to government for policy encouragement and fiscal sup-
port. I would just like to respond to a queition, Mr. Miller, you
asked Mr. Williams of Stanford Children's Hospital with regard to
stigmatization of health cave facilities, providing AIDS services.

That is zertainly something that we here at Alta Bates had to
consider and discuss as we began to consider this issue. I think that
I can identify a rumber of processes that has led to a willingness to
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do this. One has been the extraordinary solidarity of our medical
staff behind the issues of caring for persons with HIV infection,
and the rather imyressive efforts of our public affairs people in
presenting this to the community, and also the eno~mous support
that we have been given by Berkeley City and Alameda County in
making our entrance into this area.

[Prepared statement of William Barrick follows:]
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PREPARED STATEMENT OF WiLLiam BARRICK, PROGRAM MaNAGER For AIDS Services
AT ALTA BaTes/HEerRrick HospiTALS

My name 18 William Barrick. Program Manager for AIDS
Services at Alta Bates/Herrick Hospitales. I am a Registered
Nurse and have attalned 2 Master of Sclence 1in Nursing with an
cmphasis 1n Administration.

In the past few months, the effect of Humen Immunodeficlency
Virus (PTV) infectlion among women has begun to manifest as bables
born at Alta Bates Hospltal with signs of the disease AIDS. Of
4,266 births at Altc Bates in 1986, four recently dalivered
bables have been infected. The eventual number of affected
infants 1s impossible to determine at this time; the numbers ars
not yet sufficlent for statistical treatment. However, of
twenty-elght women thus far HIV antlbody tested in a new program
developed by our High Risk Pregnancy Program. two pregnant women
have tested positive. When our experience 1s viewed agalnst the
background of obstetrics on the E£astern Seahoard, the outlook 1is
“rightenirg. Certainly we agree with Doctor C. Everett Koop that
education 1s the only effective vaccine we currently have.

The concept of “risk groups® which was a featuire of AICDS
epidemiological conceptualization was only accurate as long as
the proportions of those infected remained the same. H}th the
recent increases noted 1n heterosexual transmission., the concept

of “risk behavior® has replaced that of “risk group.” To teach
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and plan effectively, 1t must be understood that AIDS infectlion
1s the result of certaln behaviors., not sexual orientatlons. The
Committee will be concerned most with women who have AIDS as a
result of intravenous drug use, the children they bear and
infect, and the adolescent who experiments with sex and drugs.
The best preventative medicine we know 1s to teach the "at risk~
individual how to avold infectlon. I will continually stress the
importance of education to women and adolescents. Of particular
importance 1s the creation and expansion of services reaching
Hispanlic and black mothers--the incidence of HIV infect!on in
their children 13 already nine to fifteen times higher than among
whites. Another education 1ssue 1s the need for speclalized
teaching models appropriate to the peeds oé the 1lliterate adult
and teenager whose abllity to respond to most of our slide and
overhead shows. pamphlets., and PBS programming is greatly
reduced.

The impact on clinical services before, during. and after
birth 1s already being seen in New York and New Jersey.
California, being two to three years behind the East Coast in
numbers, has a unique opportunity to prepare. Our prenatal
services must work to ldentify HIV positive mothers and advise
them using many of the models develcped for genetic counseling.
Our perinatal services must take the appropriate precautions, as
suggested by the Centers for Disease Control, to protect the

health care team durlng and after dellivery of thez infant. And
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our postnatal services aust be prepared for le..ithy follow-up of
the mother compromised by intravenous drug use and HIV infection.

The impact on clinical services for infants and children
will be more serious. Infant services will be seeing unknown
numbers of children with chronic and mortal disease. The danger
of live-virus immunization of children with AIDS may cause such
diseases as measles, rubella, and mumps to reappear among these
children. Frequent office visits to pedlatricians for closa2
follow-up will become routine. Inpatient treatment of infectlions
will be far more frequent in this group. Acute care hospital
admissions for diagnosis and “reatment of neurological
manifestations of AIDS will be more frequent. The Centers for
Disease Control have recommended that children with HIV infection
be cared for by pediatriclans knowledgzable in the management of
AIDS. Knowledgeable and experlenced pediatriclans must be
ldentif .’ and supported through the creatlion of a new pédiatri:
sub-speciulty.

The impact on home health and soclal services will be
extreme. Case management willl be needed to deal with such issues
as parenting 3k111s, AIDS infecticn control in the home,
logistical support needed to secure appropriate medical follow-
up, fosterage. medical fosterage, AIDS education of parents and
foster-parents, counseling, substance use rehabilitation,
vocational training, and the 1ike. Only through such home care

and soclal services can scarce resources be cunserved and used
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most eff! .lently. If the impact on home health and soclial
services 1s not extreme, the load on hospitals will be back-~
breaking.

Important as the infant and mother issues are, the potentlal
for AIDS 1n the adolescent population dwarfs all other child-
related AIDS 1ssues. There 1s a real and immedlate need to act
to protect children and adolescents at the time of 1ife when many
experiment with sexuallity and drugs. Arguments concerning the
morality ot “safer sex” and “safer shooting” education must take
second place to realism and the imperative to save lives. We
join with Or. Koop 1in urging AIDS education in the schools, and
in any other possible young person’s forum. The teenager is a
difficult person to convince. Those of us who are parents. or
remember our own adolescence., know the feelings of immortality
and invulnerability which att_nd those years. Expert planning
will be needed to reach our children and convince them to protect
themselves from this traglc disease.

In response to the AIDS crisis, Alta Bates has taken the
innovative case management approach and is providing
comprehensive services in the epidemic. The ACCESS staff
networks with the other resources of Alta Bates/Herrick
Hospitals., and with community and government organizations to
provide high quality assessment, planning, treatment, referral,
monitoring, and advocacy services. Melical services include HIV

antibody testing and counseling: “worried-well” primary care
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services; primary and consultative medical care including current
research protocols, and research protocol services for community
physiclans. Nursing services include triage, a nursing intake
clinic, a treatment room for intermittent infusions of
medications and fluids, and nutritionsl counseling. Soclal work
services 1nclude assistence with income programs, residence
referrals, entry into soclal and practical support programs, and
counseling services. ACCESS provides community education.
ACCESS netwoiks with Alameda County facilities, childrens
Hospital and Mediczl center of Oakland, and other Northern
Californla facllitles to provide an integrated network of
resources. Alta Bates and childrens Hospital are currently
{eviewinq services ;o HIv-infected mothers and children to plan
the most effective intervention to meet thelr special needs.

