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Creating Barriers to Health Care for Latinas

On behalf of the Latina Roundtable on Health and Reproductive Rights (LRHRR), [ wish to
thank the Latino Commission on AIDS and the AIDS Advisory Council Subcommittee on
Newborn Screening for the opportunity to address our concerns regarding newborn screening -
and it’s impact on the Latino community.

The LRHRR was formed in May, 1990. LRHRR is the only Latina organization in New
York City exclusively devoted to advocating for increased access to a full range of
quality and affordabie health services and reproductive options for Latinas.

In New York City, Latinas represent over 30% of the cases among women with AIDS and, a
disturbing 38% of the pediatric cases are among Latino children.

Adolescent and young adults constitute the fastest growing group of new AIDS cases in New
York City. More alarming is that the proportion of AIDS cases among females is higher
among those 13-21 (31.2%) as compared to adults 21 (14.7%) and over. Approximately 30%
of adolescent AIDS cises are Latino youth.

In 1988, 15.5% of live births to NYC Latinas were characterized by late or no prenatal care
contributing to an infant mortality rate of 11% among Latinos and 13% for Puerto Ricans.
Similarly, in that same year, the rate of low birth weight, associated with infant lung and liver
complications, brain damage and infant mortality,] reached 9% among Latinos and 11% for
Puerto Ricans, and compared to 6% for white women.

Latinas teens account for 19% of births to teen mothers in NYC. In general, several studies
suggest that Latina teens are less likely to use contraception, for example, a 1988 study
conducted by Alan Guttmacher Institute revealed that 46.1% of sexually active Latina teens



did not use any form of birth control. Additionally, pregnant teens are also at greater risk for
maternal mortality (60% higher rate than for women over 20) and serious medical
complications such as anemia, toxemia, cervical trauma and premature delivery.

Access to adequate, affordable and culturally and linguistically appropriate are abysmal for
Latinas in New York City. The latest Health and Hospital Corporation Report documented
the criminal waits for prenatal services, family planning services and the overall lack of
women's health services available to poor women in the city.

Latina health advocates and community leadersareconcerned that any additional barrier, such
as the "unblinding” of the Newborn Screening will further deter the most vulnerable of
populations such as teens, substance users, and the undocumented from seeking reproductive
health services, especially prenatal care. Furthermore, it is not clear as to how revealing the
serostatus to a recently post partum mother will have a positive impact on her and the
newborns well being. There is substantial evidence that disclosure of serostatus in the absence
of the appropriate counseling and adequate resources such as health {(including mental health),
housing, drug treatment and familial support services has minimal impact on the necessary
positive behavioral changes. In fact, the results are usually overwhelmingly devastating for the-
person involved and their significant others.

Over 300,000 low-income women and teenagers across the state use family planning Clinics.
Approximately 40% of family planning patients are from ethnic minority groups. Fewer than
0.5% of all those who use these services have private insurance. Additionally, 20% of patients
are 17 and under, making the family planning clinic network the state’s single largest provider
of primary preventive health services for teenagers as well as low-income women.

Theconstant surveillance of poor women and the constant lack of regard for their reproductive
rights will, as it already has, continue to create unsurmountable barriers to health care.
Already poor women who depend on subsidized reproductive health services such as family
planning and prenatal care have had to submit themselves to extensive HIV screening and/or
testing perhaps when they were not fully prepared to do so. The reasons for this are closely
linked with the present funding streams. Monies have been eliminated from family planning
and they have been placed in HIV. Community based family planning clinics, which
coincidentally also are the largest providers of prenatal care in many of our communities, have
had to juggle poor women’s rights to privacy and limit choices in order to survive these harsh
financial times.

Family planning clinics are the principal source of referrals to prenatal care services for poor
women and teens in New York City. If women anticipate that they must submit to HIV
screening without their consent, we fear they will not seek out appropriate health services. and
therefore their already limited options will be further eroded.



If we want to sincerely make an impact on prevention of HIV and improve Latinas lives, we
must closely examine these proposed policies to ensure that we are not working against our
own efforts.

Latina Roundtable on Heaith and Reproductive Rights
140 West 22nd Street - Suite 301
New York, New York 10011
212 - 206-1090 FAX 212 - 206-8093
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Maple-syrup urine disease 1 in 175,000

Homocystinuria 1 in 100,000
Tyrosinemia >1 in 300,000
Galactosemia 1 in 60,000
Phenylketonuria 1 in 14,000
Hypothryoidism 1l in 4,000

This is in contrast to:
N YO C QF:

Perinatal exposure to HIV 12.5 in 1,000
HIV infection 2 in 1,000
The number of HIV-exposed children who are born each year in New
York City is estimated to be 1800 and the number of HIV-infected

children to be 350.

Early diagnosis of HIV infection allows for the early institution
of preventive measures such as use of trimethoprim~su1famethoxaz§1e
to prevent Ppneumocysgtis carinii pneumonia, a life-threatening
infection affecting young infants in the majority of cases,
childhoeod imnupizations appropriate for HIV-exposed and infected
children, antiretroviral therapy, nutritional support, etc.
Children who present with an AIDS-defining condition, which is

often the case, cannot benefit from these preventive measures.



Unblinding of newborn screening must be accompanied by education of
health care professionals, available resources to treat children
and families who many times learn cof their diagnosis of HIV
infection when the child is diagnosed, availability of laboratory

tests to differentiate HIV exposure and HIV infection.
Along with unblinding of newborn screening, a concerted effort must
be made to prevent the spread of HIV to the population and educate

HIV-infected women about the risks of perinatal transmission.

Continued secrecy cannot prevent the spread of HIV infection.
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S Penn Plaza Room 407
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PUBLIC TESTIMONY |
NEW YORK STATE AIDS ADVISORY COUNCIL |
NEWBORN SCREENING SUBCOMMITTEE i

Dear Drs. Haggerty and Britton:

On behalf of the New York City Gay and Lesbian Anti-Violence Project (AVP), 1
offer this testimony on newborn screening for HIV antibodies. AVP strongly belleves
that such screening must remain blinded, and that de facto mandatory HIV antibody
testing of women giving birth in public hospitais is dangerous to women. AVP
supports increased funding for public health Initiatives designed to reach women and
infants at risk, including routine, quality, noa-coercive HIV counseling and education
services for every pregnant woman seeking pronatal and birthing services,

AVP operates the couniry's only program to focus on HIV and viclence. Since 1990,
the HIV-Related Violence Program - largely funded by the AIDS Institute - has
trained service providers to recognizé and respond to HIV-related violence, published
and distributed outreach materials, and provided direct counscling and advocacy
services 1o over 400 survivors of HIV-roiated violence. These survivors include gay
men and lesbiany as well as heterosexuai mea and women; they @e of every class
background, ethnic and racial origin, and level of disability. Some are HIV-potitive;
some are merely assumed (o be HIV-positive, All have been targeted for ciminal
victimization - harassment, bias asmwult, domestic violence, abuse by service
providers, discrimination - because of their real or pexceived HIV status.

A coramon ihread uniting survivors of HIV-related violence is that many clte breaches
of confidentiality and Lrresponsible service provision as the origin of their suffering.
A health care worker diacioses a patient's status to his friends; word spreads in the
community that she is positive; suddenly she is harasscd day and night by neighbors
and landlords, graffiti maris her doax, she feels afraid to leave home. An abusive
lover learns that his partner s positive; be blames the pariner for being infected and
possibly infecting him, and accuses her of taking drugs and sleeping around; the
partner 1s beaten, denied access 1o medical care, thrown out of the hoase. It is winter,
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shclmmmmgn,mmy,mdmmwamme!wmm:mmmm
heaith. This is neither drama nor exaggeration. Tt the reality my clients face.

Onehanhmkin;storyﬂwmmmugh my office was that of Miranda Rodriguez (I have
changed her name o protect her). Mimanda, who is HIV-postive, has three children, the
youngest of whom - Cara - is also positive. The family lived in a shelter for a short while,
because Miranda's boyfriend had become physically abusive. The last time she called the police
to take him away, he screamed - in full earshot of her ncighbors and palice - "You want to be
rid of me, you HIV-infected bitch? You'll ncver find anyone eise with the shit you've got.*
After staying in the sheiter, Mirsnda_and her child became clients of the Division of AIDS
Services, got medical irestment, were placed in permanent wcattered-site housing in the
neighborhood and got themselves together, One day months later, 2 DAS worker showed up
at the shelter, somehow unaware that DAS had placed the family in housing or that Cara was
being tracked at & nearby hospital. He asked to speak 10 "Ms. Rodriguez.” He was taken to see
another woman named Rodriguez who lived in the shelter, and he asked her where her baby
was. She roplied that she didn’t speak English, at which point he recruited another resident to
wranslate. He said, "Ploase tell Ms, Rodriguez (hat I am soery, but her daughter Cara has
AIDS." The translator replied, *Oh my God, you're talking to the wrong Ms. Rodriguez, you
must mean Miranda and her daughter Caral They have AIDS?" Shelter residents began &
harassment campaign against Miranda, accusing her of infecting them and all their children, and
threatening to kill her. She was confronted on the strect and train, She received threatening
phone calls. Shemﬂywanmousbmkdownmdwumﬁdtomwchﬂdxmbm.
MmaumadhuTwwwtmmumegmm&vdopdmwmﬁc
infections.

1 tell this story because T will hear many mare liks it should newbom screening be unblinded,
The potential for widespread confidentiality violations, many with violent consequences, are
enormous should such a policy be adopted. Many of my clicats recall horror stodes of being
told their HIV status in hallways, by nurses, with no counseling and with many peopie listening.
Many of these people, on top of adjusting t the severs shock of having devastating HIV
infomﬁmdeuvmdinawmminaponsibhmm.mnmﬁudhmmt,
discrimination, and other forms of abuse. - - :

Innddiﬁonwabusebysmgm.mﬁvingwimminfecﬁonmuamﬁskfor
domestic violence, from lovers, spouses and family membexs. A full third of my caseload is
made up by HIV-positive gay men, losbians and siraight women who have suffered domestic
violence. wom,mmmmmim.wmmmhmmmmmww
poﬁcywhlchhnpcduﬂﬁtdmmehoosarq‘eubommmﬂmmddimumohho
results. memmmmdrmwmmonmbwmrwr
mmmmmamm,mmbmmornw. Such
blarmne is often used to justify domestic violence, which in addition to causing phrysical injury can
cause lmmune suppression, nervous disorders, severs depression, self-destructive behaviar, and
isofation from medical and emotiomal support services.

If newborn screening is unblinded, fathers of antibody-positive infants will leam the mothers’
HIV status, These positive mothers will therelore be placed at extreme risk for domestic violeacs



at & time whea they are undergoing shock, depeession, and stress, even i3 they recover from the
mﬁdmdd\dﬂ;m. What about fxthers who sre no longex invoived with the
mothers? Will they be found and informed? What about lesbian mothers, who are already at
rak for homophobic harassment from ex-husbands and boyfrionds? What about baltered lesbiang
who leam their HIV status in the hospital after giving birth, and who are fearful  inform their
lovers? Who will be sensitive to their necds?

Unblinding aewbom screening will be ¢ disaster for public health. The sheer number of women
giving birth In public hospitals, combined with the lack of funding and training for these
hospitals, guarantees widespread chaos and vieiations of the State HTV confidentiality law. The
pzopoaed?eduﬂﬁakhlnmmptmbpmjemﬂmphcsmnhammmmmhmﬁve
resources in city-run bospitais, Women will be given incorrect test results, they will be given
test resuits with 0o counseling or explanation, and they will be given test results In the presence
of other people, some of wham will then abuse, barass or assault them. This abuse will have
severe and immediate effects on the health of its victims, obliterating any health gains mads by

*early intervention.” Battcred womes, both heterosexual and lesbian, will avoid
prenatal and birthing services in ordes to avoid disclosure to their partnery; they and their
children will be forced underground. The horrar slories will be back in full force,

There are alternarives 1o unblinding newborm screening that will make progress in identification
and care of women and infanis with HIV, For exampls, any prensial peovider currently
recelving PCAP funding must provide HIV counseling to sll women receiving sexvices.
However, there are no monies bailt into PCAP to provide this counsefing, which is often left
up to the OB/QYN practitioner. That practitioner is in all likelihood cverburdened, has very
little ime with any one paticat, and lsclka sufficient training W provide quality pre-test
counseling. It is simply not possible for that practitiones to do a risk assessment, discuss
peﬁmdmmhdon.dadopmmdmduﬂpmﬁmphn,m!wﬁtdviohm,a
perform any of the intervendons that make a quality HIV counseling scasion. A woman at risk
who does not recsive rch a counseling session i3 uniikely to consent to HIV lesting, as nons
of her concerns, fears, or problems have been addrossed. The womoa who tead o agree 10
taﬁngmuiimornomwsmmwhobdmamdmwboatlwouoxish
therefore, the program misses exactly those women it intends to reach. PCAP should provide
funding for hiring and training of profcasional HIV counselors, establish and fund & mandatory
fixed, low HIV counselorto-PCAP patient ratio, and siation these counselors in prenatal units
30 that women need not make extrs sppointments. This proactive program would easure that
mymmnmmmmmmummmwmm.

New York Staje noeds to put its resources into intensive, personalized, quality counseling and
sducation services for all women, doth hetervsexusl and lesbian, especially thoss who are
considecing pagonting. New York State needs not 1o bead to inflammatory rhetoric which claims
mmmmmmmmummmmmwmm
mmmw,mmmm@wmmmﬁaaw.

HiV-Relsted Vicience Program Coordisatoe
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Official Statement
New York State AIDS Advisory Council
Newborn Screening Subcomumittee
Public Hearing
Monday, November 3, 1993

Good moming, my name is Jeffrey Reynolds. [ am the Advocacy and
Communications Coordinator for the Long Island Association for AIDS Care, otherwise
known as LIAAC.

Incorporated in 1986, LIAAC is Long Island's oldest and most comprehensive AIDS

service provider. As you may know, Long Island continues to lead the pation in suburban
AIDS cases and 35% of LIAAC's client base are women, a proportion significantly higher
than the national average.

As an agency, we vehemently oppose legislation that would unblind New York's newborn
seroprevalence study. Reasons for that opposition are numerous and include the wide
spectrum of medical, legal, fiscal and practical issues involved with what amounts to
nothing more than an expensive, ineffective program designed to accomplish mandatory
testing of pregnant women by proxy and with no guaranteed linkage to services.

I'm sure most, if not all, of those issues have been brought before you and discussed by
this already-kmowiedgeable panet, so I'd like to focus a bit on the projected impact this
plan on suburban Long Island. Of course, we all know Long Island as a picture-perfect
example of white picket fence middle class mainstream America. Although Amy and Joey
have tarnished that image a bit, most Long Islanders are content to believe that social
problems stop at the midtown tunnel and belong here in Manhattan. Drugs, crime,
prostitution, alcohol, poverty, homelessness teenage pregnancy?

HOTLINE 518,/38%-Ai0S + BUSINESS 518/385-2451 * FAX 518/385-2498
PO BOX 2859 » HUNTINGTON STATION, NY 11748-0683




REYNOLDS, Page 2
"Not here," declare Nassau and Suffolk County residents.

Long Island, though it leads the nation in suburban AIDS cases, still remains to a great
extent, locked in a world of intolerant ignorance. In the last year, we've noticed an
increasing number of news accounts about young women, many teenagers, who carry
children to term and abandon them in aileys, dumpsters or hotel rooms. I'd be hard -
pressed to detail all the reasons for this in the next few minutes, however, the role of the
stigma associated with an unwanted pregnancy in suburbia coupled with the glaring lack
of medical and social support services in undeniable. Now teil mom that delivering a baby
in a medically safe environment automaticaily comes with a mandatory HIV test. I think
Long Island's sense of suburban intolerance has fueled both the abandonment of newborns
and most certainly the AIDS epidemic. Unblinding the newborn seroprevalence study wiil
inextricably link the two together and more mothers will head underground for fear of
being stigmatized in their suburban communities.

There is widespread agreement among women with HIV, community advocates,
pediatricians, obstetricians and gynecologists, the CDC, the State Department of Health
and local health departments and professional organizations such as the American
Academy of Pediatrics and the National Pediatric HIV Resource Center that women
should be routinely offered voluntary HIV-antibody testing and counseling before they
become pregnant and/or certainly during the prenatal period as a routine component of
care. Though I'm sure that you're all familiar with the numerous reasons why this is
beneficial, heaith care providers in many areas of the state, and especiaily on Long Island,
have ignored those’repeated calls and still fail to mention HIV .

If ob/gyn physicians and other health care providers do not see women as being at risk,
why in a community so content to bask in comfortable denial, would women ever see
themselves as being at risk? The short answer is they wouldn't and they don't.

Perhaps physicians should be required under state law, as is done in state-funded PCAP
and family-planning clinics, to offer all women voluntary HIV counseling and testing as a
component of prenatal czre or in a next-best scenario during post-partum care. Under
New York's Maternal and Child Heaith Laws, physicians to be in attendance at a delivery
are required to inform the mother of drugs to be used during delivery and those drugs'
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possible effects on both the mother and child. Federal Law now requires that pharmacies
offer drug counseling to those receiving prescriptions. Though there is not a direct
parallel, a good case can be made that HIV - related information is just as important as
drug information.

New York State’s confidentiality law has served our public health goals quite well, and so,
all such counseling and testing must be done under the strict guidelines of Article 27F.

Physicians would then note in the patient's record that universal HIV counseling was
conducted and that testing was offered.

Undoubtedly, many physicians will oppose this as an undue burden. In fact, one Long
[sland physician told me that he "wouldn't have the time" to counsel all his pregnant
women patients about HIV and that this would be an undue burden.

While mandatory measures are not always desirable or advantageous, it's clear that
something more has to be done to stem the tide of the epidemic among women and
children. Why, however, should we let heaith care providers off the hook and rather than
mandating that they do their jobs properly, penalize women with mandatory invasions of
privacy that will only drive them further away from the health care delivery system?

We know that when women are offered voluntary HIV counseling and testing, they most
often accept it. At Harlem Hospital, they've achieved a 95% acceptance rate. While a
number that high oy raise some questions about the possibility of coercive counseling, it
also highlights the efficacy of voluatary, universal measures.

In addition to the physician mandate, LIAAC also supports expansion of the State's
Ob/Gyn Initistive, increased funding for the Anonymous Test Sites, increased emphasis on
community-based outreach, expansion of primary care and all the other things that will
enhance the heaith of women, both pregnant and not. '
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I thank the subcommittee for the opportunity to present our views on this very important
topic. You are in the unenviable position of wading through some tough medical, legal,
ethical and social dilemmas that pre-date AIDS, but which now need to be fully explored

and finally resolved. We know that this body will proceed cautiously knowing that the
lives of New York's women and children are at stake.

[ welcome any comrments or questions.



Testimony of the Long Island Minority AIDS Coalition (LIMAC) @

New Born Screening issues:
It is the opinion of Long Island Minority AIDS Coalition, that the unblinding
of the newborn seropi'evalence test results in nothing more than the

mandatory testing of women.

Such mandatory testing tells us little about the true HIV status of an infant.
The net result will be the further stigmatization of Black women who continue
to be the only group for whom the rate of HIV - positive births continue to
increase. Any advantage that will be gained by the identification of a hand
full of individuals will be greatly outweighed by the gross violation of the
mother’s right to counseling and her right to decide the course of her health
status. Additionally, the belief that merely informing mothers, identified
through this method of detection of the possibility that their infant is HIV
positive will automatically lead them to seek treatment is an ideal situation
which would proimbly only hold true in a utopian society. Many people who
actively seek testing do not follow through with treatment until it is absolutely

necessary. The law of averages are against us here.



It is the contention of the Long Island Minority AIDS Coalition that all
pregnant women and all women contemplating pregnancy should be counseled
as to the risk behaviors associated with HIV, the potential risks of HIV
positive mothers transmitting HIV to infants including the risks associated
with breast feeding and the availability of testing. A vast majority of women
would be reached though these interventions. In the cases where these scenario
cannot be played out, LIMAC strongly supports expanded, aggressive
voluntary HIV testing programs like the program implemented at Harlem
Hospital, which has a 95 percent success rate in obtaining informed consent
for HIV testing. We are in good company in our belief neither the CDC, the
American Academy of Pediatrics nor the Institute of Medicine endorse

mandatory screening.

In addition, according to the information presented at this subcommittee’s
first meeting, an acceptable testing program would cost approximately an
additiona%‘fmci-ll.ion dollars with a net effect of identifying 6 additional HIV
positive persons 5 of whom would be mothers, in a given 1 year period. It is
obviously more cost effective to prevent new cases of infection than it is to

identify these new cases. As advocates for the minority populations of Long

Island, it is our contention that prevention efforts targeting high risk



populations, would be a more viable and logical alternative to mandatory

screening, given the scarcity of resources.
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TESTIMONY OF
DEBRA FRASER-HOWZE
EXECUTIVE DIRECTOR/CEO
BLACK LEADERSHIP COMMISSION ON AIDS

NOVEMBER 8, 1993

My name is Debra Fraser-Howze and I am the Executive Director & Chief Executive
Officer of the Black Leadership Commission on. AIDS--the oldest and longest surviving public
policy, advocacy, research and community development agency focused solely on communities
of African descent. The agency’s chief mission is to organize Black leadership across this city,

state and nation on HIV/AIDS related issues.

The 65 members of the Commission consist of clergy, politicians, social policy, business
and medical experts who have a daily outreach capacity to 2.5 miilion péople of African descent
across the state of New York. On behalf of this organization that has singlehandedly brought
more than 750 Black churches to the HIV/AIDS epidemic from disparate philosophical issues
to providers of semce and has helped to access upward of $11 million for Black organizations
working in AIDS, I am here today to discuss the "unblinding” of the HIV status of newborns
and the effects this will have on us as a people and the current health care system. In all its
good intentions, this system remains the most racist and benignly neglectful system in the

universe.



In 1987, when it was formed, the Black Leadership Commission on AIDS {BLCA} began
to ask questions regarding policies that were established in the early 1980s—to service a very
different infected population. The primary question was: Do these policies and programs
established for the White, gay male majority still stand to service the growing number of people
of color who are increasing in pumbers among those infected with HIV? Today, six years later,
when AIDS has become the first disease to kill multiple generations of the same race of people,
SIMULTANEOUSLY, across two continents, we can no longer passively examine AIDS
policies. We must dissect them; turn them inside out; use our real experiences as the litmus
test, and where we see the need for change and the allocation of dollars to effect this change,

we must demand it!

The policies now in affect around newborns and their mothers must change, but they
must change for the betterment of all and not simply for the egos of some. And it is in these
days that common sensitivity, rationalized and illustrational behavior are most needed and the

days I miss Dr. Nick Rango the most.

You are having discussions today about an issue that has two sides.
(1) Is it crisically important to the health of the mother and child to know if a baby and
mother are both HIV +?

(2) Is it not critical in standards of care for this information to be revealed?

But this, as most AIDS issues, is once again being fought out by the " AIDS community”



and its various factions that have little to do with this mother and child. Some are members of
a Gay white male structure that has institutionalized an epidemic and must keep their financial
and moral obligations to the groups for which they advocate--be damned the public health impact
on people of color, particularly women and children. Some are white lesbians who never got

a chance to play a meaningful role in the AIDS epidemic, so their white woman

maternalism/paternalism says, "this is it!"

And then there are others of us—those that I hope are in this hearing now~who want to
be rational, good thinking, caring, and professional providers of every sex, race or sexual
orientation. These are those who care so much for the people this policy will affect that we will

fight tooth and npail to get the right thing done.

The point here is no matter how good-natured, we are all still doing the wrong thing.
We are here debating with each other, and little has been heard from the women and children

who will relaily be impacted. So I share with you two perspectives.

In one of our more recent focus groups, a women named Sally sat in our board room and
listened to us describe for her why, if she went to bed with a man who was HIV+ and the
public health system knew she was at high nsk by coming in contact with the virus, they would

not tell her. It all boiled down to an issue of privacy and the avoidance of discrimination.

She looked at me and said, "Debra you mean if I am at risk for AIDS because somebody



I gave some to had it, you would not tell me so that I could get tested and if I am going to die,
find someone to care for my five children because of privacy? When I go down to the welfare
every six months with my life in a paper bag to get recertified for a check, I have no privacy!

If you do this to me what rights do you have to keep information from me that could help

my babies."

And Sally is right. So a system has to be designed in some way for Sally to get the

information she wants, because she has a right to it, plain and simple!

But in the same vain Sally—a Black, single, welfare mother of 5--also knows the "the
rush of white folks” to chew us up and spit us out because they are all in the Kool Aid and

don’t even know the flavor.

That’s what mandatory testing is for Sally - being all in the Kool Aid and not even
knowing the flavor. If you want to be in the Kool Aid and know the flavor, then you should

know that Sally cares as much for her babies as you care for yours.

If you haver;o babies, you can still be in the Kool Aid but not as a child advocate who
does not take into account the importance of this mother to the survival of this child. And the
most important thing to consider is the survival of this mother for the other children in the

household and the survival of this mother for the communities I represent.



You will and must think about her, respect her and give ber care within the context of
the hippocratic oath that says: First do no harm! If you do not, we promise to organize a
movement of the sisterhood in this state, like New Yorkers have never seen before, in opposition
to the cruel and inhuman circumstances of telling a woman she has a fatal disease and that her
child tested positive for the same virus that she has and may not make it. All of this will be
happening while she is lying in the hospital trying to figure out how she will survive with this
new life she created under great emotional and financial stress. She’s resting her head on a
pillow with no case, lying on sheets long ago stained, sharing a toilet with six profusely,
bleeding women in a health care facility that won’t even provide her paper slippers for the cold
floor.

This is not a real health cafc system. This is torture, and if you seek to add torture to
this clearly painful condition, which spells out that we are already at the bottom of the belly of
the beast, then you have no compassion; you care not about the hippocratic oath, and you
should get out of heaith care. We cannot fix hospitals with this issue, but this should provide

an opportunity to start.
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TESTIMONY TO THE SUBCOMMITTEE ON NEWBORN SCREENING OF THE NEW YCRK
STATE AIDS ADVISORY COUNCIL ON NOVEMBER 8, 1993

CAROLA MARTE, M.D.
BETH ISRAEL MEDICAL CENTER

In the debate on parturient and newborn testing I believe that we
all agree on the pivotal issue: access to care for the mothers and
for their newborns. And access to care for the mothers carries

with it also our concern for their other children and for future
newborns.

The question is, what works? What will bring as many as possible
of the infected children into care? Will unblinding the newborn
study, or some other form of mandatory testing necessary? Or will
voluntary testing, with targeted counselling to pregnant and
parturient women, be more effective in achieving this goal? A
goal, again, which we all agree is of utmost importance.

I base my recommendations, which are in favor of increased and
improved voluntary counselling and against mandatory testing in any
guise on the following information and experience. -

We know that if testing -- testing with sufficient and appropriate
counselling -- is offered, it is accepted by a large number, by
most women. There are members of this panel who have developed
highly successful counselling and testing programs for pregnant
women. We also know that mandatory programs do drive away a
certain number of persons -- what proportion in any given situation
is not predictable -~ drive them away from utilization of services.
I am sure you have been given documentation of both these
experiences by other speakers.

I will speak from my own particular experience. I am a physician
who practices in and develops programs for substance users and
former substance users who have never had medical care and who
already carry a burden of distrust and suspicion about HIV and the
medical systen. In focus groups and individual interviews,
stigmatization in the health care system is given as the primary
reason for not seeking or for refusing HIV care, and distrust in
the availability of acceptable HIV care is the reason for not being
HIV tested. Many, especially from the African American community,
also believe that, understood in the context of the Tuskegee
syphilis study, HIV is a racist government plot.

My concern is that the women we would most like to reach will
become most inaccessible once they have left the hospital as post-
partums. I am also concerned that down the line the job of getting
women into prenatal care in the event of future pregnancies will
become even more difficult. At the same time, I know from my own
experience in working with mothers of HIV infectad children that
most -- not all, but nearly all -- of these mothers, drug users or
otherwise, are fanatical about taking care of their children. I
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saw this first at Bellevue when I served as an internist in the
pediatric Infectious Disease Clinic trying to draw the mothers into
care for themselves. This was a formative experience for me. I

see it now every day as I work directly with chemically dependent
women.

I pelieve we must find the means to offer the women the care they
really do want for their children. The problems with access to
care for newborns, as for women and many others in our quirky
health care system, is one of distrust and especially inadequate
resources, not one of noncompliance. (A noncompliance which
requires credence in a Reagenesque stereotype of a drugged out
welfare mother. This is unfortunately a stereotype that our media
are sometimes willing to purvey.}

Mandatory testing will simply delay and probably worsen the
problems we are already having of providing adequate health care to
HIV infected newborns (that is, better access to care than newborns
under our current health care system routinely have). Mandatory
testing will only push back the problem by one step because it does
not get an infant to all his or her appointments nor maintain
ongoing health care after that HIV test.

on the other hand, I also know of the extent of the prcblem from my
experiences working with a methadone program. If voluntary
counselling and testing is the best strategy, it needs to be where
the women are. I had occasion to review the charts of women who
were reported pregnant in one methadone clinie¢ in the course of a
year. In this particular period, all were cocaine (and
polysubstance) users and none had prenatal care. Interviews and
chart review in this clinic have told us that crack/polysubstance
use, BCW interventions, psychiatric illness and lack of medical
care are all far more frequent in HIV infected women. We therefore
know from direct experience what our Health Department zip code
maps tell us: namely, the confluence of poverty, unplanned
pregnancies, HIV infection and chemical dependency in what
epidenmiologists refer to as a core population for an epidemic.

I can tell you that very little is being done to reach this
population prior to the moment of childbirth. Our state and city
HIV efforts do not include programs or special measures to
identify, educate and offer counselling and testing to pregnant
women in drug treatment centers. why are we not offering HIV
counselling and testing to every pregnant woman in drug treatment?
Why is this service not funded and mandated, as it is for family
planning centers? A large number of the unidentified HIV infected
mothers we are discussing could be reached through drug treatment
programs.

As much as has been done in this state to promote counselling and
testing, including among pregnant women, it has not been nearly
enough, and not always as efficient as it should Dbe. Recently
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gathered CDC data shows that 43% of HIV infected women receive an
AIDS diagnosis only 2 months after being identified as HIV
infected. Pure and simple we are not reaching the women in time,
in time to help them, in time to help their newborns, in time to
help all the children.

In a thoughtful editorial in the New England Journal in August
1992, Dr. Quinn reported the overall experience in Baltimore. Like
that in New York State, it reflects increasing success as we have
risen on the learning curve. However, their acceptance rates for
HIV testing are 96% of hospital and 85% of STD clinic patients (a
20% increase in 2 years). [See attached reprint.] We need to study
such experiences closely and learn from them.

Speaking more broadly, we also know that peer counselling and
education are extremely effective. 1In fact, peer education and the
media, especially television and radioc talk shows, are so far the
only demonstrably effective means of reaching into communities that
are largely ignorant of the risk of HIV infection to women and
children. &and they can change that ignorance and the attitudes of
distrust and fear that support it. We need to pay much more
attention to these strategies before we blame the mothers and
declare that unblinding the newborn results is the only or even the
better solution to helping their children.

Lastly, but certainly not least, mandatory testing raises serious
ethical concerns under any circumstances. Mandatory testing for
special populations is untenable. And we can know with certainty
that legislation will not settle the issue. Mandatory testing for
pregnant women as a selected population will be assailed by women

and by advocates everywhere and result in a lengthy and costly
battle in the courts.

The role of professionals is to view the available data objectively
in order to provide a rational and effective basis for public
policy. It is our job to lead the policy makers and legislators
away from succumbing to the current fashion of our 1litigious
society in which the health and interests of mothers and children
are believed to be adversarial, rather than the welfare of each
being intimately bound to the other.

There is much work to be done in the HIV epidemic, and too few of
us to do it. We are all exhausted, and I question the wisdom of
spending our slender resources to join in a costly legislative and
court battle when all of us in this room so clearly agree on the
objective, and the evidence is there of how to accomplish it.
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SCREENING FOR HIV INFECTION —
BENEFITS AND COSTS

Now in its second decade, the human immunodefi-
ciency virus tHIV) epidemic continues to escalate re-
lentlessly. Approximately 1 million pecple in the Unit-
ed States are infected with HIV . and nearlv a quarter
of a mullion have been given diagnoses of the acquired
immunodeficiency syndrome (AIDSi During the
frst eight vears of the epidemic. 100000 cases of
AIDS were reported: another (00.000 were reported
within the next two vears.” AIDS has caused | 30.000
deaths in the United States and is now ranked as one
of the leading causes of premature death for both men
and women in this countrv,’ as weil as in manv others.
The epidemic has penetrated many segments of our
society. In particular, the incidence of new HIV iafec-
tion and of AIDS continues to rise rapidly among
women and minority groups in our inner cities. where
Rnancial resources and access to routine medical care
are severely limited.

The early initiation of antiretroviral therapy for
asymptomatic persons and of chemoprophviaxis to
prevent opportunistic infections can delay the progres-
sion of HIV disease and increase survival, Yet there
are substantial inequities in access to care for HIV
infection. In Maryland* and San Francisco.’ women
and minority populations receive zidovudine signifi-
cantly less often than men and non-Hispanic whires,
resulting in marked differences in survival. Since it is
likelv that future therapeutic advances will involve
even earlier treatment interventions, it is imperative
that early access to care be provided to ajl HIV-infect-
ed persons to help reduce these differences in survival.

Unfortunately, one of the manv tragedies of this
disease is that most HIV-infected persons are un-
aware of their infection. Too often. such people learn
of their serologic status only after an opportunistic
infection or other serious HIV -related disease has de-
veloped. More than haif of those with newlv diag-
nosed HIV infection qualify for anuviral therapv at
the time of their first serologic test for HIV, and a
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third of these also qualify for Preumocystis carinii pro-
phylaxis.® However, from estimates of the number of
HIV-infected persons eligible for antiviral therapy!
and from statistics on the current use of zidovudine. it
appears that only 20 percent of eligible persons are
receiving therapy. Testing on the basis of clinical sus-
picion or risky behavior has been insensitive, idenufy-
ing only 30 to 40 percent of HIV-infected persons. At
the Johns Hopkins Hospual, three fourths of the pa-
tients found to be HIV -positive on anonymous screen-
ing had unrecognized infection.” Because HIV infec-
tion is so often unrecognized, routine voluntary testing
for HIV infection in medicai clinics and hospitals, par-
ticularly in areas of endemic disease. is a rational ap-
proach to ensure that all HIV-infected persons receive
adequate medical care and counseling. Routine valun-
tarv resting means specifically offering HIV testing to
ali pauents. This contrasts with routne testng, in
which the test is performed uniess there is a refusal,
and with voluntarv testing, in which panents must
request the test. The necessarv corollary to recom-
mending routine voluntary screening is that financial
resources for these activities must be increased. Future
policies must reduce barriers impeding the coverage
and treatment of all HIV-infected persons, not just
those with AIDS.

There have been numerous articles, editorials, and
commentaries in the Journal over the past five vears
debating the pros and cons of screening for HIV infec-
tion, and no simple recommendation will please every-
one. On the one hand, it is in padients’ interests
know their serologic status, so as 1o afford the opportu-
nitv for early intervention with antiretroviral therapy
and for intensive counseling that muight alter behavior-
al patterns and decrease transmission. On the other
hand. HIV testing raises issues of confidentiality and
discrimination, individual and soclal matiers that
must be addressed in any HIV.testing program, Phy-
sicians should work with legislators o forge anudis-
criminatery laws that protect HIV-infected persons,
and to provide additional funding for indigent popula-
tions that require better medical care.

To achieve the objective of identifying HIV.infect-
ed persons seeking medical care, Janssen and col-
leagues in this issue of the founal® propose a national
strategy for the HIV screening of patients at LU.5.
hospitals that would provide ready access to appropri-
ate counseling, clinical referral, evaluation. and thera-
pv. In a blinded serologic survey of patents at 20
hospitals in 15 U.S. cities, they found that hosputal-
specific HIV seroprevalence ranged from 0.2 percent
to 14.2 percent and that nearly two thirds of seroposi-
tive persons presented with medical conditions ather
rhan symptomatic HIV infection or AIDS. Seropreva-
lence was consistently highest in men and women 25
to 44 vears of age, with a rate of 40 percent in one
hospital. Whereas infection rates were highest among
those presenting with infectious or drug-related condi-
tions, HIV infection was nevertheless widely disinib-
uted among those with a variety of presentng svmp-
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toms. Like previous investigators.”® Janssen et al.
found that nearly two thirds of HIV-positive patients
presented with conditions apparently unrelated to
HIV infection. '

There are several aspects of the studv that should
be addressed. The hospitals studied were not random-
Iy selected and were more likely than other U.S. hospi-
tals 1o be in urban areas. o have teaching programs.
and to have a large percentage of Medicaid patients.
Despite these differences, the authors demonstraced
that the AIDS-diagnosis rate was the only variable
associated with HIV seroprevalence. The authors sug-
gest that HIV testing of patients 15 to 34 vears old in
U.S. hospitals with an AIDS-diagnosis rate of 1 or
more per 1000 discharges per vear would identfv 58
percent of all HIV-positive patients admitted with
conditions other than AIDS. The authors appropa-
ately caution that the predicted numbers of HiV-posi-
tive patients with unsuspected infection mav be too
high, since it could not be ascertained whether some of
the HIV-infected persons were aiready known bv their
doctors 10 be infected. Nevertheless. these figures are
remarkably similar to those from studies performed in
other selected hospitals.”® Although individual hospi-
tals may wish to validate the association between HIV
seroprevalence and the number of AIDS cases per
1000 discharges, the strategy oifered bv [anssen and
colleagues provides a new formula for HIV screening
that would be more effective than routine HIV test-
ing of all hospital patients. The latter wouid entail
screening five times as many people (23 miilion:, with
only a 20 percent increase in the idenufication of
HIV-paositive patients over the strategy suggested by
Janssen et al.

Opponents of this strategy will suggest that screen-
ing targeted only 10 people who acknowledge high-risk
behavior would be more cost effective. However, as
shown in previous studies, many HIV-infecied per-
sons report in pretest counseling that thev do not en-
gage in high-risk behavior, and more than hatt' 1 HIV
infections may be missed.”® Other opponents ma. sug-
gest that the screening of hospitalized patents 15 de-
signed primarily to prevent transmission of HI\ from
patients to heaith care workers.' The intent ot screen-
ing for HIV should only be to identify persins with
early HEV infection, so that they can recene appropri-
ate counseling and therapy. Universal precaunions re-
main the anly policy for protecting health care wirkers
from HIV transmission. In a recent studv at the Johns
Hopkins Hospital, my colleagues and | showed that
routine screening for HIV alone wouid fail 1o :denufy
over 80 percent of patients who pose a nisk ¢ trans-
mitting other viruses, such as hepatitis B and hepatus
C viruses, to health care providers.'?

Public acceptance of this policy will depend Largely
on how it is presented. Previous polls have drmon-
strated that 76 percent of those polled are (0 tavor of
routine voluntary testing. In a recent studv at the
Johns Hopkins Hospital, 96 percent of 3151 pauents
admitted to a medical service, excluding shr_lil’_)_§
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inpatient service, agreed to HIV testing, and 13 pep-
cent of these were found to be seropositive (Munday
L, Janis E: personal communication). Even in sexual-
ty transmitted disease clinics in Baltimore, 85 percent
T Faiicnts now.consent to testing, a 20 percent ins
crease over the past two years ( Baltimore City Health
Department: unpublished data). [t is evident thas
compliance with a screening program can be marked-
lv enhanced with proper educanion and pretest coun-
seling. '

“What are the obligations of the hospital? With rou-
tine voluntary screening 1t is the hospital's responsibil-
itv to protect confidentiality. There will be a need for
additional counselors; facilities for comprehensive
HIV evaluation, including appropriate laberatory
support; and treatment services and referrals for those
found to be infected with HIV. What must be avoided
15 a laissez-faire attitude toward counseling and test-
ing, or the development of policies in which HIV test-
ing is a requirement for admission or {or invasive pro-
cedures, If HIV-anubody testing is 0 be offered
routinely, appropriate consent procedures must be fol-
lowed, and opportunities for education. counseling on
riskv behavior, and access to care must be provided.
Since the assurance of confidentiality 1s an important
factor in any testng policy. this transition would be
eased substantally if appropriate federal antidiserim-
mnation legislation were enforced and legaj safeguards
maintained.'?

The goal of promoting widespread voluntary HIV
testing that is based in the health care system is to
inform all persons infected with HIV about their con-
dition. This is a disease of great public health impor-
tance, and screening in the hospital setting has clear
benefits, particularly in the light of the recent out-
breaks of multidrug-resistant tuberculosis among hos-
pitalized HIV-positive persons.'* Identifying those
who are HIV-positive early in their disease affords
them the opportunity for reliable tuberculin skin test-
ing and for the provision of antituberculous prophy-
laxis. This provides benefit to the patient, to the health
care provider, and to other patients. With these bene-
fits, however, there will be costs. Many facilities are
already under stress, with increasing numbers of
HIV-infected persons, a short supply of qualified
counselors, and inadequate financial resources. A call
for more screening must be accompanied by more re-
sources to meet in full the challenge of caring for
newly identified infected patients. Providing access to
carly treatment means enhancing ambulatory care
systems, particularly in the inner cities, where the
dearth of resources has limited the availability of
high-quality health care.

Weiss and Thier'® stated that the question “Why
test?” must be fully addressed in any policy of HIV
screening. Access to early therapy and prophvlacte
regimens, as well as repeated counseling to reduce
further transmission, clearly benefits the patient and
soctety. Increased voluntary tesung in health care fa-
cilities appears to be the most rational approach to
achieve these objectives. With all the improvements in
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survival and quality of life for HIV-infected persons. it
is imperative that patients be given the opportunity 1o
be routinely counseled and tested for HIV . [n the end.
the patient benefits. the medical profession henehis.
and soclety benefits, but it must be recognized that
this benefit is not without certain costs. More Anancial
resources at the local, state, and national levels will be
needed and must be made more readilv available if we
are to meet this cbligation.

National Institute of Allergy
and infectious Diseases

Bethesda, MD 20892 Taomas C. Quiny, M.DL, M Sc.
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HEPATITIS A VACCINE

THE first effective control measures for the preven-
tion of enterically transmitted viral heparitis resulted
from research conducted during World War il In
1945, Neefe et al.' demonstrated that infectious virus
could be transmitted by contaminated drinking water,
that treatment of the water by filtration and chiorina-
tion made it safe to drink, and that gamma globulin
derived from convalescent-phase serum from patients
with hepatitis could protect adults from clinical hepa-
titis.? Except for refinements in methods of preparing
food and water and the establishment of standards for
the preparation and use of immune globulin, there
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Dr. Rogers, Dr. Britton, Dr. Haggerty, Members of the

Council Sub-~Committee:

Thank you for the opportunity to present testimony

before you today.

My name is Elizabeth B. Cooper. 1 am an attorney in -
the Gibbons Fellowship in Public Interest and Constitutional
Law at the law firm of Crummy, Del Deo, Dolan, Griffinger %
Vecchione and I am here today ;;ﬂbehalf of the New York Task
Force on Women & AIDS. The Task Force is a coalition of
physiciags, nurses, social workers, psychologists, researchers,
administrators, lawyers and advocates. We work with
HIV-infected and affected women in health centers, city and
voluntary hospitals, jails, methadone clinics and the streets.
We have joined together in an effort to create a comprehensive
approach to the needs of women in the HIV epidemic. Our
commitment is to the provision of culturally appropriate,
accessible health and social services that foster women's

abilities to manage their health care needs.
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The Task Force strongly opposes any effort to
"unblind® the newborn seroprevalence study or any other plan to
mandate HIV screening of newborns, pregnant women, or

parturient women.

While we admire, and in fact, strongly support the
principle that HIV-infected newborns must be provided with
health care, mandating HIV testing will only undermine this
goal by chasing women of chilidbearing years away from the
health care system. Mandatory testing programs will not
accomplish the goal cited by many of its supporters: they will
not facilitate entry into care for newborns with HIV

infection.

If the seroprevalence study is unblinded, the State
will, in effect, be instituting a mandatory HIV-testing program
for delivering women. Our extensive experience throughout the
eleven years of the AIDS epidemic establishes that mandatory

testing programs serve only to discourage people from seeking
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HIV-related care and services, and health care generally.l
Mandatory programs will rightly be viewed as selective and
repressive by women and therefore counterproductive to the goal
of increasing their use of health care services for their

children and themselves.2

Through the imposition of a mandatory testing program,
the State will have interposed itself between the mother and

her child with the message that the State is a better caretaker

1 Consider, for example, the sharp decline in marriages in
the State of Illinois after it mandated HIV testing as a
pre-requisite to obtaining a marriage license in that State.
Telephone conference with Aimee Berenson, Legislative Council,
AIDS Action Council, Washington, D.C., November 1993, reporting
citations in Areen, Family Law: Cases and Materials, 34 Ed.,
1992, including: Wilkerson, "Pre-nuptual AIDS Screening Taxes
Illinois Health System," New York Times, January 26, 1988, at
Al, col. 1; Taylor, "Illinois Law Offers A Futile Exercise in
Combatting AIDS, Chicago Tribune, September 8, 1989, at C27;
Endstad, "AIDS Test Has 40,000 Fleeing State to Wed," Chicagqgo
Tribune, January 4, 1989, at Cl. This legislation ultimately
was repealed. Ill. Public Act 86-881, September 1989. Further
consider the data that disproportionately high testing rates
occur at anonymous test cites located over the border from
states with mandatory HIV-name-reporting. AIDS Action
Foundation, "Should HIV Test Results Be Reportable: A
Discussion of Key Policy Questions,™ March 1993,

2 Mandatory testing programs will create incentives to women
to give birth at home (and avoid the health care setting, the
locus of the mandatory testing program), thereby creating even
greater risks to the health of the mother and her newborn.
Moreover, as women avoid the health care setting, the efficacy
of the newborn serosurvey will be undermined.
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than the mother. This mode of State intervention is
unacceptable, particularly as it sets the stage for broader
intrusions of the government into the lives of women and their

children.

Concern over such intrusions -- particularly the
removal of children to foster care -- historically has worked
to discourage women from seeking services that might otherwise
be beneficial to them or their families. As such,
implementation of a mandatory testing program would create a
further barrier to healtﬁ care and would have a significant
negative impact on children, first and foremost, as well as on

their mothers.

Women also will rightly fear that if they are
HIV-positive, the State will criminalize their choosing to have
a child, or, that if their children are truly HIV-infected,
they may be prosecuted for transmission of HIV (in much the
same way that women have been charged with violating drug
statutes when their children are born with drug metabolites).

Such fears are not unrealistic.

Consider, for example, the prosecution of a young

woman in North Carolina. C.M. 1s an African-American woman in
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her early twenties. It is alleged that she has actively used
drugs and has been a prostitute for many Years. C.M. has been
dependent on government assistance for most of the last many
years and, as a result, has Sought health care services at the
county clinic. C.M. hag two successful Pregnancies before her
third child died shortly after birth. It is alleged that the
third child had tested positive for the Presence of HIV
antibodies and that when C.M. was tested shortly thereafter,

she also tested positive.

County officials claim that they gave repeated
warnings to C.M. that whenever she was to have sexual
intercourse, she had to reveal that she was carrying infectious
agent and she had to use a condom. County officials further
dssert that despite repeated warnings, C.M. generally did not
comply with their pPublic health order. There is some evidence,
however, that C.M, functions at a level slightly above a

classification of mentally retarded.

In early 1992, c.M. told a county health nurse that
she thought she might be pregnant. When C.M.'s pregnancy test
came back positive, the county sought and obtained a warrant
for her arrest. cC.M. was prosecuted for failure to follow

public health warnings; the evidence against her consisted of
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statements of the county health officers and the fact that she
had gotten pregnant. C.M., was sentenced to two years in

jail.3

We call upon you to acknowledge that mandatory testing
for parturient women is unacceptable, prejudicial and demeaning
to women. Because testing newborns reveals the serostatus of
their mothers, mandatory programs would selectively remove the
right of informed consent for HIV-antibody screening of
delivering women. It is unconscionable for informed consent ---
a value so highly regarded in other areas -- to be dispensed
with only for women who have just given birth. Moreover, when
care for newborns alone replaces care for both mother and
child, a woman's role becomes exclusively that of carrier and
deliverer of the newborn. The role of health care in the
woman's own life simply does not seem to be a priority for

those who seek to impose a mandatory testing scheme. Quite

3 E.B. Cooper, “When Being Ill is Illegal: Women and the
Criminalization of HIV," HEALTH/PAC Bulletin, Winter 19%2, at
10, and citations therein., Convictions under any other
misdemeanor generally result in serving 15 to 30 days. C.M.'s
statements that she became pregnant when a condom broke were
ignored. In addition, prior to trial, C.M. obtained an
abortion and a tubal ligation; she has indicated that she took
these actions, at least in part, to appease public health
officials. I4d.,
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plainly, mandated testing is unacceptable and, in all

likelihood, illegal.

Implementation of mandatory, unblinded perinatal
HIV-testing will be contested as a violation of women's
constitutional rights to privacy, to equal protection, and
against unwarranted search and seizure; a challenge also will
lie in the laws that require proper counseling and specific,
written, informed consent prior to testing and laws that
protect the rights of persons with disabilities. The State -
will need to defend its positicn that only parturient women as
a class are exempted from the principles contained in that
ljaw. While the State‘'s interest in assisting newborns is high,
the State will not be able to establish that a mandated testing
program will allow the State to attain this goal; nor will the
State be able to show that this program is the
constitutionally-mandated "least restrictive alternative"
available to meet the State's otherwise laudable goal. As
such, an approach that incorporates mandatory testing will not

gustain this legal challenge.

Moreover, transforming blocd samples taken for blinded
serosurvey research into blood samples used for diagnostic

purposes, linked to the identity of an individual patient, 1is
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likely to viclate State statutes (see, e.g., N.Y. Public Health
Law § 2780, et seg. (McKinney's Supp. 1993); N.Y. Public Health
Law § 2441, et seq. (McKinney's 1985); 45 C.F.R. §46.101, et
seq. (1993)) and certainly contravenes ethical standards

regarding the conduct of research.

To the extent this proposal also allows disclosure of
test results to the newborns' father, this program further
would be a gross violation of parturient women's constitutional
right to equal protection, statutory right to confidentiality, -
and, perhaps most disturbing, will place hundreds, if not
thousands, of women at risk for domestic violence. As
incereasingly has been noted by researchers, the disclosure of a
woman's positive HIV status to her partner subjects the women

to potential violence from her partner.4

Moreover, it would be particularly suspect for the
government to consider instituting as its first mandatory

testing program one that will burden primarily low-income women

4 R.L. North and K.H. Rothenberg, “Partner Notification And
The Threat of Domestic Violence Against Women With HIV
Infection,” 329 New Eng., J. Med. 1194 (October 14, 1993);
Telephone Conference with Sally Zierler, Dr.P.H., Associate
Professor of Medical Science, Deptartment of Community Health,
Brown University, November 1993.




Testimony - Task Force on Women & AIDS
Page 9

and women of color and one that will further distance these
women from health care institutions. This discriminatory
approach to HIV-testing policy cannot be condoned. Instead, we
all must focus on the most effective means of getting both
child and parent appropriate health care. We must ask: "How do
we ensure access to care and early intervention for children
and their mothers -- in the context of HIV and generally?" 1In
this light, unblinding the newborn seroprevalence study is

neither practical nor ethical.

Experience has shown that when offers of HIV-testing
are linked to the actual provision of services, individuals
consent to being tested; this is as true for pregnant and
delivering women as it is for all others. Those of us working
in high-prevalence areas further have found that when health
care services are truly available, patients do understand the
importance of HIV testing and accept such testing for

themselves and their children.

For these many reasons, we encourage the State to
further enhance its programs that focus on increasing access to
care and case management for both mother and newborn.
Specifically, we recommend that the State survey those programs

that effectively provide HIV counseling and testing options and
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facilitate access to appropriate care and services. Winning
elements of these systems should then be replicated in
facilities throughout the State. The best approach to preserve
life and to improve its quality is the provision of counseling
and care services to all. A voluntary program, building from
successful elements of existing models of care, is our best

place to start.

The Task Force would like to comment on one other
aspect of the prospect of unblinding the seroprevalence study.
Recently, we have heard discussion of an alternative, so-called
"voluntary* program, that while not before the Sub-Committee,
is nevertheless an appropriate subject for testimony. This
program would provide parturient women the option of learning
the results of the "blinded" serosurvey test after the test has

heen conducted.

The Task Force has long held the position that such a

program is not a viable “compromise," but is, in fact, a
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back-door means of unblinding the seroprevalence survey.5 For
the reasons stated above, and for the additional reasons set

forth below, such a proposal is not a viable alternative.

First, such a program would violate established
federal and state constitutional standards regarding consent to
the "search and seizure” inherent in the drawing of blood and
its processing in laboratory analysis. Because the serosurvey
currently is conducted as an anonymous, or unlinked study, a
mother need not provide consent to the taking of the blood -
sample and its processing. However, once we enter the realm of
‘non-consensual blood testing, the protections of the Fourth and

Fourteenth Amendments to the Federal Constitution come into

play. If the State takes bloocd for one purpose, i.e., the

5 The Task Force opposed this approach to testing the first
time it was proposed in 1989. Due in large part to the
advocacy of diverse communities the first time this
"after-the-fact” disclosure proposal was suggested, the State's
seroprevalence study was constructed in such a way that it
cannot be unblinded. Therefore, not only has this proposal
already been rejected by the State, its adoption would require
the State to re-visit and re-construct the entire structure of

how the seroprevalence tests are run and processed.
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conducting of an anonymous serosurvey, but then wishes to use
it for another, i.e., the linking of results with identified
individuals, we aréue that the State must obtain the woman's
consent prior to the blood's being drawn; otherwise, the State
will be violating her constitutional rights to be protected
against unconsented to search and seizure. Indeed, such taking
and processing of blood would be a stark intrusion on these

vital constitutional rights.

Second, even if "counseling" is provided with the -
unblinding option, this approach is likely to violate the
strong mandate for pre-test and post-test counseling contained
in the State's Confidentiality Law and broadly recognized as
being a critical aspect of facilitating both a seropositive
person's entry into healthcare and prevention efforts.
Abrogation of counseling responsiblities, or the adoption of
unduly directive counseling technigques (which, one might argue
is inherent in this approach), would not comply with the letter
or spirit of our State's law, a law developed with the
considered expertise of those providing psychological and

physical care for people with HIV/AIDS.

In this context, it further is likely that a plethora

of legal challenges will be generated as to whether full,
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voluntary, informed consent has been provided; it is possible
that the volume of such challenges would undermine the
functioning of this type of testing program. Moreover, and
most important in terms of those advertising the efficacy of
this approach, by insufficiently accounting for the woman's
needs, entry into care for both mother and child will not be
facilitated. Fundamentally, this approach precludes the type
of pre-test and post-test counseling that has been securely

safequarded by the State in virtually every other context.

Third, such a program likely will be experienced and
perceived by parturient women as a form of mandatory testing.
Therefore, the concerns ocutlined above regarding parturient
women's alienation from the healthcare system do not disappear
under this proposal. Regardless of whether one considers such
perceptions (or experiences) to be reasonable, the impact will
be such that women and their newborns will not receive the kind

of care and services they need and deserve.

Finally, if the Sub-Committee were to seriously
consider such a proposal, it would have an obligation to the
people of the State of New York to hold hearings on this
issue. Indeed, its adoption is not a minor matter, or a mere

compromise that protects the interests of women and their
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newborns; rather, it is a matter of significant concern -- and
severe ramification -- to the women and children of the State

of New York. They deserve the opportunity to have their voices

heard on such a proposal.

Unblinding the seroprevalence study, or otherwise
mandating the testing of pregnant or parturient women or their
newborns, would send the clear message that New York State is
more concerned with mandating testing than with mandating -- or
even facilitating ;— access to care. Neither the children nor
the women of this State can afford for you to make such a

choice.

Moreover, it would be a truly fatal mistake to
institute any program that creates additional disincentives to
accessing pre-natal and post-natal health care. Those who will
lose the most in those circumstances are those on whose behalf
advocates of unblinding profess to wish to protect: the

children. As a society, we cannot afford to make this mistake.
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Vicki Peters Transcription
Mt. Sinai Hospital
Public Hearing « November 8, 1993

The incidence of four diseases included in newborn screening are for: tyrosine anemia
greater than 1 in 3,000; galactosemia 1 in 60,000; phenylketonuria 1 in 14,000;
hyperthyroidism 1 in 4,000. This is in contrast to the incidence in infants born in New York
City of perinatal exposure to HIV which is 12.5 per 1000 -- HIV infection 2 per 1000. The
number of HIV exposed children who are born each year in New York City is estimated to
be 1,800 and the number of HIV infected children to be 330.

Early diagnosis of HIV infection allows for the early institution of preventive measures such
as the use of [bactrim] to prevent PCP, which is a life-threatening infection affecting young
infants in the majority of cases, childhood immunizations appropriate for HIV exposed and
infected children, antiretroviral therapy, nutritional support, etc. Children who present with
an AIDS-defining condition, which is often the case, cannot benefit from these preventive
measures. Unblinding of newborn screening must be accompanied by education of health
care professionals, available resources to treat children and families who many times learn
of their diagnosis of HIV infection when the child is diagnosed, availability of laboratory
tests to differentiate HIV exposure and HIV infection. And along with unblinding of
newborn screening a concerted effort must be made to prevent the spread of HIV infection
to the population and to educate HIV infected women about the risks of perinatal
transmission. And continued secrecy cannot prevent the spread of HIV infection.
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Woman Living with HIV

Public Hearing « November 8, 1993

My name is Phyllis Sharpe. I'm HIV positive and so is my little girl. I disagree with this
testing the babies immediately after birth. The mothers should be asked, should be
counseled before and during the pregnancy -- with this I do agree because me and my little
girl’s living with AIDS. I would have liked to known during the pregnancy but the lifestyle
I was living, I didn’t even have time to take care of myself. But I know that had they
presented that to me after giving birth, it wouldn’t have helped my mental status any. And
I don’t think that it would help any other mother that just gave birth, because basically being
a mother of six I know all mothers, regardless to what lifestyle you living, care about your
baby.

I really believe counseling and other agencies should be in place to get this information
available to the mother that’s carrying the child. If she wasn’t present, like myseif -- I just
never went to prenatal care, I just went in to have a baby -- I should be counseled by
someone like myself -- maybe another woman living with HIV with a baby to let me know
its not as bad as it seems but it's the right thing to do to get the proper care for the baby,
also to have it tested to see. Or maybe a mother who gave birth who didn’t know ghe was
HIV positive.

Recently one of my daughters, 27 years old, had a nervous breakdown during her pregnancy.
Now if this was to occur upon her giving birth to the baby -- which she loved but had a little
problem - it would have just sent her totally out of her mind -- just to come and tell you
that your baby’s HIV positive. I think it’s unhumane, unless a person that you actually feel
doesn’t have any senses to make judgement for themselves, that’s the only time I see that
this would be appropriate, otherwise I think it’s totally wrong, even though that information
should be known to the mother. Because like I said, my little girl is HIV positive, and 1
didn’t find out until she was 18 months old. Gee, many a day I sit and I wonder, if only I
had known earlier, even though she’s in good health. But all that 18 months that
information was unknown to me because I didn’t know the proper channels to go through.
That's what I'm saying, that would really make a mother as a very devastating thing to hear
that yourself or much less your child is HIV positive. People just get diagnosed go through
denial. Can you imagine what it is for a mother to find out that her baby is HIV positive?
Just abruptly like that?

Basically that's all I have to say. I think it’s wrong.
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Executive Director

Haitian Women’s Program

Public Hearing « November 8, 1993

We’re a small community-based organization that provides HIV /AIDS prevention education
to the Haitian community, and we’re also providing support services to HIV infected women
and women with AIDS in the community. I'd like to paint sort of a general global picture
of our community, because as you all know HIV infected women do not live in a vacuum -
- they live in a community, they’re part of that community and are influenced by other
members of the community and like other members of the community we feel that it is vital
that they have access to information, to education about medical issues.

As you all know, our community has been subjected to special treatment. The special
treatment started when the federal government decided that just because of who we are, not
because of anything that we do, we were at high risk for contracting AIDS. Now, that’s an
incredible prevention message to send out to the community -- means that since I can’t do
anything about who I am, I might as well not do anything, right, because I can’t change
where I'm from. Luckily, the community reacted against that message and realized that it
was just a question of scapegoating and political targeting. But because of that message
we've had to pay a price and the price is collective denial of HIV and AIDS.

Now, that collective denial has been reinforced by another special treatment that we
recently received. As you all know, 140 HIV plus refugees and their families were detained
in Guantanamo by the federal government simply because of their seropositive status. They
were admitted, they were screened as to their legitimacy for political asylum -- they were
allowed to enter the country to request political asylum but they were denied entry because
of their status. This is another message sent out to the community and we hear it every day:
if yow're Haitian, if you're HIV plus, bad things will happen to you, your human rights will
be violated.

Now I want to talk about something else. As you can imagine, this special treatment really
complicates the effort of an organization like ours and other organizations to provide
information in the community; it adds an extra barrier. Another barrier to getting adequate
information is the fact that many people in our community have not had the luck of having
‘access to educational institutions and medical institutions in Haiti, so that when they come
here they have had no experience with these institutions. Many people have never even
seen a doctor, they've seen an herbalist, but they’ve not seen a mainstream doctor. And
because of that they need education about basic medical services and they also need
education, obviously, about a specific disease like AIDS.

Contrary to the general belief that I hear out there, I hear this over and over in conferences,
that we are "beyond" getting information out there -- everybody knows everything about



AIDS, we have to get into behavior. That is not true. It simply is not true for our
community. Many people are still not informed about the disease, because of their low
literacy levels, because of their lack of fluency in English, they’re not informed. Now, what
does this mean? If we’re talking about HIV infected women and their children and we're
talking about testing, obviously before you’re going to get tested you need information about
the test. Of course, we believe that testing must mean access to services. To get access to
services you need information; you need to have information in order to make an informed
choice about these services and if you are a seropositive woman you need information about
making an informed choice about whether to get pregnant or not, obviously. And this also
means that these women need enhanced access to services by linkages done by people who
can continue the process of education, people who can do it in a culturally-specific manner
and in a language-specific manner -- not French, Creole. Istill here today doctors who talk
about giving services to Haitian patients in French. Everyone in Haiti speaks Creole. Some
people speak French - if you had the luck of going through the educational system you
speak French, but everybody speaks Creole.

I want to also again put further emphasis on the need for education. We'’re a small CBO -
- we're the only CBO who gets funding from the AIDS Institute to do prevention and now
we’re doing support services. And in case of the HIV positive women its also important,
because as you all know, these women go back home. They see their friends and their
family. And if the general impression in the community is "you’re being scapegoated,” or
if there’s mistrust in the community, which their is, concerning authorities, concerning
doctors because of that Guantanamo treatment, and because of the stigmatization, this is
then reinforced in the outside world so that what can happen if the approach is focused on
the woman is that the woman will go to a hospital and might receive wonderful care and
support services from Creole-speaking staff, she will then go back into her community and
her boyfriend or her mother and her father and her Grandmother will negate the
information she’s received. We see instances, for example, of seropositive women who go
in and out of believing their status and in and out of believing the status of their children -
- when the child is well they no longer believe that the child is infected, then the child is
sick and they believe that the child is sick. So you can imagine the repercussions of this in
terms of self-protection and protection of the community at large.

I also just wanted to say one thing about anonymous testing. Obviously, we’re not in the
special medical environment where there’s follow-up for the child and follow-up for the
mother. And there has to be follow-up for the mother, not just the child. We've had
instance of mothers being taken to a clinic in the Bronx and services were offered for the
child but not for the mother — you know, transportation services were offered for the child
and not for the mother, which is a problem. We firmly believe that for the community at
large and for the potentially seropositive mother there needs to be anonymous testing
because of the fear and distrust of authorities and because of the fact that we have all
learned in the community that very bad things can happen to you when you are seropositive
and Haitian and it takes a lot of work and a lot of support to convince people to accept
care. Thank you.
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Women and AIDS Resource Network
Public Hearing » November 8, 1993

I'm here basically to share some of the experiences that we have at WARN as it relates to
this issue. First let me tell you about Women and AIDS Resource Network. We have been
around between 8 and 9 years. The organization was created to support women who are
HIV positive and their families as well as women who are affected. Our mission is to
empower women and serve them with dignity -- to look at creating quality of life in dealing
with HIV and AIDS.

We serve a variety of women from ethnic backgrounds, however, most of the women that
we serve are women of color from very disproportionate socioeconomical background.
Oftentimes, these women have nowhere to go, no one to talk to, and are very afraid and
scared of reaching out to the larger establishments. We provide these women with
supportive services, case management, individual services, group services, advocacy, referral
services, and other special projects. We encourage these women, as I said before, to deal
with the issue as it comes to educating them to understand what it is to live with HIV
positive. )

We feel that the unblinding of the seroprevalence test would be very harmful to these
women, particularly because we work hard for them to understand or to help them be
educated on what it is to be HIV positive and all the stigma that that encompasses in terms
of being positive and living in this society. Oftentimes these women have children, they're
unprepared in sharing or disclosing this information. They have partners who they're
terribly afraid to share when they're positive. As a result, what we're experiencing at
WARN is women coming in saying that they do not know how to share with their partners
that they're positive. Who do they turn to? Where do they go to get this kind of support?

What we find that if this law is passed it will create lot of disruptive home environment for
women and their families, in particular the children. We have a lot of the partners who are
possibly positive but also do not want to take responsibility for being positive or even
sharing this information with their partners. We also feel that it will further disintegrate
their units as well as it breaks down the individual and their self-esteem.

At WARN we also receive a number of calls, where women are often - as a matter of fact
people but particularly women, because that's who we serve - just asking all sorts of
questions as it relates to HIV and AIDS and we find that we want to be able to give them
as much as possible the best and vital information as it relates to what it is to be tested.
As it is right now, they're being tested and they don’t really know and we would like to
encourage them to find ways that they can trust the establishment. Oftentimes they do not
trust going to the medical establishment. And we want to be able to continue to provide
the service where they can come and feel comfortable and they can feel trusted.



Ruth Bezares Transcription
Mothers of Children with AIDS

Public Hearing « November 8, 1993

[Missing the first part of testimony.]

..are at risk of being removed from a person’s right. It also negates a woman'’s right to a
decision that is inherent and her only right, not someone else’s. From a more personal
perspective, if I were in a childbearing age, my right to consent and confidentiality does not
belong to anyone else. It rests solely as my right and my responsibility.



Sally Guttmacher Transcription
Chairperson of the Medical Care Section
American Public Health Association

Public Hearing « November 8, 1993

The American Public Health Association has in its policy decisions gone on record in
several instances in opposition to mandatory HIV testing, and that's what I want to discuss
now. If the seroprevalence study is unblinded the state will in effect be instituting a
mandatory HIV testing program for women who are giving birth. And as I mentioned the
APHA, the American Public Health Association, is on record in opposition to mandatory
testing for HIV. :

Mandatory testing programs serve only to discourage people from seeking HIV-related care
and services and health care generally. Mandatory programs will rightly be viewed as
selective and repressive by women and therefore counterproductive to the goal of increasing
the use of health care services for their children and for themselves.

Furthermore, because testing newborns reveals the serostatus of their mothers, mandatory
programs would remove the right of informed consent selectively for HIV antibody screening
of delivering women. It would be unconscionable and prejudicial if informed consent, a
value so highly regarded in other areas, was dispensed with only for women who have just
given birth. And the American Public Health Association has again, in many of its policy
statements, supported informed consent for all individuals involved in the health care
delivery system.

Implementation of mandatory, unblinded, perinatal HIV testing will also be contested as a
violation of laws that require proper counseling and specific written informed consent prior
to testing. The state would need to defend its position that only delivering women, as a
class, are exempted from the’ principles contained in that law. Such a discriminatory
approach to HIV testing policy should not be condoned. Moreover, it will be particularly
suspect for the government to consider instituting, as its first mandatory testing program, one
that will burden primarily low income women and women of color-and one that will further
distance these women from health care.

Experience has shown that when offers of HIV testing are linked to the actual provision of
services, individuals consent to being tested. This is as true for pregnant delivering women
as it is for all others. Those of us who have worked in high prevalence areas have found
that when health care services are truly available, patients understand the importance of
HIV testing and accept such testing for themselves and their children. Therefore, it would
be a mistake to institute any program that creates additional disincentives to accessing
prenatal and postnatal heaith care, particularly for women who we have found need such
services and have sometimes been reluctant to come into the health care system.
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We feel that this is primarily a consequencs uf their dysfuncrionai life styles, for when we help
ﬁdﬁmmm(q,ptwldh;amﬁnm“m&m)myhepdﬁr
W.M,memﬁmmmmmm,
whmﬁnedwi&aheﬂthmpmblmhd:ﬁrhbh,wiﬁhmhblyanwnmdomuﬁng
mmﬁmmmm@g-mmmvm.

In our desire to prosct the rights of 1IV-infected women we cannot averiook the rights
émmmmw,hmdﬁrewu&m&nyMng
to these children we should ot ignare the rights of their mothers. If mandatory testing becomes
& relity, then we must make sure that we can protect the privacy of both the mother and child
and protect them from discriminatory-practices. Clearly, however, it is time to revisit the
mandatory testing issue and do what is right for both mother and child,

b
bA—
Wilam B, Caspo, M.D,
&mrmmcw
Director of Pediatrics |
Bronx-Lsbanon Hospital Cenwer
Professor of Pediatrics and I

Assistant Dean i
Abert Einstein College of Medicine
!
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The Subcommittee on Newborn Screening
of the NYS AIDS Advisory Council

November S, 1993

TESTIMONY
by Diane Welsh
President, NOW-NYC

The proposed bill to “unblind™ the HIV testing of newboems not only will
do little to increase the quality of care for HIV positive women and their
children, but also beings into question some serious issues for women. It is
not a simple matter of the mother's versus the child’s rights; it is a question
of the right 1o privacy.

If this bill is passed, 8 woman's autonomy would be usurped because the
medical community would decide when and if she will be tested for HIV.

A woman's right to choose what medical procedures will be performed on
ber body will be altogether denied. The bill reflects the erosion of a
woman'’s fundamental right to control over her body; at the same time, the
measure highlights the state’s increasing encroachment on the private lives
of women. Indeed, the bill can be seen as part of a general backlash against
women's rights,

The bill proposes to disclose a woman's HIV status to the father of their
child, destroying her right to privacy, and revoking her option to tell only
close relatives. If the bill is seeking to protect the father from infection by
the mother, it assumes that the mother and father retain a sexual
relationship after the conception of the child. It also implies irresponsible
sexual behavior on the part of the woman, suggesting that she was willfully
trying to infect the father. Additionally, disclosure could also create a
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potentially harmful domestic situation for a mother and child, such as
physical violence or other harm. _

There is a sericus potentlal for discrimination if 2 woman's HIV status
becomes part of her hospital records. A woman applying for public
assistance, housing, or employment may be denied government services on
the basis of her hospital records. Furthermore, the welfare of the child
could be wrongfully jeopardized. Under the proposed bill, all children
born to HIV positive mothers would be labelled as HIV positive; however,
80% of newborns who test positive in the first few days of life will later
test negative. Studies have shown that HIV positive infants are given less
care in neonatal clinics; therefore, the babies would be subjected to
unnecessary suffering.

The bill does not have any influence on preventing transmission of the HTV
virus, especially among newborns. HIV testing after birth is too late to
prevent perinatal transmission, for most babies are bomn with the disease.
Moreover, breast feeding, cited by the bill’s proponents as a major danger
is not as widespread as believed, particularly among high-risk women. If
the proponents of the bill were truly concerned with the health of
newborns, and their HIV status, the bill would surely include mandatory
testing for the fathers as well as mothers, While we don't sup

mandatory testing under any circumstances, we would like to point out the

gender discrepancy. We-vehemently oppose a bill that places responsibility
for the HIV status of a newborn on the woman alone.

Finally, mandatory testing is not recommended by the Center for Disease
Control{(CDC), the American Academy of Pediatrics or the Institnte for
Medecine. Mandatory testing will only will flood the systems of support
without enlarging or improving them. We at NOW-NYC would like to see
public policy that supports education and counseling, provides readily
available HIV testing, and most importantly, advocates care for women and
children who are HIV positive. NOW will strongly join in the effort to
amend any law which denies only women the right to informed consent.



WRITTEN STATEMENT OF

RONALD S. JOHNSON
Citywide Coordinator for AIDS Policy
Office of the Mayor, City of Rew York

ON THE QUESTION OF WHAT POLICY SHOULD NEW YORK STATE EMPLOY IN
ATTEMPTING TO MAXIMIZE ACCESS TQO HEALTH CARE SERVICES BY HIV-
INFECTED WOMEN AND THEIR CHILDREN AND PREVENT THE TRANSMISSICN OF
HIV FROM INFECTED MOTHERS TO THEIR CHILDREN
NEW YORK STATE AIDS ADVISORY COUNCIL
NEWBORN SCREENING SUBCOMMITTEE

The Office of the Mayor/AIDS Policy <Coordination strongly
recommends that to maximize access to health care services by HIV-
infected women and their children and to prevent the transmission
of HIV from infected mothers to their children, New York State
policy should be to promote voluntary counseling and HIV antibody
testing of women prior to their becoming pregnant or during their
pregnancy and prior to giving birth. Efforts to promote voluntary
counseling and testing should especially target areas that have a
high prevalence of reported AIDS cases and projected incidence of
HIV infection. NYS policy should also be to insure access to
health care, especially HIV-specific primary care, for all women
who test positive for HIV and their children. To this end, the
AIDS Policy Coordination office is opposed to any legislative
effort to "unblind" the NYS Department of Health’s seroprevalence
survey of newborn infants.

To implement the policy of promoting voluntary counseling and HIV
antibody testing, State and local public health officials should
continue and expand current programs that provide such voluntary
counseling and testing. New York State, and especially New York
City, already has an extensive network of programs that provide
voluntary counseling and testing. Efforts should be made to
develop new programs in underserved areas, including rural areas
that may not have a current program that offers such services.

Experience has already shown the efficacy of this approach. At
least 50% of HIV-infected mothers are already identified as a
result of prenatal care provided by Federal and State funded
programs that offer voluntary counseling and testing. If voluntary
counseling and testing provided by private doctors and at anonymous
counseling and testing sites are included, then the proportion of
HIV-positive women who know their HIV status prior to giving birth
rises to 70%.

Once a women learns that she is HIV-positive, it is essential that
she have access to primary care. This is even more critical if a
women is tested during a pregnancy. State and local officials must
expand the availability of health care services for women and their
children, especially in areas that have a fragile (or virtually
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non-existent) health care infrastructure. There 1is sufficient
documentation that shows that those areas that have a weak health
care delivery system also have a high incidence of reported AIDS
cases and HIV infection.