Any projectior of costs of hospital care for children would
be premature since the californla experience thus far includes
only 24 children. The adult cost of care ranges natlionally from
$60,000 to over $140,000 per case. The grzatest determinate 1in
the cost equation 1s the number of hospital days consumed per
case. Home health and case Management have proven themselves
cost effective, cost containing, and more emotionally supportive
and sensitive than hospital care in the San Francisco adult
model. Of particular value have been home health interventions
in cases of neurologically impaired clients, an outcome of'AIDs

which csecent llterature shows children will not be spared.
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Savings accrued through proactive 1'se of home health and soclal
services to adults, compared to admission to &8n acute care
hospital without such services, range from 50 to 75%. There 1s
every reason to belleve the ssme will be true of the pedlatric
population.

.The Al0S epildemic is producing the greatest strain on
service provision by the health care 1industry in living memory.
Alta Bates/Herrick Hospitals 1s dedicated to meeting the demand
with high quality., cost-containing. comprehensive. and integrated
services. The case management approach has proven itself to be
the most effective and patient-rights-oriented approach to
management of large-scale services.

We look now to Congress for guldance. pollcy. and subsidy.

ACCESS
AI0S Care, Community Education., and Soclal Services
A member of the Alte Bates Health System
2640 Telegraph Avenue
Berkelsay, CA $160S
[(415] 540-1870
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Chairman MiLLER. Thank you.
Ms. Quackenbush?

STATEMENT OF MARCIA QUACKENBUSH, M.S., COORDINATOR,
YOUTH AND AIDS PREVENTION PROJECTION, UNIVERSITY OF
SAN FRANCISCO AIDS HEALTH PROJECT, SAN FRANCISCO, CA

Ms. QUACKENSUSH. Thark you for inviting me to speak before
you today on this important concern.

I was invited because I am the primary authority of teaching
aids, which is a curriculum for high school students on AIDS. Also,
I worked with the Youth and AIDS Prevention Project

Chairman MILLER. You are going to have ¢ speak up. We cannot
hear you.

Ms. QuACKENBUSH. It sounds loud from here.

I work at the University of California AIDS Health Project as co-
ordinator of the Youth and AIDS Prevention Program, and I also
do private consulting on AIDS-related educational concerns.

Today, I am going to talk specifically about curriculum issues for
teenagers and younger children. The need for AIDS education for
teznagers has received a fair amount of attention, and I think we
are seeing a general trend toward school-based AIDS prevention.

The rationales for providing this education of v2ens seems to be
gaining greater acceptance. They are addressed in more detail in
my written testimony, but briefly include sexual activities of teen-
agers, which can put them at risk, drug use behavior, the epidemi-
ovlogy. We know now that we have a long incubation period for this
disease. There are 6,000 pius people diagnosed in the twenty to
twenty-nine year old age range. Certainly some of these were in-
fected as teenagers.

So, the argument that teenagers do not get AIDS certainly is not
accurate. The great majority of teens that are not currently sexual-
ly active certainly will choose to be so at a future tiine. They could
use the prevention information now, and, finally, I think teenagers
are quite interested in receiving AIDS-related education.

Some people have suggested we should emphasize abstinence as
the only acceptable means of AIDS prevention for young people. I
will point out that fifty percent of our high school students today
have already made the decision not to be abstinent. If we do not
give them full and complete information about AIDS prevention,
we are being neglectful.

I also want to remind you that twenty-five peivent of the stu-
dents will drop out before high school graduation. There 1s a need
for community-based as well as school-based prevention prograrms.

There are also compelling reasons to provide AIDS education to
younger children. This issue is more <ontroversial and has received
less endorsement generally. 30, I would like to take this opportuni-
ty to advocate for such programs.

Some points to consider. As Dr. Grossman mentioned, if we do
not begin AIDS education until the middle of high school, a small
but significant number of children will already be engaging in risk
behavior before they receive the prevention information.

Two. Young children need help understanding the concept of
“not casually transmitted.” The diseases that young children are
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familiar with are, for the most pari, very easily transmitted and
they have a hard time understanding sometimes that they are not
at risk to contract AIDS in their normal affairs with playmates,
students, and their families.

Information as essential as AIDS prevention needs to be repeated
over a period of time for it to be fully comprehended. We expand
our opportunity to do this and to provide this information and edu-
cation effectively by starting early.

Children have a natural interest in tlie events arcund them, in-
cluding the AIDS epidemic, and they deserve answers to those
questions. Furthermore, fifth and six graders may actually be more
receptive to this information, including understanding their re-
sponsibilities for prevention, than older children in seventh and
eighth grades, for example.

Many children, especially in high incidence areas, have friends
or family members at risk for or diagnosed with AIDS. They need
the sort of understanding and support that can come from class-
room education about the disease, and we also have the possibility
of chudren appearing on school campuses with AIDS or HIV infec-
tion, and I think . ./ing school a2ducation helps the school and stu-
dents prepare for that.

Finally, basic AIDS education in an integrated program of famil,y
life and health education offered over the course of a student’s
school career also helps place it in its proper perspective for the
student’s life. We do want our children to have careful regard for
and understanding of this terrible disease. We do not want them to
be unnecessarily obsessed or panicked by it.

In terms of the content, the key for young children is develop-
mentally appropriate materials. We are not suggesting that we go
into first grade classes and discuss anal intercourse, but we can dis-
cuss this issue of easy to transmit/difficult to transmit, beginning
with first and second grade.

One known risk of AIDS transmissirm, which Jean McIntosh
mentioned earlier, is that children are being sexually molested by
HIV-infected adults. Such cases have been reported and there are
instances where infection has resulted.

In this light, another approach to AIDS prevention would be the
promotion of programs to prevent child sexual abuse and aggres-
sive intervention in cases where abuse is reasonably expected.