A policy that serves to increase the number of women who know their
HIV status before or during a pregnancy would maximize prevention
of HIV transmission from an infected mother to her newborn infant.
studies have shown that approximately 50% of mother-to-child
transmission occurs during delivery. With the prior knowledge that
the mother is HIV-positive, procedures can be taken that would
reduce the risk of transmission during delivery. Efforts to
identify HIV-positive mothers after they have given birth are too
late to prevent perinatal transmission. HIV transmission as a
result of breast-feeding is a negligible risk factor in the United
States. Current policies and procedures in New York State that
caution HIV-positive women and women at risk not to breast-feed
their newborn infants is sufficient given the degree of actual
risk.

The Office of the Mayor\AIDS Policy Coordination believes that
there are compelling reasons for a public health policy to increase
the number of women who know that they are HIV-positive. This
policy goal is best accomplished through aggressive efforts that
promote counseling, informed consent, and voluntary HIV antibody
testing. Any effort that directly or indirectly involves mandatory
testing of women giving birth would be counter-productive to the
public health goal. This public health policy must also be linked
with policies that expand access to primary health care for women
and their children. The AIDS Policy Coordination office commends
the New York State AIDS Advisory Council for establishing a
subcommittee to review this issue and to make recommendations to
the Department of Health and to the Legislature.
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Eileen Tynan

New York State Department of Health
AIDS Institute

5 Penn Plaza

New York, NY 10001

Dear Mg. Tynan:

ACT-UP/New York strongly opposes A6747, the newborn infant "un-
blinding" bill put forth by Assemblymember Mayersohn,

Testing is not treatment. Surveillance does not provide services.
All too often, AIDS advocates confront legislators for whom

"doing something" about AIDS lies in testing for HIV persons
belonging to unpopular or vulnerable groups and recording the names
of the seropositive for potential disclosure to third parties,
without regard to whether infected individuals receive proper.
attention. Such measures work against the welfare of persons with
HIV disease; it is well demonstrated that HIV reporting deters
persons, particularly those who believe in the likelihocod of

. their own infection, from getting medical care,

Ms. Mayersohn's bill would allow physicians to inform the father
and mother of a newhborn infant of the result of the HIV antibody
test now conducted blindly on all newborns under a New York State
Department of Health surveillance study. It would gut the require-
ment of informed consent before the administration of an identified
HIV test contained in the landmark AIDS Confidentiality Law of 1988.

HIV antibody tests on infants yield the HIV status of their mothers.
Not until a baby is eighteen months old will HIV antibody

screening detect the infant's own status. Only about twenty to
thirty percent of children born to HIV-positive mothers are
actually infected. A6747 would therefore institute mandatory

HIV antibody testing for all childbearing mothers. New York would
gain the dubious distinction of having the largest compulsory HIV

testing program of any state.




Proponents of Assemblymember Mayersohn's legislation argue that
the "unblinding" of the HIV tests would enable infants who may be
infected to get prophylaxis and other treatments recommended

by many physicians. However, A6747 contains not one word about
providing treatment for newborns with HIV disease.

Discrimination against persons with HIV in medical settings has
been documented by federal and state anti-bias agencies. A survey
of medical personnel at neonatal intensive care units, where many
mothers and infants with HIV end up, showed that an alarming
percentage of medical personnel would deny certain treatments to
babies--and mothers--whom they knew or suspected to be HIV-infectad.
Levin, et al., "Treatment Choice for Infants in the Neonatal
Intensive Care Unit at Risk for AIDS," JOURNAL OF THE AMERICAN
MEDICAL ASSOCIATION, 12 June 1991, pp. 2976 et seq. Assembly-
member Mayersohn's scheme would result in the withholding of care
to infants in need.

A6747's supporters state that mothers forced to know their sero-
status could abstain from breastfeeding their infants, thereby
lessening the chance of infecting their baby. Some health experts
feel that HIV may, in exceptional instances, be transmitted

through breast milk. As HIV tests do not reflect nearly all in-
fections, any warning against breastfeeding should apply to all
women at risk for HIV. There is no good reason for the government's
intervention in the private decision of whether to breastfeed

an infant.

Ms. Mayersohn's comments to the AIDS Advisory Council's Sub-
committee on Newborn and Pre-Natal HIV Testing teems with
references to infants' care and "infants' rights." The Queens
legislator expends few words,however, on treating the mothers of
these children, as if these women do not deserve care.

"[ﬁjhen providing care and gervices to newborns becomes more
important than caring for both mother and child, one must conclude
that the institution has reduced its vision of the newborn solely
to that Qf carrier and deliverer of the newborn." Cooper,

"When Bedfpgi®ll Is Illegal: Women and the Criminalization of HIV,"
HEAL&&/!!E{BGLLB!IRa Vol. 22, No. 4, Winter 1992, p. 13.

Many womem avoid HIV screening because they fear the revelation

of a positive test result to their male sexual partners. The
obligatory disclosure of their newborn's HIV status, and therefore
their own serostatus, to the father of the infant would expose
some women to violence from men who may blame them as the "vector”
or "vessel" of infection. - X6747 would inhibit women from getting



important pre-natal and neo-natal care.

New York State directs pre- and post-test counseling for HIV
screening. Such counseling is required to ensure that the subject
understands the nature of the test, the rights of individuals who
test positive, and the treatments available to the infected.
Persons tested without proper counseling or who, like the Haitian
refugees at the Guantanamo concentration camp, are mandatorily
tested, will often not believe a positive result. By forcing
childbearing women to be screened for HIV without any counseling,
Assemblymember Mayerschn's bill would prevent many of these
individuals from making the best choices for themselves and their
families.

Pregnant women or women considering pregnancy {or men thinking of
fathering a child) can get tested for HIV voluntarily, and, if
seropositive, make informed decisions about their treatment, and
their child's. The Centers for Disease Control and Prenvention
(CDC), the New York State Department of Health, the American Medical
Association, and all other reputable health authorities oppose
compulsory HIV screening without informed consent as ineffective
in limiting the spread of HIV and facilitating access to care.
Assemblymember Mayersohn's claim that her proposal would

furnish medical assistance to seropositive infants is a cruel
joke to those who know how difficult it is for poor persons,
especially those stigmatized by HIV, to find adequate medical
attention in our overburdened health care system. ACT-UP urges
the Department of Health to recommend against passage of this
destructive bill,

Very truly yours,

ey

- Micha Swirsky
- Testin nd Disclosure Issues
T Working Group
+



Planned Parenthood Asscciation of the Mohawk Valley does not support "unblinding™ the NYS
newborn HIV serosurvey. The survey shouid be used as a statistical tool to assist with
projecting the numbers of childbearing women infected with HIV, as well as, the potential
numbers of children infected. Currently, women who are counseled and choose to be tested for
HIV, will receive their test results. Women who do not choose to be tested, should not be forced
to be tested or receive results from a test they did not consent to. Testing persons for a disease
without their consent will be the inevitable result from unblinding this serosurvey.

To maximize access to health care services by HIV infected women and their children:

1. Urge all clinics, physicians, hospitals and other health care providers to educate
all of their patients about the risk of HIV transmission and to offer to conduct the HiV test on
site,

2. Health care providers should have bi-lingual staff available to discuss HIV and to
do HIV counseling & testing.

3. Continue to educate the community (medical, social service, mental heaith,
general population) about women's risk of infection dealing with behavior or activities which
may put a woman at risk of infection.

4, Provide medical services in a manner that has a family focus. eg. making
appointments convenient for a woman and her children; minimizing the amount of time spent in
a waiting room; offering childcare on site; assisting with transportation. Women who need
hospitalization or whose chiid needs hospitalization, also need assistance with short-term
chiidcare. -

5. Offer counseling services to women with HIV infection and their familes.
Services for children with HIV infections should also be available. Services should be readily
available and integrated into aiready established counseling agencies/programs. Professionals
shouid be trained and knowledgable in HIV infection/AlDS.

6. Increase the number of medical providers who treat women and children so that
waiting time for appointments are minimal.

7. Increase the number of drug treatment services geared for women,
To improve upon existing prevention strategie:

1. Offer HIV counseling and testing at times and places easily accessible to women in
all communities taking care to protect their privacy and confidentiality. Establish testing sites
or programs in rural locations. Testing sites should not be limited to traditional heaith care
settings. -

2. Expand current outreach efforts, bringing educational and testing programs to
women in their own communities. Develop more community-based peer education models for
women of all ages.

3. Keep the recommended HIV/AIDS curriculum updated and make available to all
school personnei throughout New York.

4, Rather than relying on spermicides or barrier methods to prevent transmission,
promote the development of an anti-viral method for women and men. Acknowiedge that women
are not always able to negotiate safzr sex practices with their partners and that current
methods of risk reduction do not work all the time.

S. Develop and maintain accessibie (information, location, cost, multi-cultural,
women with physical disabilities) family planning services to women with HIV who may not
want to become pregnant.
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550 First Avenue, New York, N.Y. 10018
Cable Address: NYUMEDIC

Department of Pediatrics .
{212) 263-6425 FAX: (212) 263-8172

Wade P. Parks. Ph.D., M.D.
Pat and E. John Rosenwald Professor and Chairman

Qctober 27, 1993

Dr. Robert Haggerty

Dr. Carolyn Britton

Chairs, Subcommittee on Newborn Testing
New York State AIDS Advisory Council

5 Penn Plaza, Room 407

New York, NY 10001

Dear Drs. Haggerty and Britton,

One basic fact that should guide public HIV-{ policy is that HIV-! is largely a sexually-
transmitted disease (STD). From a pediatricians’ point of view, pediatric AIDS is almost
exclusively the perinatal infection of an infant delivered to an HIV-1 infected mother. Itis often
stated that our screening for other STD's such as syphilis and Hepatitis B must be wrong if our
current screening policies for HIV-1 are correct. However, the availability of prophylactic and
therapeutic interventions for these and other non-HIV-1 infection detected by newborn screening
have resulted in institutionalization of screening in practice and law. The most common
rejoinder to this enlightened cry for change in current HIV-1 screening policy is that HIV-1 is
life-threatening and that we cannot do very much for infected patients. The rejoinders usually
go on to raise the omnipresent issues of confidentiality as a shield behind which we continue our
present policies of "don’t ask, don’t tell”. However in the context of health care, this point of
view fails to account for the contract between patient and provider to mutually discover risk
factors and disease processes that are amenable to modification in order to preserve the health
and well being of the client.

Case finding has been and continues to be the comerstone of management of those infectious
diseases that are not vaccine preventable. To be sure HIV-1 case finding strategies should be
available to all classes of men, women and children. Case finding is especially important among
sexually active women in order to be able to make informed decisions about conception and
management of pregnancy. However, this need does not obviate the necessity for identification
of newborn infants who would benefit from prospective HIV-1 specific management. As a
pediatrician, it is especially difficult to accept that our greatest tool, prevention, is not being
maximally used in the AIDS effort. Almost every pediatric AIDS case today comes from an

G



obstetrical situation. Until our profession and/or the public says enough, pediatric AIDS will
continue because we do not screen anyone! We anonymously screen populations such as
newborns, but I shudder to think what history will say of the HIV-1 positive resuits that go
unlinked, unidentified and untreated.

Testing all pregnant women in “high-risk” settings may seem excessive to some, but is possible.
It is not the answer, but it is the first step to the ultimate answer. Screening newborns is & more
preliminary step and poses positive and negative aspects. We would favor a multi-targeted
approach to screening but regard early testing in pregnancy and newborn testing (of any group
where the HIV-1 seroprevalence is > 0.5%) as the most appropriate populations to impact
perinatal HIV and management of infants at risk for HIV-1.

Until we know the extent of HIV-1 infection in women, until we understand factors associated
with HIV-1 infection in women in our communities, the most effective, least expensive
interventions will not be possible. Medical science will not produce a deus ¢x machina that
delivers us from this "evil"! What is emergently needed is individual responsibility, education
and accountability. Our health care system may not be perfect, but it would be much more
effective if allowed to manage HIV-1 on an individual patient basis and on a local community
basis. HIV-1 testing as a routine (not special) consensual part of medical care is an essential
step in mainstreaming HIV related care. Until better drugs, better vaccines, and other
interventions are available, education based on risk assessments and knowledge of HIV infection
is the most responsible action we can take as physicians and as a member of our community.

Fear of too many things has prevented screening of high risk populations such as the women
who delivery their babies at Bellevue Hospital Center and other Health and Hospital Corporation
Hospitals. These patients deserve better care because in fact, they are the unwitting and often
unknown carriers of HIV-1. Case finding will make all our policies consistent and will focus
on individuals and their risk factors at smaller and more manageable levels -- the hospital(s) and
the individual doctor-patient relationship.

Your re-consideration of this long overdue matter is greatly appreciated. I am confident that
sooner (hopefully) or later that mainstreamed HIV-1 screening will be commonplace and we can
begin to manage HIV-1 infection in the context of our strengths -- community, science and
medicine and not our weaknesses -- ignorance, fear and isolation. Thank you.

Sincerely,
fidl VL

Wade P. Parks, Ph.D., M.D.
Chairman
Department of Pediatrics
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Alma Gomez, AIDS Project, ACLU
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Testimony Submitted to the AIDS Advisory Council’s Subcommittee on HIV
Screening of Newborns

We are submitting testimony on behalf of Alma Gomez, Esq., of the American Civil

Liberties Union’s AIDS Project; Nina Perales, of the Puerto Rican Legal Defense and
Education Fund; and Nitza Escalera, Esq., on an individual basis, to express our strong
sentiment against mandatory, unblinded HIV testing of newborns.
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We appreciate the opportunity to submit this testimony to
the Subcommittee on HIV Screening of Newborns regarding the legal
and medical questions raised by the mandatory unblinding of
newborns' HIV test results. We jointly submit this statement to
address the impact that such mandatory HIV testing of newborns
will have on the legal rights of women and their children. We

strongly oppose any plan to mandate HIV testing of newborns.

Two levels of analysis will be used to examine the impact of
unblinding newborns' HIV test results. First, we will examine
the scientific and medical background of this propeosed policy.
Second, we will consider the legal questions posed by mandatory

unblinding of HIV test results in newborns.

SCIENTIFIC AND MEDICAL BACKGROUND

The scientific and medical background to this issue provides
no guarantee - - and, indeed, little hope - - that mandatory
unblinded testing will bring about health gains that could not be
achieved through voluntary testing programs. There is no widely
available diagnostic tool to detect active infection accurately
at the time of birth. The test used now cannot identify perfectly
which infants are truly HIV-infected; it only identifies which
children carry their mothers' HIV antibodies. In a recent study
evaluating the effectiveness of various HIV diagnostic tests for
infants, researchers concluded that polymerase chain reaction

2



analysis or PCR analysis, apparently the most sensitive
diagnostic tool available, could diagnose, with a two-~ to three-
day turnaround time, only forty-two percent of those HIV-infected
infants tested during the period from birth to one week after
birth. This same test caﬁ detect HIV infection in newborns with
ocne hundred percent accuracy not earlier than two months after
birth.' Furthermore, this test is not widely available and is
costly to use. Thus, the technoleogy currently available is
unable to establish with certainty which newborns are in need of
treatment -~ - what it does do with accuracy is identify women
with HIV disease.

Regrettably, even accurate forced testing would not ensure -
that HIV-infected infants will benefit from treatment options.
The effective treatment of children requires the cooperation of
mothers. Mandatory testing may frighten women away from the
health care system both during and after pregnancy and as a
consequence, some HIV-infected children will neither be
identified nor treated. Parents of HIV-infected infants, like
parents of all other children with a chronic disease, must commit
themselves to the child's course of treatment by keeping doctor's
appointments, administering medications and carefully monitoring
the child's condition. Therefore, forcing mandatory testing --

instead of offering the test voluntarily together with counseling

' 3. Conroy, Ph.D., "Paper on Early Identification of HIV
Infection in Infants - Evaluation of Diagnostic Methods." (Cct.
19, 1993) (published through the Wadsworth Center for
Laboratories and Research).



to parents -- will not ensure the welfare of HIV-infected
newborns.

Moreover, medical staff sometimes harbor negative attitudes
that are either communicated overtly or subtly to persons that
are HIV-infected. For example, one study, which was conducted to
investigate attitudes surrounding treatment of HIV infants at six
neonatal intensive care units in New York City, fcound that
physicians are less likely to treat HIV-positive infants
aggressively because of their belief that the newborn will not
really benefit from treatment.? These researchers concluded
that perceived HIV status may influence treatment decision-making
for critically ill infants, including infants not actually HIV -
infected. Therefore, knowledge of an infant's HIV status will
not necessarily lead to better treatment of newborns with HIV.
Medical personnel would still need to shift their attitudes and
beliefs regarding who can benefit from treatment.

In addition to erroneously arguing that forced newborn
testing is the best way to achieve proper health care for HIV-
infected newborns, proponents argue that it will prevent
transmission fyom mother to infant through breast-feeding. The
need for mandatory HIV testing to protect newborns against the
risk of infection through breast-feeding is highly unclear.
Although the World Health Organization (WHO) and The Center for

Disease Contrcl (CDC) recommend that HIV infected mothers not

2 Levin, Driscoll & Fleischman, "Treatment Choice for
Infants in the Necnatal Intensive Care Unit at Risk for AIDS."
265 JAMA 2976 (1991}).



breast-feed their children, there is no proof to sustain this
recommendation.? Furthermore, me=bers of the at-risk population
most affected by unblinded HIV tests have been described as
rarely breast-feeding their children and educational alternatives
have proven effective in counseling mothers about the dangers of

HIV transmission from breast milk.

LEGAL RIGHTS AFFECTED BY MANDATORY HIV TESTING

Thus, the scientific foundation for mandatory HIV testing of
newborns is highly uncertain. When the important legal rights at
stake are examined, it is clear that such mandatory testing of
newborns should not proceed. The proposed testing scheme -
violates New York State laws governing informed consent and
confidentiality of HIV tests. Additionally, it violates federal
and state constitutional rights. Because mandatory HIV testing
of newborns is an unnecessary infringement of fundamental rights,
the use of less restrictive alternatives is required.

The most troubling concern is the fact that testing a
newborn for HIV is de facto testing of the mother.

Under New York Public Health Law section 2781, no person can
perform an HIV-test without first obtaining the written informed
consent of the subject of the test. If an individual lacks the

capacity to consent, permission to test must be obtained from a

3 The CDC AIDS Clearinghouse had no information or
statistics on transmission by breast-feeding and a representative
of La Leche League, Intl. has stated, in a recent telephone
conversation, that there are virtually no reported cases of
transmission by human milk.
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person authorized to give consent. Mandatory HIV testing of
newborns violates this state informed consent requirement, both
for the mother and for the infant.

In addition, the unblinding of HIV tests of newborns
viclates the right of the mother and newborn to pre-test
counseling. State law provides that, before an HIV test, the
person to be tested or person authorized to give consent to the
test should be provided with information about HIV disease,
information about discrimination problems that disclosure of the
test result can cause as well as legal information to prevent
such discrimination, and risk prevention information.* At the
time the test results are communicated, counseling or referrals -
to social or legal services must be provided.’ New York Public
Health Law section 2782 further prohibits any person who obtains
confidential HIV-related information in the course of providing
any health service from disclosing such information without the
consent of the protected individual.

The New York legislature has stated that all the guarantees
established in the "HIV and AIDS-related Information" statute are
intended to "encourage the expansion of voluntary confidential
testing. . . sé that individuals may come forward, learn their
health status, make decisions regarding appropriate treatment,
and change behavior that puts them and others at risk of

infection." . The current proposal conflicts directly with the

4 gee New York Public Health Law section 2781(3).
5 gee New York Public Health Law section 2781(5).

6



specifics and spirit of New York's exemplary HIV testing statute.
‘Furthermore, mandatory HIV testing of an infant and

therefore of the mother, without the informed consent of the

mother, implicates several constitutional rights. These include:

* Equal Protection Under the Law: Under the proposed
scheme, only women who have given birth and their
infants are singled out from the general population
that is entitled to give written informed consent znd
receive counseling before testing. Government actiocon
that discriminates against women can only be sustained
if the party seeking to uphold the policy demonstrates
by an exceedingly persuasive justification that the -
classification serves an important governmental
objective and that the discriminatory means employed is
substantially related to accomplishing those goals.

¢ Right to Privacy: By forcing women and their infants to
be tested, the state invades their right to privacy.
Intimate medical information can only be demanded by
the government if its action is justified by a
compelling state interest.

* Righé Against An Unreasonable Search and Seizure: By
imposing an unwanted medical test, the state
unreasonably intrudes upon the mother's and the
infant's rights to refuse such intrusions absent some
overriding government justification.

* Right of a Mother to Direct Her Infant's Medical Care:



HIV testing of the newborn will be done without the
"mother's consent. By superseding the mother's consent
to testing, the newborn is subjected to inveoluntary
medical care. The New York State Court of Appeals has
said that “qreét deference must be accorded a parent's
choice as to the mode of medical treatment to be
undertaken and the physician selected to administer the
same. "®
Additionally, HIV~-infected mothers will unfairly be placed
at increased risk of being reported to New York State's registry
of child abuse and maltreatment for medical child neglect.
Unblinded testing and the state's paternalistic approach to -
controlling the care of infants could lead to a permanent break
in the constitutionally protected parent/child relationship. The
threat of this risk to parents, especially to the low-income
women, single head of households, and teenage mothers most at
risk for HIV infection, is not a speculative one. Parents, in
other instances, have been wrongly accused of medical neglect and
reported to the state's registry for child abuse and

maltreatment.’ The risk is especially grave given the hysteria

b In the Matter of Hofbauer, 419 N.Y¥Y.5.2d 936, 940 (Ct.of
Appeals, 1979).

7 sSee In Matter of Hofbauer, 419 N.Y.S.2d 936 (Ct. of
Appeals, 1979) (Parent wrongly charged with medical neglect for
choosing nutritional or metabolic therapy as opposed to
radiation) and Weber v. Stony Brook Hosp., 467 N.Y.S5.2d 685 (A.D.
2nd Dept. 1983) (Parent wrongly charged with medical neglect for
choosing the conservative treatment of antibiotic therapy over
surgery for an infant with multiple serious disorders.)
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that surrounds HIV and the lack of proven treatments for HIV-
infected infants.

Before the state can restrict these constituticnal rights,
it must demonstrate that the restrictions are narrowly tailored
to achieve a compelling state interest - - a very vigorous
burden. Where such fundamental rights are at stake, moreover,
the state has to serve its interest through the least restrictive
alternatives available.

A preferable alternative to mandatory testing is the use of
voluntary counseling, testing, and treatment programs.

Supporters of mandatory HIV testing of newborns argue that the
best interests of HIV-infected newborns will only be served if -
their mothers are neither counseled nor consulted about an HIV
test. This is an outrageous and empirically insupportable
assumption, especially in light of the current number of women
who agree after counseling to the testing of their infants.

It is unfortunate that the proponents of mandatory HIV
testing of newborns have chosen to portray HIV-infected mothers
as inconsiderate and selfish, unable to make decisions in the
best interests of their babies. These same persons would not
dare advocate the impromptu inspection of every citizen's home to
observe whether the children are well cared for, yet they argue
that bypassing the knowledge and consent of an HIV-infected
mother is the only way to ensure her infant's health.

Studies on access to health care have shown that when

testing is linked to the provision of actual services,



individuals consent to treatment. Voluntary programs, such as
those located at Harlem Hospital or Bronx-Lebanon Hospital, have
been effective in educating pregnant women about HIV and the need
for HIV testing and early treatment of HIV-infected infants.
Unfortunately, no effort has yet been made to replicate these
successful voluntary health care programs throughout the state.
Building on the best models of health care for women at risk for
HIV would be extremely productive -- both in distribution of
resources and in outreach and continuing treatment. These
efforts would assure that the medical needs of newborns are met
both efficiently and with the cooperation of the parents - - a
key factor in the treatment of chronic illnesses in children. -
Therefore, to comply with the constitutional imperative of the
least restrictive alternative and to truly advance the health of
New York state residents, we urge the state to focus its efforts
on strengthening and expanding existing voluntary counseling,
testing and treatment programs for pregnant women and mothers of
newhorns.

In addition, family planning and inpatient medical care
settings, in which the majority of women are not pregnant, would
be effective settings for HIV testing since presumably women
could benefit from HIV education and counseling and incorporate
this information into reproductive decisions. Finally, AIDS
training must become a standard part of medical education and

continuing medical education so that physicians can provide

10



supportive counseling to at-risk mothers and can treat

aggressively HIV-infected children.
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family planning advocates of new york state. inc.

NEW YORK STATE AIDS ADVISORY COUNCIL
PUBLIC HEARING ON NEWBORN SCREENING
NOVEMBER 1993 -

I am submitting this testimony to offer Family Planning Advocates’
perspective to your deliberations on what policy should New York State
employ in attempting to maximize access to health care services by HIV-
infected women and their children and prevent the transmission of HIV
from infected mothers to their children. I will concentrate on your issue D.,
prevention, and touch lightly on testing and service delivery issues.

First, I commend you for acknowledging the rapidly increasing threat
of HIV infection to women and children. As you know, this past summer the
Centers for Disease Control named women and children as the two most
rapidly growing populations suffering from HIV/AIDS. The high rate of HIV
infection among adolescents brings a new urgency to the issues involved in
school health education. Aggressive strategies to curtail the high rate of
unprotected sexual activity among school age youth are essential to reducing
this mounting health plague.

We must intensify our efforts to reach young people earlier, before they
become sexually active, with the preventive education they need to make
responsible decisions and take appropriate steps to protect their health and
well-being. The Board of Regents has already taken a major step in the right
direction with the AIDS education mandate, but the time has come to re-
examine its provisions and give serious consideration to placing the program
within a broader context as many states have done. Surely a comprehensive
health education program K-12, such as the Education Department's Family
Life Education Program, which also focuses on educating parents, would
serve as an appropriate context within which issues of AIDS could be best
addressed. Updating the AIDS curriculum to bring it into the 1990's is a very
necessary step to reach success, and I urge your assistance in trying to get the
Board of Regents to move more quickly and responsibly on this life and death
. matter.

The Family Life Education Program has proven to be successful in
helping young people build self-esteem, a sense of responsibility, respect for
others and decision-making skills which they must possess if they are to
avoid the misinformation and risk-taking behavior which leads to HIV

17 Elk Street ® Albany, New York 12207-1002 (518) 436-8408 / FAX (518) 436-0004



infection. An evaluation of family life education in California found that
70% of the parents reported that the family life program had improved their
communication with their children, and we know that youth whose parents
are involved in their children's sex education demonstrate more respectful
and responsible sexual attitudes and behaviors, such as postponing first
intercourse, having fewer partners, and using contraception more
consistently, all necessary steps to reducing the risk of HIV infection in young
people.

Severe access barriers prevent thousands of school-age children in New
York State from getting health care counseling and services. We must expand
our school-based health clinic program which provides not only health
screenings for children, comprehensive health and nutritional services, but
reproductive health care for at-risk adolescents. School-based clinics have
proven to be a cost-effective model for delivering comprehensive primary
health care services and it is critical that we all join together to advocate for
their expansion.

Family planning clinics, which are mandated to make available HIV i
counseling and testing for all its patients, also are in the front-line for
preventing the deadly infection. By providing outreach, education,
counseling and testing to adolescents and women prior to pregnancy and
early in pregnancy, women will be able to make informed decisions regarding
pregnancy and parenting so as to safeguard their babies' health.
Unfortunately, our clinics have received no increase in funding for HIV
testing and counseling since 1989, although the number of testing and
counseling sessions have increased dramatically throughout the state. (see
enclosed graph)

Additionally, it is well known that being infected with a sexually
transmissible disease greatly increases a woman's chances of acquiring HIV.
STDs have reached epidemic proportions in New York State, and much of the
growth is among females under age 25. The most pervasive are Chlamydia
and human papilloma virus (HPV), which can lead to pelvic inflammatory
disease, infertility and life threatening ectopic pregnancy, as well as,
significantly increased risks of cervical cancer and HIV infection. But, this has
been obscured because attention has been focused on syphilis, where, for the
first time ever, the incidence in women has outpaced that of men. In each
case, poor women and those from ethnic minorities suffer most, with higher
rates of disease, and later stage diagnosis. :

Access to affordable early screening services must be guaranteed for all
women of reproductive age: a goal that has become increasingly remote as
family planning agencies - which are the state's largest network of
preventive and primary care services for low-income women and adolescents
— have been forced to retrench, creating waits of up to six weeks in some



areas for clinic appointments - essentially, turning away the most vulnerable
high-risk patients who have nowhere else to go for confidential reproductive
care.

Because of the floundering economy, high unemployment, and lack of
insurance, ever greater numbers have come to rely on these clinics. In fact,
these family planning clinics now screen more low-income women of
childbearing age for cancer, hypertension, diabetes, anemia, STDs, HIV
. infection, cervical and breast disease and, even heart, lung and thyroid
abnormalities than all other facilities combined. Many clinics also provide
case management for HIV positive women. Yet except for a modest increase
this year, funding for these clinics remained static for several years, reducing
their ability to serve promptly and well all who need it.

Surely these aforementioned prevention programs, along with
enhancing our efforts to counsel all pregnant women on the importance of
HIV testing as early as possible in the pregnancy, are more humane and more
effective in safeguarding the health of newborns than is mandating
notification of parents of infants who test positive for HIV. This policy,
although superficially appealing, has several serious drawbacks. Chief among
them is forcing women who did not wish to be tested, to be told of their HIV
status, contradicting all current policy, regulations, and law, and stigmatizing
infants as being HIV-positive when the majority are not. Both arguments
might be discounted if there were any viable treatment for infants born with
the virus. But currently there is no way to detect which infants truly are HIV
positive, and there is no treatment available for those who are.

Responsible legislation would mandate high quality sex education and
AIDS prevention programs in the schools, expand school health clinics and
assure that they provide a full range of health care services, enhance HIV
counseling programs for pregnant women, strengthen family planning clinics
so they can provide more services to their at-risk patients, and expand the
resources and support services necessary to improve care for those mothers
and children who are infected.

We thank you for inviting us to submit testimony in this critical area.

Ruth Sabo,
Director of Governmental Relations
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Nassau County HEIV Commission
Prasentation ¢o New York State AIDS Advisory Council
Newborn Bcreening au?cmniﬁee

Public Hearing - Monday, Nivember 8, 1993

In attempting to address the guestion of “what policy New York State should employ
{n attampting to maximizs access to health care pervices by HIV-infected women and
their children, and prevent the tranamisaion of HIV from infected mothers to their
children,” the Nasmau County HIV Commission fesls that whils great efforts must be
mads to inform women of their HIV status and t}rn potential that their newbarn ocould
be HIV positive, there is an squally urgent nesed to aducata women about BIV infection
prevention before they have concieved & child, indeed, to provide education to thosa
women who are not considering having a child. To that end, the Nassau County HIV
Commission strongly suggests the following stepy be taken:

An smendment to the public heaith law {that section relating to Maternal and Child
Health) to mandate that obstetricians and gynecoiogists provide information about HIV
infection and the avsilability of testing to all! their pstisnts, and requiring that
confirmation that HIV counseling and testing {if accepted) be zoted in the patient’s
record. It would then becoms a standard of care which would be incorperated into all
OB/GYN practices. Thia would be preferable tp newborn testing because it would
identity HIV pexitive women prior to conception, allowing them the opportunity to
consider whether they wish to become pregnant. Additionally, thoss women whe do not
choose testing would benefit from the education deliversd in the pre-test counseling
session.

The Nsssau County HIV Commission appreciates i|his opportunity to make their views
known to the New York State ATDS Advisory CouLdL

Sincerely,

MPh A. Nlppi m]‘il Guidi, E4.D.

Chair Vica Chair

Nasasu County HIV Commission Naijsau County HIV Commission

RAN:DG:pg - -




1A

PARTICIPATING AGENCIES

Jenon o a Beaer Commumny
A0S Regignar Tramming Center
AIDS Rocester inc
Arthony L ordan Hesith Center
Baden Stregr 3attierment
Blue Cross Biue Smed
Burdick House
Cathobe Farmig Center of the

Diocese ot Rovnester

RESTART Sucstance Abuse Jervice
Chemung County Heaith Departmest
Commumty Hesith Nerwork
Crical Care Assocates
Davoreax Alcononsm Treatment Facinty
Deat AIDS Core
Descovery  HMuther Doyie
Tisha House
Episcopai Diocese of Rochester
Famuy Medicine Center
Famiy Service of Rochester
Finger Lakes Health Sysrems Agency
Gay Athance of the Genesee Varley
Genesee Region Home Care
Greater Rochesier AIDS Intertanh Network
Greel Resource tniormanon Educanon Forum
Heiping Peopie won AIDS
Hiltsde Chuldren's Carrer
Ibero Amercan A ton League
Integrared Menrai Health
Lovngsian County Heahn Deparrment
LUCES
Mary Canoia Chiidren s Center
Mary M Gookey Hemophuia Center
Materrai & Child AIDS Intervention Program
Maonroe Community Hospaat
Monroe County Dental Socety
Manroe Counzy HIV STD Coordhinanen Proect
Nanorat Association of Secial Workers
MNorret# Heaith Care
Ontaeo Counry AIDS Task Force
Park Ridge Chemscai Dependency Program
Planned Parenthood of Rochester

andd 1he Genesee Valley ,
Planned Parentihood ot the Frrger Laxes
Proterred Care
Puerts Rican Youth Deveupmen:

and Resource Cunter
Roxhester Psyctaine Centar
Rural Opporrunies. Ing
Seneca County AIDS Task Force
Sisters of Mercy
Sreuten County AIDS Task Force
Sirong Memanal Hosprai
United Cerebrat Palsy
Urited Way ot Greater Rochesier
Unversity of Rochester
Wesiskde Heaith Services
YWCA Srepmngsione Urug Program

EXECUTIVE COMMITTEE:

The Rev Paul E Walker
Chairperson

Ms. Darla Ostrum
Vice-Charrperson

Mr Don Van
Tregsurer

Mr Michae: Beatty
Secrergry

Ms. Gida Perez
Memiwr ci Large

Mr Rodotota Rivera
Mermber o Large

II

- ROCHESTER 4RE4 Task FORCE on AIDS, Inc

MEMORANDUM

TO: Jonathan Moreno
FROM: Kelli McMahon

RE: Written Comments Regarding Unblinding the Newborn
Seroprevalance Study

DATE: November 12, 1993

Attached you will find written comments prepared by the Women's Health
Care Initiative Committee (WHCI) of the Rochester Region HIV Care
Network.

Please call me at 716-461-3520 if you have any questions.

KEM\kp
attachment

NCY 19 3

AR, O S _ T T ——————_.
Finger Lakes Health Systems Agency
145 Coilege Avenue. Rix nester, New York 14607
{716} 461-3520 FaXx (716) 4610997
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Opening Statement

The issue of the proposed legislation to unblind the newborn seroprevalance
screening has been thoughtfully considered by the Women's Health Care
Initiative (WHCI) Committee of the Rochester Region’s HIV Care Network.
The committee is comprised of a wide range of health care providers and
professionals, volunteers and researchers all working with women affected
by HIV. Unfortunately, no one from the Network was able to attend the
November & public hearing. The foilowing summarizes the concerns raised
by the committee. We urge you to take these concerns into account as you
proceed with your deliberations. They represent the realities of the lives of
HIV+ women across the state.

CENTRAL QUESTION: WHAT POLICY SHOULD NEW YORK STATE
EMPLOY IN ATTEMPTING TO MAXIMIZE ACCESS TO HEALTH
CARE SERVICES BY HIV INFECTED WOMEN AND THEIR
CHILDREN AND PREVENT THE TRANSMISSION OF HIV FROM
INFECTED MOTHERS TO THEIR CHILDREN?

RESPONSE: Abolish newborn seroprevalance studies altogether and
replace with aggressive, comprehensive prenatal care, including outreach,
education, HIV counseling and testing and health care services. The NYS
Heaith Department has gathered this data for six years; we have an accurate
picture of affected populations. ANY policy must be sensitive to the already
fragile medical, legal, economic, and social environment of women impacted
by HIV. Equally, respect for the nawral mother and child unit and the
reciprocity of their needs and concerns must be recognized.

RELEVANT ISSUES:

WHCI THEME: Mandatory testing will not produce the desired result,
unless the desire is to develop a list of infected women. Services needed by
the women and their infants so identified are not readily available.
Furthermore, the legal, social and economic protections are not in place and
will not be in the foreseeable future. These are universal and disturbing
concerns expressed by the committee. They shape our thinking on the
following issues.

Finger Lakes Health Systems Agency
145 College Avenue. Roc~ester, New York 14607
{716} 461-3520 FAX (716) 4610997

AIDS, inc.
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Testing Issues: Mandatory testing is rightly perceived as a threat by vulnerable
women. HIV counseling and testing should be routinely offered to women, whether in
a public or private setting, because ALL women are at risk for infection. The
NYSDOH should intensify and widen its efforts to require health care providers,
including physicians, to routinely offer testing to all women.

Service Delivery Issues: HIV+ women often deal with fragmented and inhumane care.
The emphasis on infant identification and care further erodes the viability of the family
by concentrating resources on the infant thus validating the perception of mother as
vectors, Parental tracing is only necessary when the service delivery system is viewed
as punitive. If the mothers needs are not adequately addressed, we cannot successfully
access and treat her infant.

Medical Issues: In order to be effective and humane, we recommend family centered
HIV care, which is culturally, geographically and physically accessible. This modei
must include more cultural, language and gender sensitivity than currently exists.
Medical care cannot be delivered in a vacuum unresponsive to these realities. Medical
outcomes and quality of life are significantly shaped by the socioeconomic factors that
already cripple many of these families lives.

Prevention Issues: There are many prevention issues, but none of them are affected
by newborn screening, either blinded or unblinded. Redirect staff and resources
currently in place for the newborn study to prevention, education and outreach efforts
for all women.

Legal Issues: First, it must be noted that discrimination is a legal issue, as well as a
social issue. Unblinding, with no protection and services securely in place, will
undermine confidentiality, privacy, equal protection and the right to obtain and refuse
treatment. The welfare of children is better served by prevention than detection of
infection after it occurs.

- Social Issues: Unblinding will serve to exacerbate the harmful impact of social
women vulnerable to HIV infection. In no way wil unblinding these
results lesserr the burden of poverty, discrimination, violence and racism, that diminish
the lives of affected families. These social forces are the matrix that creates and molds
the negative experience of women and their children in all life areas, including medical
care, access to needed services, employment, education and vulnerability to HIV
infection. Nor will unblinding improve already overburdened services directed
specifically to children. The impact on those children left parentless by HIV may be
further fragmentation of the planning for their long term placement and care as mothers
become more a focus for blame than support. It has been our experience that what
harms the mother, will harm the child, no matter how separately the mother and
infant/child are treated.




Economic Issues: The cost of abolishing this screening and reorganizing the funds and
personnel, could never be greater than the costs incurred by the neglect of
prepregnancy, prenatal and postpartum outreach, education, non-threatening testing and
accessible care. Establishing a further epidemiological portrait is not defensible in the
face of untreated suffering that creates enormous human and fiscal costs. Substandard
care is equally expensive in its fragmentation, duplication of services, late intervention
and the creation of excessive management structures. Atftention to the actual needs of
the persons and families affected by HIV, as they exist in each community, will be
humane and more cost effective in the long run.

Ethical Issues: It can be destructive as well as traumatic for a woman to learn her
HIV+ diagnosis through diagnosis of her infant. Channeling scant resources to after-
the-fact diagnosis is unethical. There are currently no protections in place for women
who are diagnosed HIV+ To expose women to potential discrimination, domestic
violence and a host of other difficulties as a result of such a precipitous diagnosis is
equally unethical. Our primary concerns about ethical issues stem from these problems.
The NYSDOH AIDS Institute has been aggressive in assuring that professional,
compassionate pre and post test counseling be available to all people who choose to be
tested. Positive test results are shared in a supportive and responsible manner. We see
unblinding the newborn surveys as diametrically opposed to this stance. We expect that
whatever policy is implemented by NYS, this compassionate consideration will be given
to women and their families.

Practical Considerations: All of the above comments are the practical considerations
that shape the lives of HIV+ women and their families. These resources are better
spent in outreach, intervention and other supportive programs.
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TESTIMONY: NYS AIDS ADVISORY COUNCIL

Newborn Screening Subcommittee
David M. Abramson, MPH

Staff Associate

Columbia Schocl of Public Health
(212) 305=-5656

As one of the field directors of a recent Columbia
University evaluation of New York State HIV counseling and
testing services at Family Planning Programs and Prenatal Care
programs I had an opportunity to speak with administrators and
HIV counselors at numerous agencies across tne state.
Additionally, I have analyzed the responses to an open-ended
questionnaire answered by 346 women, specifically regarding their
perceived barriers to taking an HIV test.

The overriding concern expressed by these women was fear.

Fear of knowing their results, fear of the effects of
disclosure that might result in loss of housing, Jjobs, or
children. One could extrapclate from these women's answers a
general fear of learning a result when they are not prepared to
handle it.

Clearly the proposed policy of unblinding the newborn
screening study would force women to hear the results of an HIV
test when they would not be prepared to handle it. The
postpartum period can be one of great precariousness for the
mother -- addressing issues of caring for a child, making sure
the home environment is stable, attending to the constant needs
of a newborn, dealing with newfound emotional problems that might
arise in a primary relationship. All of these possibilities
counsel against forcing a mother to hear HIV test results
immediately after giving birth. This is especially true since
there is no immediate and proven treatment to offer the mother or
the child. -

Furthermore, the benefits of the voluntary testing program
have not been maximized. Anecdotal evidence suggests that the
greater a program's emphasis on HIV counseling and testing, the
greater the client's willingness to accept counseling and
testing.

Surely there will be a percentage of women who resist being
tested, and this may include those at the greatest risk. One of
the findings in our evaluation of Counseling and Testing services
was that women at PCAPs who considered themselves at the highest
risk were the least likely to take the HIV test. These are
women, it can be argued, with the greatest reason -- a
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pregnancy -- to be tested. And if they are reluctant to take the
test in the relatively unpressured setting of a PCAP, they might
be even more unwilling to take the test when it is mandated at a
hospital. The repercussion could be an increase in the number of
unattended homebirths, travel to other states to deliver a baby,
or quite possibly abortions. These are women who need to be
reached, especially if they constitute a high-risk population,
and the mandatory test may not be the best avenue. The voluntary

program allows for the building of trust between clients and
counselors, over time.

In conclusion, I would urge the AIDS Advisory Council to

redouble the voluntary effort rather than mandating an HIV test
for postpartum women.
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A Plea For Mandatory Prenatal HIV Testing

{ AM THE HEALTH COMMISSIONER in a stnall subur-
ban county, 2 bedroom community of New York
City. Qur county shares many of the city's prob-
lems, inciuding AIDS. We are

therefore concerned with AIDS

education, prevention, and

treatment, We perform about

800 antibody tests a year for in-

fection with the hurnan immuniode-

ficiency virus (HIV), and we have an active
counseling program. [n addition to an HIV clin-
ic, we have 2 flourishing prenatal and materni-

Marvin Thalenberg is the Commission-
er of Health for Rockiand County, N.Y.

ty clinic, which defivers about 700 babies a year,
25 percent of ali the babies born i our county.

This is my ples for routine, mandatory pre-
natal HIV testing.

As New York state law provides, we perform
seroprevaience studies of HIV infection on um-
hilical-cord biood for all babies born in Roek-
land County. But because of confidentiality
laws, the identity of these babies i3 not re-
vealed. Therefore, although I know that of the
15 557 cord blood tests performed in our coun-

*County of Rockiand, Department of Health, Sand-
torium Road, Pomona, NY 10970. Responses intend-
ed for publication should be addressed 1o Advice and
Dissent, THE JoursaL of NTH Resgancu, 2101 L Strest
N.W., Suite 207, Washirgton, DC 20037.

Marvin Thalenberg*

ty from November 1987 to March 1992, 60
were HIV-positive, [ do not know who the in-
fected women are. And until the seriousiy ill
children are brought to our hospitais—as 30
have been 5o far this year~I do not know who
the HIV-positive babies are.

Rockiand County is not unique. In New York
state as a whole, 343,418 cord-bicod specimens
wete tested between Novernber 1987 and
March 1992, and 6,217 were positive for HIV.
But again, doctors and health officials don't
know who the infected women are. And in
many cases, the women themseives do not
know that they are infected.

The avowed purpose of the confidendality re-
quirement in the New York stats law! is praise-
worthy. in the language of the legisiation, “The
legistature recognizes that maximum confiden-
tality protection for information related to HIV
infection and AIDS is an essentiai public health
measure... By providing additional protection of
the confidentiaiity of HIV.related information,
the legisiature intends to encourage the expan-
sion of voluntary confidential testing for the hu-
man mmrnunodeficiency virus so that individuais
may come forward, make decisions regarding ap-
propriate treatinent, and change the behavior
that puts them and cthers at risk of infection.”

But the effect of this well-meaning law is to
have 6,217 women in New York state—with ap-
proximatety 1,500 infected babies, at 3 moth-
er-to-infant transrrussion rate of around 25 to
35 percent—unreached and unreachable. With-
helding the information that mothers, and
sorne infants, have a {atal infection not only v
olates public healith principles but is, inmy
view, upconscionable.

There is no provision in New York state law
for mandating HIV tesung without confidential-
ity or anomymity—except, remarkably, for an i
dividual “proposed for insurance coverage.™t A
curious side effect of the risurance exclusion is
that women at fow risk for HIV infection often
have tg take several HIV tests for various kinds
of insurance, and are ‘herefore much more like-
ly to he tested than are "h risk womern.

In April, our earty e socual worker told me
of a 12-month-oi¢ haby sne had just placed in
foster care. The :nfart nad teen hospitalized
three times with pregmorua. The pediatrician

was sure that the baby had A{DS, but he was
unabie to get the mother's consent for an HIV
test. Nor was he able 10 determine the mother’s
HIV status. He therefore went to a local judge,
and the judge ordered testing of the baby even
though he was not clear that he had the au-
thonity. The child was HIV-positive.

Tt is difficuit to test a child for HIV without
the mother’s consent because the mother's HIV
status also becomes known if the child is
sercpositive, and the law is not clear whether
this is a breach of the mother's confidentiality
status. What is clear to me is that the ability of
a physician to treat a sick child is severely com-
promised if the mother's HIV status is un-
knowable. Confidentiality does not heip
HIV-infectad infants, who ordinanly die before
they are 3 years old.

The prevalence of AIDS in women increased
by 34 percent nationwide from 1589 to 1990,
compared with a 21 percent increase in men?,
AIDS is now the fifth leading cause of death in
women of childbearing age. Seventy percent of
HIV-infected women are black or Hispanie, and
33 percent now become infected from heterc-
sexual activity rather than intravencus (IV) drug
use?, Many women leamn that they aze infected in
one of two ways—through the iliness of a sexual
partner or the illness of their babies. flness may
not become apparent in a partner for up to 10
years. The baby may not become il for a year. And
because the transrmissian rate from the motheris
25 to 35 percent in most studies, most chidren
of infectad mothers do not develop AIDS, There-
fore, some nfectad mothers ray not leam of therr
HIV status for years. Mandatory prenatal testing
would permit earfier diagnosis and treatment.

There are many other reasons, however,
why it is vital for a pregnant woman to know
her HIV status.

Wormen are less likely than men to be diag-
nosed early in the course of HIV infection. The
early studies were mostly on gay men, Physi-
cians readily recognize Kapost's sarcoma—
which is rarely seen in women-—as a sign of
AIDS. But they are less likely to think of HIV
when confronted with such conditions as pro-
tracted herpes simpiex infection, refractory
vaginal candidiasis, aggressive cervical disease,

f‘) continued on page 30



continued from page 26

severe pelvic inflammatory disease, and in-
tractabie genital ulcers, all of which can signal
HIV infection in women*.

Some studies show that women have 3 shorter
iime from diagnosts to death than do men and that
Pngumocystys carinii mfection is more often fa-
tal in women. Yet, women in high-risk RIOUpS are

likely to have poor access to health-care providers

because high risk and poverty go together.

When an HIV-positive woman becomes preg-
nant, she needs counseling, education, and sup-
port to prepare her for her own ilness, to alert
her to signs of illness in her baby, and to ensure
that she understands the necessity of bringing
the baby back for testing over a period of
monttis. This support nuust start, during the rei-
atively calm time of pregnancy, it cannot wait
until the woman is in the delivery room5. An
HIV-positive woman is also at increased risk of
cervicai cancer and shouid have a Pap sraear
every six months. The prenatal time may be the
only opportunity to get her into gynecological
care that she can continue postpartum,

Furthermore, repeated exposure to the virus
by intercourse or [V drug use during the preg-
nancy may increase the chance of transmission
of HIV to the fetus®. The woman can only be
counseled if her status is knownS.

in addition, of course, if the woman knows
her HIV status early enough, she has the choice
of continuing of terminating her pregnancy.

Pregnancy itseif mildly suppresses the im-
mune system to blunt response to the fetus,
but there is generally no evidence of extra risk
to the pregnancy or Lo the neonate if an HIV-
positive woman is asymptomatic. However, risk
increases as the infection progresses to AIDS.
The HIV-positive patient must be watched more
closely, with more nonstress testing and visits
{0 detect growth retardation of the fetus®.

At birth and afterward, there is more
chance of hemorrhage because of the HIV ef-
fect on platelets. Postpartum, there is also ex-
tra risk of infection—endometritis, puerperal
febrile illness, and genital urinary-tract infec-
tions—especially if the woman's immune sta-
tus is compromised?.

An HIV-positive mother also must be taught
self-care to avoid infecting her infant. She must
learn to use bieach and water to neutralize blood
spills, and infection control by avoiding tampons
and douching®. She must be trained in washing
and protecting abrasions and wounds.

In addition, there is ciear evidence that breast-
feeding increases HiV transmission from an in-
fected mother to her infant. It is patently unfair
to an uninfected infant that our ignorance of
the mother’s disease should cornpromise his or
her life’,

Even babies who are seroniegative can show
traces of HIV-like iliness, inciuding parotitis,
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lymphadenopathy, and inverted T lymphocyte
ratios. ignorance of the mother's seropasitive
status makes diagnosis very diffieult!.

Medica personnel, too, need to imow the HIV
status of the woman They should know for their
own safety. They may be at risk from needle
stick, from puncture wounds, and from splash
exposure Lo mucous membranes. Although
medical personnel are trained to follow the uni-
versal precaution rules set by the Centers for
Dnsease Control, universal precautions are not
a sure safeguard against those rsksit.

They should know for the baby's safety, too.
When a pregnant woman is HIV-positive, there
is an increased risk of transrission o the fe-

Woluntary testing is not
enough in the face of an
mereasing and disastrous
plague. It has failed so far

L -

tus from common wnwvasive procedures such as
internal scalp mon:tonng, vaginal exams after
rupturing of membranes, and vacuum extrac-
tion. if the mother's HIV statys is known, her
physicians can make better-informed decisions
about these procedures2.

AIDS is now the leading cause of death in
New York state among black and Hisparic chil-
dren between one and four years of age, and
the prevalence of AIDS in children is increas-
ing nationwide. if a mother is known Lo be HIV-
positive, her infant can be tested and—if
infected—can be brought into treatment more
quickly, increasing the chances of delaying the
course of the disease” An uninfected child of
an infected mother may test positive for anti-
bodies for up to 15 months because of the moth-
er's antibodies, making diagnosis difficult.
However, newer tachrugues may make diagno-
sis possible as earty as three months after hithis.
And treatment with ndovudine (AZT) can be-
gir as early as J months of age The clinical, im-
munologicai, and vroogical mprovements are
similar L0 those revortad 0 adults™,

Furthermore passees mmunity by admins-
tration of neutrauzrg SV antibodies is being
studied as 3 means f revenung mother-to-in-
fant transmussien of 5.4 fthis s successiul,
maintaining conficerta;ty would be achieved
at the expense of some jant Lives!s.

Voiuntary testing = not enough in the face of
an increasing and disastrous plague. it has failed
so far'®. And to be successiul, it must be uni-
versal Prenatai testng s 3 special case, because
it involves two lives insiead of ane. My awn in-
formaj soundings of prvsicians and nurses in-
voived in obstetncs and pediatrics show that

they enthusiastically support prenatal testng.
When asked about the 6,217 pesitive. confi-
dential cord blood tests in New York state, the
overwheiming opinion of those | have spoken
with was, “It’s junacy.”

[ understand that a plea for mandatory HIV
testing in pregnant women can be seen as sex-
ist and discrimynatory. The droumstances of preg-
nrancy, however, are unique. Because infection is
Tansmmtted hetercsexually m about 30 percent
of women, many are asymptomatic and unaware
of the possibility of being infected. HIV infection
puts extra stress on mother and baby. There is
always a surgical procedure invoived in child-
birth, which invoives caregivers. And most com-
mon and rare at the same time, there is another
fife to ke care of.
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_ November 17, 1993

Ms. Sonja Noring
Medical Editor

AIDS Institute

5 Penn Plaza, Room 407
New York, NY 10001

Dear Ms. Noring:

While I was unable to attend the hearing on November 8, [ would like to submut the
following testimony against mandatory HIV testing for infants. [ would like to
address how such a policy would affect pregnant and/or parenting women.

Firstly, the most obvious effect of imposing mandatory HIV testing on infants is
that by doing so, mandatory testing will also have been imposed upon their
mothers. Not only would this represent a gross disregard for personal privacy, it
would violate a mother's confidentiality, guaranteed to her under Article 27F. In
effect, by imposing this mandatory testing, the State would be
penalizing women, singling them out as a group whose privacy can
be violated solely because of their ability to reproduce.

Mandatory HIV testing for infants will affect most directly those women who

. already have a tenuous relationship with the system -- low-income women and

women of color. For many of these women, their first contact with the health care
system is when they become pregnant. Health care providers find it challenging
enough to get women to seek prenatal care. If word were to get out on the street
that having a baby means getting tested for HIV, it could drive pregnant women
further away from getting crucial prenatal care, not to mention make them hesitant
to go to the hospital when it comes time to give birth.

We have found, in our work in New York City shelters for homeless and battered
wormen, a pervasive mistrust of anyone or any institution representing "the
systém." Mandatory HIV testing for infants will only intensify this mistrust.
Undocumented residents will have even more to fear. Undocumented women
know that contact with any governmental authority may ultimately result in
deportation. Why should she take the chance? Added to this is the fear of



persecution and/or discrimination in one's home country — or in the U.S, -- because of one's HIV
status.

To make matters worse, the proposal before this committee does not stop at notifying only the
State and health providers of a newborn's HIV status (and therefore his or her mother's status).
The proposal before this committee allows for foster caregivers and the infants' biological father to
be notified as well. This is a problem for battered women. A woman who has been batiered may
choose, for reasons of personal safety, to withhold her HIV status from her current or estranged
partner. By breaking this confidence, the State would put her in danger of further violence at the
hands of an abusive partner.

Mandatory testing of infants, and by extension their mothers, sets an ugly precedent and opens the
door for further violations of reproductive freedom. Already, court-mandated contraception has
come to pass in this country. By forcing HIV testing on women, the state is allowing an intrusive
penalty which may be capitalized upon, taken one or two steps further, and used for purposes this
committee never intended. Will women someday be pressured to abort an HIV-positive fetus?
Will women be accused of in-utero child abuse by infecting her child with the HIV virus? These
questions are not so far-fetched.

Harlem Hospital has a program, under the direction of Dr. Janet Mitchell, which serves high-risk
pregnant intravenous drug users. Dr. Mitchell manages to get more than 90% of her clients to
voluntarily submit to an HIV test. If this is possible, why not study and replicate her methods
rather than trampling on the privacy and rights of women?

Sizly,

Executive Director



Appendix F

Current Procedure for Newborn Congenital Disease Screening
and the HIV Newborn Seroprevalence Survey in New York State



THE NEWBORN HIV SEROPREVALENCE SURVEY IN NEW YORK STATE

The Newborn HIV Seroprevalence Survey in New York State is part of
a nationwide program of blinded testing for the presence of HIV
antibodies in newborns. Newborn HIV seroprevalence surveys are
conducted in 43 states and territories. Administered by state
departments of health, they are funded by the Centers for Disease
Control and Prevention, the states, in some cases, by the National
Institute of Child Health and Human Develcpment.

Since reported AIDS cases give no indication of the prevalence of
HIV infection in the population at large or in selected populations
or geographic areas, the surveys are a method, among others in New
York State, to assess the extent of HIV infection in a given
population. Newborns carry their mother’s HIV antibodies at birth,
without necessarily being infected themselves, and thus are a
measure of HIV seroprevalence and epidemioclogical trends in
childbearing women. New York uses the data to make decisions about

program allocation and funding for HIV prevention and treatment
services for women.

The Survey is an epidemiological study, not a public health
screening program. Tests are not linked to individual mothers or
newborns, are not done in conjunction with counseling and treatment

services, and do not produce results quickly enough for clinical
application.

Blinded testing of all newborns for the presence of maternal HIV
antibodies began in New York State in November 1987. As of
September 1993, the Department of Health had tested 1.6 million
newborns (96 percent of those born since the start of the survey).

Screening for Congenital Diseases in New York State

New York screens for seven congenital diseases. Hospitals tell
parents that blood has been drawn to screen for congenital
disorders and that some blood may be used for other purposes (HIV
is not mentioned as it is not part of newborn screening). Blood is
taken by heelstick a day or two after birth. Parents may refuse
congenital screening for religious reasons, in which case the blood
sample from their infant is destroyed. Fewer than ten parents per
year refuse screening.

In the event of congenital disease, the attending physician of
record, the hospital, and the appropriate specialty care center
(the regional center for a specific disease) are notified. Parents
are contacted by these authorities to bring the child in for
evaluation and diagnosis.

There is no reliable estimate of what it costs to contact a parent
in the case of a positive newborn test for any of the seven
congenital diseases. The cost and success in contacting parents
varies widely by hospital, by geographic location, and by disease.



Current HIV Seroprevalence Testing Protocol and Cost

Because the newborn seroprevalence survey is not a screening
program, HIV testing is done on the portion of blood remaining
after screening for congenital diseases is completed. The only
information accompanying the HIV sample is age of mother, race, zip
code, hospital, month of birth, and birth weight. These samples

are not linked to the portion of the blood sample tested for
congenital diseases.

No notification is or can be made currently for a positive HIV
sample.

The HIV lab receives the samples from the congenital screening lab
two or more weeks after birth. Because specimens are tested in
batches to minimize cost and positive tests must be confirmed by
retesting the sample, HIV results are available in 1 to 2 weeks.
Overall, HIV results currently take 15 to 30 days from birth.

For about 4 percent of samples there is either insufficient blood
remaining after congenital screening to test for HIV or the sample

was nhever received. About 75 percent of requests for a second
sample are successful. -

Laboratory costs for the seroprevalence survey in New York State
are currently about $3 million per year.
raises for personnel.



Appendix G

Types of HIV Tests



HIV TESTING TECHNOLOGY

Standard Antibedy Tests

There is no test for AIDS, which is a diagnosis made according to
clinical criteria established by the federal Centers for Disease
Control and Prevention (CDC). However, standardized tests for HIV
infection can detect HIV antibodies once they have reached adequate
levels. (Antibodies are protein molecules produced by white blood
cells to counteract invasion by infectious agents.)

Antibody tests

The first test used to screen people for antibodies to HIV is an
ELISA (enzyme-linked immunoassay). A positive ELISA test is
followed by a HIV Western Blot assay.

Currently in New York State, Elisa testing is done in certain
commercial labs; all Western Blot testing is done by the Wadsworth
Center for Laboratories and Research of the New York State
Department of Health.

ELISA tests may produce. false negatives (due to insufficient
antibody in the blood, which is common in the early stages of
infection) and occasional false positives. Suspected test
inaccuracies, or ELISA and Western Blot results that are
discrepant, require repeat testing.

All children born to mothers with HIV infection test positive on
the ELISA test either because they are actually infected (15-25
percent of the time) or they carry maternal HIV antibodies.
Specialized lab tests are necessary in order to more accurately
identify newborns who are HIV infected.

Non-Standard Tests

Viral Isclation

Co=-culture consists of incubating white blood cells from an HIV-
exposed individual with susceptible cells from a non-infected
person under optimal conditions for HIV growth within a culture.
The lab then tests for the presence of HIV in the previously
uninfected cells.

Viral Components

PCR (Polymerase Chain Reaction) testing looks for viral nucleic
acid in the white blood cells of HIV-exposed persons. PCR involves
the amplification of HIV genes {increasing them to detectable
levels) in a DNA sample. The test involves 32 cycles of

amplification with a theoretical doubling of the HIV gene copy in
each cycle.



Antigen tests look for viral proteins which can precede the
appearance of HIV antibodies in the blood. Antigen is present
primarily early in HIV infection and in the very late stages of
AIDS when the immune system has been destroyed. OCne problen,
therefore, is insensitivity in known infected people, both adults
and infants.

The test uses an antibody to trap HIV proteins; in children,
their own antibodies or their maternal antibodies can bind to the
antigen and obscure it from immunological detection. A new
methodelogy tries to free the antigen from antibodies to make it
more detectable. This involves pretreatment of the sample with
acid. Both acid associated and free acid antigen tests have some

problems that currently prevent widespread use for HIV detection in
infants.

A A - ]y ;T — T L W - > Sy

In 1391, Wadsworth began a pilot HIV testing program to find the
best and fastest test for HIV in infants. To date, the project
includes 245 at risk infants who were enrolled at one week of age.
Among known HIV infected infants, about 40 percent tested PCR-
positive in the first week of life; 75 percent tested PCR-positive
between 1 and 3 weeks; almost 100 percent tested PCR~positive by 1

to 3 months of age. (Only two specimens did not test PCR positive
in the 1 to 3 month age range).

PCR’s ability to find only 40 percent positive in the first week of
life may not be due to limitations of the testing method. It may be
that the only children identified in the first week of life are
those infected in utero and that others are infected postnatally.

Wadsworth Laboratory has chosen not to use co-cultures as an early

diagnostic procedure because of a turnaround time of 7 to 28 days.
PCR turnaround takes only 2 days.

Test: Difficulty Cost Turnaround
PCR Complex 5175 2 days
Co-culture Complex $200-400 7-28 days
Antigen Moderate $40-100 2 days
ICD-Antigen Moderate $40-100 2 days

Currently, none of the non-standard tests described above are
routinely available, although some institutions have access to them
(especially PCR) through various research projects. PCR testing is
helpful in determining which infants with HIV antibodies are
actually infected. Based on existing research, if an infant is PCR
positive, it is almost certain that the infant has the virus.
However, it still takes several months to definitively rule out HIV

infection in those infants who have maternal antibodies but not the
virus.
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Cost Projections for Enhanced HIV Counseling, Testing, and Treatment
Services for Pregnant and Postpartum Women and HIV Positive Infants



Cost Projections
HIV Counseling and Testing for Pregnant and Postpartum Women
and
Comprehensive Health and Related Services
for HIV+ Infants and Mothers

Cost projections in this document were assembled by staff of the AIDS
Institute of the New York State Department ¢f Health at the request of the
New York State AIDS Advisory Council’s Subcommittee on Newborn Screening.
Cost estimates and program designs below were formulated to implement a
policy of mandatory HIV counseling with encouraged voluntary testing and
expanded treatment services for pregnant and postpartum women, with the
understanding that this initiative may be expanded to include other groups.
Five million in new funds has recently been allocated for HIV counseling,
testing, and treatment services for women and children in hospital
reimbursement legislation.

SUMMARY

First Year implementation - $7,716,000 in new funds (estimated)
Annualized cost - §$9,046,000 (estimated)

Includes:

$4,360,000 (first year) for expanded counseling and testing for pregnant
and postpartum women. Program components:
® a comprehensive public and provider education initiative
e enhancements to existing core grants in the postpartum units of high
newborn seroprevalence hospitals
e new grants at currently unfunded high seroprevalence postpartum and
prenatal care sites
¢ a statewide community follow-up strategy for infected pregnant and
postpartum women
¢ increased funds for test-related lab costs
¢ a system for data collection and analysis to assess program impact
¢ staff to do contract management and technical assistance

$3,356,000 (first year) to enhance comprehensive health and related
services for HIV seropositive infants and their mothers. This program will
award core grants to geographically targeted hospitals, community-based
providers, and/or consortia. Program components:

Primary Care

¢ comprehensive examinations
routine monitoring, including CD4 testing
PCR testing for infants
pentamidine administration
IVIG Administration for children
developmental assessments for children
preventive care for children (immunizations)
acute care visits
GYN care visits
colposcopy visits
Related Essential Services
family-centered case management
counseling/crisis intervention
nutrition counseling
substance abuse counseling
transportation assistance
child care assistance
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PROGRAM ASSUMPTIONS

Program designs and budgets are based on the following assumptions. Changes
will lead to substantial modifications in cost estimates.

1)

4)

5)

6)

7)

Mandatory HIV counseling with voluntary testing strongly encouraged
will be the new standard of care established by statute for all

pregnant and postpartum women in New York State. Public health law
and, if necessary, hospital code will be revised to accomplish this

and to provide for appropriate maintenance of records and reporting of
data.

Commercial health insurance carriers will be required to cover the
cost of prenatal/postpartum HIV counseling {(pre- and post-test) and
HIV testing for pregnant women who use private physicians.

Medicaid will continue to provide enhanced rates for pre- and post-
test HIV counseling and testing in participating facilities. Co-
payments for these services will be eliminated. The inpatient Medicaid
HIV pre-test counseling rate will be extended to hospitals that do not
have grant-funded counseling programs.

Core grants to providers will be elected as the most effective way to
provide stable administrative support, a base for program development,
and funding for non-reimbursable services. High seroprevalence and

underserved areas will be specifically targeted for contracts and core
grants.

Recognizing that the earliest knowledge of HIV status yields the
greatest benefit, new and existing programs will emphasize provision
of HIV counseling and testing prior to conception and as early as
possible in the prenatal period, seeking to focus and strengthen
efforts particularly in family planning and prenatal care settings.
The obstetrical setting would serve as the "fail-safe" point for
mandatory counseling and offer of testing to women who have not
previously been seen by health care providers.

Harlem Hospital Center’s highly effective program featuring intensive,
interdisciplinary coordination of HIV counseling, testing, clinical
care, and follow-up will be adopted as the standard to emulate
throughout the State. Funding would ideally link prenatal, obstetric,
pediatric, and primary care providers and would attempt to elicit the
level of institutional commitment illustrated by the "Harlem Model"
from all providers of care to pregnant and postpartum women.

HIV health care programs will be designed to offer comprehensive,
family-centered services so that mothers and children can receive HIV
care in the same setting.
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SAVID E. ROGERS, M.D.
Chairper son

November 29, 15993

TO: MEMBERS OF THE SUBCOMMITTEE ON NEWBORN SCREENING

As you know, an all-day public hearing on newborn screening was
held on Monday, November 8, 1993.

Twenty-six people offered oral testimony, including two mothers
with HIV and HIV infected children, representatives from many
community based organizations, especially in communities of color,
and groups representing the interests of children, women, and
medical and public health professionals.

The great majority of statements were against mandatory newborn
testing with parental notification. Many supported more aggressive
systems of voluntary counseling and testing and greater access to
HIV treatment and support services.

Many speakers submitted written testimony as well as oral. The
written testimony of scheduled speakers, together with
transcriptions of the oral testimony of speakers who d4id not
provide manuscripts, is enclosed here in manuscripts numbered 1
through 26.

Others with an interest in this topic did not speak at the public
hearing but did submit written statements. These manuscripts are
numbered 28 through 42 and are enclosed here.

Following is a list for your reference of those submitting written
and/or oral testimony and their affiliations and manuscript
numbers. Numbers do not reflect the order in which speakers
testified or manuscripts were received.
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TESTIMONY BEFORE
NEW YORK STATE AIDS ADVISORY COUNCIL
NEWBORN SCREENING COMMITTEE
BY
COLIN CRAWFORD
FOR
ASSOCIATION TO BENEFIT CHILDREN

NOVEMBER 8, 1993

Ladies and Gentlemen:

Good morning. I am Colin Crawford, and I am appearing on
behalf of Association to Benefit Children (ABC), a not-for-profit organization
serving homeless, poor and handicapped children and their families in New
York City. I am also on the faculty at Brooklyn Law School.

ABC is delighted that you are revisiting the important and difficult
issue of pediatric;HIV and AIDS testing, treatment and care. For over a year,
ABC has been working strenuously, through lobbying, meetings with
government officials and various public advocacy groups and others, to
articulate its t{eﬁef that, in light of advances in medical treatment for pediatric

AIDS, there is no longer any justification for universal blinding of newborn



HIV test resuits.

About one year ago, at the request of Gretchen Buchenbolz,
ABC’s Executive Director, I began contacting private and public entities
concerned with this issue. One of my first calls was to the AIDS Institute.
When [ articulated ABC’s concern, the staff member with whom I spoke was
shocked. "Oh no! Surely no one wants to revisit that issue," my respondent
sighed. Revisit the issue we have, and, on behalf of ABC, I applaud the AIDS
Institute for hosting hearings to review this political hot potato just one year
after expressing reluctance to reconsider it.

Although ABC engages in advocacy (most notably in bringing the
"boarder babies" lawsuits), its work is largely practical. ABC’s interest in this
issue arose in the course of administering its programs. Specifically, we
confronted the issue in our role as both a day care/thérapeutic nursery
provider and as an organization that provides transitional, "Tier II" housing
to previously homeless families -- many of whom are dealing with HIV. In
case after case, ABC was seeing children, from newborns to pre-teens, who
developed an AIDS-related opportunistic infection soon after they entered our
care. In most, but happily not all cases, these children died in relatively short
order, typically from complications associated with the deadly but treatable

pediatric HIV Kkiller, pneumocystis carinii pneumonia (PCP), a disease that,
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as many of you know, affects hundreds of newborns in New York State each
year -- 70% of whom will survive less than six moanths.

These tragically high numbers convinced ABC that the
Commissioner of Health’s policy of testing newborns for HIV but blinding the
results constitutes a shameful neglect of his duties. Our conviction was
confirmed in conversations with pediatric health care providers throughout
New York City and across the state.

Because the lives of infants and children can and are being saved
by early detection and treatment for pediatric HIV, there is, quite simply, no
longer any reason that organizations like ours -- not to mention literally
thousands of other parents and guardians each year who are responsible for
children with HIV -- should be left to do too little too late merely because the
government is unwilling to address the complexities of and allocate the funds
necessary to test and treat for and educate people about pediatric HIV.

This is particularly true where the civil liberties concern typically
raised by oppon;nts of this issue, namely that compulsory testing robs the
HIV-infected mother of the right to make choices about the health of her child
(and, by implication, forces her to confront painful realities about her own
health), is being rendered increasingly less compelling due to developments in

HIV testing and treatment. To be exact, new tests, including the Polymerase
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Chain Reaction test, are now widely gvai!able and their cost is increasingly
reasonable. They are also more reliable than past tests and help identify the
approximately 30% of infants born to HIV-infected mothers who will actually
test HIV-positive themselves. This amounts to at least 500 infants born in
New York State each year who actually carry HIV. (Although approximately
2,000 newborns annually will test positive for HIV at birth in New York,
1,500 will later "sero-convert”. Itis ABC’s understanding that these new tests
are less likely than previous tests to identify the sero-converters.) Moreover,
because treatment for PCP is most effective if administered within an infant’s
first three months of life, it is ABC’s view that we must recognize the civil
liberties interests of these infants and children to live in good health into
adolescence and perhaps beyond. It is worth emphasizing that the failure to
test and treat results in high infant mortality if diseases like PCP are not
avoided in the first three to six months of life.

Therefore, it is ABC’s view that newborn HIV test resuits should
be unblinded immediately. In conjunction with this essential and tragically-
delayed step, ABC also believes that it is essential for the Departments of
Health and Social Services to implement comprehensive counseling, treatment

and education programs for infected infants, children, their mothers and

fathers, or their guardians. Whenever possible, these programs should focus
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on the health of the gnm'_q: family, and‘ not just that of the mother and child.

As a first step to implement these measures, ABC urges the
Commissioners of Health and Social Services to implement unblinded tests,
counseling and treatment programs for both all children in foster care and all
those who have risk factors for HIV. As wards of the State, this is an action
that can be effected with relative speed and efficiency (and may build upon
efforts already underway by the New York City Child Welfare Administration
which, although incomplete in ABC’s view, are at least a step in the right
direction.) However, ABC remains firmly committed to the view that the
unblinding of foster care results be a first-step only, and not a compromise
solution for a politically sensitive issue.

In closing, let me add a couple of observations about likely
advantages of the position I have articulated here. In ABC’s experience, when
a mo{her learns that she and her child are HIV-positive, the result is not
abandonment or neglect, as some scare-mongers may tell you. On the
contrary, ABC has repeatedly observed the contrary result, namely that a
positive test result causes a mother to focus on and bond with her child, and
to concentrate on protecting both of their health and well-being. In addition,
it is ABC’s belief that these measures will help end the unnecessary fear and

shame associated with HIV. and AIDS, to help increase public awareness as to
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BROOKLYN LAW SCHOOL
250 JORALEMON STREET
BROOKLYN, NEW YORK 11201

COLIN CHAWFORD AREA CODE 718
INSTRUCTOR OF LAW 780-7558

FAX MO, 718-824-6%%7

November 11, 18593

Carolyn Britton, M.D.

Associate Professor cof Neurology

Directeor - Ambulatory Care

Columbia Presbyterian Hospital

710 West 168th Street - 2nd Floor

New York, New York 10032 -

Re: Reguest for Infant HIV Testing Under CWA Policy

Dear Dr. Britton:

You will recall that I testified on behalf of
Association to Benefit Children (ABC) at the November 8, 1933
hearing of the Subcommittee on Newborn Screening. This is to
follow-up your question to me concerning the required approvals
for testing of children in foster care under the New York City
Child Welfare Administration’'s (CWA) new policy.

I enclose copies of pages 7-11 and 17-27 of CWA's
Bulletin No. 93-2 (dated September 13, 1993), titled "HIV Testing
of Children in Foster Care." As I thought, the procedure for
requesting testing is somewhat more complicated than merely
obtaining the approval of the Commissioner of Social Services.
As you can see, there are different requirements for children in
foster care (pages 17 - 20) than for children not yet placed in
foster care but in the Commissioner’'s custody (pages 23 - 25).
In addition, in all cases, the person or entity completing a
request for testing must authorize that a child is free for
adoption or that the parents or guardians were identified and
counseled (or that attempts were made to identify and/or counsel
the parent or guardian).



Carolyn Britton, M.D.
November 11, 1993
Page Two

-

For your information, I also enclose a copy of ABC’s
May 28, 1993 criticisms of CWA’s draft HIV testing policy. The
draft policy was substantially unchanged in the final form before
you.

Please do not hesitate to contact me or Gretchen
Buchenholz, ABC’s Executive Director (212-831-1322), if you have
further questions.

Sincerely,
- e A

/ k/\ 'f //fv{i/ﬂ‘J\{ r/___,/".

Yolin Crawford

CC:ga
Enc.

ce: Dr. Robert J. Haggerty, Subcommittee on Newbcrn
Screening Co-Chair (w/enc.)
Other Subcommittee Members (w/o enc.)
Ms. Eileen Tynan, AIDS Institute (w/enc.)
Ms. Gretchen Buchenholz, Executive Director, ABC (w/o enc.)



D. HIV Testing of Child Without Capacity to Consent

1. Risk Factors for HIV Infection

HIV testing of children who lack capacity to consent may only take place if the
child is determined to be "at risk® for HIV infection. The need for such diagnostic
testing is based on the child's age, medical history, environmental background and
current physical/developmental condition. The risk factors described below are the
criteria to be used in making this determination.