There are some school programs teaching children assertiveness
ikiille, how to say no, that they have the right to privacy with their

ody.

Finally, I have reviewed today some of the reasons AIDS educa-
tion is appropriate and necessary in schools. I think support of de-
veloping programs and materials, evaluations of the eﬂ%ctiveness
of these materials and teacher training are probably our greatest
needs at this time. We will also need to educate local communities
about these concerns and enlist their cooperation in carrying out
AIDS education programs.

Finally, Ms. Bexer earlier said she was looking for some place to
hold 7n, some beacon of hope, and what I would say is I think in
terms of educational programs within the schools, there are some
very specific, very concrete things that can be done that can be car-
ried out that will be effective.
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I appreciate your attention today and lcok forward to your sup-
port in our further endeavors.

Thank you.

[Prepared statement of Marcia Quackenbush follows:]

PREPARED STATEMENT oF MARCIA QUACKENBUSH, M.S., COORDINATOR, YOUTH AND
AIDS PRevENTION ProGRAM, AIDS Hea.Tn PuwECT, UNIVERSITY OF CALIFORNIA,
SaN FraNcIsCo

This testimony addresses the elucation needs of children and youth regurding
AIDS Since the issues and concerns of adolescents in this regard are quite different
from those of younger children, these two groups will be discussed separately,

I have worked in the filed of youth and AIDS preventicn since March, 1984, when
i was hired as coordinator of the Youtb and AIDS Prevention Program. I continue
in that position at present, and also !¢ private censulting involving teacher training
for AIDS education aid related concerns. I was the primary author of Teaching
AIDS! the first professicnally published. nationally distributed curriculum on
AIDS I have trained teachers, school and rrog:an. adnunistrators, employees of the
criminal justice system, nurses, psychologists, physiciaas, counseiurs, street workers,
and other f'outh service providers. | have also provided airect services to a variety of
youth, including runaways, street youth, male 2ad female juvenile prostitutes, in-
carcerated juveniles, IV drug users and public and private school students.

ADOLESCENTS

Concerns about the possibilities of AIDS tiansmission among teenagers were
almost non-gxistent three years ago, but more recently much greater attention bas
been focused in this area. Popular press reports on the issue now appear with some
regularity * Research on seropositivity and transmission among high-rivk teens 1s
also being pursued ® Our knowledge ebout AIDS and adolescents is preliminary,
?:wever there are many compeiling reasons to provide AIDS prevenuon education

teens.

Ratinnales for Providing AIDS Education te Teenagers

1. The current practice of high-risk sexual awtivities by teencgers.

An unknown number of young pecpie are presently eagaged m the very high
risks of unsefe male-t.wale sexusl encounters and unsafts sexusl encounters with
IV drug users

Among enrolled American high sulicol students, 50% of teenage women have had
sexual intercourse, und 18% of these report fous or more different partners.

Further, there are over .ne million (eenage pregnancies annually (about 3,000
cenceptions daily), and an estin...ted one in seven tecnagers currently has a sexualiy
transmitted disease.®

The same activities which cause unwanted pregnancy and most sexually transmit-
ted diseases can also transmit AIDS.

2. The current practice ¢£ IV drag use by teenagers.

There are no national statistics on IV drug use amung American teenagers. In
high schools, estimated use of substances likely to be taken intravenuusiy h some
instances include:

Heroin—1.3% (over 200,000 students)

Other opiates—1¢% (two million students)

Stimulants—35% (seven million students)

Cocaine—16% (over three million students) 87

" Quacke~bush M. Sargent P Teaching AIDS. A Resvune Guide un the Acquired Immune De.
ficiency Syndrome, Santa Cruz, CA Network Publications, 1926,

2 Kids and Conlmcerlives. Newsweek. February 16, 1987: 54ff.

* Richard Brown, MD San Francisco General Hospital, Department of Pediatrics. Personal
communication, February 1987,

* Alan Guttmacher Irstitute Teenage Pregnancy. The Problem That Husn t Gone Away. New
York: Alan Guttmacher Institute, 1981.

5 Lumiere R, Cook S. Healthy Sex. New York: Simon & Schuster. 1983. )

S Johnston LD, O'Malley PM, Bachman JG Use of It und llicit drugs by America’s high
school students :975 1984 US. Department of Health & Human Services, 1985, DHHS Publica:
tions No. (ADM) §5-1394.

7 These tigures are from a 1984 survey and du nut include the increase (n cocaine use associats
ed with the rising popularity of crack.
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3. The likelihood of future risk behaviors.

Tlie great majority of students will e..gage in sexual activity at some future time
in their teen or adult life. Providing prevention informat:on before they run the risk
of infection ' * a matter of simple logic.

4. The current epidemiologic trends.

As of January 26, 1987, only 131 (less than 1%) of US AIDS cases were among 13-
19 year olds. I-{owever, 6198 (21%) were among 20-29 year olds.® Current reports
suggest a mean incubation of about five years for AIDS. Certainly many of those
individuals diagnosed in their early twenties were originally infected in their teens.

5. Teenagers want AIDS education.

In a recent report, 87.6% of 1,326 high schoo! students surveyed agreed, “It is im-
portant that students learn about AIDS in Family Life Education cinfected 1n thei:
teens.

5. Teenagers want AIDS education.

In a recent report, 87.6% of 1,326 high school students surveyed agreed, "It is im-
portant that students learn about AIDS in Family Life Education classes.” ® 10

6. Teenagers often have unnecessary fears about the possibility of casual trans-
mission of AIDS.

In the survey mentioned above, only 68% of respondents were avare that AIDS
could not be spread by casual contact.

Concepts

There are four essential concepts to teach teenagers about AIDS.

1. AIDS is a viral disease, not a gay disease.

2. AIDS is not easily transmitted.

3. Under the proper circumstances, anyone can contract AIDS. (The Lne-'.ic cir-
cumstances for transmitting AIDS should be described.)

4. You can protect yourself from AIDS. (The specific means of prote .., oneself,
including the use of condoms, should be described.)

The Lest means of teaching these concepts will vary by locale and student age.