For all children from birth to two years of age, a risk assessment for HIV
infection must be completed within 30 days of the child’s placement in foster
care. This is also the time period during which all children entering foster care
must be given a comprehensive medical examination by a physician, according to
New York State Department of Social Services’ regulations.

The factors listed below indicate risk of perinatal/vertical transmission and of direct
transmission of HIV infection.

Risk Factors Associated with Perinatal/Vertical Transmission

Infant/Child

® has had a positive drug toxicology or displayed symptoms of drug
withdrawal at birth

® has had a positive test for syphilis

® has a sibling diagnosed as HIV-positive or who has died of HIV-
related illness/AIDS

_ & displays symptoms consistent with HIV infection
® was abandoned at birth and no risk history is available

Mother, Father or Sexual Partner of Parent

@ has been diagnosed as HIV-positive, has symptoms consistent with
HIV infection, or has died of HIV-related illness/AIDS

® s known or reported to be a drug injector or engaged in sharing of
needles, other equipment (e.g., for injecting drugs or steroids)

® is known or reported to use non-injection drugs (e.g., crack/cocaine)

® has been diagnosed with or has a history of sexually transmitted
diseases (STDs), including syphilis, gonorrhea, hepatitis B, genital
herpes -

® has a history of tuberculosis



® is known or reported to have engaged in prostitution, had multiple sex
partners or engaged in the exchange of sex for money, drugs, food,
housing, etc., prior to child’s birth

¢ received 2 transfusion of blood or blood products, including clotting
factors, between January 1978 and July 1985 in this country

® received a transfusion of blood or blood products, including clotting
factors, in a country where the blood supply is not screened
Sexual Partner of Mother or Father

& is a man who has had sex with other men
Risk Factors Associated with Direct (Non-Perinatal) Transmission

Child or Youth
® was or was reported to have been sexually abused

® s sexually active and not using condoms or other protective barriers
during sexual intercourse

® has been diagnosed with or has a history of other sexually transmitted
diseases (STDs), including syphilis, gonorthea, hepatitis B, genital -
herpes :

® s known or reported to have engaged in prostitution, had muitiple sex
partners or engaged in the exchange of sex for money, drugs, food,
housing, etc. - :

e is known or reported to be a drug injector or engaged in sharing
needles, other equipment (e.g., for injecting drugs or steroids)

® is known or reported to use non-injection drugs (e.g., crack/ cocaine)

® has a history of tuberculosis

® received a transfusion of blood or blood products, including clotting
factors, between January 1978 and July 1985 in this country

® received a transfusion of blood or blood products, including clotting
factors, in a country where the blood supply is not screened

-

2. Who May Raquest Consent for HIV Testing

For children in foster care who lack capacity to consent, the following may request
consent for HIV testing:
® a foster or prospective adoptive parent when the request for testing is
warranted based on the presence of risk factors and is reviewed and
recommended by a physician
® a foster care agency physician or other physician caring for the child, or
physician's assistant or registered professional nurse qualified to provide
primary care services under a physician’s supervision when a child’s
medical history, background or other risk factors warrant such testing.
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Note: Foster care agency personnel other than those idensified above cannot initiate
a request for consent for HIV testing of a child. :

Who May Consent for HIV Testing

Consent for HIV testing for a child who lacks capacity to consent can only be given
by the following persons within the conditions specified:
e Parent or legal guardian® of child in cases of voluntary piacement or in
cases of placement under Articles 3 and 7 (JD and PINS) of the Family
Court Act. (The consent of the Commissioner of Social Services is not
required and such consent is not sufficient in such cases unless the Com-
missioner is the legal guardian of the child under sections 383-c, 384 and
384-b of Social Services Law, or unless a parent has provided in writing to
the Commissioner express delegation of authority to consent.)
-OR- ' N
e Commissioner of Social Services of New York City, or the Commissio-
ner's designee, when a child has been taken into protective custody or has
been placed in the care and custody of the Commissioner as an abused or
neglected child under Article 10 (Abuse/Neglect) of the Family Court Act.

The Pediatric AIDS Unit of the Child Welfare Administration is the sole
designee authorized to give consent on behalf of the Commissioner for
HIV testing.

*  PARENT:
A child's birth mother or legally recognized birth father whose legal rights,
in regard to the child, have not been legally surrendered or terminated. A
birth father is legally recognized if: 1) he was masried to the child’s
_ mother at the time of the child's conception, gestation or birth, or 2) he
* has obtained an order of filiation from a court.

A person who has legally adopted the child and whose legal rights, in
regard to the child, have not been legally surrendered or terminated.

Does not refer to the child's foster pareat.

*  GUARDIAN:

A person who hag been given letters of guardianship for a child by a court
of law. Where a person has been named as a *stand-by" guardian of a
child by that child's parent, the "stand-by” guardianship must have gone
into effect and must have been ratified by a court or must be pending for
ratification before a count.



4. Good Faith Effort to Obtain Parental Consent

Once a child who lacks capacity to consent has been placed in the care and custody
of the Commissioner of Social Services in accordance with Article 10 of the Family
Court Act, as a matter of CWA policy, parent or legal guardian consent alone is not
sufficient to proceed with HIV testing. Consent for testing must be sought and
received from the Pediatric AIDS Unit (PAU).

However, CWA policy requires that, in addition to consent from the PAU, a good
faith effort is made to locate and obtain informed consent from the parenr or legal
guardian of the child.

Good faith effort consists of:

® a personal visit and mailgram to the last known address if there is reason
to believe a parent or legal guardian still lives there

-OR-

® a mailgram to the last known address if the present address of a
parent or legal guardian is unknown.

Note: Three business days must be allowed for a response to @ mailgram.

5. Pre-test and Post-test Counseling of Foster or Prospactive Adoptive Par-
ents and Parents or Legal Guardians

In compliance with New York State Public Health Law, pre-test and post-test
counseling are an integral part of the HIV test consent process. Pre-test counseling
must be made available to foster or prospective adoptive parents and parents or
legal guardians on a one-to-one basis when a request for testing is made either by a
physician or a foster or prospective adoptive parent. Post-test counseling must be
made available to foster or prospective adoptive parents and parents or legal guard-
ians to explain the test result and explore its implications.

HIV pre-test and post-test counseling can be provided by a trained agency staff
person or by an off-site health or human service professional certified as an HIV
counselor. When off-site services are used, foster care agencies must identify
geographically accessible resources where foster or prospective adoptive parents and
parents or legal guardians can receive HIV counseling and testing services and
appropriate linkages to care (see Appendix E).

Training for foster care agency staff on pre-test and post-test counseling may be
obtained through various resources in New York (see Appendix F).
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Two attachments, adapted from informational literature prepared by the New York
City Department of Health, provide basic considerations for pre-test and post-test
counseling of Parents and Foster or prospective adoptive parents:

®  Special Considerations for HIV Counseling of Foster Parents and Parents.
of Children in Foster Care (see Appendix G)

¢ Important Information for Foster Parents on HIV Infection, Diagnosis and
Care (see Appendix H)
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A. Request from Foster Care Agency |

1. Introduction

The Pediatric AIDS Unit (PAU) is the Commissioner’s designated agent for giving
consent for HIV testing when a child lacks “capaciry to consers” and a child is
placed with the Commissioner pursuant to Article 10 of the Family Court Act. A
foster care agency must comply with the following requirements when requesting
consent for testing from the PAU:

complete Form PAU-1, *Request for Consent for HIV Testing for Child in

Foster Care" (see Attachment 1), providing the PAU with the information

reguired to review and respond to the request for consent for HIV testing,

including: :

» identification of risk factor/reason for HIV testing

»  signature of physician recommending HIV testing (physician's name
may be written by a person whom the physician has expressiy autho-
rized to provide physician’s signature)

» information concerning pre-test counseling of foster or prospective
adoptive parents

» information concerning pre-test counseling of child’s parent(s) or legal
guardian(s)

complete arrangements for actual testing if PAU consent is obtained

report HIV test result to the PAU

notify the child’s CWA case manager of the consent for HIV testing and of

the test result

if the child was not HIV tested at a specialized pediatric HIV center,

immediately refer a child who tests HIV antibody positive to such a center

for care; the child’s HIV status may be definitively confirmed through

~ direct viral tests now available at most of these centers

arrange for HIV re-testing as appropriate.

2. Risk Assessment Raquirements

A risk assessment is an evaluation of a child in order to make an informed determi-
nation about whether a child should be tested for HIV based on the risk factors
described in section 1-D, pages 7 and 8 and on Form PAU-1. A risk assessment
must be completed in the following circumstances:

for children from birth to two ycars'of age, within 30 days of t_he child’s
placement in foster care (this is also the time period during which all

17



3.

children entering foster care must be given a comprehensive medxcal
examination by a physician)

for children more than 2 years of age, if any of the following request a rest
for HIV:

» foster or prospective adoptive parent upon a recommendation of or
review by the child’s physician

» agency physician or other physician caring for the child, or a physi-
cian's assistant or registered professional nurse qualified to provide
primary care services under a physician's supervision, who judges a
need for such diagnostic testing on the basis of the child’s age, medi-
cal history, environmentzl background, and currant physical/d-
evelopmental condition.

For children meeting one or more of the risk criteria, a request for consent
for HIV testing must be initiated.

Completing Form PAU-1

‘The following are instructions for completing Form PAU-1, "Request for Consent )
for HIV.Tcsting for Child in Foster Care.”

Identifying Information

Agency identifying information - enter the name and address of agency

Child Identifying Information
» enter the child’s name, date of birth, CWA number, ethnicity, and sex
» enter the CWA case name

» check if the child is placed on an Article 10, or is legally freed for
adoption, or placed voluntarily, or on an Article 3 or 7

» -enter the CIN number (WMS Client Identification Number)

Placement Information

»  enter the date child was placed with the agency

» check if the child is placed with a relative (Y = yes, N = No)

» enter the placement facility type (FBH, AOBH, GH, GR, INST) and
the zip code of the placement home or facility

A. Risk Factors - place an (x) in each box that pertains
e Physician Signature. print and sign the name of the physician who deter-

mines that there is a risk for HIV infection (the physician’s name may be
written by a person whom the physician has expressly authorized to
provide physician's signature)
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B. Agency Certification - agency staff must attest on Form PAU-1 1o the following
statements before CWA's Pediatric AIDS Unit can consent to testing (when the
child lacks capacity to consent and the Commissioner has authority to consent):

Foster or prospective adoptive parent received pre-test counseling
-AND- -

Child legally freed for adoption

-OR-
Parent or legal guardian received pre-test counseling and gave informed
consent for the HIV test

-OR-
Parent or legal guardian was located and agreed to appear for pre-test
counseling, and then failed to appear

-OR-

Parent or legal guardian’s whereabouts are unknown: Good faith effort as

defined in section I-D Page 9 to locate the parent or legal guardian was

unsuccessful ' -
-OR-

Parent or legal guardian was located but refused to give informed consent

for HIV testing of the child. Checking this box certifies all of the follow-

ing: ‘

»  Efforts have been made to counsel and educate the parent or legal
guardian about benefits to the child of HIV testing; and,

»  Counseling/education was conducted by a physician, psychologist,
nurse, or trained and certified HIV counselor; and,

»  Counseling/education occurred no more than three weeks prior to date
of the certification.

Note: If, as centified, the parent or legal guardian will not give permission
to test a child, the PAU will honor the parent or legal guardian’s decision
unless the child’s physician artests that, because of problems with the
child’s health or wellbeing, an HIV test is medically exigers, If the child's

- physician atiests thar an HIV test is medically exigent, the Commissioner

will give consent to the administration of the test based on the Commission-
er's authority pursuan: to Article 10, court ordered guardianship, or
written delegation of parerual authority.

To show thar an HIV test is medically exigent, the physician must send the
PAU a written statement containing all of the following:
1} The specific problems that the child has experienced; and
2) That the physician knows that the parent or legal guardian has
refused to consens 10 the child’s test; and

3) The reasons why an HIV test is required for the child’s care
despite the fact that the parent or legal guardian has refused io
consens to the rest
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In cases where a physician determines there is an immediate and urgenz
medical necessity for HIV testing of a child in foster care, the case may be
brought to the anention of the PAU by phone/fax for prompt review.

® Agency Representative Signature - print the name and telephone number
of the foster care agency representative; the representative must sign and
date the form attesting the "Agency Certification"

4. Form Distribution

Form PAU-1 is distributed as follows:
® file one copy in the child’s medical record
® send one copy to the PAU (or call to obtain fax information):

Child Welfare Administration
Pediatric AIDS Unit
80 Lafayette Street - Room 1701
New York, N.Y. 10013
Telephone (212) 266-3028

5. Pediatric AIDS Unit Review and Consent

Upon receipt of Form PAU-1, the PAU will review and evaluate the request to
determine if it meets the criteria set out above. If on review the request meets all
criteria, the PAU will issue a consent in a timely manner. The PAU may contact
appropriate legal or medical consuitants for further information before granting
consent. If the request is denied, the reasons for the denial will be sent in writing by
the PAU to the foster care agency representative.

If the HIV test consent request is approved, the PAU sends the "Consent to Test-
ing" package described below to the foster care agency. Upon receipt of consent,
the foster care agency must complete all arrangements to take the child for the
drawing of the blood specimen.

Consent to Testing Package: -
¢ Form PAU-3, letter indicating the Commissioner’s consent to an HIV test

¢ Form PAU<4, "Notice of Disclosure of HIV-Related Information,” (see
Attachment 2) warning against further disclosure of HIV-related informa-
tion without specific written consent or as otherwise permitted by law
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® Form PAU-4a, "Initial Test Tracking Form for Child in Foster Care,” (see
Attachment 3) for use in reporting child's test result to the PAU

® Form DOH-2556z, "Informed Consent to Perform an HIV-Related Test,”
completed and signed copy of official New York State Department of

Health AIDS Institute form required by the health facility that draws the
blood specimen for testing

e Form DOH 2557, "Authorization for Release of Confidential HIV-Related
Information,” completed and signed copy of New York State Department

of Health AIDS Institute form required by the health facility to release the
test result

6. Notifying the PAU of Test Results

For purposes of program planning and resource development, the State Department
of Social Services requires that localities maintain a system for monitoring HIV-
positive children in foster care. The PAU maintains a computerized database for
this purpose.

Foster care agencies must notify the PAU of the results of any HIV testing approved
by the PAU. In addition, the PAU must be notified of any HIV testing where the
result is positive or inconclusive, regardless of whether the initial action was
initiated in accordance with this Bulletin (i.c., when a parent or legal guardian
consents to testing prior to placement in foster care, the testing is court ordered, a
child with "capacity to consent” agreed to confidential testing, etc.). The PAU is
responsible for tracking all HIV-positive foster children.

When the test result is known, the agency must fully complete and forward to the
PAU the following:
¢ Form PAU-4a, "Initial Test Tracking Form for Child in Foster Care.” to
report the test result (positive, negative, or inconclusive)
. -OR-
¢ ° Form PAU-8a, "Addition/Change of Status of HIV-Positive Child," to

report HIV-positive children for whom consent for testing was not given by
the PAU (see Attachment 4).

The foster care agency must enter the child’s test result as well as all other informa-
tion relating to HIV testing in the child’s medical record. (See section I-F page 14
on Confidentiality.)
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Notifying the Case Manager

In addition to the above, the foster care agency must forward a copy of the consent
form and the test result to the CWA case manager for the child’'s record.
Retesting

The foster care agency must schedule retesting at least every six months for children
two years of age or under whose HIV antibody test result is positive or inconclusive
and who are not proven by direct viral tests to be HIV infected. Retest results must
be reported to the PAU on form PAU-7A (see Attachment 5).
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Request from Hospital For Child Not Yet Pl'aced ina
Foster Care Facility

Introduction

The Commissioner’s consent through CWA'’s Pediatric AIDS Unit (PAU) is
required for HIV testing of hospitalized children who have not yet been initially
placed in a foster care facility. The child must lack “capacity to consent™ and be
remanded by the Family Court to the care and custody of the Commissioner of
Social Services under Article 10 (abuse/neglect) of the Family Court Act. A remand
is a court order temporarily placing a child in the legal care and custody of the
Commissioner of Social Services. As a matter of CWA policy, the Commissioner
will not consent for HIV testing of newborns or hospitalized children not yet
remanded 1o the care and custody of the Commissioner of Social Services.

Hospital staff must confirm that a remand has been issued. This information may
be obtained from the CWA Field Office caseworker responsible for the case. If the
caseworker is not known, the assigned caseworker and telephone number may be
obtained from CWA’s Automated Case Retrieval System at telephone number (212)
266-2500.

Note: For children currently in foster care placement who are hospitalized, a
request for consent for HIV testing is made through the child’s foster care agency.
The agency's responsibiliries, including counseling of parens or legal guardian and
foster or prospective adoptive parent, are outlined in Section 1IA. Contact the
child’s foster care agency, or contact the PAU for further clarification.

When requesting consent from the PAU, the Commissioner’s designated agent for
giving consent for HIV testing, a hospital must comply with the following re-
quirements:

@ Complete Form PAU-2 "Hospital Request for Consent for HIV Testing for
Child Not Yet Placed in a Foster Care Facility” (see Attachment 6) provid-
ing the PAU with the information required to review the request for HIV
testing and to give a consent, including:

» identification of risk factor/reason for HIV testing
»  signature of physician recommending HIV testing (physician's name
may be written by a person whom the physician has expressly autho-
rized to provide physician’s signature)
» information concerning pre-test counseling of parent(s) or legal guard-
ian(s); .
® arrange for actual testing if PAU consent is obtained
® report HIV test results to the PAU
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2.

o report HIV test results to the foster care agency with whom the child is
eventually placed. '

Risk Assessment Requirements

A risk assessment is an evaluation of a child for risk of HIV infection based on risk
factors described in section I-D, pages 7 and 8 and on Form PAU-2. A risk factor
for HIV infection must be present in order for the PAU to review a request and to
issue a consent for HIV testing of a child.

Completing Form PAU-2

The following are instructions for completing Form PAU-2, "Hospital Request for
Consent for HIV Testing for Child Not Yet Placed in a Foster Care Facility".
Copies of Form PAU-2 may be obtained from the Pediatric AIDS Unit.

Identifying Information
e Hospital identifying information - enter the name and address of hospital
e Child Identifying Information
s enter the child’s name, date of birth, CWA number, ethnicity, and sex
» enter the CWA case name, child's chart number, and medical ready
date
o. Case Management Information: enter the CWA caseworker name,
telephone number, and unit/worker number
¢ Remand information: enter the court docket number, date remand was
issued, and borough of Family Court issuing the remand.
A. Risk Factors - place an (x) in each box that pertains
e Physician Signature: print and sign the name of the physician who deter-
mines that there is a risk for HIV infection (physician’s name may be
written by a person whom the physician has expressly authorized to
provide physician's signature)

B. Hospital Certification - hospital staff must attest on Form PAU-2 to the
following statements before CWA's Pediatric AIDS Unit can consent to testing
(when the child lacks capacity to consent and the Commissioner has the authority to
consent):
e Child legally freed for adoption
. -OR-
® “Parent or legal guardian received pre-test tounseling and gave informed
consent for the HIV test
-OR-
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¢ Parent or legal guardian was located and agreed to appear for pre-test
counseling, and then failed to appear

-OR-

®  Parent or legal guardian's whereabouts are unknown: good faith effort as
defined in section I-D Page 10 to locate the parent or legal guardian was
unsuccessful :

-OR-
® Parent or legal guardian was located but refused to give informed consent
for HIV testing of the child. Checking this box implies the following:
»  Efforts have been made to counsel and educate the parent or legal
guardian about benefits to the child of HIV testing;
» - Counseling/education was conducted by a physician, psychologist,
nurse, or trained and centified HIV counselor;

»  Counseling/education occurred no more than three weeks prior to date
of certification.

Note: If, as certified, the parent or legal guardian will not give permission
to test a child, the PAU will honor the paren: or legal guardian’s decision
unless the child’s physician artests that, because of problems with the
child’s health or wellbeing, an HIV test is medically exigent. If the child’s
physician attests that an HIV test is medically exigens, the Commissioner
will give consent to the administration of the test based on the Commission-
er's authority pursuant to Article 10, court ordered guardianship, or
written delegation of parental authority,

To show that an HIV test is medically exigent, the physician must send the
PAU a written statement consaining all of the following:

1) The specific problems that the child has experienced, and

2) That the physician knows that the parens or legal guardian has
refused to conseru to the child’s test; and

3} The reasons why an HIV test is required for the child’s care
- ~despite the fact that the parent or legal guardian has refused to
. consent to the test

In cases where a physician determines there is an immediate and urgent
medical necessity for HIV testing of a child in foster care, the case may be
brought to the artension of the PAU by phone/fax for prompt review.

The hospital should contact the CWA Field Office caseworker to assist in
locating and referring the parent or legal guardian to the hospital for pre-test
counseling. If the hospital has made a good faith effort to locate the parent or
legal guardian prior to a remand, and has been unsuccessful, notation of such
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4.

® Hospital Representative Signature - print the name and telephone number
of the hospital representative; the representative must sign and date the
form attesting to the "Hospital Certification”

Form Distribution

Form PAU-2 is distributed as follows:
e file one copy in the child’s medical record
® send one copy to the PAU (or call to obtain fax information):

Child Welfare Administration
Pediatric AIDS Unit
80 Lafayette Street - Room 1701
New York, N.Y. 10013
Telephone (212) 266-3028

Pediatric AIDS Unit Review and Consent

Upon receipt of Form PAU-2, the PAU will review and evaluate the request to
determine if it meets the criteria set out above. If the request meets all criteria, the
PAU will issue a consent in a timely manner. The PAU may contact appropriate
legal or medical consultants for further information before granting consent. If the
request is denied, the reasons for the denial will be sent in writing by the PAU to
the hospital representative.

If the HIV test consent request is approved, the PAU sends the "Consent to Test-
ing" package described below to the hospital. The hospital is then responsible for
completing all arrangements for the drawing of the blood specimen.

Consent to Testing Package:

& Form PAU-J, letter indicating the Commissioner's consent to an HIV test

¢ Form PAU-4H, “Initial Test Tracking Form for Child in Hospital,” for use
in reporting child’s test resuit to the PAU (see Attachment 7)

® Form PAU-4, "Notice of Disclosure of HIV-Related Information,” warning
against further disclosure of HIV-related information without specific
written consent or as otherwise permitted by law

¢ Form DOH-2556z, "Informed Consent to Perform an HIV-Related Test,”
completed and signed copy of official New York State Department of
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Health AIDS Institute form required by the health facility that draws the
blood specimen for testing

® Form DOH 2557, "Authorization for Release of Confidential HIV-Related
Information,” completed and signed copy of New York State Department

of Health AIDS Institute form required by the health facility to release the
test result

6. Notifying the PAU and Foster Care Agency of Test Rasuit

When the test result is known, the hospital has the following responsibilities:

® complete and forward Form PAU-4H, "Initial Test Tracking Form for
Child in Hospital," to the Pediatric AIDS Unit to inform the PAU of the
test result

® for a child remaining in the hospital, post-test counseling must be made
available to the parent or legal guardian on a one-to-one basis to expliin
the test result and discuss its implication

® for a child placed in a foster care facility from the hospital prior to the
return of an HIV test result, notify the foster care agency medical director
of any HIV test request/result, regardless of whether the initial action was
instituted in accordance with this Bulletin (e.g., the parent(s) or legal
guardian(s) consented to testing prior to a remand). Under New York State
Public Health Law, HIV-related information may be given without written
authorization to an authorized agency providing foster care or adoption
services.
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May 28, 1993

BY Telecopy |
Carol Marcus, Esq. ' g
Child Welfare Administration !
80 Lafayetts Street
New York, New York 10013
Comments of the Association to Bensfit
Children Regarding ONA “Drait Bulletin:
HIV Testing of Children ip Fostexr Care-~
| Dear Ms. Marcus:
These are ABC'as comments regarding the Child
Welfare Administration’s (*CwA") “Draft Bulletin: HIV Test-
ing of Children in Foster Care* (*Draft Policy*). 1In
accordance with your raquest during our May 5§ conference
call, we vanted you to have our comments when you rsturned
to the offincm an Juna 1. The comments reflect ABC’'s
thorough anaiysis of the Draft Policy and incorporate both
the information you provided to us on May 5 and recent
advice from several madical experts.

As we expressed to ycu during the May 5 call, ABC
is generally pleased and encouraged by CWA's determination
that a substantial policy change is required concerning EIV
testing of children in foster care. However, a number of
issues raised by the praft Policy warrant ABU's comment and
CWA’s further attention. Our underlying premise is that, in

order to provide adequate medical care to children in its
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custody, CWA must identify and provide appropriate treatment
#for all HIV-infected children. We pelieve that diagnosis
and treatment of HIV infection among children entrusted to
the Commissioner’s care is required by botﬁ the United
gtates and New York State Constitutions as well as hy
applicable statutes and regqulations. We are copcerned that
the Draft Policy falls shortT of mesting thase requirements
by limiting the number of children within the Commissioner's
custody to whom the policy would apply and by sstablishing
procedures that will unduly delay diagnosis and treatment.
We digcues below a numper of specific deficiencies

in the Draft Policy that we hope the agency will corrsct.

1. The Pelicy Should Cover All children Witbhin The

As noted at the ocutset, we believe that CWA should
(and is legally required to) identify HIV iulecticn in any
and every c¢hild committed to the Commissioner’s custody.
Given the reémarkable percentage of HIV-infected childrea in B
New York who are in foster cars, ve do not believe it is
sensible or wise to limit BIV identification to those child-
ren exhibiting a risk factor enumerated in the Draft policy.
All infected children should be jdentified so that nona is
denied necessary treatment. Additional advantages in this
sore uniform approach would be to eliminate (i) the poesi-
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bility of inconsiscent risk assessient procedures or stan-
dards among different medical or social service profession-
als, and (ii) the overlong period which the Draft Policy now

provides for the parformance of risk assen;n-nnl.
2. THhe Age Range of Childrea Covered
by the Policy is Too Faryrow.

The Draft Policy provides the opportunity for
testing of ail infants up to two vears of age who have one
of the enumerated risk factors. This age limitation is
unwarranted becauss (1) substantial numbers of children
enter the foster care system at an older age and (ii) the
initial onsst of AIDS and ARC in older children has been
notad with increasing frequency. In light of these facts,
the two-ysar cutoff seems arbitrary and might deny these
¢older children the potential panetitsg ot prophylaxis and
other medical treatment that cannot and will not be
administered without tasting. The government's affirmative
legal obligations to provide sdequate health care to
children vitgin its custody do not lapse after a child’s
second birthday. Waiting for symptoms of HIV infection to
appear in these children unconscionably postpones effective
prophylaxis. After confarring with medical professionals,
ABC recommends that the age range of children covered under
the Draft Policy be expanded to include all children within
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the state’s care and custody who do not yet possess the
capacity to consent to HIV testing. The same risk assess-
ment procedures thus can be used for the expanded age range

as for the covered group.

3. The 30-Day Period for NIV Risk
Aasessment I3 Too Loung. . .

The Draft Policy prohibits an HIV test in the
absence of at least one identified risk factor, and provides
30 days within which to complete the required risk assess-
ment. ABC believes that the 30-day pariod is too long and
lacks any medical justification for its length. Instead,
ABC undarstands that administrative factors have influenced
the framing of the 30-day risk assessment period.

In our view, administrative expediency is an
ingufficient justification for dslaying HIV tests, especial-
ly when the lives of children are at staka. To allow such
concerns to take priority over the right of children in the
Commissioner’s custody to receive adequate medical care
would contr;vnn- the government's legal obligations to pro-
vide such care. |

Infant PCP can occur at any time after birth, with
the most prevalent period of onset being between the ages of
three and nine months. A delay of 30 days befors requesting

consent for an HIV test, when added to the anumercus other
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delays before diagnosis and treatment, will place HIV-in-
fected children at serious risk by forestalling the earliest
date on which prophylaxis can begin until those children are
perilously close to or beyond the c:itical.age of three
months.

The Draft Policy sets forth a multi-step process
that will inevitably result in substantial delays f{rom the
inception ot the process to its conclusion.

. Pirst, many infants will oot enter the foster care
systam immediately and thus will be several weeks
closer to the critical age when the 30-day risk
assessxsnt perioq begins to run.

. Second, after the risk assessment is completad,
CWA will need time to make a good-faith sffort to
obtain parental conseat to the HIV test,

e - Third, whether or not such consent is cbtained,
more time will pase before CWA approves the re-
quaest for testing. '

» Fourth, additional time will pass basfore the test
can be performad.

. Fifth, tvo to thres mora weeks will pass before

the teast results can be obtained, and another veek
will then be needed to complete cell cultures to
detsrmine a child’'s EIV status and the medical —~
advisability of prophylaxis.

Our sstimate of ths total delay built into this process is

thus 70-80 days for an infant entering the foster care sys=-

tem impedistely after birth, assuming tha procssa vorks

smoothly. The total times between birth and the beginning of

s0a @ 9% AN 3S10A393q $L¥Y IC8 1T XVS €€161 ¢8/80/80



prophylaxis might be even longer for infants whose entry
into the foster care system is delaved.

ABC discerns no medical rationale for such a
delay. We recommend 3 risk assessment period of Iive days,
assuming there is the need for a risk assessment at all.

See supra at € 1.

4. The Oppo:taaitI for Testing Must Be
L ] -

HIV testing of children under the Draft Policy
extends only to children remanded to the custody of the
Commissioner by the New York Family Court pursuant to Arti-
cle 10 of the New York Pamily Court Act. While the number
of “hospital holds® (children kept in the hospital without a
court order authorizing the retention) has apparently
dacreased in recent years, it is our understanding that the
problem parsists. Under tne Draft Follicy, thess children
may Sa doubly disadvantaged: (i) they are kept in an insti-
tutional setting without legal authority, and (ii) because
of their custody in a hospital without an authorizing court
order, they might actually be demied the HIV-related screen-
ing, testing and treatment they may deeperately need.

The Draft Policy should be modified to ensure that
all children retained in a hospital receive the full bene—
fits of the policy and the potential for effective prophy-
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laxis it offers. One way of achieving this gocal would be

for CMA to ensurs (and document) that it kas obtained a

court corder before separating any child frem his or her

parent. .

5. The Policy Lacks a Machanism to
Evaluate Its Rffectivaness.

The Draft Policy contains no mechanism for CWA to
evaluate the effectiveness of the policy as it is
implemented. ABC believes that a new palicy — particularly
one with a fairly elaborate and potentially cumbersome
admiznistrative structure -- requires extensive, ongoing
evaluation to ensure that it is properly, effectively, and
efficiently implemented. Such monitoring, of course,
requires the collection and compilation of accurats informa-
tion about the policy's effectiveness in practice to deter—
nine whether foster children are (i) screened and tested in
accordance with the policy and (ii) given the treatment they
need following testing. Mo provision, however, is made to
collect or analyze such information.

In our view, vhich we believe CWA shares, the
consistent bﬁl monitoring undertaken pursuant to the Baby
Jsanifex and Baby Angel consent decrees allowed the agency
t& identify, track and romedy problems in an effective,
efficient way. Similarly comprehensive monitoring is



required here to determine whether and where implementation
problanms exist and, ultimately, whether the policy is ade-
quate tc achieve the desired goal. Yet the policy omits
this essential iﬁgredi-nt. |
6. The Policy rails to Idsatify or Assura
the BRssources N
while the Draft Policy gspacifies the persoannel who
will he charged with carrying out the new policy, it doas
not indicate how CWA would obtain or assure the sufficiency
of rescurces needed to implement the HIV testing program.
mnis is a significant omission under present political and
budgetary conditions. 1£ gufficient rescurces have been
jdentified, they should be identified in the policy. 1II
they have nat been identified, the policy might be dsstined
for failure.
7. The Policy Contains ¥o Effective Date
for Its Implementation.
The Draft Policy provides neither an anticipated

date of adoption nor an effective date of implamentation.
ABC presumes and anticipatss that CNA will promptly adopt
and immediately and vigorously implemeat the policy in order
to satisfy CWA's legal obligations with respect to the medi-

cal care of children within its custody. Failure to so




would be the equivalent of failing to promulgate and adopt
the policy at ail.
» - * *

We offer the Ioregoing comments éui the product of
cur firm convictions ard considerable review and ressarch.
As you knov¥, we have baen concerned for some time that
children infected with HIV have not been identified and
provided witk available medical treatment. Apparently, CWA
sharss the concern. The Draft Policy, if implemented
promptly and properly, would he a major step forvard. If
the inedequacies we have pointed cut are corrected, then
more effective, comprehensive and necessary care would be
provided to needy children. This is, in our view, the
City’s legal and moral duty.
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geutive Director
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Special Counsel
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Testimony to:
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Mandatory HIV Screening for Newborns:
Implications for Care and
Implications for Adolescents

Donna Futterman, MD
Acting Director and Medical Director
Adolescent AIDS Program
Montefiore Medical Center
Assistant Professor of Pediatrics
Albert Einstein College of Medicine



Good Morning. | would like to thank the AIDS Advisory Council and in
particular the Subcommittee on Newborn Screening for holding these public hearings
as well as providing me the opportunity to testify this morning. My name is Donna
Futterman and | am a pediatrician at the Adolescent AlDS Program at Montefiore
Medical Center in The Bronx. | have many years experience working with Hiv-
infected infants and children and for the last 5 years have been the Medical Director
of the Adolescent AIDS Program and this year the Acting Director. | speak both from
& personal perspective as well as on behalf of several physicians who work together
in the Medical Issues Committee of the AIDS & Adolescents Network in New York
City including physicians such as Dr. Linda Levin from Mt. Sinai, Dr. Jeff Birnbaum
from Kings County, Dr. Steve Tames of Westchester County Medical Center, Dr.
Carmen Martinez of Morrisania Heaith Center, and Teri Lewis the Executive Director
of the AIDS & Adolescents Network of NYC all of whom share the perspectives |
offer today.

Today | would like to speak against mandatory testing of newborns. | have
great dismay that we need to revisit this issue because | fea! it is quite a divisive one.
There are relatively few providers in the medical system who care about and provide
care to HIV infected children, adolescents and adults, and we are fighting among
ourselves over this issue, instead of recognizing the much larger problem of involving
more health care providers to improve access to care for HIV-infected and at risk
children and adults. Wa need to form a united front and not a battle ground in order
to increase resources and access to care. | would like to address 5 points briefly
today.

1. Common goal: Increase access to care.

All of us, whatever side we are on this issue, share a common interest and
that is the desire to improve access to care for HIV infected and at risk people. This
is urgently needed. | think many people will speak to the needs of this for babies
and infants and others will speak to the needs of this for all women. From my
perspective, working with teenagers and adolescents, | feel this need every day.
Two summers ago the Adolescent AIDS Network did a survey in NYC of all the major
providers and identified only 350 HIV + adolescents in care. 150 of these were from
the Regional Hemophilia center. Even at that time, we believed there was a great
disparity between the number of infected youth and those who were in cara. We

urgently need to develop more effective strategres to bring infected and at risk



adolescents into care. But | feel that this mandatory testing would work against this
goal, is discriminatory against women and certainly has no guarantee of success. In
fact wea have a tremendous room for improvement in the voluntary programs that do
exist.

As an important background piece, | would like to call everyone’s attention to
the recent analysis by Drs. Mofenson and Moye of the National Institutes of Child
Health & Human Development a summary of which appeared in the September 1993
issue of the American Academy of Pediatric News. in this articlie they stated that
pediatric HIV infection, even given recent advances in treatment, does not fit neatly
into the traditional framework for screening. HIV infection testing of newborns really
serves to test the mother’s HIV status and therefore in addition to the health needs
of the infant, issues relating to the implication and treatment of HIV infection in the
mother need to be addressed in the context of neonatal HIV screening programs. In
summary, Mofenson and Moye, leading pediatric investigators from the NiM, felt that
we were not at the point medically, where the needs of the infant could be separated
from the needs of the mother and did not endorse a mandatory testing program. |
' have submitted copies of this article.

2. Adolescents have unique service needs.

The 2nd point is that not all mothers are grown-ups. Most people when they
think of mothers, think of this uniform concept of women in their 20s and 30s.
Working with teenagers, | would like to speak to the special needs that teenagers
might have in a mandatory screening program. Those of us working with
adolescents with HIV, have developed an understanding that there are special
programmatic needs to provide medical care as well as HIV counseling and testing
for teenagers. Teenagers are different, therefore any kind of notification program
would have to be developmentally appropniate so that the teenagers would
understand what’s being talked about. Confidentiality issues are also very different
for teenagers. Teenagers are allowed on their own to provide consent for HIV
testing and many of them have chosen. in the early days of knowing they're HIV +,
not to notify their parents because their parents don't always act in their best
interests. On the other hand, we feel that teenagers do need a supportive aduit
during the time when they are notified they're HIV +. Any mandatory testing

program that informs teenagers of their HIV status needs to take these complicated
issues into account.



Many barriers exist for teenagers who attempt to access care. For example,
financial barriers, teenagers do not have independent access for Medicaid separate
from their parents. And while there are innovative programs like PCAP or automatic
Medicaid eligibility for pregnant teens, those programs do not exist for teenagers
who are HIV+. The AIDS Institute has come up with an innovative solution in
developing ADAP Plus and allowing teenagers to register for ADAP Plus which would
pay for their medical care. But | think we need to recognize that there are unique
programmatic needs that will help engage teenagers, because the system as it exists
does not always provide that access.

Another issue in which teenagers are different is in risk reduction. We have a
tremendous battle taking place in New York City right now in the public schools.
There are a quarter of a million teenagers in high schools in NYC and many of us feel
we’ve lost a great chancellor over his willingness to bring realistic risk reduction
messages to our youth, There’s a realistic possibility that these risk reduction
programs will be diminished. For example, the new chancellor has proposed
instituting "parental OPT QUT" from the condom availability program.

In summary, risk reduction programs, care programs, counseling and testing

programs have unique issues for teenagers and these must be addressed in any kind
of new systems that are created.

3. Adolescents with HIV are a growing problem.

The 3rd point is that there are growing numbers of infected teenagers so
these programmatic issues will grow in importance. Worldwide, the W.H.O.
estimates 12-14 million people are HIV + and that half of them were infected while
they were between the ages of 15 and 24. Among women, we see a shift to
younger ages such that the peak of infection for women is usually 5-10 years
younger than that of men and we feel that this is reflecting increasing trends in the
U.S. as well. A recent Job Corp study looking at kids from 1988-90 found an
increase from 2% overall to 4% overall in the HIV + rate for young women while it
went down for young men nationally in the same period. The HIV epidemic is clearly
growing and we need to develop more effective ways of engaging youth and all
people in care.

The NYSDOHM blinded serosurvey, locking at the period November 1987 -
March 1980 found that one third of the deliveries were in young women up to the
age of 24: 31,000 women were less than 20 years old and they had a



seroprevalence rate of .58 for a total of 180 seropositive women under 20. 72,000
women were between the ages of 20 and 24 they had a seroprevalence rate of 1.18
or 848 HIV+ women. A dramatic increase from 1in 624 HiV+ 14 year cids to 1 in
71 HIV + 24 years olds was seen.

4. Mandatory testing programs for adolescents already exist and do not

increase access to care.

The 4th point is that mandatory programs already exist in this country and
they differentially target youth. The Job Corps, a federally sponsored training
program has tested over 300,000 youth. Overall they've found a 1% seroprevalence
rate or over 3,000 youth who are HIV +. The military similarly tests all youth who
come into the service. These mandatory programs exist and we need to study the
impact of these programs on increasing access to care. Anecdotaily, we have found
that there is delayed treatment seeking. Several youth have come to our clinic
months or years after testing HIV + in the Job Corp or the military which informed
them that they had bad blood and needed to see a provider. These mandatory
testing programs appear to delay access to care, and certainly do not facilitate it. |
would like to know if anyone can find those 3,000 .kids who've tested positive in the
Job Corps and tell me what percentage of those mandatorily tested youth are in care
programs today.

5. Mandatory newborn testing will transform the birthing experience for ali

mothers in New York State.

The final point is that | think we all need to recognize the implications of this
policy. If a mandatory testing program for newborns is implemented, it wiil
transform the birthing process in New York State. HIV testing will become the
experience of ail women at the time of delivery, Many women, as you know, harbor
fears and anxieties about HIV and its role in their lives. This policy, mandating
testing at delivery will affect all of them: Every woman in this room whose going to
have a baby, you, your wives, your daughters, and your granddaughters. Such a
social experiment is not warranted as the solution to the current problem we face
with MIV. Thank you.
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AIDS experts examine HIV-interventiormww pfoé, cons

by LYNNE MOFENSON. M D
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In recent years, 2 vanety of teche
noiogical and medical advances in the
detection and trearment of pediatric
HEY infection have occurred. With in-
creasing recognition of the clinical
importance of early idemification of
HIV-infected children, public Jebale
has gained new momentum regarding
potential use of universal ncwhomn
SCIECRiNg Programs as a mechamsm for
identification of chiidren wuh per-
natativ-acquired HIV infection.

Incorporation of HIY lesting moex.
isting nowbum screening prograins is
sppealing for simplicity for the phy-
sician and assurance of patient
compliance. and advances in HIV vex-
mant and propliyiaxis for opportunistic
infections now provide more comped-
ling arguments for earty imervention,
However, it has not yet been proven
that carly initiation nf these thcrapies
prolongs life for the infant amd there
coninge to be practical. legal. cthical,
sociad and financial issues fueling the
controversy regarding neonatat HIY
sLIeening,

The purpose of newbom screning
is 10 prevent the devetopment of disease
o 10 allow physicians 10 begin trext-
ment for symptoms of disease 3s early
as possible. and fo permit counseling
of parems of an affected infant. Fol-
lowing the axiom “first do no harm.”
public heaith and preventive medicine
experts generaily contider that prevern-
tive interventions should he of proven
cifectivenesy,

in general. the inclusion of a disease
in a neonatal screening paned has been
ustified by the severity, magnitude and
public heaith significance of the con-
dition: the availability of
Presympomatic (reatment or inierven-
lios that is efficacious in preventing
serivous inpary: amd an accepiabie cost
0 henefit anaiyvis. Pedistric HIV in-
fection, even given recent advarkes in
diagnunis and treamment. Joes not fit
reatly into this traditional framework
for screening,

Pediatric HIV infection is clearly as-
sociated with significant morbidity and
mortality: the development of symp-
ums diagnastic of AIDS are esimaied
1o oceur during the firt year of life
in 2N percent of infanes with perinataily-
acguired HIY infection, wall 3 madian
survival time after disgrosis of just over
six monthe.

identification of HIV-infected in-
fants at carlier stages of diseasc in the
United Stales currenty appears 10 be
reatively poor data from a popedion-
hased study in Massuchusetts indicae
thit vty S percent o 65 pervent of
perimstaly-miccied sifams have heen
iderailied by the heaith care sysiem by
ages 3 years to 4 yews

While pediagric HIV infevnon ix
clearly a serious condition, current ther-
apy is ameliorative. NOt Curative. The
two licensed anti-retroviral drugs for
yeamment of HIV infection in chiklren.
zidovudine (AZTY and didanosine
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(T}, have been shown 10 improve im-
munclogic and ciimical symproms of
HIV infection. including neurode-
velopmental abnormalities, However,
both drugs may be associated with tox-
icity thematologic for AZT. while ddl
muaybe associated with pancrestitis, pe-
ripheral neuropathy or retinal
depigmentation). Thers is currently no
data regarding efficacy of sarly anti-
reiroviral therapy sn asympiomatc
HIV-inlected chuldren for prevenuon of
disease.

However, 1 number of pediatric ¢x-

perts point out that early identification
of infected mfants wouid allow for
more effective medical management
which could prolong survival, analo-
gous 10 the raionale which led 0 the
initiation of newbom screening for
sickle cell disease. Simiar o preumo-
coccal infection in infants with sickle
cetl disease. pnewmoc ystis canne pney-
monia (PCP), the most frequent
opportunistic infection associated with
pediatric HIV infection. occurs most
commonly at an early age (ibe {irst three
Lo 31% months of life), may be the inital

diseame episcde in previously unrecog-
nized pecimric HIV infection. and s
sxcised with high morality, with
median srvival from the first episoe
of only one w0 four months,

Like peniciilin prophyiazis for poeu-
mococcal  disease, ceffective
prophylaxisis availabie to prevent PCP.
in March 1991, the (1.5, Public Health
Service issued guidetines for PCP pro-
phyiaxis in pediairic HIV infection
These guidelines recotnmend sngsats =
of lifelong PCP prophyluxs hegmnnimy
after the first movuh of life in all pe-




diziric patiens with known HiV
infection of indetermnate infectiun
stalus whenever CDds {ymphocyit
count fails below age-specific limits
wnd for ail patients with 2 prior episoue
of PCP,

Desprie N increass in the propunics
of pediatric patients with symplomalic
HIV mfection receiving PCP prophy-
taxis from 22 percent to 23 percent in
1989 1o 61 percent 10 70 percent
1991, PCP continyes (o be the present-
ing manyfestation of unrecogmzed HIY
snfection in 3 high proporson A5 per-
centy of cases. and the proportion ol
AIDS cases in which PCP is the in-
dicator disease has not significantiy
decreased {3 pereent in 1990-1991.

while these findings may reficcl

uverly comservalive $Xisting recom
mendanons for prophylaxis. and/ar tha
further passage of ume i3 required in
order 10y detect temporal differences in
PCP associated with changes in medi-
cal practice based on recent guidelines.
they also sugyest that earty identibica-
tivn of patents equinng prophylaxis
is stifl inadeyuale.

Early treatment

Proponems of screening funther
potnt cut thag earty idenafication ol -
feciad infants may permi uutiation of
other aguncuve hemmes, such a8 -
travenous immunogiobulin for the
prevenuon of hactenal infections, ap-
propriate mocdifications and additions
to the rouune schedule of pediatric sm-

munizations; carty monitoring of
mutntonal stus and mplemcntanon
ol aggressive nutniuonad suppicmenta-
tion at earty stages of growth {ailure:
careful muonitueing of imenoioge and
neurvlogicMeuropsychukogic function
to cvaluale need for initiution of change
in antretroviry therapy. somening and
geatmert for wbercuions: Ind appro-
priate management of communicable
(HSCASE CXTXSUITS

Those who question the wisdom of
incorporating HIV into cusung new.
bOMm SCreening programs pount O that
diagnosis of HIV iafection in the new.
horn remains peoblematic. Currently
avuiabie tests for newborn RV screen-
ing measure passively acquired mater-
nal 1gG  antibodies.  These

maternaily-derived HIV 13G angbodies
are not diagnoste of H1Y nfecton
the infad. awd may persist up to 15
to 18 moehs in infans who escape
ransmission of HIY mfecion trom
mother o child. Tesung acwboms for
HIV anuihadies i5 therctore a sermpipe
measure of muternai HEV anfecuon
status, and may (o many wormen be
the first ame HIV infection s recog-
ruzed.

While severdl icchnrgues B facidnale
carly diagnosis m the newhom a0 un-
der cnncal cvaluvation isuch as iV
DNA polymerase cham reactiun
| PCR]) none arg yot ficonsed forscreen-
ng papeoses. Addiongliy. cven using
highty sensitive PCR mcthodology. 50
percert of mians uiumately lound w
ne infected may be nogative by PCR
dunng the 1imt days o months ol bfc
Therefore, 4 negative o8t In the neo-
natul penod wouwld not rele out Indectien
i an infant, Using a panct of diagmosie
iests (eg., cubture, p24 antigon. amlior
PCRY the mawwity of infocied idanis
van be dentilicd fy O months ol apc
twrwever, definitive wlentficatas of in-
taans as aAorinkceicd requires toliow.up
until maternal HEV antibody 18 jost
(which may be }2-18 momhn). There-
fore. o idenufy those infants with
atual HIV infection, prolonged ok
tow-up of dl HIV anubody-postiyve
inlants identified through 3 cmcning
program wouid he ncccssary.

Unlike cument newhom srecning
programs, in which infasts are screened
for disorders for which their parents
are not themselves at risk of morbadity
or monality, HIV testing of newboms
really serves (0 1est the mother's HIV
status, Themfore, in addiion (0 1he
health nects of the infant. issues re-
laung 1o the implications aml treatment
of HIV infection in the mother necd
tir be gcddrossed] in the comest of noo-
natd HIV screcainy programs.

The Section of Epdemuaogy oi the
American Acxiemy of Pediatries s
SPONSONING A panei syniposium on No-
vember 2 at the Academy’s 1493
Annual Meeung in Wastungton, (.C.
to review and anaiyze the vanous
medical, legal and cthucal issues that
surround the public health policy
debase on universal screemng of
newboms for HIV inlecuon. such as
the applicability of general scroening
program standards to HIV scresming,
the potential effects of necnatal HIV
scToening on gencric newhars
screeming programs, and the elfects of
universal prenatal HIV screeming onthe
nanicipalion of wemen 1n pretidial Lare
programs. Pleasc pon us at this
SYMPOSIUM 10 PAIKCINMC 10 Uiscussion
of this imporant (sc.

Editor's note: Pdrs. Mafersmn and
Move are physictans at ihe Peduarec,
Adolescent & Meaternal AIDS Branch
art the National Institute of Chid Heulth
and Dev-lopment of the Nawenal
insritutes of Heualth in Rockville, Md.
The views vipressed n ihus
Ciummeniary do not reflect thase - the
Public Health Service. nor are they
AAP poticy. Commentary qddresses
ixspet of Sfimeeal wned cthee recdvnead
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TESTIMONY BEFORE THE NEW YORK STATE AIDS ADVISORY COUNCIL
NEWBORN SCREENING COMMITTEE

MARGARITA ROSA
COMMISSIONER
NEW YCRK STATE DIVISION OF HUMAN RIGHTS

November 8, 1993

Thank you for the opportunity to speak to you this morning about the critical and complex issues
regarding the HIV testing of newborns in New York State. On behalf of the New York State Division
of Human Rights, I want to thank Assemblywoman Mayersohn for her concern on this matter of vital
importance to the people of New York State. The issues related to HIV infection of infants are many and
complex, and | commend Assemblywoman Mayersohn for her thoughtful work.

The proposed legislation is intended to accomplish the following goals; to reduce HIV
transmission from mothers to babies; to improve and lengthen the lives of HIV-infected babies; and to
advise mothers of their own and their infants' HIV status. However there are some serious questions
regarding confidentiality, privacy and the potential for discrimination which must be addressed.

HIV testing of infants is indirect, but automatic, testing of the mothers. All of the concerns and
difficulties which accompany mandatory testing and disclosure in general are therefore raised by the
"unbiinding” of the infants’ tests. Experience has shown that mandatory testing, rather than providing
an avenue for identification and treatment, instead often drives people to totally avoid those situations
which will require them to be tested. In Indiana, when HIV testing was made mandatory for the issuance
of marriage licenses, many people responded by going out of state to get married. Should New York
institute a policy which would essentially have the effect of mandatory HIV testing, it is probable that
some women would forego medical treatment enurely for fear of being tested for HIV, and being

discriminated against because of the results.



This is not an unwarranted fear. As the agency charged with enforcing the law against
discrimination on the basis of disability, the Division of Human Rights is acutely aware that discrimination
can and does occur against people whose HIV status is disclosed. From cases brought before it, the
Division has documented that breaches of confidentiality have taken place in medical settings, and that
the subsequent care level and treatment of people whose HIV seropositive status is disclosed is often very
adversely impacted. Breaches of this confidentiality outside of the medical setting itself have resulted in
losses of housing and of employment.

In protecting the rights of infants, great care must be exercised that the mothers do not become
the "throw-away" population in the equation. The issue of addressing the HIV status for both mothers
and infants should not be a “snap-shot™ event at the time of birth, but rather should be approached in the
context of providing a continuum of pre and post-natai health care, education and support for mothers afld
their children.

The advice and expertise of the medical, legal social and advocacy communities must be sought
and utilized in developing any legislation or programs to deal with this critical matter. Medical issues
should not be placed in opposition to legal issues of privacy and confidentiality, and weighed on a scale
of priority. A solution must be found which encompasses all of these valid and vital concerns, and
insures that the weil being and rights or all parties are fostered and protected.

Thank you for your time and attention.
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Good morning, my name 1is Diana Correa, I am an attcrney and
presently the Senior Associate and policy analyst fcr the Lati
Commission on AIDS. Thank you for the copportunity to speak with you

today.

The Latino Commission on AIDS, <functions as the advocacy arm to
those Latino AIDS organizations that provide direct sgervice
throughout the state. Qur missicn is to effectuate public policy,
build 1lcoeal and naticnal coalitions, advocate on behalf of
community-based organizations, participate in legislative

initiatives and give testimony before committees such as this one.

Let me begin with some basic guidelines and truths which will set
the framework for the discussion at hand. The face of AIDS has
changed. Ten years ago we anticipated that the public health
crisislconfronting us, that is, the AIDS epidemic would affect the
general population. Well, ten years later we know that this is
just not the case. AIDS remains an epidemic among gay males and

has affected lesbian and heterosexual communities across class and

racial lines throughout the stazs, but in New VYork as in the rest



of the United States, AIDS is now endemic to Latino and Afr
American populaticns. A fact which 1is critical ©o how w=
understand the implications c¢f "unblinding" the New York Stacs
newborn seroprevalence study.

With this as the backdrop, we felieve that it is incumbent on the
Subcommittee to view the prospect of "unblinding" the newborn

seroprevalence study through Ienses that accommodate not only a

Y

public health perspective but incorporate the positical and social
realities that make up this city and state. I implore averyone
here to wear these lenses throughout the day as it will help guide

all of us through this imporzant and difficult process.

The goals behind unblinding the study includes identifying HIV
infection in infants to provide sarly medical interventicn, prevant
HIV transmission £rom mother o infant and to give women the
opportunity for early diagnosis and treatment. I'm positive that
there is no one in this room tzday that doesn’t think these gcals
are important or that they shouldn’t be met. The central questions
here are whether unblinding zhe study is the only way to achizsve
these goals and whether the ends justify the means. Simply put,

"unblinding® the study at wha: =25t and who will pay.

Going back to our guiding princizl=2s, that is, the face of AIDS in
1993, it is clear who is going =2 pay. According to the New Yorkx
State Department of Health Surve:llance Report during the pericd of

1987 through 1992 over 2700 babi2s born to Latino families and cver

4o



5300 babies born to African-American families tested positive
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which 10-20% have or will become ZIV infacrted These numbers are
disprcportionately high as compared to bpabies born o white

families throughout the Staces.

Now that we know who will be directly affected, at what cos:t?

S
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"Unblinding" the seorprevalence survey, that is linking the HI

test with the name, and telling the parents of the HIV test resu
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would mean the women who didn’'t even know that they or their ba
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were pbeing tested would be told that their infants tested positive

for HIV befcre they left the hospital.

What are the implicaticns here? 1) Unblinding means that it makes
women, primarily woemen of colcor, the £first group to receive
mandatory testing other than federal prisoners. 2) Unblinding
means that without counseling and support services it will only
serve to aiscouraga people from seeking HIV-related care, services
and health care generally. This will be particularly true of
undocumented and immigrant families who shun traditional health
settings £for fear of deportation. 3) Unblinding means that
scared families will never resturn to health care settings, making

tracking impossible.

Whether inadvertently or by design the fallout from such a proposal
wreaks of all the ism’s - sexism, classism, racism and maybe mosc
imporcantly de-humanism. I urges averycone on the committee and in

the audience to take it outside what we have categorized here as

W



the "profiled" group and literally take this scenaric home with you
- personalize the experience. That 1is, imagine yoursel:

(S g

giving birth toc a baby and without warning, you and your partnar

{

ara told your baby had bkeen tfested withcut vyour knowledge oy

consent and that your newborn is HIV positive. I predict vou would

1

3

feal not only devastated, but unprepared, deceived and scarsd.

The proposal to "unblind" the seroprevalence study is a poor
substcitute £fcr the expansion of prevention education, and
traatment programs which work hard to create a safe and
confidential envircnment sc women can feel comfortakle about
getting tested or treated on their own accord and withcut punitiﬁé
repercussions. Thereforé, we urge you to oppose any attempts to
.unblind the newborn sercoprevalence study and to understand this
igsue within the context of social justice which needs a humane
response, not one that is "blind" to the realities of women and

families infected and affected by the epidemic.
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STATEMENT OF ASSEMBLYWOMAN NETTIE MAYERSOHN
(PRESENTED AT A PUBLIC HEARING OF THE NEW YORK STATE AIDS ADVISORY
COUNCIL SUB~COMMITTEE ON NEWBORN AND PRE-NATAL HIV TESTING)
NOVEMBER 8, 1993.

I would 1like to thank the committee for giving me the
opportunity to testify on behalf of my legislation, Assembly Bill
6676, which was introduced during the last session of the
legislature and which shall be reconsidered again during the
upcoming session.

As you know, the Assembly Health Committee, by a vote of 10 to
9, held the baby AIDS bill pending a study by a panel convened by
Dr. Regers, Chairman of the AIDS Institute Adviscry Council. There
were at least two members of the Health Committee who were
persuaded to withhold their votes in support of my legislation
pending the panel's reviews of the Health Department's
current policy on newborn testing. As far as the Senate is.
concerned, there is clear support for this legislation and I have
been assured by Senator Velella, the bill's senate sponsor, that it
will be considered again in that house during the coming year.

My introduction of this legislation has succeeded in making a
previously uninformed public aware of the D.O.H. practice of
anonymously testing newborns for the virus without any attempt to
report back to parents about the results of those tests. As
awareness of this policy has grown, it has become obvious that
there is overwhelming support for unblinding these tests so that we
can begin to try to give infants the same kind of medical care you
would give to any human being who is the victim of a terrible
disease. That growing opinion is evidenced by editorials written
in support of my legislation by both The New York Times and
Newsday, informed and respected newspapers that are considered part
of the progressive establishment that supports protecting women's
rights and gay rights on every other issue, as do I.

Because of this new public awareness, the policy of the
Department is no longer a secret--and no longer can it avoid public
scrutiny. I have received countless letters on this issue--and the
support for my position is close to unanimous among your average
citizen who cannot understand and will never accept a policy that
conspires to deny medical treatment and care to any human being,
particularly to the most vulnerable among us. Within the medical
community, both the New York State Medical Society and the New York
City Chapter of the American Academy of Pediatrics have urged
passage of my legislation.

All the rationalizations :created by the AIDS Institute and the
Health Department c¢an never explain to cur satisfaction, the fact
that, as a result of your policy, doctors have been unable to give
HIV positive infants the medical care to which they are entitled or



to provide mothers with the information they need to protect their
babies. The policy has been in effect since 1987 and while it is
clear that voluntary testing, a process supported by many who
oppose my legislation, has been a failure, they would ask you once
again to cling to a policy that puts so many babies at risk.

In approaching the task which has been assigned to you, I urge
you to disregard the dire predictions of a very small, but vocal
group, of public health professionals about suicide rated among HIV
mothers going up and women avoiding hospitals when giving birth
and on and on. These arguments make little sense to those of us
who understand that all you are doing is delaying the inevitable.
Those mothers will eventually have to face their own medical
condition and that of their babies. Despite all the medical
information that has been placed before us, that clearly states
that babies with HIV infection must be brought into treatment as
soon as possible in order to save their lives or to enhance the
quality of their lives--despite all this, this same group of care
givers is attempting to dominate the debate by insisting that we
ignore the medical truths in order to create some king of illusion
that says: WHAT YOU DON'T KNOW WON'T HURT YOU. ;

So far, I have attended two meetings of the panel and I must
tell you that it was an experience I will not soon forget. I have
great respect for the people who work in the field of public
health--but again I found the reaction of these health care
professionals to my proposal very curious. While the medical
evidence is conclusive on the benefits of early treatment of HIV
infected children-and I will leave most of that testimony to
pediatricians who will testify here today--I found myself looking
at charts and studies and projections about the dire consegquences
of letting parents know that their infants have tested positive and
may be victims of a deadly disease. After all, I'm told, isn't
the suicide rate for male AIDS victims in California higher than
that of cancer victims. I find it extraordinary that a health care
professional was able to study the statistics on suicide rates
among gay men infected with AIDS in California, and speculate on a
parallel increase in suicides among pregnant women and mothers.
And I have received telephone calls telling me how cruel it would
be to give new mothers the terrible news of the child's condition
at a time when they may be suffering from post partum depression.
One very vocal public health professional whispered to me at a
meeting--"Why are you going after the women; why not go after the
guys?"

I am also very concerned about the climate of intimidation
that seems to hang over the entire debate., I have been told by
several people who oversee Health Department programs that they
would like to see the tests unblinded--that voluntary programs are
not effective and are not reaching enough mothers whose babies have
tested positive--but they cannot make a public statement. There
seems to be a very real c¢oncern about careers oOr Pprograms or
funding. And I have made it clear to Dr. Rogers and Dr. Britton
that I do not know whether there can even be an honest debate and



an honest expression of opinion when people state a reluctance to
publicly express their views on this issue.

To the public Health Profession who said to me,"go after the
guys", in spite of the rather large document you produced, you are
way off base on the issues involved in this debate. It isn't about
going after the guys or the wemen; it's not a feminist issue. I
consider myself to be an ardent feminist--and hanging on my wall in
Albany is the National Organization for Women Legislator of the
Year Award that I received two years ago for my strong position on
women's rights. No, this is not about women's rights. It is about
the morality of allowing babies who have tested positive for the
AIDS virus to go home without informing the mether of their
condition. It is about allowing babies to go home without an
attempt to bring them into treatment which may save their lives.
It's about denying treatment to infants because they are too young
to line up outside the halls of the AIDS Institute to demand the
treatment which has been denied them.

And most important, it's about changing a policy that allows
healthy babies to go home to be exposed to the AIDS virus by their
infected mothers--only because we think the mother's mental state
might be so delicate that she might become suicidal. As a woman
who has had children and grandchildren, I have a very different
perspective of women who have just given birth. There's a deep
sense of concern that almost every woman experiences that her child
be normal--have ten fingers, ten toes and be perfect in every way.
There's also a knowledge that a certain number of children are born
each year with handicaps, disabilities, Down Syndrome--and you pray
that your child will not be among them. And there's a certain
strength that you gain instantly with the realization that you are
now completely responsible for the well being of another precious
human being, and no matter what the circumstance, you are consumed
with the determination to protect and care for that baby.

I have tried to understand why this disease is viewed so
differently, why presumably good people are willing to collaborate
to create an illusion-~in the so called best interest of the
mother-~that everything is fine--and if you don't ask for the
information, we're not going to do anything that will make you
unhappy. The attitude seems to be that if you go home with your
illusion and your denial intact, then we have served you well;
We're not sure how that will affect the anticipated suicide rate in
the long run, but for the present, we have discharged a happy
mother.

But what about the long term tragic consequences to the mother
and the infant? Will our good intentions in any way help that
family survive a dread disease? We have the opportunity to provide
that family with support services, with medical care, with
counseling. We have the opportunity to help them make plans for
the future. These are people who desperately need help--not happy
illusions.

&Y



And what about the infant. What about his or her right to
medical treatment. What about his or her right to be protected
from the wvirus. let's loock at the statistics the Centers For
Disease Control have provided. Not projections, not dire
predictions, but hard statistics on the number of infants who are
being needlessly exposed to the virus as a result of breast feeding
by an infected mother.

I would like to read part of a paper presented at the AIDS
Conference in Berlin this past'winter. The paper was presented by
Dr. C.C. Pekham of the Epidemiology And Biostatistics Unit of the
Institute of Child Health in London.

"Children of mothers infected prenatally could be at a lower
risk of infection from breast milk bhecause of transplacental
acquisition of IgG antibodies and because their mothers, unless
symptomatic are prokably less infectious.HOWEVER, CUR ANALYSIS
SUGGESTS THAT, CONTRARY TC THE PREVAILING VIEW, THERE IS A
SUBSTANTIAL RISK OF TRANSMISSION FRCM MOTHERS WITH ESTABLISHED
INFECTION. THE ESTIMATE OF AN ACDITIONAL RISK OF INFECTION THROUGH

BREAST FEEDING OF 14% HAS A WIDE CONFIDENCE INTERVAL AND THE

POSSIBILITY OF SYSTEMATIC BIAS CANNOT BE EXCLUDED."

And even way back in 1985, the Centers for Disease Contrel,
recognizing the risks of transmission of the virus through breast
feeding, recommended that women who are HIV 1nfected must not
breast feed their infants.

And I would like to read further the conclusion of the summary
of and Italian Study recently provided by the C.D.C..

TRESULTS: BREAST FEEDING INCREASES THE RISK OF HIV~1
TRANSMISSIONS. THE ESTIMATED ADJUSTED ODDS RATIO FOR 1 DAY OF
BREAST VERSUS BOTTLE FEEDING WAS 1.19 (95 confidence interval.l-
1.28). THE INFECTION ODDS RATIO OF BREAST VERSUS BOTTLE FEEDING
INCREASED WITH THE NATURAL LOGARITHM OF THE DURATION OF PRACTICE.'

"CONCLUSIONS: THESE RESULTS ARE THE FIRST TO PROVIDE AN
APPRAISAL OF THE ADDITIONAL RISK OF HIV-1 TRANSMISSION ASSOCIATED
WITH A SEROPOSITIVE MOTHER BREAST FEEDING HER CHILD. BICLOGICAL
SIGNIFICANCE OF THIS ROUTE OF TRANSMISSION WAS SUPPORTED BY
DEMONSTRATION OF A RELATIONSHIP BETWEEN DURATION OF BREAST-FEEDING
AND RISK OF HIV-1 TRANSMISSION"

More and more we are seeing statistics that healthy babies--
infants who have a chance at escaping the virus--are being
needlessly exposed to the virus by an AIDS policy that puts a
higher priority on the mother's right not to know than on the life
of the infant.

In conclusion, I ask each and everyone of you on the panel who
are parents and those of you who are not parents --if this were
your child, wouldn't you be outraged at the knowledge that your
baby was infected or at risk for an infection, and the AIDS



Institute, in conjunction with the Health Department, had created

a policy that, in effect, denies you the information you needed to
protect your child?

Any responsible, caring parent would want to have that
information. Why do some caregivers take the patronizing position
that poor women who give birth in city hospitals feel differently.
At Harlem Hospital we were told that they had a very high success
rate on voluntary testing, and they believe they were successful
because they posed the questioén in a manner directed towards the
child rather than the mother. They did not simply ask the mothers
if they themselves wanted to be tested for the AIDS virus.
Instead, the mothers were asked,"do you agree to have your child
tested for the virus?"... and the overwhelming majority of those
mothers agreed because the concern that they had for the wellbeing
of the infant overwhelmed any fears that they might have regarding
their own condition. To me, that's a very clear indication that
given a choice, these parents do not want illusions that put the
lives of their babies at risk.

We have an opportunity now to address this issue--and no one
recognizes better than I do--the stress and the pressures that many
of you are subject to. But this is your opportunity to change a
senseless policy of illusion and denial. I appeal to you. Help us

change this policy and let's do it now. Let's not add any more
helpless victims to our list.

l}\
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What policy should New York State employ to maximize access to healthcare services by

HIV positive women and children and prevent transmission of HIV from mothers to
children?

My name is Terry McGovern and I am the Director of the HIV Law Project. The HIV Law
Project provides free comprehensive legal services to low income persons living with this virus.
We handle the day-to-day issues, but we also try to address the underlying policy problem which
leads to the daily discrimination caused by our clients. Thus in 1990, after watching low income
women, persons with a history of drug use and persons from communities of color die without
meeting the CDC definition of AIDS or the SSA disability criteria for HIV related disability,
we filed a class action lawsuit. We also helped to lead a campaign against the CDC to expand
the AIDs definition because it did not recognize the spectrum of HIV related conditions our
clients were experiencing. In 1992, we filed an action against the FDA challenging a 1977
Guideline which restricted the access of women of childbearing potential from the early phases
of clinical trials. Prior to the litigation just described, almost all of the litigation in the AIDS
arena focused on protecting the confidentiality litigation had remarkably good results, and as you
all know, AIDS has been treated like no other sexually transmitted disease. While this review
of history may not seem relevant to the instant issue, it is completely relevant.

We engaged in that struggle with the CDC and SSA because we understood the importance of
women acknowledging their risk, perhaps choosing to be tested and getting into care.
Unfortunately, with women we had to fight to establish that care and we are still fighting to
establish that care. I believe history will prove that the government has been tremendously
shortsighted in its treatment of women in the HIV epidemic--it is tragic that women with HIV
and their advocates have spent ten years trying to force the government to acknowledge that the
disease with affecting them, that their symptoms were often different, that the natural history
of the disease in women needed to be studied, that a new prevention message was necessary to
effectively reach women. Ten years when the government should have been dialoguing with
women was spent litigating, demonstrating and developing severe distrust.

THE GOVERNMENT HAS CONSISTENTLY CHOSEN TO TREAT POOR WOMEN AS
THE ENEMY RATHER THAN AS PARTNERS IN THIS EPIDEMIC- why is it that gay
men can gain so much ground on confidentiality while we are now considering a proposal for
mandatory testing of-all pregnant women.

THIS PROPOSAL SUFFERS FROM THE SAME SHORTSIGHTEDNESS WHICH AS
CHARACTERIZED THE GOVERNMENT’S RESPONSE TO WOMEN AND CHILDREN
IN THIS EPIDEMIC. It is punitive, treats women as untrustworthy, ignores them, and it
addresses the problem way after the damage has been done. The essential issues are ignored.
I consider it beneath my dignity to debate how many infants this proposal would actually heip,
or whether treatment exists that can help these infants, how many infants are actually positive.
Of course, every mother and child struggling with this virus should receive the maximum care



available. But mandatorily testing the child and then informing the parent is not the way to
achieve this objective. After years of observing HIV positive mothers, observing their trauma
about the possibility of having an HIV positive child, watching them struggle with their own
hopes and dreams for their young lives and the lives of their community versus their knowledge
of living with the virus, watching others suffer through the death of a child when they only
learned of infection at the birth of the child--I am convinced that this proposal overlooks the
greatest resource the state has in facing this problem--the mother. To cut the mother out of this
process which involved her body, her child, her future, violate her rights, treat her as though
she has harmed her child and will stand in the way of treatment, is the best way to insure that
this problem will not be addressed. Forget the medical model, and talk to a woman as if she
is a person with dignity--involve her in the process, provides services 10 her in a meaningful
fashion, that child will get care. Now people ask, what about drug addicts with a history of
abuse and neglect, shouldn’t the State be able to test those children, after the mother has a
record of not providing care—after interacting a great deal with the Child Weifare Administration
over the last year, I must assert, so does the State—to pretend that any large, overtaxed agency
of this city will insure adequate treatment and care for children is a huge mistake. My office
has spent lost of time in Family Court over the last year, and we have seen lots of evidence of
neglect of children piaced in foster care—I might even offer that in some cases the foster
caretaker is more interested in the stipend that in the disabled child. CWA is a massive system
with lots of breakdowns, to take authority from the mother and give it to that system is a
nightmare. '

If the state takes control of this information from the mother, there will be tremendous
conseguences in the woman’s life, not the least of which is potential abuse, isolation and a lack
of services to meet her psychological needs—I believe that this proposal violates the state and
federal constitutions.

The state’s interest in the welfare of children does not outweigh 2 mother’s right to privacy and
this is certainly not carefully tailored plan designed to cause the minimum amount of intrusion
upon the mother’s rights—it denies equal protection under the law to childbearing women--you
will be sued, it is vuinerable and once again we will be litigating rather than dialoguing about
the rights of poor women in this epidemic. Wouldn't the time be better spent assessing effective
aggressive outreach strategies. Evaluating the woefully inadequate existing services for women
and children in this epidemic.

My recommendations are that New York State should more aggressively utilize its funding
mechanism to insure that services and care are being provided to women and children. Why
don’t you create a mechanism whereby women can complain of the myriad abuses and actually
get results--offending institutions will lose funds. Work with HIV positive women with children
on designing effective strategies, recognize their expertise and ask them to come up with
effective solutions to the harder cases. Mandate peer reviews, and I mean HIV positive women
of the content of all outreach programs, counseling messages, prevention strategies.

Thank you.
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NEW YORK STATE AIDS ADVISORY COUNCIL
NEWBORN SCREENING SUBCOMMITTEE

PUBLIC HEARING - Monday, Nov. 8, 1993
TESTIMONY Given by Stephan Koblick

My name 1is Steve Kcblick. I am a Social Worker and Director of
Social Work Services at a Community Based Organization callad
Community Family Planning Council. CFPC provides family planning,
prenatal, and HIV care to women of color in the communities that
they live in at wvariocus sites in NYC.

On Nov. 1, 1993 the New York State Dept. of Social Services began
its implementation of co-payments for Medicaid recipients. I am
very upset that a $3 copay has been implemented for HIV Counseling
and Testing. Although I do believe that individuals need to take
some responsibility for their health care, we must examine the cost

to soclety such a step as this will make.

The recent Internatiocnal Conference in Berlin reiterated the fact
that we have no cure £or HIV/AIDS. The only tools we have
currently to combat the epidemic are: Prevention, early detection
and early treatment.

We are currently watching the epidemic spread to women of child
bearing age, particularly in communities of color.

We at CFPC are receiving a mixed message from Albany. The NYS
Dept. of Health mandates that we provide universal counseling
around HIV issues.

NYS Dept. of Social Services mandates that we charge all Medicaid
recipients a $3 copay for HIV counseling.

We make a point of providing counseling about all Sexually
Transmitted Diseases (STDs) for all New and Annual Family Planning
visits. Under the current mandate we are able to counsel arcund
all other STDs without a copay {(the copay is waived for Family
Planning Serviges). Once we mention HIV we must charge $3.

All of our CFPC clinics are Confidential HIV Counseling and Testing
Sites. Recently we have had an increase in "walk in". That is,
people from the community "waixing in" to volunteer for Counseling
and Testing. This is a very difficult decision for an individual
to make and many are not really certain that they want to go
through with the testing when =~hey walk in the door. When the word
on the street gets out that CFPC is charging $3 ( a great majority
of our clients are Medicaid elig:ible) it will have a major effect
on these who are ambivalent to begin with.

Cf course we would never turn away any client from any service
because of their inability to pay even a $3 copayment. For those
clients who would be willing to come in and receive the service
without the copay, the agency would then absorb the difference.



With these $3 copays, although a small amount can build up cver a
period of time. For any small CBO that operates on a tight budget
with marginal cash flow, these copays could spell disaster.

Cther services like Family Planning, Prenatal Care and Mental
Health have been excluded from the 33 copay. HIV Counseling and
Testing must also be excluded. There is too great a risk not to
exempt Counseling and Testing.



AIDS Advisory Council Subcommittee

on Newborn Seroprevalence Screening
November 8, 1993
Ms. Eleanor Mitchell
Person Living With AIDS
My feeling is that if you are going to protect infants and not inform the mother that the
baby is HIV positive, then lets go ahead and change a few more policies and laws as far as kids
are concerned. Let them get married whenever they want without the consent of the parents,

let them start driving at whatever age, let them drink alcohol at whatever age, let them be

drafted at whatever age without the parents’ consent.