Suggestions that educators should emphasize abstinence as the ouly ac.eptabic
prevention strategy my be well intentioned, but they are misguided. ¥ifty per cent
of our high schoc! students already do not practice abstinence. Failing tu offer full
and explicit prevention nformation to teenagers would be negligent under the cir-
cumstances.

Materials

Teaching materials appropriate for high school studen‘s are now beginring to
appear, and some innovative approaches to AIDS education have been report
ed.!! '21? Materials sy ...fically for middle school students are scarce. Evaluation
projects, louking at the effectiveness of ieaching materials, would be most useful.

A selectiv.. of teen-focused videos on AIDS prevention is currently available.!*
Teaching AIDS, the curriculum I co-authured, is a good general source offering basic
snformation about AIDS and sugresting .everal possible approaches to the material.

8 Centers for Disease Control. AIDS Weekly Surveillance Report, January 26, 1987.

8 Centers ‘or Disease Control. AIDS Weel.ly Surveillance Report, January 26, 1987.

° DiClemente RJ, Zorn J, and Temoshok L. Adolescents and AIDS. A survey of knowledge,
g:i“ltd‘fi‘:]!esl,dggd beliefs about AIDS in San Francisco. American Journal of Pub?yu. Heal:h 1986,

:1443-1445.

' These results are entirely consistent with my own anecdotal experience teaching high
school classes about AIDS. The presentation is usually enthusiastically received.

'* High School AIDS Education Seattle program targets student edituro. AIDS Information
Exchange: US Confesence of Mayors, December, 1986; 1-3.

'z th)(r)d&;gsl,z}.sRap Songs About /.IDS—S.F. tries to reach youth. Sun Franciscu Chronicle, Feb-
ruary 10, :8.

'" Licata SJ. New York City Department of Health Peer Generated educativnal material on
AIDS for youth Abstract submitted for the 1987 Nativnal Lesbian & Gay Healih Cunference,
Fifth National AIDS Forum.

4 Currently available titles include:

AIDS. What Everyone Needs Tu Knuiw, Churchill Films, 662 North Robertson Blvd,, Los Ange-
les, CA 90069-5089.

103?5’ Drugs and AIDS. ODN Productions, Inc, 74 Varick Street, Suite 304, New York, NY,

AIDSin Y  School. Peregrine Productions, 330 Santa Rita, Palo Altc, CA 94301

The AIDS . yie. New Day Films, 22 Riverview Drive, Wavne, NJ 07470-3191.

AIDS. Ac,..red Immune Deficiency Syndrome. Walt Disney Telecommunmicatiens and Non-
Theatrical Company, 4563 Colorado Blvd., Los Angeles, CA 90039.

ERIC 173

Aruitoxt provided by Eic:




175

However, because of the sensitive and sometimes controversial nature of AIDS
education, as well as local variations in student concern and comprehension, it is
expected that specific programs will vary by community. Each school district will
need support to plan and design its own locally relevant approach to AIDS educa-
tion. This process has been followed, fairly successfully, by the San Francisco Uni-
fied School District, which received federa{funds to hire a health educator to devel-
op materials for their scheols.!5

Special Populations and Concerns

This testimony has addressed scheol-related AIDS education issues. Many other
youth concerns must also be considered. Some 25% of our youth will drop out of
school before graduation Certain groups, including juvenile prostitutes and street
youth, are generally at much higher risk than high school students to contract and
trarsmit AIDS. Ethnic minority youth may respond better to community-based edu-
cation programs than school-based. Institutionalized and incarcerated adolescents
will need specialized programs. In considering the needs of adolescents, 1t is impor-
tant to remember that school programs, while essential, are not a cor~plete answer.

YOUNGER CHILDREN

The issue of planning AIDS prevention programs for younger children is contro-
versial, but I wish to advocate strongly for consideration of such programs.

Rationales for Providing AIDS Education to Younger Students

1 If AIDS education classes do not begin until middle or high school, a small but
important percentage of students will already be engaging in risk behaviors before
the program is offered.

2 Many younger children, especia'lv in areas with high incidences of AIDS, are
cuncerned that they might contract the disease. They need help understanding the
concept “not casually tranmitted.”

3 To be effective, information about AIDS transmission and prevention must be
repeated, in depth, over a span of time.

Constance Wofsy, M.D., a leading AIDS researcher, has stated that even adulte
cannot fully comprehend the impact of AIDS, and the means of transmission and
prevention, until this has been reviewed in some degth at least five times.!® In cir-
cumstances as serious as these, we must endeavor to provide the soundest founda-
tion possible for clear and responsible understanding about AIDS, and providing
this information throughout a child’s school career is one way to achive this goal.

4 Younger students are naturally curious about AIDS, and fifth an. sixth graders
:ina{s actually be more receptive to AIDS prevention information .han older stu-

ents.

Stories about AIDS surround us. Children hear agults discussing AIDS and some-
times have normal and healthy questions about the disease. The pre-teen is often
more willing to listen to education on sexual issues than the adolescent, who is
coping with personal feelings about his or her own sexual development. In tlas more
“clinical” atmosphere, a fifth or sixth grader might better understand the concerns
about AIDS, and his or her own ultimate responsibilities for preventing transmis-
sion may be clearer.

5 Many children, garticularly in high incidence areas, have friends or family who
have been diagniosed with AIDS, and thcir needs for understanding among their
peers are significant.

The goal of AIDS edu ..tion for young children is not only prevention, but also
understanding. We know of several instances in which children had experienced the
death of a relative by AtDS, but felt unable to mention this to schoolmate.. or teach-
ers for fear of how the information might be handled. In addition, children’s natural
curiosity and concern about death is raised by tales of AIDS. and these emotional
issues can be constructively addressed in an apprnpriate classroom setting.

6 Placing AIDS education in an integrated program of family life and health edu-
cation, offered over the course of a student’s school career, also helps place it in its
proper perspective for thr student’s life.

Quite possib'y, AIDS will be with us beyond the turn of the century. Unnecessar,
panic and obsessive worry are not legacies we wish to leave our children. In provid-
ing sound AIDS education, we not only seek to teach our children preventior, but
hope that they can see AIDS as a serious aspect of their complex world, one which
they can respond to rationally and conscientiously.