If a child is born with Cancer, Multiple Sclerosis, Downs Syndrome or any other life
threatening disease, the mother is automatically told of this disorder. By keeping an HIV status
confidential for newborns, you are not really giving the HIV+ infant a chance to receive the
kind of pediatric treatments availablie. Infants can’t talk, reason, worry, provide shelter, clothing
or food for themselves. They rely or parents, particularly mothers, because we are the care

givers.

| I, personaily,.do not care about the statistics around this issue. 1 am speaking as a
mother of four children and a grandmother of six. This issue is more personal to me than you
can imagine. I am a person living with AIDS, and I have been living with this disease for the
past 14 years. (PAUSE) If the state of New York is going‘ to continue to test these babies
without giving the test results to the mothers, then there will be many tragedies in the not too
distant future. Not knowing your HIV status is worse than knowing. Because if you know you

can act on it, you can deal with, and you can pray--which is most important--during the 18



month period where the child has a fairly good chance for seroconversion.

If the child’s mother is alerted early, there are treatments for these children. The mother
is the one who is with this infant day and night; she knows how the baby eats, when it coughs,
and if a baby is presenting with some sort of iliness, that mother is going to seek medical care
for this child. Let there be no mistake!

Since I was invited to give testimony at this hearing, I have taken time to speak with at
least 25 mothers—all of Afncan«Amencan or Latino background--who had no idea that this kind
of testing was going on in this state. They were shocked by this information. The fact that they
would not have the nght to know that their baby has tested positive and that the infant could
seroconvert within 18 months, and that there are effective pediatric treatments is a gross invasion
of privacy. When you consider a mother’s love for her child, that eliminates ail concern for

self.

Now that it is becoming common knowledge among women that this formerly undisclosed
testing has been going on, it could be catastrophicaily detrimental to the HIV infected mother
who has no ﬂeumatshe is HIV+. Now she already knows her child has been tested, she aiso
has been tested through the child, and she does not know the results of either test. She is left
to wonder and worry and stress herself to the point where, if she is HIV 4, she could turn from
HIV+ to full blown AIDS within that some 18 month period. She will not be receiving care,

counseling or any form of treatment. Her nutritional intake will not be what it should be, ail



due to the fact that the legislature of the State of New York, who are mostly men, have decided
that its best to protect the confidentiality of some and secretly test others without ever informing
these women of their status.

Until the day comes when a man--whether he is a legislator, gay or both--can carry a
child for nine months, go through the labor and give birth to that child, they will never know
about the invisible umbilical cord that all the mothers I know have with their children. They
do not have the right-—once they have tested these babies—not to tell these mothers about the
results. If this committee does not strongly recommend to the legislature that this procedure be
changed immediately, you will have the blood of these children and these mothers on your hands
for the remainder of your lives.

I realize it is not a comfortable position for the members of this committee to make
recommendations to the state legislature on such a difficuit issue, but these mothers deserve to
know. In 1992, some 1,900 infants tested positive for HIV antibodies. We all know this means
that there are 1,900 mothers out there who are HIV + with no chance for seroconversion. They

need to know their status and the status of their babies.
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My name is Wendy Chavkin. I am a physician whose training is
in Obstetrics/Gynecology and Public Health. I am currently working
primarily on policy research regarding the perinatal HIV and drug
epidemics at both the Columbia Schoecl of Public Health and
Department of Obstetrics/Gynecology, and at Beth Israel Medical
Center.

I am very concerned about the proposal to unblind the
anonymous newborn heelstick serosurvey. I fear that such a move
would compromise individual rights of both women and children while
not advancing the ostensible medical and public health goals. My
position on this issue would change if wa had a cure for AIDS.
Even then, the treatment would have to be available to those who
could benefit. As the current tuberculosis epidemic illustrates,
medications do not suffice to control a disease. Moreover, we
currently have only treatments for specific opportunistic
infections, some of which are experimental. As the sophisticated,
expensive technology used to distinguish the truly infected 15-30%
of neonates from those with passively acquired antibody is not
available everywhere, many uninfected infants might receive
treatment with unknown long term consequences.

Society might decide that infringement of individual rights
was warranted if identification led to enrollment into services.
Unfortunately, it has been repeatedly documented that the services
HIV women and children need are lacking.

Policies relating to HIV and pregnancy tend to subordinate
women’s health care needs to those of the infant. In general, the
focus has rested on the prevention of vertical transmission, rather
than on preventing or treating maternal infection. A major
justification for screening women for HIV has been the hope that
women identified as seropositive would then avoid conception,
either through contraception or sterilization. The purpose of
screening in pregnancy has been less clearly articulated due to a
reluctance to confront the abortion controversy. Moreover, the New
York City Human Rights Commission documented that many abortion
providers refuse to serve HIV infected women. Concern for the
fetus or newborn is the ratiocnale expressed for testing during
pregnancy for the sake of: (1) avoidance of future pregnancy, (2)
termination of pregnancy, (3) medical care to improve birth control
and (4) medical care of the newborn. Overall, despite the fact
that women are far more likely to be infected than infants, HIV-
related services for women continue to be framed by their
relationship to the fetus.

New Data- lack of services

According to a 1992 survey, four fifths of states have no
policy regarding women with HIV infection and pregnancy. The



remaining 20% recommended that HIV positive women be advised to
avoid pregnancy. Almost all the states offered services only to
pPregnant women; only 6 states had services for women who were not
Pregnant.

In 1993 we completed a survey of Maternal Child Health
Directors of all 50 states plus the District of Columbia. Forty-
eight reported state initiatives to reduce infant mortality. In
forty-four states this included prenatal care and in thirty-nine
states infant medical care. Only five states included medical care
for the women herself and only eleven had a formal link to HIV
related services.

We conducted a similar survey of the AIDS Service Directors in
all 50 states. Just over half (27/51) reported that their states
offered services for HIV positive women and children. Twenty-eight
of these directors reported that their state policy was to support
and maintain families and yet four of these added that the state
had no such services in place. Moreover, women already receive
confused, unfriendly messages about HIV infection: the importance
of learning their HIV status when Pregnant is stressed but not
followed by systematic linkage to prenatal care, family planning,
abortion, or drug treatment. According to our survey, only twelve
states’ HIV programs have formal links with prenatal care programs,
eleven with family planning services and only three with abortion.
Eight states advise HIV infected women to aveid pregnancy.

At the same time that services regarding HIV and women
continue to be framed in terms of Ppregnancy, pregnant HIV infected
women have generally been excluded from clinical trials on the
grounds that these experimental interventions may have unknown
consequences for the fetus. The percentage of female enrollment in
AIDS clinical trials in 1992 was only 7.8%. Even treatments not
considered experimental, such as pentamidine prophylaxis, have been
denied to HIV infected Pregnant women because of unknown effects on
the fetus. Data from the New York area indicate that pregnant
women are excluded from roughly 80% of AIDS clinical trials, which
often constitute the only route to care. Although adolescent girls
are becoming HIV infected at a frightening rate, most school
systems fail to provide the education and health services needed to
protect them.  The legislative proposal to unblind the anonymous
newborn heelstick serosurvey would effectively make newly delivered
women the only category of people to be HIV tested without informed
consent, other than Pederal prisoners. This has implications for
women. that extend beyond this situation.

Public Health- reijection of mandatory testing

A key reason mandatory HIV testing has been rejected is to
avoid frightening people at risk away from health care. When
Illinois made obtaining a marriage license contingent upon a HIV
test, a significant number of Illincis residents got married in
neighboring states. One justification offered for randatory
newborn testing has been that some pregnant women refuse testing or



do not come back for the test results. These women may really not
want to know; perhaps they fear such a verdict or perhaps they fear
the discriminatory consequences. There is already concern about
the high proportion of pregnant women receiving inadequate prenatal
care. Do we now want them to resort to delivering at home? And
what might we do to their relationship with this baby?

The ability to conduct surveillance activities 1is also
threatened. Distrust of monitoring efforts that involve reporting
to the government led to the establishment of special protection of
confidentiality,and anonymous techniques for tracking the pattern
of spread within populations. It is mixing apples with oranges to
take one of these epidemiologic measures and unblind it after the
facet. Such a move may compromise a host of surveillance and
research efforts.

Since we do not even come close to providing the necessary
services for HIV infected infants, women or families, I fear that
this proposal actually serves a diversionary role. Rather than
bolstering services for infants and women and making them available
and attractive, we waste time in making hollow gestures.

The identification of maternal antibedy status through the
newborn will not,and currently cannot, translate into saving babies
lives. Let’s have this conversation again in a few years when we
really have something to offer. But let’s reframe it next time
around, so that we reject this unnecessary and false opposition
between maternal and newborn interests and respond concretely and
supportively to both simultaneocusly.

Once a "real cure" becomes an option the meaning of learning
of one’s own or one’s child’s serostatus changes dramatically. If
we could design programmatic linkages between services for HIV
infected infants and services for their mothers, we could convert
an apparent moment of potential conflict into a moment of joint
opportunities.
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MEMORANDUM IN OPPOSITION

" + i " W t
Newborn Serosurvey

The Need

The New York State Department of Health has carried out a
seroprevalence survey of HIV infection in women giving birth in the
New York since 1989; the serosurvey is done by running HIV antibody
tests on the heelstick blocd drawn from every infant for genetic
screening. These HIV test results are never given to the
physician, hospital or parents; they are sent in aggregate to the
health department to track changes in the epidemic.

There is widespread agreement that women, especially those who live
in high-prevalence areas, should be offered voluntary HIV antibody
testing, with counseling and informed consent, early during their
prenatal care, as well as before becoming pregnant. There are many
state-and federally-funded programs to do this at family planning
clinics and during prenatal care, including the New York State
Family Planning Program, the Prenatal Care Assistance Program, and
the Obstetrical HIV Counseling-Testing-Care Initiative. In
addition, Medicaid funds voluntary HIV testing by physicians, and
both New York City and. New York State fund anonymous HIV counseling
and testing sites.

The Legislation

This proposal would amend the public health law to allow disclosure
of confidential HlV-related information to the parents of a newborn
child and would allow the "unblinding® of the New York State
Department of Health's newborn serosurvey, which aggregates
anonymous HIV test results for every infant born in New York State
in order to track the spread of HIV among women of child-bearing
age. :

Why New York AIDS Coalition Opposes
While this bill seems aimed at increasing knowledge of HIV status
among infected women and children and at getting them into health

care -- extremely desirable goals--we believe that the bill would
actually hurt women and babies.



Because all infants are born with their mothers' antibodies and may
not develop their own before 18 months of age, HIV-antibody testing
of infants does not indicate whether an infant has been infected
with HIV. All infants born to HIV-positive mothers will test
positive for HIV; however, only 10 to 20 percent of those infants
will actually be infected with HIV. All such testing can indicate

is whether the baby's mother is HIV-infected. Thus, testing babies
amounts to testing mothers.

Regults of the newborn sercgsurvey are only returned to the health
department (with no identifying information), and therefore the
test is exempt from the counseling and testing requirements of New
York State's model HIV confidentiality law. "Unblinding" the
serosurvey, amounts to mandatory testing of women who give birth,
in viclation of their right under New York State law to consent to
HIV testing. No other group of individuals in New York State is
denied that right. (Only federal prisoners, under a federal law,
are tested against their will.) Such involuntary testing raises
serious constitutional issues.

This bill will pof prevent HIV transmission to infants: HIV testing
after birth is too late to prevent perinatal transmission because
the infants with HIV already have it when they are born. Nor will
this bill prevent HIV transmission through breast-feeding. Women
who breast-feed begin to do so in the hospital; results of HIV
antibody tests are not available until approximately three weeks
later. Moreover, it is most likely that HIV will be transmitted
through breast-feeding during the period when a woman is first
infected, particularly during the period between infection and
seroconversion, when she would test negative. The only safe
message is to tell all women at risk is not to breast-feed; the New
York State Department of Health already does this.

Moreover, this measure would label all infants born to HIV-infected
mothers as positive when in fact only 10 to 20 percent actually
are. Studies have shown that infants identified as HIV-positive
may actually get legg care in neonatal intensive care units,

Nor will the proposal identify many new HIV-infected infants:
Studies indicate that the majority of HIV-positive mothers giving
birth in New York State have already been tested voluntarily and
already know their own status and the possibility that their baby
may have HIV.

Finally, im addition to imposing involuntary HIV testing on
mothers, this legislation would permit disclosure of a mother's HIV
status to her baby's father's, creating a serious risk of domestic
violence, family destruction and further harm to both infant and
mother.



STATEMENT OF TRACIE M.GARDNER,
POLICY ASSOCIATE, GAY MEN'S HEALTH CRISIS,
TO THE NEW YORK STATE AIDS ADVISORY COUNCIL
SUBCOMMITTEE ON NEWBORN SCREENING
NOVEMBER 8, 1993

Members of the Subcommittee,

My name is Tracie Gardner and I work at Gay Men’s Health Crisis (GMHC).
GMHC is the nation’s largest voluntary agency responding to the HIV epidemic. We
provide medical information, legal services, hot meals, recreation and support services to
over 4,500 men, women and children with HIV-illness, and their families. GMHC provides
a broad range of HIV prevention education services to nearly 200,000 people each year,
About 45 percent of our clients are people of color and about 10 percent are women and
children. GMHC has been actively involved in HIV/AIDS education, care, and advocacy
for more than ten years. In that time, we have served over a quarter of the people with
AIDS in New York -- the epicenter of the epidemic. We have developed and distributed
more educational materials than any other single agency -~ including the U.S. government.

The issue of unblinding the seroprevalence study is certainly not a new one, and as we have
moved on in the epidemic, it has become an issue that is of increasing importance and of
increasing complication. GMHC has been in the past and remains opposed to proposals to
unblind. Efforts to unblind have been proposed with the aim of increasing knowledge of
HIV status among infected women and children and at getting them into health care --
extremely desirable goals which we wholeheartedly support. We want to see transmission
of HIV from mothers to babies reduced, we want the lives of HIV infected babies to be
improved and lengthened and we feel that moms should be aware of their antibody status.

However, we believe that these proposals, if implemented, would actually hurt women and
babies.

The underlying but key issue here is that women giving birth should consider taking an HIV
test. Every woman seeking prenatal care should be counseled about HIV testing and why
it can be important. If a woman hasn’t had any prenatal care, she should get counseled
about HIV testing when she gives birth.

We also believe that two equally-important goals should drive policies regarding HIV testing
and the disclosure of HIV test results: (1) Decrease the spread of HIV, and (2) use
individuals’ knowledge of their HIV status as the first step in linking them with the medical

and other services necessary to maintain and prolong both life itseif and the quality of that
life. '

)



We all agree that it is important to decrease the spread of HIV from mother to baby and
we also agree that it is important and best when the mother knows her HIV status and is
able to make decisions for her baby’s health and her own. Unblinding the newborn
serosurvey will not reduce transmission from mothers to newborns during birth. Testing after
birth is too late to prevent perinatal transmission. The infants with HIV already have it
when they are born. If the test was done earlier during prenatal care, it is possible to
reduce transmission, because half of perinatal transmission occurs during delivery. If women
knew they had HIV before giving birth, they could consider special procedures to disinfect
the birth canal or caesarian section delivery (C-sections) to lower the chances of
transmission during delivery.

Unblinding the newborn serosurvey will not reduce transmission from mothers to newborns
during breast feeding. Although there is some evidence that HIV transmission from breast-
feeding has occurred in Africa and Europe (a total of 26 cases have been reported
worldwide); the likelihood of transmission increases with the duration of breast-feeding.'
The New York State Department of Health recommends that women with HIV and women
at risk for HIV not breast-feed.? If women want to breasi-feed, they begin in the hospital,
5o results of newborn screening are too late. If a woman is at risk but tests negative in the
hospital, she should still not breast-feed because she could already be infected or could get
infected during the period of breast-feeding. No testing is necessary to tell all women at risk
not to breast-feed: and the New York State Department of Health already does this.

Back to the issue of the use of an individuals’ knowledge of their HIV status as the first step
in linking them with the medical and other services necessary to maintain and prolong both
life itself and the quality of that life. Testing women’s babies reveal these women to
themselves be HIV infected; do we really believe that the women will suddenly be able to
see a doctor once a month for maintaining her health care, T- cell monitoring, PCP
prophylaxis or to get drugs for any other type of HIV-related infections or ailments? And

what are we saying that these services be mandated to be available for the baby but not for
the mother?

Unblinding the newborn serosurvey will not necessarily improve health outcomes for
infected babies:

*PROPHYLAXIS: There is growing agreement (though no conclusive proof) that PCP
prophylaxis is effective for infants with declining CD4 counts.> Legislators argue that
identifying each baby with HIV could help them get preventive care. However, prophylaxis
is only indicated as CD4 counts drop; prophylaxis is not indicated for the babies who test
positive (80-90% of whom do not even have HIV). Therefore, the proportion of babies who
both need and get prophylaxis will only increase if the mothers bring the infants in for
constant monitoring, follow-up, and care.

Studies show that once infants are sick, mothers are very good at bringing them in for care.
Therefore, only the very small number of babies who meet all of the following conditions
could theoretically be helped: (1) the infant actually is HIV-infected; (2) the jnfant’s mother
refused all HIV testing prenatally; and (3) the infant’s mother would bring him/her for



prophylaxis before he/she gets sick. A more effective way to reach those babies is to work
with their mothers before they give birth so that they understand the importance of both
HIV testing and follow-up health care for themselves and their babies.

HEALTH CARE IN GENERAL: There is another big problem. A study has suggested that
babies identified as having HIV may actually get less care in neonatal intensive care units.*
This means that this proposal would actually put the babies that it identifies (including the
80-909% that do not actually have HIV) at risk of getting LESS care when they get really
sick. This in conjunction with the fact that many of the women most at risk for HIV have
poor or no access to primary health care or other essential health or support services" and
this I quote from the Advisory workgroup to the Obstetrical Initiative of the New York
AIDS Institute.

Stringent confidentiality protections have been demonstrated to be one of the most
important factors encouraging people to undergo HIV testing. Most studies, including
examinations of mandatory reporting programs in South Carolina and anonymous testing
programs in Oregon, show that people will not utilize HIV testing if they are afraid that
their confidentiality and/or anonymity is in jeopardy. It is those at greatest risk of HIV
infection who have the most to fear from government intrusion into their privacy. If people
are frightened away and are not tested in the first place, we lose the opportunity to counsel
them about behavior changes, we lose the opportunity to do early intervention and delay the
onset of disease, and we lose the opportunity to learn of partners who might have been
exposed to HIV as well.

The public health cost of not protecting confidentiality is high: those who are HIV-positive
but avoid testing because of fears regarding confidentiality cannot be counseled about
behavior changes; they cannot take advantage of early interventions which can delay the
onset of disease; and they cannot inform any sexual or needle-sharing partners who might
have been exposed to HIV themselves.

I am sure that we have nor forgotten that there is still also potential risk to the individual
identified as having HIV: emotional and psychological trauma; discrimination in
employment, housing, insurance, and health care access; and potential for family disruption
and violence. Therefore, we believe that the decision to receive HIV antibody testing must
be controlled by the individual - the only person that can balance his/her own specific life
circumstances and decide to test. Therefore, responsible public health policy requires
continued availability of anonymous testing, and continued scrupulous protection of
confidentiality of HIV antibody test results.

In New York State, the law requires that anyone getting an HIV test must receive
counseling before and after the test, and must give his or her written informed consent.
This is vital to keep in mind when we are talking about moms or moms to be with HIV or
at risk for HIV. Proposals to unblind do not seem to respect that everyone, including
women of child bearing potential must have a chance to understand what the HIV tcst
reveal (and what it doesn’t tell), that an individual can start to learn about medical



treatments and health care for people with HIV, and that one can begin to plan the things
needed to take care of if one is positive. For pregnant women, it means that this is a
opportunity to learn about the charnces of their baby being infected (about one in three) and
about moms-to-be need to do fo take care their baby’s health and their own.

There are a number of new problems created by proposals to unblind including:

They would inform mothers of their own antibody status, but there is no provision
to link these mothers with the health care services, mental health services or social
supports they need.

A significant risk of domestic violence exists as a result of informing the fathers that
the mother of their child and their child have HIV.

Serious family disruptions could occur and no system of support is proposed.

Involuntary testing will create significant psychological and emotional problems for
some women; the 10-15% of women who refuse testing when it is offered do so
because they know they cannot handle the test resuits.®

There is evidence that people who are tested without their request or consent do not
believe or act on the test results even when they are provided.

Some mothers will do everything possible to avoid being tested -- including home
birth -- creating a risk to mothers and babes. (This has already happened once, when
HHC required drug testing for all deliveries for a brief period.)

This proposal makes women (primarily women of color) the first group targeted for
mandatory testing under NYS law: This is a serious breach of civil rights and will
produce minimal or negligible improvement in health outcome.

The legislature is not the appropriate body to set standards of medical practice for
HIV: this sets a bad precedent.

In summary, we propose more and better prevention, including counseling and testing before
pregnancy and early in prenatal care. Link effective provision of voluntary HIV counseling
and testing to pregnant women to funding or sanctions for providers. In sum, find the ways
to expand voluntary counseling and testing for all women at risk, in GYN settings as well
as prenatal and OB settings.

The development of prophylaxis and treatment for AIDS-related opportunistic infection
underscores the need for people at risk to be tested for HIV infection. Strong measures
protecting confidentiality are an essential reassurance for people seeking HIV testing.
Therefore, the best way to encourage people to utilize HIV testing is to ensure their
confidentiality. Voluntary testing programs provide an essential means of providing AIDS



education, the only effective way of preventing HIV transmission and of helping those who
are HIV-infected initiate appropriate medical care. Mandatory reporting and contact tracing
will only serve to keep people from utilizing HIV testing, and the education and counseling
that accompanies it. Knowledge of HIV status is only useful if it is accompanied with
access to primary medical care and support services. Creating more and better services for
women and their children, for all people with HIV must be the first priority for all of us if
we are to meet the challenge of AIDS in New York State.

Proposals to unblind are not merely an issue of a women’s confidentiality versus a baby’s
need for treatment as early as possible. The false division of camps on this issue is just that:
false. You can not separate the need to ensure a HIV infected mother’s confidentiality and
a baby’s need for treatment as early as possible. Proposals to unblind are fundamentally
punitive: Women are becoming infected in this state and across the country at alarming
rates. It is as if we are punishing women, primarily women of color, for the failure of the
public heaith system to educate people adequately about their risk for HIV. Proposals to
unblind are built on the assumption that mothers will not do what is in the best interests of
their babies. If anything, we see that the opposite is true: that a mother’s concern for her
child is paramount to anything, including her own health. We need to look seriously at ways
to enable mothers with HIV to provide the best care: for themselves and their children and
families. -

1. Martino et al., AIDS, 1992.

2. New York State Department of Health: "Policy on Breastfeeding
and HIV" (March 6, 1991).

3. Centers for Disease Control: "Guidelines for prophylaxis
against Pneumocystis carinii pneumonia for children infected
with Human Immunodeficiency Virus," MMWR Vol. 40, No. RR-2
(March 15, 1991).

4. Levin, BW et al., "Treatment Choice for Infants in the
Neonatal Intensive Care Unit at Risk for AIDS," JAMA 265:22
(June 12, 1991), pp. 2976-2981.

5. See "HIV Testing Among Women and Children: Variables
Associated with Accepting or Declining Testing; Lessons from
an Inner-City Hospital," Bamji, M., Healton, C., et al. (pre-
publication draft). :
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Introduction:

Good afternoon. My name is Miguelina Maldonado. I am the Executive
Director of the Hispanic AIDS Forum, Inc. (HAF). HAF is the first and
largest Latino community based AIDS Service Organization in New York
City. Established in 1985, HAF, a not-for-profit, 501(c)(3) corporation, has
developed and implemented a variety of culturally appropriate and
effective HIV/AIDS related programs since 1987. HAF operates its
programs out of offices in Lower Manhattan, and two neighborhood
based HIV Service Centers located in Jackson Heights, Queens and in the
Hunts Point/Mott Haven area of the South Bronx. HAF's programs
include outreach (on the streets, in cruise areas and bars), HIV prevention
and risk reduction education, counseling, support groups, HIV/Alcoholism
counseling, case management services, community and professional
education, training and technical assistance to CBOs on culturally
competent program designs for Latinos, and advocacy. Community based
services are offered to Latino gay and bisexual men and men who have sex
with men, women at risk including Latinas who are injection drug users or
the sexual partners, Latino families including men, women, children and
caregivers, and male and female injection drug users. Since 1989, HAF,
through its De Mujer A Mujer (Woman to Woman) Program, has been
providing a range of outreach, prevention, intensive risk reduction,
counseling and support and prevention case management services to
Latina women residing in the Hunts Point / Mott Haven sections of the
South Bronx, an area with high HIV seroprevalence, high rates of
substance abuse, female headed households and poverty.

Background:

I am pleased to come before you supported by HAF's experience in the
provision of HIV prevention, support and care services to Latinos in New
York City, to address the critical policy questions related to maximizing
access to health care services by HIV - infected women and their children
and the prevention of HIV transmission from infected mothers to their
children. Let me begin by stating unequivocally that the Hispanic AIDS
Forum, Inc., opposes the proposed Act, introduced in the New York State
legislature, to amend the public health law which will allow disclosure of



confidential HIV related information to the parents of a new born child
(introduced in the Assembly by Assembly person Mayerson). This proposed
legislation will essentially "unblind” the newborn seroprevalence survey
conducted by New York State since 1987. The newborn seroprevalence
survey was designed to anonymously test all newborns for the presence of
HIV antibodies for the purpose of determining HIV seroprevalence - the
rates of infection, and epidemiological trends in childbearing women. The
proposed legislation would be tantamount to de facto mandatory HIV
testing of all childbearing women in New York State, since the infant's
HIV status at birth, invariably, indicates the mother's HIV status. This
proposed legislation raises a wide range of social, legal and ethical issues
including: violations of a women's right to informed consent, rights to
privacy, reproductive choice, coerced abortions and sterilizations,
stigmatization and discrimination, and removal of children by child
welfare authorities, among others.

In New York, as in the nation as a whole, the issue of public health policies
for pregnant and childbearing women with AIDS or HIV infection, is of
major concern to women of color because close to 82% of the cases of
women with AIDS in the state are reported among African American (51%)
and Latina (31%) women. In New York City, the proportion of cases of
AIDS among women of color is slightly higher than the statewide
proportion: 85% (33% Latina, 52% African American). On a national level,
American American( 19,544 - 53%) and Latina (7,451 - 20%) women make
up 73% of the total number (36,690) of women reported with AIDS (CDC:
July 1993). The implications of drug use and abuse and the prevalence in
communities of color must also be taken into account in the development of
public health policies. The primary mode of HIV infection among women
of color and particularly African American and Latina women is injection
drug uses. In New York City 60% of the cases of AIDS among Latinas and
62% of the cases among African American women are due to the women's
injection drug use. Approximately 58% of the cases of maternal
transmission of HIV to infants are a result of maternal injecting drug use.
An additional 20% are due to mother's sexual contact with an injecting
drug user( NYC DOH July 1993). Any policies that are considered must
take into account the possible adverse impact on women of color,
particularly Latina and African American women who represent the
largest segment of the female population affected by HIV infection and
AIDS. Policies which are designed to maximize access to health care to
HIV infected women and their children and to prevent the transmission of



HIV from mothers to their children must be framed within a context that
affords women equal protections under the law and does not pit women
against their children. All too often, in this society, the zeal which drives
legislation to protect the best interests of children has tended to violate the
rights of parents, particularly poor and disenfranchised ones who have
few resources to pursue legal recourse.

- When considering the issues related to HIV/AIDS policies, we must be
mindful of the following past abuses of the rights of women of color and
the potentially dangerous implications of these trends for the development
of the policies in question:

. Trends to criminalize HIV - the 1992 case of CM, an African
American woman in her early 20's, on public assistance and allegedly a
long time sex worker and drug user, in North Carolina, who was arrested
and convicted of "failure to follow public health warnings" to advise her
sexual partners that she was HIV positive and to use a condom whenever
she had sexual intercourse, raises red flags regarding the potential for
government to intrude into reproductive activity of HIV positive women.
CM was arrested and convicted following a positive result of a pregnancy
test performed at a public health facility. While the original conviction was
later overturned on appeal, CM had an abortion and tubal ligation while
her case was pending. She indicated that she took these actions in part to
appease the public health officials. This case is an extreme example of the
possible abuses and coercive measures which government can engage in
while carrying out policies to prevent HIV transmission.

. Trends to criminalize drug use during pregnancy - within the last six
years there have been a series of attempts to prosecute women who used
illicit drugs during their pregnancies. While being addicted to drugs cannot
be construed as a crime, the new wave of cases has focused on the concept
that a pregnant women who uses illicit drugs while pregnant is doing
damage to another person. According to Wendy Chavkin,..."Despite
persistent battles over the status of the fetus, it is not legally accorded the
status of a citizen, and thus all of these efforts at prosecution have
eventually foundered. Of 19 such cases in which women contested the
charges only Jennifer, Johnston, ( a Florida woman convicted in 1989 of a
felony on the grounds of having supplied illicit drugs to a minor... through
the umbilical cord in seconds after delivery prior to the clamping of the
cord), was convicted.... later the conviction was overturned.” The efforts



to convict women who are using drugs during pregnancy of crimes
continues. Chavkin cites over 167 such prosecutions in 24 states in her
article entitled "Enemy of the Fetus? The Pregnant Drug User and the
Pregnancy Police” (Health/PAC Bulletin, Winter 1992). The

. overwhelmning number of women prosecuted under these cases were
women of color(70%).

Child protective legislation has also been invoked to "protect” infants
whose mother has used drugs during pregnancy or have tested with
positive toxicology, by identifying these situations as a ground to report
child abuse and neglect. In New York maternal drug use has been defined
as a ground to suspect future parental impairment and can trigger a child
abuse and neglect investigation and empower the child protective services
to hold a child for protective reasons until the investigation is completed.
The boarder baby crisis experienced by the City in the 1980's was in part
due to these practices.

o Coercive Counseling - There have been a number of cases of HIV
positive women who have been coerced by health care personnel to obtain
abortions or be sterilized. Doe v. Jamaica Hospital is an example of a case
involving a woman who alleges that she was virtually forced against her
will to have an abortion.

e  Sterilization Abuse - One of the major concerns that arises regarding
the HIV infection and AIDS in relation to women, is the potential for
abuses of reproductive rights. Amaro in her article on these issues
highlights major areas of concern:

“HIV infection and AIDS is fertile soil for encroachment on the
reproductive rights of women in general. This entrenchment of the
rights of women has been facilitated by the public’s fear of AIDS, the
stigma associated with the illness, and by the fact that AIDS is a
public health problem that affects women who are disenfranchised,
not only because of their sex but also because of their social class,
ethnicity, and addiction.” (Amaro, The Genetic Resource, Vol. 5, No.
2,1990)



Historically, sterilization of women of color in the United States and
in other parts of the world has been used as a method of population
control. African-American, Native American and Latinas have higher
rates of sterilization than their White counterparts. More than 25% of
Native American women are sterilized. 43 percent of women sterilized in
federally funded population programs are African Americans. Latinas also
have high rates of sterilization. In Puerto Rico, during the 1930s,
sterilization was introduced as a strategy to control population and
promote economic development within the Island. Puerto Rico ranks
among the countries with the highest rates of sterilization in the World
with significantly higher rates among poor women. In a 1965 study of
uterine cancer, it was found that 34% of the Puerto Rican women between
the ages of 20-49 were sterilized.

High rates of sterilization are also found among Latinas in New
York where the rates are 7 times that of White women and almost double
that of African-American women (Hispanic Health Council).

A 1981 study of women in Hartford Connecticut and Springfield
Massachusetts found that 65% and 55% of the Latinas studied in each city
were sterilized. Between 1971 and 1974, ten non consenting Mexican
American women were sterilized by a public hospital in Los Angeles.
Although the women sued and produced evidence that hospital staff
pressured the women to consent by withholding medication during labor,
not informing the women that the procedure was permanent and
pressuring some of their husbands to sign consent forms after the women
refused, the judge found for the defendants finding there was a breakdown
in communication between the women and the doctors. According to this
Federal judge, the doctors could not be blamed for misinterpreting the
women's actions (Madrigal v. Quilligan, 1978).

While one would hope that in 1993 these types of abuses would not take
place, recent history indicates that any policies developed related to
women and HIV/AIDS must necessarily ensure that safeguards are built in
to prevent such abuses.



HIV Testing and Screening

The proposed unblinding of the newborn seroprevalence survey, as
previously stated, constitutes mandatory HIV testing of women. This
proposal which will for all intents and purposes deny women the right to
informed consent threatens the rights of all women and women of color in
particular. While the underlying intent may be to prevent the transmission
of HIV infection to infants such a program will not achieve that goal since
testing after birth will be too late - infants if infected will already have the
HIV virus when born. What such a program can do is to set the stage for
possible coercion of HIV positive pregnant women to have abortions or to
be sterilized. Further the labeling of all infants born to HIV infected
mothers as HIV positive will engender stigmatization of the children.
Studies of neonatal health care providers' attitudes regarding the
treatment of HIV positive infants in neonatal intensive care units in New
York, indicate that knowledge of the infant's HIV status may in fact deter
providers from undertaking non HIV related treatments. Thus, rather
than increasing access to care and prolonging the infants' lives this policy
may in fact lead to the denial of necessary care/treatment.

Disclosure of an HIV positive woman's status by unbhndmg the newborn
seroprevalence survey may also lead to further
marginalization,discrimination, rejection by family members and the risk
of domestic violence. These adverse social consequences and their impact
on the lives of both the mothers and infants must be carefully weighed
when developing an effective public health policy.

Recommendations

Based on the issues and dilemmas presented above we make the following
recommendations:

e Increase prevention education for women of childbearing age by
providing additional resources for tailored community based outreach,
and education approaches which are culturally competent and
language specific.



* Increase media and other educational campaigns to inform women
about the benefits of voluntary (anonymous or confidential HIV testing)
as well as the services available so that they can make more informed
choices within a non-directive environment.

* Build in safeguards at all levels of health care delivery to ensure that
women are afforded their right to informed consent (to authorize or
withhold consent) to HIV testing for themselves and theijr newborns.

* Increase the availability and accessibility of anonymous and
confidential HIV Counseling and Testing sites and staff these sites with
HIV pre/post test counselors who understand and can communicate
with clients in their primary language and within their cultural frame of
reference. Ensure informed consent by providing both training and on-
going supervision of staff as well as sufficient time to deal with the
complex issues presented by women, particularly those in the
childbearing ages who are at risk of HIV infection.

* Expand drug treatment options for chemically dependent pregnant
women and women in the childbearing years who also have children.

* Provide training to health care professionals and health educators on
non-directive HIV counseling.

Provide all women with full access to health care for themselves and
their families.



PRESENTATION TO AIDS ADVISORY COUNCIL
Public Hearing - Nov. 8, 1993

The Medical Society of the State of New York (MSSNY) takes the position that
prevention of HIV Infection is currently the only effective means of controtiing
the AIDS epidemic. We urge the New York State Department of Health to take more
effective iImtiatives to control the AIDS epidemic. We recognize detection and
Identification of newborns at immediate risk of HIV infection as an essential
measure In the battle to control the spread of AIDS. Therefore we strongly
endorse assemblywoman Nettie Mayersohn's advocacy of unblinding the HIV status
of newborns screened for HIV antibodies at City Hospitals to properly 1dentify
those at risk. Since medical strategies now exist which will save lives of
newborns at risk, or proiong lives of infected newborns, the HIV status of the
newborn must be sought. Most importantly, breast feeding must be avoided if HiV
antibody 1s detected in the newborn since this antibody derives from an Hiv
infected mother who can now transmit the virus to the infant if the infant is not
already infected. Indeed if the newborn acquires a fatal HIV infection'from a
nursing HIV positive mother, 11ability would reside with the State for not ]
revealing the risk, allowing the hazardous exposure through breast feeding. Other
measures are indicated for HIV infected newborns. Early prophylactic treatment
against pneumocystis pneumonia; avoidance of live virus vaccines; anticipatory
medical care and entitlements are medical measures to be taken where the
physician 15 aware of HIV infection in the newborn.

The M33SNY 1993 House of Delegates passed a resolution urging the New York State
Department of Health to Incorporate HIV testing into the routine testing offered as
part of prenatal screening, a move which wouid be even more effective in
controlling spread of the virus to the newborn. MSSNY was advised that State
Department of Health HIV counselling and testing was a high priority and that
266,000 high risk women were counselled, and 97,000 were HIV tested at state-
funded sites. If accurate these figures represent a woefully inadequate testing
program for high risk women and argue for adding HiV testing to Hepatitis B and
serology testing, and other routine screening procedures required in prenatal care.

MSSNY and most physicians are very sensitive to the very real medical, social and
economic problems associated with HiV infection in our patients, and we are privy
to the problems of confidentiality which is routinely breached by the systems that
we must deal with - governmental, third party payment, legal liability and all
aaministrative activities associated with modern medical care. However where
the life and welfare of a newborn is at stake and where a serious epidemic evades
control we appeal for medical and public health considerations Lo take precedence
over otherwise worthy social and political pressures. :



The Pubhic welfare and the individual lives of infants demand that at the very
least, HIV testing, already performed for screening purposes, be appiied, if at al]
possible, to saving lives of newborns. The ethical dilemma pits the admitted need
for confidentiality in the HIV infected individual against the opportunity to
properly manage the HIV exposed newbdorns and to protect 70 % of these infants

© not already infected with the virus from acquiring this fatal infection.

tn summary the position of the MSSNY and endorsed by the New York Pediatric
Society i1s as follows:

). We strongly urge support for Assemblywoman Mayersohn's position
to aliow unblinding of newborn HIV test results in order to allow proper medical
care of newborn infants born with HIV infection or at risk to acquire the infection
perinatally or in early infancy.

2. We appeal to the New York State Advisory Counctl to deal with the
devastating HIV epidemic as a medical and public heaith challenge and to reject
poiitical considerations when they Interfere with medical decisions urgently
needed to combat the disease and the epidemic.