'3 Cheri Pies, MPH. Personal communication, February 1987,
‘¢ An Epidemic of Fear. AIDS in the Workplace. Video produced by Pacific Bell, 1986.
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Content

Specific concepts to teach young children have not been widely established. I in-
clude some preliminary suggestions.

Grades 1 and above

1. There are different ways diseases are passed. Some are passed easily, and
others are diffic (it to pass.

Most if not all of the diseases children are familiar with are easily transmissible
(colds, chicken pox, measles). They are not usually aware of diseases that ave “hard
to get.”

2. AIDS is a serious disease.

3. AIDS is a difficult disease to pass. You cannot get £..DS from the kind of con-
tact you have with friends or parents.

Grades 3 and above

d'4' Many people have died of AIDs. This is one of the reasons it is such a serious
isease.

This material would best be offered in th. context of other lessons on life and
death, possibly including discussion of other serious diseases, other ways of dying,
etc.

Grades 5 and atove

5. Expl..nation of sexual contact and drug use as modes of AIDS transmission.

Again, this material will make better sense if it is offered as part of a fuller pro-
gram on sexuality and drug-related issues.

6. Explanation of ways people can prevent AIDS transmission.

AIDS education for younger chiidren must be developmentally apgropriate and
should be integrated into other health and family life lessons. AIDS can be present-
ed as one of many issues, and details can become more specific as children mature
alnd hav both the interest and comprehensicn necessary to understand the mater-
als.

Materials

At present, there ar. no widely available materials for elementary aged classes.
The states of Texas and New York are reportedly addressing or planning to address
AIDS issues as ear)y as third grade.!” The development of resoucrces for these
younger children will be a challenging task. Funding should be provided in support
of such work, as well as for evaluation of effectiveness of materials. As with middle
and high schools, it will be most useful to provide basic resources, then offer assist-
ance to different areas in adapting the materials to make ther: locally relevant and
appropriate.

Special Concerns

One real risk of AIDS transmission for children is that of being sexually molested
by an HIV-infected adult. Such cases have been reported, and there are instances
where infection of the child has resulted. In this light, another approach to AIDS
prevention with children would be tk: promotion of programs to prevent child
sexuaé abuse, and aggressive intervention in cases where abuse is reasonably sus-
pected.

in conclusion, I would like to express my appreciation to the members of the
Sclect Committee for their time and attention, and their valuable considerat.on of
these important issues. Some very good work in youth education on AIDS has been
started, and mv-h remains to be done. I trust these trends will be supported and
expanded in th2 future.

ATTACHMENTS

1. FOCUS. A Review of AIDS Research. February, 1987. Volume 2, Number 3.
2. Teaching AIDS. Resource Guide on the Acquired Immune Deficiency Synurome.

8 '7 New State Guidelines OK'd on Sex Education. San Fran.isco Chronicle, February 12, 1987,
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Chairman MiLLER. Thank you.

I think it is fair to assume that some of the time frames certain-
ly within the political arena in our society are starting to lock at
AIDS and deal with it, are going to start to collapse, and let e
just ask with resgect to curriculum.

In terms of your involvement with curriculum, if we lay this on
to the school systems, since that is where 3 good portion of young
people are, how confident are you that (1) the school systems can
absorb this and properly make the transmission of that informa-
tion to the young people. And (2) to the extent to which that be-
comes consistent with what else we are trying to do in the commu-
nity, whether at large or in specialized¢ communities, how do we
make sure that this is what we wanted to do, and how do we muke
this compatible? I think we are going to have a very short time
frame before we make the decision. I am not asking for a guaran-
tee that it is a hundred percent compatible, but it seems to me that
there are a number of different arenas where education has to take
place. Again, I go back to some of our experience in trying to trans-
mit—I mean, we had a thousand different messages going out last
year to young people about how they were going to deal with drug
use in our society, and I am not sure that there was a realistic
credible picture presented on how you would accomplish that if you
were an adolescent or if you were an adult.

One minute, you see flashes of a lot of celebrities dying and the
next minute you are told you can handle it if you have just got the
guts o say no, and the other one says, well, maybe you cannot. Ev-
erybody was sort of taking the ball and running in whatever direc-
tion their ideological point of view was coming from or where the
funding was.

I am not interested in remaking that experience.

Ms. QUACKENBUSH. I think your suggestions or comments are
certainly appropriate. One of the things that was pointed out to me
recently is that we have a lot of AIDS experts on one hand saying
this is what we need to do with young penple and then we have sex
education experts who do not know as much about AIDS but know
more about what is developmentally approp:.ate, and we only need
to bring those people together.

I had a meeting a couple of days ago with a woman named Debra
Haffner, who works for the Center for T >pulation opticns and she
said she actually has a great plan for this, which is to have a na-
tional meeting pulling together sex educaiion experts, AIDS and
medical public health experts, talking about what are t'ic messages
we need for what ages, at what point are they developmentally ap-
propriate, to come up with some generalized guid=lines and then to
get a program to persuade community organizations and schoo: dis-
tricts to endorse this so that we can have a more centralized mes-
sage.

do think that that—I think that needs to be done, and I think
the thing about AIDS, which is important, is that the message is
relatively simple. How you actually accomplish that may be more
difficult, but AIDS is a preventable disease. AIDS is a viral d:sease,
not a gay disease.

Anyone can contract AIDS nnder certain circumstances. You can
prevent AIDS. It is not casually transmitted. These are the kinds of
concepts we need to teach. They are simple concepts. So, I think in
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mang ways, we actually have a lot more hope in teaching about
AIDS than about drugs where things can be a lot more complex.

Mr. BarricK. The expression of thosc concepts, however, can be
relatively variable, and we have to look at multi-lingual models,
multi-cultural models, and very seriously look ai the issue of illiter-
acy in adult and teenage population in this country, who are not
going to understand our typical slide-audio-dog-and-pony shows
that most of us are used to putting on.

So, those issues will emerge, I think, in the next year, and al-
ready I see some funding, particularly for multi-cultural and multi-
linguistic models.

Ms. QuackenNBUsH. Yeah. I think the thing to remember about
particularly school-based AIDS prevention is that this is only one
piece of it. The encouraging thing is I think it will be relatively in-
expensive compared to community-based programs. I have done a
fair amount of work with high-risk youth. I have worked with IV
drug users, incarcerated juveniles, juvenile male and female prosti-
tutes. Very, very difficult. Very expensive population to work with.

When you are talking about case loads for the amount of money,
it is a lot more expensive than doing school-based programs. This 15
not a complete answer, but it is only one piece of it. I think it is
something we can carry out, and I agree with your comments.

Mr. BARRICK. Marvelously enough, I know parents who are now
organizing block parties for their kids and the neighbors’ kids to
talk about safe sex. So, the word is getting out there. The issues
that I have in that area, of course, are the consistency of the mes-
sage.

Chairman Mr.LEr That is my concern.

Mr. BARRICK. But it is promising.

Chairman MiLLeR Dr. Villarreal, let me ask you something, and,
Ms. Mclntosh, if vou would just listen, because I would like your
comments on this, and see if I am correct.

One of the clear differences that we see in adult AIDS and AIDS
among children is the minority make-up of the children’s popula-
tion, and what appears the fact that they are coming from highly
distressed families because of the use of drugs, primarily. Histori-
cally, if my limited involvement in foster care system tells me any-
thing, those children wil! have a much more difficult time veing as-
similated into either social services or into adopted families or
foster families, the traditional mode that we are going to reunify
them with their families a few months later, after some kind of
public care, does not look like it is going to work. I just wonder, to
the extent that you are calling our attention to ti.is, arc you start-
ing to see this change in tne make-up in terms of the increase in
minority population and the infants and toddlers, is that happen-
ing in Los Angeles?

Dr. ViLLARREAL. Ves.

Chairman MiLLER. And is that one of the reasons why you are
not going to get the placement? I do not know what the make-up
was In 1950 of foster parents, but I suspect it was fairly whit~ and 1
suspect it was also in 1960 and 1970 and probably in 1980. And ve
also know that there were a whole slew of minority babies that are
left behind in that entire system vecause very few people will pro-
vide foster or adoptive care for those children. So,
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Dr. VirLARREAL. One of the issues that we brought up in Chil-
dren’s Lobby with——

Chairman MiLLER. Your warning, Dr. Villarreal, warning is al-
ready actively engaged, your system of foster care or institutional-
ization or public care of these children in Los Angeles.

Dr. ViLLARREAL. Absoluteiy. Children of color are over-represent-
od in the child welfare systera and particularly in the foster care
system, and, so, among the infants and toddlers that we see waiting
f(})lr placement, we see a very high incidence of children of color
there.

Chairman MiLLER. Which historically has been a problem.

Dr. VitLARREAL. That is correct.

Chairman MiLLER. But, now, children of color with AIDS or drug-
related problems or experience during birth or what have you.

Dr. VILLARREAL. Yes. That is correct.

Chairman MiLvLER. The political system has not responded to that
particular mix terribly well in this country.

Dr. ViLLarreaL. That is why I presented the unification model.
It is very avant garde and working with foster kids, I ran a clinic
just for them, and I tried as best as possible to keep some of these
marginal people, the marginal families, together.

Now, you have to pump in a lot of money to keep mom and the
kids together. You have the IV using mother who may be infected,
you have a child who may be HIV positive, if possible, to keep
them together and, of course, keep close tabs, we had them in the
clinic almost every week, we had social services involved.

It is sort of like mothering the mother to mother the child.

Chairman MiLLErR. But that is an entirely different structure
than we currently have in the system today. To keep the single
drug dependent mother who may or may not have AIDS with her
child, who may or may not have AIDS or may or may not be drug
dependent, is a different system. Just in terms of their ability to
live and strong sense of family, however restr;ated, is not present
in the system today.

Where would you go if you were going to provide that care, if
you were going to refer those people?

Ms. McInTosd. Exactly. I wanted to

Chairman MiLLerR. In New York, they go to the Martirique
Hotel, for homeless families.

Ms. McInTtosH. We have got——

Chairman MiLLER. Then, they have three strikes.

Ms. McInrosH. In Los Angeles County, one of the crit'cal issues
that we are facing is in those situations where we feel that we
want to try to provide the same service that Dr. Villarreal is dis-
cussing, which is keeping the mother and child together, we simply
do not have the resources and are not able to blend the funds in
order to vrovide that——

Chairman MiLLER. Right.

Ms. McInTosH [convinuing]. Kina of care.

Chairman MILLER. If you wanted t> do it, that is my point.

Ms. McInTosH. Exactly.

Chairman MiLLzr:. The way the funds are now se’ up,

Ms. McInTosH [continuing]. That is correct.
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Chairman M: .xr [continuing]. The latency period will run before
you assemble the funds necessary.

Ms. Mcintosu. That is correct. There is another issue that in-
volves teenage mothers and their babies. Under the existing foster
care egulations, you can only pay the foster care rate for the
mother, not for the baby, when placed with the mother in the same
placement, which is a discouragement for placing the mother and
baby together. It is a discouragement for institutions or for group
homes or foster parents, and I think this is a compounding prob-
lem, which we will be asking Congress to help us address.

Dr. ViLLARREAL. If you could, and we are putting together, we
are irying to put together, a model where we have a home for IV
drug using moms and their kids, and using that system and we are
going against all odds, I mean,

Chairman MILLER. Yes.

Dr. ViLLARREAL. And, so, we are putting together . . .

Chairman MILLER. You cannot build a home with six normal
foster children and a family in a neighborhood in this society.
Where are we going to put these people? Are you going to take
over the Biltmore Hotel in L.A.? I am serious.

Dr. ViLLARREAL. I am serious, too. That is what we are going to
have {o do. There have to be new models. We have to look at the
structure completely different. Theze are all answers and they are
not going to fit.

Chairman MiiLER. Mr. Stark, I am glad you are on Ways and
Means.

Dr. VILLARREAL. One of the problems in terms of the whole hous-
ing issue for people with AIDS, there have been community hous-
ing programs, the Shanti program in San Francisco has several
community houses where people with AIDS who do not have ade-
quate housing elsewhere can go and live. The problem is they are
not set up for women and children.

Now, as we are beginning to have women affected with children,
we need those kinds of resources.

Chairman MILLER. But why the sub..cbs?

. Dr. ViLLarkeaL. Walnut Creek is not ready for it. You are right,
ut—-—-

Chairman MILLER. But, trying to think in the non-hysterical
sense, if you look historically at how you have addressed a number
of these problems, until they become middle class issues, there is
no response from the Congress of the United States.

Dr. ViLLARREAL. That is right.

Chairman MILLER. I do not think you want to wait until this one
becomes a white suburban middle class issue like we are doing
with child care. This happens to be - little different.

We have dealt with drug abuse, teenage pregnancy, and child
care in the suburbs and thece is a shared experience between
urban and suburban, rich and poor, middle class people .aat Con-
gress does not respo.d to because then you have a critical political
masg.

If that happens here, we are going to have a critical mass. I
know, the ball is in sny court. I am done. I just have oversight. I do
not have any legislation.
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Chairman MiLLER. I am just trying to think. I remember ten
years ago in my early involvement with asbestosis and mesotheli-
oma, a number of my colleagues, fortunately one of them has since
been defeated, wanted to know how many bodies there were with
asbestos in the schools. I tried to explain thirty years latency,
twenty years latency, and the theory basically was we did not do
anything about asbestos in the schools until there was a body
count. I think that that is a prevalent view in the Congress of the
United States, because we still believe that society is driven by the
deficit. This is an example that it is not, and I 2m just terribly con-
cerned about how we will put together a model, whether it is in
curriculum or research or treatment, that can be translated into
action, given the historical way the Congress has treated these
problems and the histcrical models that they have used.

Most of the descriptions of how AIDS confronts various sectors of
our society that you and the previous panel have outlined here
simply do not fall within the traditions of how we try to manage
the social service caseload.

b D{. SwARTZBERG. Mr. Miller? I would lik= to throw out one more
ottle.

Chairman MiLLER. I cannot wait.

STATEMENT OF JOHN SWARTZBERG, M.L»., F.A.C.P., CO-MEDICAL
DIRECTOR ALTA BATES/HERRICK HOSPITAL, AIDS SERVICES

Dr. SwARTZBERG. My name is John Swartzberg, and I am a prac-
ticing physician here in Berkeley, and my specialty is both internal
medicine and infectious diseases.

Because of that latter specialty, I have Leen taking care of pa-
tients with AIDS since the beginning of this epidemic, and I am the
only one on either of these two panels who is a practitioner, and I
would like to give you some of the things I have learned about the
problems.

Excuse me. I apologize.

Dr. VILLARREAL. I take care of AIDS patients as well.

Dr. SwarTzBERG. Okay. Pardon me. I am in agreement with ev-
erything you said.

The thesis that I would like to propose to you is from what I
have learned is that the current model for the private practice of
medicine in our society is inadequate to care for patients with HIV
infection. 1 have learned that from personal . (perience, and I
would like to illustrate that point briefly by teli..5 you about a sit-
uation that occurred to me in my practice just a very few months
ago with a young man coming in and asking to be tested because
he was afraid he had been exposed to HIV and that his greater
concern was that he had exposed his wife, and there was even fur-
ther greater concern that he had just impregnated his wife ap-
proximately three months before. Tragically, all three, or at least
twn of the three I know of now, the husband and the wife are both
HIV rositive.

The point I am making with this illustration is that this unit of
two people, soon to be a third probably infected with HIV, has re-
quired two i.ternists, an infectious disease specialist, an obstetri-
cian, a pediatrician from the purely M. side of the perspective.
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There have been two psychotherepists involved in the care. There
has been a social worker involved in the care, and there will be an-
other social worker involved in the care when the baby is orn.

That is not a model that traditional American medicine has set
up to deal with. For all of them, there needs to be a new model or
we need to turn over the care of AIDS patients purely to the public
sector.

I would strongly disagree with that latter approach because it es-
sentially says that if you have cancer o~ if yau have heart disease,
we have a perfect medel for you to be mainstreamed into American
medicine, but if you have AIDS, there is something different about
you and you have to go and receive all of your care if you want
quality care, integrated care, that type of care, you have to go to
the public sector, and I think that is sending a very bad message to
our society.

I wanted to make sure to inculcate that into you. What I am sug-
gesting is that some of the funding that has to come from our socie-
ty has to be directed towards finding new paragons within the pri-
vate sector of medicine to take care of patients, integrated ap-
proaches, that deal with the bulk of the population that continues
t(;l use private practice as their mechanism of health care. That is
all.

Mr. Stark. Doctor, there are some fairly large HMO-type deli-
verers of medical care in this 2rea. How 10 they handle this? If
they had the same case that you just described, how would the
large HMOs in the Bay area deal with it?

Would they provide all of this?

Dr. SWARTZBERG. The FIMOs would be “stuck” if that young man
that I mentioned was h:s patient.

Mr. StTARK. The man and the child were all in the same plan.

Chairman MiLLER. How are they going to manage that case?

Dr. SwarTzBERG. They are going to manage it with a great deal
of difficulty, and they probably cannot afford to financially manage
that. They cannot at least afford to manage very many of those.

Mr. Stark. What are they doing? This must come up. If you
know. I mean,

Dr. SWARTZBERG. I cannot speak directly for the HMOs in terms
of how they would handle that, but they are obliged by law to take
care of the patient if they were a member of the HMO prior to
their developing the disease.

The problem really I see is that it is going to change the market-
ing strategies for HMOs in general. Already, HMOs disenfranchise
a great deal of our population becausc tl.ey want to pick the
healthy people, which is a whole different topic.

Chairman MiiLER. Do not start.

Mr. Stark. I mean this to be neutral. I am just curious.

Dr. SwarTzBERG. I think what will happen is it ic going to fur-
ther disenfranchise people because the HMOs are going to avoid
taking in people who are going to have markers for being infected
with HIV.

Mr. Stark. What is the best way? In terms of your experience, is
it to have this multiplicity of practitioners or wouid you develop,
because it sounds to me like you are going to have enough of a pa-
tient load, to develop people who specialize?
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I do not mean nevcssarily just governmentally-financed types of
providers, but are you talking about the possibility of seeing within
the medical community, the health care delivery people, a place
like we used to do with tuberculosis? Are we talking about sanitar-
iums or——

Dr. SwarTzBerG. Weli, I have a couple of comments. The first
is that I cannot—I am not wise enough to propose to you a model
that will work for the care of AIDS or HIV-type of people in our
society. What I am proposing is that I think there are a variety of
different systems that we have got to experiment with currently
and then find out which of those work and build from there.

The plea I was makir.g was that we are going to have to look at
care for these folks on an integrated basis, both in terms of the
public and private sector, who need more levels.

You have been hearing a lot about the new models that are pro-
posed or at least a plea for new models in the public sector. There
has been a desperate need for new models in the private sector if
we are going to manage.

In terms of hospitalization, I feel very strongly that we have to
approach patients who are infected with HIV no differently than
we approach anybody else with any kind of infectious disease or
any other kind of disease process, that we do not create sanitar-
iums, we do not create institutions that solely take care of AIDS
patients.

I think that that is a very dangerous message to give to our soci-
ety. I think we shou'd get rid of the archaic anachronistic concept
of leprosarium. I do not think that is the wzy to go for care of our
patients.

I also would like to comment on one other thing that I think was
being said. I am not quite as optimistic as M. Boxer, but I am
somewhat optimistic that I think it is terribly important to read
the history of infectious diseases on Western civilization to gain the
perspective of what our chan-es are of controlling this epidemic
with education being the maj.r thrust right now.

There is no, to my knowledge, there is no example or model for a
sexually-transmitted disease from the beginning of our civilization
going back to classical times that has been prevented, and I think
Dr. Benjamin’s comments about syphilis on the rise again can be
interpreted in another way, and that is that education is critical,
but prevention of a sexually-transmitted disease has never been
achieved in Western civilization.

Chairman MiLLER. Anything else?

Mr. BArrick. Mr. Stark had asked some questions here earlier
on numbers and costs ger case of care, and although the numbers
of children with AIDS is not significant and, therefore, is not
useful in terms of statistical treatment, the adult costs of care now
range anywhere from $80,000 per case, which is the San Francisco
model, which attempts to keep the client as much possible out of
tybe linstitutional setting, to a high of a $140,000 per case in New

ork.

Those are average numbers. I think that in terms of predicting a
relationship between the cost of adult care and the cost of care of
newborn or pediatric cases, because of the difficulty of children and
newborns in communicating distress, it is far more likely that, you
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know, given their acuity, intensive care units are going to be used
not for traditional reasons, but solely as a product of the acuity of
the care involved.

This is consistent with someone’s suggestion that in toto the care
of children will be more expensive than the care of adults.

Chairman MiLLER. Thank you.

Well, thank you very much for a quick survey of what we are
going to have to contemplate, and thank you for your help to the
committee, and I am sure that we will be back in touch with you,
so to speak.

Thank you.

Chairman MiLLER. The committee stands adjourned. Again, let
me say to those in the audience, some who wanted to testify, the
record of this hearing will be held open for two weeks, so written
testimony or comments can be submitted to the Select Committee
in Washington.

Thank you. Thank you again, Alta Bates.

[Whereupon, at 12:41 p.m., the committee was adjourned.]

AASK, AMERICA
February 21, 1987.

Re written testimony, field hearing, Berkeley, California

Congressman GECRGE MILLER,
Chairman, Select Cominittee on Children, Youth and Families
Washington, DC.

DeAr GrorGe. Aask America/Aid to Adortion of Special Kids has placed over
4,000 special needs children in adoptive homes since its founding in 1973 by Robert
and Dorothy DeBolt. The services of Aask Amer .a are free to adoptive families.
Aask America has internal and external computer data records on thousands of
homeless children and thousands of qualified adoptive parents willing to adopt chi!
dren with health problems. A hallmark of our service is the matching of special
children with their prospective parents. We are a licensed adoption agency and we
have an Aask America network of 24 field offices serving all 50 states.

Aask America’s expertise is in adoption and foster-care services, not Acquired
Immune Deficiency Syndrome. Within the last few months we have been asked to
match abandoned AIDS infants with prospective parents, and we have done so. We
expect many more refcrrals of AIDS infants in the months ahead. We elect to be
pro-active in planning and providing services to this new population, rather than to
simply add te the case-load an existing service delivery system.

Our plan includes these elements which we will have in Blace by July 1, 1987,

1 National computer registration of children born with AIDS who are in need of
an adoptive or foster home.

2 National recruitment of prospective parents for these children, and computer
registration of qualified applicants.

3 Appropriate matching of children and parents for the purpose of foster care
and adoption.

4 Research, printing, and disseminatior. of a nationa} and regional resvurce direc-
tory of social and medical services for all families with, and agencies serving, chil-
dren with AIDS.

5 Appointment of a National Board of Reference of exp .ts .n dealing with the
emerging issues of homeless children with AIDS, which will recommend policy di-
rection to Aask America’s National Board.

Since Aask America has existing resources in place including experienced profes-
sional staff, computer systems, and a national network of service centers, we pro-
pose to implement this project with minimal additional support from public and pri-
vate sources.

We hereby request the following assistance from the House Select Committee on
Children, Youth, and Families:

1 Recommendations of possible appointees to serve on the National Board .f Ref-
erences.

2 A copy ~ the Committee’s mailing list of public and private organizations
which have an interest in this problem, to be the basis of researching a d.rectory.

ERIC 189

Aruitoxt provided by Eic:




185

3. A letter of endorsement from you, as Chairman, which we could use to 1.) sup-
port our proposals for additicnal funding from public and private sources, and 2.)
encourage county and state offiuials with custody of AIDS children to register these
children with us for the purpose of adoption and foster care.

Thank you for allowing us to communicate our plan to the Committee, and we
look forward to = meaningful level of coordination.

Cordially,
JouN D. BADGER,
National Director.
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