: 3. We urge the New York State Legislature to support measures to
strengthen the traditional confidential doctor-patient relationship not only when
dealing with HIV infection but also in all intrusive administrative activities
associated with dispensing and financing medical care.

4 we see the need for more aggressive measures to be undertaken by
New York State to control HIV infection among our population at greatest risk. we
also recognize that vigilance is needed to avoid violating the civil rights of the
high risk and infected popuiation.

5. We feel that the New York State Department of Health should
incorporate HIV testing into the routine testing offered pregnant women to further
protect the unborn fetus and newborn infant from developing congenital or
perinatal infection or to control the disease if present in the newborn.

6. We do not see any conflict between the position of organized
medicine and the AIDS advocacy groups. We are all committed to combatting a
devastating fatal iliness which has decimated our patients and continues to kil
some of our most gifted children.

Respectfully submitted,
&1.-3- g A\....L_. HD'

Aaron G. Meishin, M. D.
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EXECUTIVE SUMMARY

The New York State AIDS Advisory Council’s Subcommittee on

Newborn HIV Screening was constituted in June 1993 of physicians,
other health care and social services providers, and community
representatives. The Subcommittee held five meetings and a
public hearing in the fall of 1993.

Given a broad mandate to review New York State policy options for
newborn HIV testing, the Subcommittee formulated recommendations
that, in its view, have the greatest potential to identify and

bring into care a high number of HIV-infected infants and their
mothers.

The recommendations derive from the following principles:

HIV testing as early as possible in the childbearing
process, that is, prior to conception or early in pregnancy,
has distinct advantages in helping to prevent perinatal
transmission and maximizing the benefits of HIV treatment.
All sexually active adults and adolescents should be
actively encouraged to learn their HIV status.

More aggressive identification of HIV-infected women and
children will require substantial expansion of counseling
and treatment services. These services should be funded
without diverting money from other human service programs.

Programs should emphasize accessibility, confidentiality,
and family~oriented delivery of comprehensive, integrated,
medical and social support services. They should be tailored
to the distinct needs of urban and rural communities.

The State should be prepared to respond quickly to new

developments in HIV testing and treatment for women and
children.

Adoption of a new standard of care integrating HIV
counseling and testing into routine medical visits for all
pregnant and postpartum women will require the active
support and commitment of every health professional,
paraprofessional, community leader, administrator, and
community organization that provides care to women. It is
the intent of the Subcommittee that the well coordinated,
interdisciplinary, and highly successful model of HIV
counseling and testing at Harlem Hospital be a model for
statewide efforts.

Based on these principles, the Subcommittee put forth the
following policy recommendations to the New York State AIDS
Advisory Council for consideration by the State Legislature.
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Ssummary of Recommendations

1. A policy of mandatory HIV counseling and strongly encouraged
voluntary testing for all pregnant and postpartum women.
Providers in all prenatal, obstetrical, postpartum, and pediatric
settings should present HIV testing as a standard medical
recommendation.

2. Strongly encouraged HIV testing for all sexually active adults
and adolescents (males and females), which should also be a
standard medical recommendation in all health care settings.

3. Repeat counseling and strongly encouraged testing for pregnant
women who tested negative prior to pregnancy.

4, HIV counseling for uncounseled or untested postpartum women

and strongly encouraged HIV testing for mother and/or infant by
postpartum and pediatric care providers.

5. Adequate funding for expanded HIV counseling and testing

programs and comprehensive medical and psychosocial care for HIV-
positive women, infants, and children. .
6. Evaluation of the effectiveness of the new policy and progranms

to begin not later than one year after financing is made
available to providers.

7. Adoption of policies and procedures in all hospitals, clinics,
and doctors’ offices to implement the new policy, note maternal
HIV status in neonate’s records, and assist women in returning
for post~test counseling and treatment.

8. Streamlining of current HIV counseling, testing, and informed
consent procedures within existing law.

9. Coverage of prenatal and postpartum HIV counseling and testing
by commercial health insurance, continuation of Medicaid
coverage, and exclusion of these services from Medicaid co-
payments,

10. The provision of culturally and linguistically appropriate
literature on HIV counseling, testing, medical care, and support
services in all health care settings.

11. Inclusion in the curricula of health care professionals
instruction on HIV counseling, confidentiality, patient
disclosure, and the routine integration of counseling and testing
into primary medical care.

12. Active support for these policies and public and professional
educational campaigns by health professional societies and
organizations.
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New York State AIDS Advisory Council
REPORT OF THE
SUBCOMMITTEE ON NEWBORN HIV SCREENING

February 10, 1994

INTRODUCTION

In June 1993, citing the desire to insure that all HIV~infected
children are offered treatment that may delay or prevent HIV
symptoms, as well as the risk of HIV transmission through
breastfeeding, Assemblywoman Nettie Mayersohn of Queens

- introduced a bill in the New York State Assembly that would
require the Department of Health to notify parents if their chila
tested positive on the HIV test that is currently done
anonymously on every newborn in New York State. Since an
infant’s HIV status invariably reflects that of the mother, this

policy would amount to mandatory HIV testing of all childbearing

womern.

In considering the bill, the New York State Assembly’s Ad
Hoc Task Force on AIDS invited David Rogers, M.D., Chair of the
New York State AIDS Advisory Council, to appear before the Task
Force to discuss the pros and cons of mandatory newborn
screening. Because of the serious policy issues involved, Dr.
Rogers urged the Task Force to allow the AIDS Advisory Council to
convene a blue ribbon panel to examine the proposal. The

Mayersohn bill was tabled by a vote of 10 to 9, pending the



recommendations of the AIDS Advisory Council (AAC) based on the

report of its Subcommittee on Newborn Screening.

The Subcommittee on Newborn HIV Screening (the Subcommittee)
was created by the Advisory Council in June 1993. (See Appendix A
for list of members.) The Subcommittee held five meetings and a
public hearing during the fall of 1993. (See Appendix B for list
of dates and locations; see Appendices C through E for lists of
presenters, public hearing testimony, and written statements
submitted at the public hearing). This report, which includes a
statement of principles and a set of recommendations, is based on

information and materials provided to the Subcommittee by a wide

variety of presenters, organizations, and individuals.

The Newborn HIV Seroprevalence Survey

AIDS cases are reported in every state and data is collected and
reported at the federal level. However, monitoring AIDS cases
only permits an understanding of the extent of late-stage HIV
infection that meets the federal definition of AIDS. It does not
indicate the prevalence of HIV infection in the population as a

whole or in selected populations or geographic areas.

"Blinded," that is, anonymous, seroprevalence surveys {(based
on tests for HIV antibodies in the blood, not AIDS symptoms) are
a method to assess the extent of HIV infection in a given

population or area. Since HIV infection is not a reportable



condition in New York, the Department of Health conducts a number
of blinded studies of HIV infection rates, including the Newborn
HIV Seroprevalence Survey, which began in 1987 to test for HIV

antibedies in the blood of all newborns in New York State.

However, the test cannot distinguish between maternal and
infant antibodies. Since maternal antibodies freely cross the
placenta, infants carry their mother’s HIV antibodies at birth
but may not be infected themselves. Thus, newborn HIV status
reflects HIV infection rates and epidemiological trends in
childbearing women. New York uses the data from this Survey to
inform decisions about allocation and funding of HIV prevention

and treatment services for women, infants, and families.

The Newborn HIV Seroprevalence Survey is part of a
nationwide program administered by state departments of health
and funded by the Centers for Disease Control and Prevention
(CDC), the National Institute of Child Health and Human
Development, and the states. Newborn HIV seroprevalence surveys

are currently conducted in 44 states and territories.

The survey is an epidemioclogical research study, not a
public health screening program. Since the survey is a research
tool, it has no legal authority to do HIV screening. Moreover,
because the survey has no information that could identify the

infant or mother and is not a screening program, no informed



consent is required from parents and no pre- or post-test
counseling of the mother is done as is required for HIV testing

by New York State Public Health Law, Article 27-F.

Currently, an HIV antibody test is done on the blood of each
newborn after the seven legally mandated screening tests for
congenital diseases are complete. HIV test results take about
one month and, in the absence of identifying parental
information, cannot be linked to individual newborns. (See
Appendix F for information on the current process of newborn
testing for congenital diseases and the Newborn HIV
Seroprevalence Survey and Appendix G for types of HIV testing.)
Thus, the ongoing Newborn HIV Seroprevalence Survey could not
simply be "unblinded" to notify parents of results. Mandatory
newborn HIV screening with parental notification would require a
number of changes in law and procedure, including revisions in
the New York State HIV confidentiality statute, laboratory

protocols, and hospital and parental follow-up.

Charge to the AAC’s Subcommittee on Newborn Screening

The Subcommittee was charged by the New York State AIDS Advisory
Council to take a broad loock at the issue rather than focusing
narrowly on whether New York State should institute mandatory HIV
screening of newborns. The Subcommittee was asked to assess the
latest medical and scientific knowledge on clinical care and

transmission of HIV, including transmission by breastfeeding; to



provide guidance on the best ways of identifying infants with HIV
infection; and to determine the best means of getting them, their

mothers, and other infected family members into early treatment.

EPIDEMIOLOGY

AIDS Cases in Women and Children

As of December 31, 1993, New York State had a cumulative total of
69,921 AIDS cases, 82.5 percent of them in New York City. Women
with AIDS totaled 12,657, 18 percent of the adult and adolescent
cases. The use of injection drugs is the predominant risk factor
for HIV exposure in women, accounting for 60 percent of cases;
heterosexual sex accounts for an additional 27 percent. Nearly
83 percent of women with AIDS are women of color: 52 percent are

black and 30.6 percent are Hispanic.

Except for a small number of AIDS cases caused by infected
blood products, pediatric AIDS cases (in children less than 13
years) mirror those among women, since perinatal transmission of
HIV (from mother to fetus or infant) accounts for 93 percent of
pediatric cases. By December 31, 1993, there were 1,395 cases of
pediatric AIDS in New York State, more than 87 percent of them in
New York City. About 75 percent of pediatric AIDS cases are
attributable to the mother’s injection drug use (IDU) or sexual
relations with an IDU partner. Almost 90 percent of pediatric

AIDS cases are among black (53.3 percent) and Hispanics (35.1
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percent) .

Newborn HIV Seroprevalence Survey Data

The Newborn HIV Seroprevalence Survey has shown that HIV-infected
women in New York State give birth to about 1,800 infants each
year who test positive for HIV antibodies. According to
currently accepted estimates of maternal-infant transmission
rates, only 15 to 25 percent of these infants are actually
infected with HIV; the remainder carry maternal HIV antibodies,

which disappear some months after birth.

Survey data report that 9,249 HIV-infected women in New York
State gave birth from November 1987 through December 1992,
Preliminary data record an additional 1,074 women through August
1993. (These figures may include women whe gave birth more than
once during the study period.) Almost 80 percent of HIV-infected

women giving birth are either black or Hispanic.

Table 1 (below) indicates that the total number of HIV-
infected women giving birth peaked in 1990 and has decreased 12.5
percent over the last two years. New York City accounted for
most of the previous increase and recent decline in the State’s
maternal seropositivity rate. In New York City, both the total
number of HIV-positive births and the proportion of HIV-positive
births out of all births have decreased. In areas outside New

York City, there was an increass of 7.8 percent in HIV-positive



births in 1991. In 1992 the increase was 0.3 percent.

Table 1. Infants Born with HIV Antibodies
New York State, 1988-1992°

(% HIV+

Rest of of All
Year NYC (% HIV+H) NYS (% HIV+) Total™ Births)
1988° 1,570 (1.25) 240 (.16) 1,816 (.66)
1989 1,537 (1.2D) 260 (17 1,822 (.64)
1990 1,619 (1.23) 269 17 1,909 {.65)
1991 1,535 (1.17) 290 (.19) 1,842 (.64)
1992 1,391 (1.08) 291 (.19 1,691 (.59)

1993 - - - - 1,074 - :

Total 7,775 (1.19) 1,380 (.18) 10,333

* HIV Seroprevalence Study began on November 30, 1987 (figures for 1988
include data for December 1987).

*x Totals include out-of-state cases that could be attributed neither to New
York City nor the rest of New York State.

***  The figure for 1993 is based on unpublished seroprevalence data
representing the number of infected mothers giving birth from January to
August, 1993; this figure is also included in the Total.

Source: New York State Newborn Seroprevalence Study in AIDS in New York State,
1988-1992.

In New York City, the average rate of HIV-positive births
(that is, the HIV infection rate among women giving birth) since
1987 is about 1.2 percent. This rate is lower in upstate New
York (less than 0.2 percent). Counties closer to New York City
have higher rates. The total New York State maternal
seropositivity rate has declined slightly from 0.66 percent to
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0.59 percent, despite a sharp increase in the number of AIDS

cases reported among women each year.

Forty-four (or 25 percent) of the 179 hospitals reporting
births in New York State account for 89 percent of all HIV~
positive births. Of these 44 hospitals, 36 are in New York City
and 8 are in other urban areas. These 44 hospitals are located
in 12 (19 percent) of New York State’s 62 counties/boroughs.
Maternal HIV infection shows the same geographic distribution as
drug use, low birth weight, and low level of maternal education.
There has been no substantial change in geographic distribution

of maternal seropositivity in New York State since 1987.

PERINATAL TRANSMISSION

The data in Table 1 (above) show the numbers of infants who test
positive for HIV antibodies at birth in New York State. The
percent of children who actually have the virus is unknown.
Published studies from around the world, which are summarized in
Table 2 (below), indicate a range of 14 percent to 45 percent for
"vertical" (mother-to-child, or perinatal) transmission of HIV.
The lowest rates of mother-to-infant transmission of HIV have
been reported in Europe, where they range from 15 percent to 25
percent. The highest rate, about 45 percent, was reported in
Kenya. Unpublished data from a New York State Department of

Health research study on early diagnostic tesiing methods in a
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sample of more than 200 HIV-positive newborns show a 15.5 percent

transmission rate.

Table 2. Summary of Published Mother-to-Child Transmission Rates

Site (Year) Number Rate
North America:

New Haven (1990) 43 16%

Bronx, NYC 33 21%

(1991)

Brooklyn, NYC 55 29%

(1989)

Miami (1991) 82 30%
Caribbean:

Haiti (1990) 230 25%
Continental Europe:

Europe (19%2) 721 14% i

France (1992) 263 23%

Italy (1992) 551 24%
Africa:

Rwanda (1991) 218 30%

Zaire (1989) 92 39%

Kenya (1991) 361 45%

——

Source: Centers for Disease Control and Prevention, 1993.

Table 3 (below) lists estimates of HIV-infected infants born
in New York State from 1988 to 1993. Using the currently accepted
transmission risk of 15 to 25 percent, it is estimated that between
1,550 and 2,584 infected infants were born in New York State

between November 1987 and August 1993.



Table 3. Estimated HIV-Infected Newborns
New York State, 1988-19927

A—

Range:
Range:™  Rest of Range:
Year NYC NYS Total

1988 236-393 36-60  272-454
1989  231-384 39-65 273-456
1990  243-405 40-67  286-477
1991  230-384 44-73 276-461
1992 209-348 44-73 254-423
1993 - - 161-269™

Total 1166-1944  207-345  1,550-2,583™

* HIV Seroprevalence Study began on November 30, 1987 (figure
for 1988 includes data for December 1987).

*x Ranges of truly infected infants were calculated by applying low
(15%) and high (25%) estimates of maternal HIV transmission to
the number of newborns testing HIV antibody positive each year.

***  The figures for 1993 are based on unpublished seroprevalence data
representing the number of infected mothers giving birth from
January to August, 1993; this figure is also included in the Total.

Source: Based on data in AIDS in New York State, 1988-1992.

Variations in maternal-infant transmission rates are not
well understood, but the possible risk factors can be divided as

follows: prenatal (before birth), including maternal infection

stage, immunologic factors, and placental factors; intrapartum
(during birth), factors that expose the infant to HIV during

labor and delivery; and postpartum (after birth), the risk of HIV

transmission through breastfeeding.
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Prenatal HIV transmission involves passage of HIV through
the placenta, although it is not clear whether the infectious
agent is cell-free or cell-associated virus. Prenatally,
maternal factors such as advanced illness, a low CD4+ cell count,
high viremia/antigenemia (high levels of virus in the blood), and
increased infectivity immediately after seroconversion are
thought to present an increased risk of HIV for the infant.
Immunclogic factors that increase risk are related to the absence
of specific neutralizing antibodies in the mother. 1In one

African study, choricamnionitis, infection of the amniotic sac,

has been identified as a placental risk factor.

Intrapartum transmission could occur through exposure of the
infant’s skin and mucous membranes to maternal blood and vaginal
secretions or due to fetal scalp trauma from electrodes or other
intrusive procedures that cause breaks in the infant’s skin.
Vaginal delivery and premature delivery have thus been cited as
possible factors increasing transmission risk. In the postpartum

period, breastfeeding is a mechanism of HIV transmission.

There is evidence that transmission may occur at any of
these stages. Virus has been detected prenatally in fetal tissue
and at birth. Both hepatitis B and cytomegalovirus are
transmitted intrapartum and it is possible that HIV may be as
well. Studies of twins born to HIV-infected women indicate that

the first-born is more likely to be infected with HIV, perhaps
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because the first infant "cleans out" the birth canal, reducing
the.exposure of the second-born twin to biood and maternal
secretions. In the postpartum period, HIV has been isolated from
breast milk. HIV transmission from breastfeeding has been
demonstrated in cases in which mothers acquired HIV infection
after giving birth; and there is an elevated HIV seroprevalence

rate among breastfed infants born to HIV-positive women.

Table 4 (below) lists data on HIV transmission from infected
mothers to breast and bottle-fed infants. The average difference
in transmission rates between these two groups shows a 14%

additional risk of HIV transmission due to breastfeeding.

Table 4. Breastfeeding and the Risk of HIV Transmission

Region Breast Bottle
Europe 32% 14%
Miami 28% 2%
France 44% 17%
Switzerland 15% 16%
Zaire 20% 0%

Australia 50% 17%

Summary estimate of additional risk = 14%

Note on the duration of breastfeeding: The odds
ratio increases from about 1 at birth to about 3.65
by 300 days, meaning that at 300 days of breast-
feeding, an infant is almost 4 times as likely to be
infected as at birth. The transmission risk increases
most dramatically in the first month of life.

Source: Centers for Disease Control and Prevention, 1593.
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Considering the possible mechanisms and timing of
transmission, there are in theory a number of ways to prevent
perinatal infection. It is thought that most transmission occurs
before and during delivery, and most of the possible interventions
would be used during the prenatal or intrapartum periods.
Prenatally, the mother and fetus could be treated to decrease viral
load; a clinical trial is currently underway to determine if
pregnant women who receive zidovudine (AZT) have a lower perinatal
transmission rate. During the intrapartum period, cesarean
section, passive immunization (with hyperimmune globulin or a
neutralizing antibody), treatment of the infant, and washing the
vagina and the baby have all been proposed, but their benefits are

as yet inconclusive. Postpartum, breastfeeding could be avoided.

Thus, HIV screening is 1likely to be useful at any stage of
pregnancy, with the earliest knowledge of maternal serostatus
yielding the greatest opportunity to prevent perinatal
transmission. Determination of maternal serostatus before or
early in pregnancy would allow the mother the fullest range of

treatment and planning options for herself and her family.
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BENEFITS OF EARLY HIV IDENTIFICATION IN INFANTS

The goals of identifying infants who are or will be born to HIV-
infected mothers, and are thus at high risk of HIV infection, are
to prevent transmission of HIV to those who carry only maternal
antibodies and to provide the earliest possible care and

treatment for infants actually infected.

Concerning prevention, although it is possible that a number
of interventions (discussed in the section on Mother to Infant
Transmission) can prevent the transmission of HIV from mother to
child, they have not, with the exception of breastfeeding, been

sufficiently studied to make formal recommendations or establish

policy..

However, the New York State Department of Health currently
makes specific recommendations concerning breastfeeding.
Formulated in consultation with the Centers for Disease Control
and Prevention, the National Institute of Medicine, and the
American Academy of Pediatrics, New York‘s policy states that a
woman known to be HIV-infected is to be informed of the risks of
HIV transmission through breastmilk and counseled not to
breastfeed. Women who are not HIV-infected are encouraged to
breastfeed. The policy promotes voluntary HIV counseling and

testing as early as possible prior to or during pregnancy.

Since women typically make the decision to breastfeed before
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delivery and begin breastfeeding in the first few days after
delivery, the risk of transmission via this route can be reduced
if women know their HIV status before delivery. According to the
CDC, HIV transmission through breastfeeding has not been a major
problem in the U.S. because many HIV-infected women do not

breastfeed for reasons other than HIV, such as drug use.

Care and treatment of infected infants includes prevention
of pneumocystis carinii pneumonia (PCP), prevention of other
potentially fatal opportunistic infections, including the use of
immune globulin to prevent serious bacterial infections,
monitoring of immunity-preserving CD4 cells (which can decrease )
precipitously in infants), changes in standard childhood

immunization practice, and use of antiviral drugs that may retard

the onset of AIDS symptoms.

In general, about 10 percent of children with HIV infection
die within one year of life. PCP is the most common serious
opportunistic infection among children with HIV and is the
primary cause of death for HIV-infected infants. It strikes very
young HIV~infected infants and is more swiftly and frequently
fatal than in adults. Recent data suggest that half of all PCP
cases in children occur in infants between 3 and 6 months of age.
The failure to recognize HIV status and lack of PCP prophylaxis
are associated with an increased risk of early death among HIV-

infected infants.
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Trimethoprim/Sulfamethoxazole (TMP/SMX), a common
antibiotic, is usually effective in preventing PCP in children as
well as in adults. Studies have shown significantly less PCP in
. HIV-infected infants under one year of age who have bheen treated
with TMP/SMX compared to those who did not receive TMP/SMX

prophylaxis.

In 1é91, the CDC published guidelines, based on age and CD4
count, for the use of TMP/SMX as prophylaxis against PCP in
children with HIV. However, some children develop PCP who have
not met the CDC guidelines for prophylaxis. PCP can occur at
higher.CD4 counts or when the level of CD4 cells drops
precipitously. Therefore, frequent pediatric practice is to
begin TMP/SMX administration regardless of CD4 count at one month
of age in infants born to mothers with HIV infection and continue
until the infant has been definitively diagnosed as not HIV-

infected. Review of the CDC guidelines is being planned.

Nationwide, approximately 70 percent of pneumocystis
pneumonia occurs in children who have not had the benefit of
prophylaxis (227 of 299 reviewed cases of PCP)}. Half of these
childreﬁ were not previously diagnosed with HIV or were diagnosed
only in the preceding month. Others were not treated despite CD4

counts below the recommended level for prophylaxis.

among infants in New York City identified as HIV-positive
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prior to PCP diagnosis (by review of the records of 56 children
less than one year old, diagnosed with PCP from 1991 to mid-
1993), 22 of 29 had not received prophylaxis. The reasons for
this are being studied, but it appears that factors other than
lack of knowledge of HIV status may also be responsible for the

fact that PCP pfophylaxis is not available to all infected

children.

Other recent New York City data on PCP incidence in HIV-
infected children under one year suggests that PCP incidence may
be decreasing (29 infants with PCP in 1991, 22 in 1992, and 5 as
of mid-1993). Further, early diagnosis of HIV may be increasing:
In 1991, 45 percent of these children had been diagnosed as HIV-

positive prior to PCP diagnosis, while in 1992 and early 1993

that figure was 60 percent.

S8ince the CDC guidelines on PCP in infants were only
published in 1991, the long term effects of PCP prophylaxis on
HIV~-infected and on antibody-positive, non-infected infants are
not known, but anecdotal evidence from pediatricians suggests

that TMP/SMX has fewer side effects in infants than in adults.

Many infants who do not die of PCP develop encephalopathy
and other diseases that seriously compromise their quality of
life. HIV-infected infants are at risk for serious bacterial

infections, interstitial pneumonia, gastrointestinal disorders,
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and neuro-developmental impairment. Knowing an infant’s HIV
status would enable pediatricians to monitor children carefully
for early symptoms of these diseases and for a change in levels
of CD4+ cells that would indicate susceptibility to infections.
It would allow more rapid diagnosis and treatment for these
infections and the administration of AZT, DDI, or other treatment
regimens that may improve the quality or length of life, such as
the use of intravenous immunoglobulin (IVIG) to boost the immune

system.

Clinical trials are underway in several states, including
New York, to study the effects of AZT treatment in HIV-positive )
infants. This treatment is currently recommended in symptomatic
HIV-infected children with severely depressed CD4+ cell counts.

Currently, there is no antiretroviral therapy known to be

efficacious in asymptomatic infants.

Another intervention recommended by the American Academy of
Pediatrics and the CDC for children with HIV and those who are
HIV antibody-positive at birth is a change in immunization
practice. Because there is a theoretical risk to
immunocompromised infants or their HIV-positive family members
from live virus vaccine (since the virus can spread to family and
other cbﬁtacts), pediatricians change the schedule of
immunizations and use inactivated polio vaccine instead of live

virus for children who are antikody-positive or who are antibody-
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negative but reside with antibody-positive family members.

In addition, influenza and pneumoccocal vaccines are
recommended in cases of HIV infection. Because HIV-infected
children are at risk for severe chicken pox, they should receive
zoster immune globulin within hours of exposure to this disease

to prevent it or lessen its severity.

BENEFITS OF EARLY HIV IDENTIFICATION IN WOMEN

Whether pregnant or not, women can benefit from early knowledge
of their HIV status. Monitoring of CD4 counts, appropriate
treatment of opportunistic infections and HIV symptoms, antiviral
therapy, participation in clinical trials of new drugs, family
planning, and couﬁseling to avoid infection of others are all
most effective when initiated as soon as possible after

seroconversion.

Women with HIV infection can benefit specifically from PCP
prophylaxis and may benefit from AZT therapy and a range of
preventive measures required by their immunosuppression,

including immunization for hepatitis B and influenza, and testing

and treatment for tuberculosis.

Their participation can be encouraged in clinical trials of

new therapeutic drugs as well as drugs intended to prevent viral
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transmission during pregnancy, including AZT in combination with
other compounds, such as DDI, DDC, and hyperiﬁmune globulin.
Decreasing maternal viral load, increasing levels of neutralizing
antibodies, hyperimmune globulin therapy, and cesarean section
delivery have already been mentioned as emerging possibilities
for prenatal and intrapartum management to avoid perinatal
transmission. The decision not to breastfeed is also most

effective when made prior to delivery.

Less tangible but nevertheless significant benefits of early
knowledge of HIV serostatus include the opportunity for a mother,
under New York State law, to designate a legal guardian for her
child or children upon her death or incapacitation and to make
other arrangements for family care, assets, and legal or medical
services. fhe earliest possible detection of infection in a
pregnant woman also presents her family with the opportunity to
adjust to the possibility of infection in a newborn. A child
with HIV infection requires vigilant care from family members as
well as professionals to prevent opportunistic infections and
provide the best possible conditions for growth and development.
In infected children, HIV-related disease is likely to be a

chronic condition until they succumb to their illness.

Further, the infected child’s health and well being are
usually directly dependent on his or her mother’s health and well

being. Early HIV identification in a pregnant woman improves the

-
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quality and possibly the length of her life. It is also likely
to improve the quality of care the HIV-infected child receives,
both from the mother and from medical and social service

personnel, who are trained to work most effectively with mother

and child as a unit.

Finally, knowledge of her HIV status gives a woman the
opportunity to prevent transmission to her partner and to make an

informed decision regarding future pregnancies.

SERVICE DELIVERY FOR HIV-AFFECTED FAMILIES

Children and families who have been most affected by HIV tend to
be among those who have traditionally had poor access to
services. HIV infection is often added to the burdens of
poverty, substance abuse, and social isolation. Women with HIV
often function as heads of households, taking care of partners
and children who are ill as well as those who are uninfected.
Medical service needs are intense and frequent; visits are often

long and require multiple providers in a single visit.

The HIV epidemic has shown the importance of "co-location"
of comprehensive services to meet the complex medical and social
needs of these families. Unfortunately, as nearly every provider
at the Subcommittee’s Public Hearing confirmed, programs

providing services to affected families have encountered severe
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obstacles to the provision of timely medical, mental health, and
supportive social services. Affected families have consequently
had great difficulty accessing critical services. One specific
and disheartening example of the gap between need and
availability of services is that very few substance abuse
programs will accept pregnant women or women with children. When
services are available they are too often fragmented. For
instance, though women with HIV infection have significant
gynecological problems, these services may not be available in
clinics where they receive their routine HIV follow-up care.

(See Appendix H for a complete roster of family HIV-related

services.)

LEGAL AND ETHICAL ISSUES

From the start of its deliberations, the Subcommittee agreed that
its goal would be the development of policies that would maximize
the number of HIV-infected women and HIV-positive and infected
infants identified and placed into treatment. The Subcommittee
tried to maintain a focus on HIV as an issue that affects entire
families, rather than a matter of the rights of newborns or

mothers.

However, HIV screening of pregnant women and newborns does
raise important ethical and legal questions. Although in most

issues related to medical care of a child, parental decisions are
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respected, there are legal and ethical precedents for situations
in which the interésts of the child can and should limit parental
discretion. For example, in New York State, all pregnant women
are mandatorily screened for hepatitis B and syphilis. While,
like HIV, these two diseases can be passed from mother to child,
unlike HIV, they can be prevented or cured with currently
available treatment. Screening is also done mandatorily on every
newborn, except when parents refuse for religious reasons, for a
variety of treatable congenital diseases, mostly metabolic

disorders.

New York State Public Health Law, Article 27-F, requires
that HIV testing be preceded by detailed counseling, administered
with written informed consent, and followed by equally specific
post-test céunseling. Federal law does provide for HIV testing
without informed consent for prisoners, military personnel, and

Job Corps applicants.

Since mandatory HIV screening of newborns and/or pregnant
women, that is, without informed consent or the specified
counseling, would present potentially seriocus ethical and legal
challenges'to existing law, the Subcommittee considered legal
principles concerning: confidentiality, disclosure,
constitutional rights to equal protection, privacy, child
neglect, the Americans with Disabilities Act (ADA), and

applicable case law, that is, precedents.
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Confidentiality is an ancient and venerated principle of
medical ethics but is not absolute. It may be strengthened or
undercut by case law and by legislation in the intefest of
protecting a patient, identifiable others, or the public health.
The intent of the New York State HIV Confidentiality Law is to
empower individuals, enlist their cooperation, and protect their
privacy. Since mandatory newborn HIV testing with parental
notification is viewed by many as tantamount to testing the
mother and revealing her HIV status without consent, it may be

inconsistent with the intent of the law.

Disclosure of medical information means making it available
to the patient. Under current law, disclosure of HIV status may
only follow an adequate informed consent process with pre~ and
post~test counseling. To be consistent with current law
regarding counseling, expanded counseling services would have to
be developed and provided under either a mandatory or more

aggressive voluntary testing program.

Public health law provides national precedents for the view
that the peolice power of the state is sufficient to protect the
public health and can do so as long as the intervention would be
effective, as in the case of mandatory immunization of children.
The Supreme Court has specified that an intervention must be the

least restrictive alternative necessary to achieve the public
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health goal, infringing as little as possible on protected
rights. While individual states have been given broad latitude
to respond to public health problems of local concern, mandatory
newborn HIV testing would presumably have to meet the "least

restrictive alternative" standard.

Ethically, a public health screening test must meét, at a
minimum, two conditions: it should be accurate and effective.
"Effective” means both that the test should be cost~effective and
that an effective treatment should be available. HIV antibody
testing is not an accurate indicator of infection in infants in
that at least 70 percent of infants who test positive for HIV
antibodies are not infected; PCR (polymerase chain reaction)
teéting is much more accurate, but much more expensive. Sonme
argue that CD4+ cell counts could be used instead of testing to
monitor children for immune suppression. Regarding the efficacy

of therapy for HIV, it is currently clearest in relation to PCP

prophylaxis.

The fifth and fourteenth amendments to the Constitution
provide for equal protection under the law, meaning that any
classification scheme for individuals must be fair and equitable.
Escalating standards of fairness and equity depend on the
importance of the right to be protected and the level of
suspicion about the classification. For a racial classification,

the state is subject to strict scrutiny and must show that a
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compelling state purpose can only be achieved by means of this
classification. Since neonatal HIV disproportionately affects
minority communities, some have argued that mandatory HIV testing
" might be considered a de_facto racial classification subject to

strict scrutiny.

The right to privacy has been considered as both autonomy
and solitude. Privacy as autonomy provides for the rights of
éouples to use contraceptive devices and for women to use
abortion services. Privacy as solitude is the legal basis for
restricting the state’s powers of search and seizure. Some have
argued thatkmaternal autonomy is unacceptably compromised by w
mandatory newborn HIV testing, or that a mother’s own HIV status

is in effect being discovered through an unwarranted search and

sejizure.

Lega;ly, a neglected child is one whose welfare is in
danger. In medical ethics, beneficence (doing good for the
patient) is an obligation of health care providers, though
determining what is good for a minor is a parental right
abrogated only under highly defined circumstances. The state can
intervene if "necessary" medical care is withheld. The burden
would be to show that available HIV treatment constitutes
necessary medical care for an infant and that a parent who

withholds it has neglected the child.
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Finally, the Americans with Disabilities Act specifically
includes HIV infection as a disability and protects disabled
persons against discrimination unless they present a direct
threat to others. Multip;e—drug resistant tuberculosis is
arguably a direct threat that meets the ADA exception, but
pregnancy in an HIV-infected woman might not be interpreted as a
direct threat to the infant, especially since the infant will
probably not be infected. On the other hand, some may argue that
failure to diagnose and treat individuals in a class which
gqualifies under the provisions of the ADA is de facto

discrimination. It is unclear how the ADA may affect a program

of mandatory testing.
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OPTIONS FOR PERINATAL HIV TESTING PROGRAMS

The Subcommittee considered a broad range of possible programs
for identifying and bringing HIV-infected mothers and their
exposed or infected children into care. These options can be
arrayed on a continuum as follows:
1. Mandatory newborn testing with mandatory parental
notification of results. This is the option proposed by the
Mayersohn bill before the New York State Assembly. It does

not include any pre- or post-test HIV counseling provisions.

2. Mandatory counseling of all pregnant women and mandatory
newborn testing with mandatory parental notification.

3. Mandatory newborn testing with voluntary parental
notification, but access to test results by care providers
at a later date, by request, with parental consent.

4. Mandatory newborn testing with parental option to refuse
testing.

5. Mandatory counseling of all pregnant and postpartum women
with voluntary testing strongly encouraged.

6. Voluntary counseling of all pregnant and postpartum women
with voluntary testing encouraged. This is a modification
of current programs, which concentrate voluntary counseling
and testing efforts in high risk areas and show high
variability in acceptance rates for testing.

NOTE: All but option 1 could provide for pre- and post-test
counseling.

The Subcommittee discussed the relative merits of various

abproaches,‘taking into account the option’s likelihood of

success, cost, and legal and ethical implications.

Success was defined, first, as the "capture" rate, that is,
the percent of HIV-infected pregnant women and HIV exposed

newborns who might be identified in any given period of time --
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prenatally, within a day or two of birth, or within the first
month. Each time period was discussed in terms of its potential
for preventing perinatal transmission and its potential for

beneficial medical intervention for those identified.

Secondly, success was defined as the rate at which infected
and exposed children could be expected to enter treatment.
Success in identifying affected women and children does not imply
success in delivering HIV services, which is dependent on the
variety, quantity, and integration of programs, their
accessibility, and the ability of the family to come in for care.

Yet, clearly, identification is necessary to target service

programs.

In theory, mandatory newborn testing would capture all
newborns who carry maternal HIV antibodies. However, there are a
number of qualifications to this assessment. It has been
suggested that some women may elect to avoid testing by
delivering outside of New York State or by avoiding hospital
delivery. Further, in any given period, some additional infants
may be missed due to inadequate time for laboratory follow-up on
insufficient or untestable blcod specimens. For example, in the
New York State congenital screening program, by the end of one
month (althouéh follow~up continues for a total of 13 weeks),
four percent of specimens that are not testable or are missing

have not been replaced despite repeated requests.
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The rapidity with which test results can be reported is
critical to earlier HIV treatment. A protocol to return standard
antibody test results (ELISA with Western Blot confirmation) in
about five days could be developed, but would cost more than
current protocols. Even with an optimal five-day HIV test
reporting protocol, some samples would be inadequate and HIV
results not available before mother and child leave the hospital.
Therefore, an appropriately funded, aggressive, and effective
follow-up program would need to be established as a part of any

program designed to increase identification and treatment of HIV-

infected newborns and mothers.

Inaccurate test results, both positive and negative, are a
fufther caveat in designing a program to identify all HIV-exposed
infants. Expensive protoceols requiring multiple tests of a
newborn’s blood still cannot eliminate the falsely negative test
that.occurs when there are not yet detectable levels of maternal
HIV antibodies. Most test protocols will also yield a number of
false positives and equivocal results. Moreover, distinguishing
between those infants who are truly infected and those who carry
only maternal antibodies has been a major focus of research in
newborn testing technology. Newer tests, such as PCR, which can
make this distinction, are considerably more expensive than
standard antibody testing and are not Yet widely available,

although sufficient resources could provide for statewide PCR

availability.
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Just as testing inaccuracies and delayed results would occur
whether testing was voluntary or mandatory, success in contacting
parents with test results may depend on the same factors
regardless of testing policy. 1In New York State’s congenital
disease screening program, physicians, hospitals, or disease
specialty centers are required to contact parents following
certain abnormal test results in a newborn. In the experience of
this program, parental tracing after hospital diécharge is in
most cases a time and labor-intensive process that depends
entirely on staff resources and commitment. Cost and rapid
succesé in contacting parents varies widely by hospitai, by
geographic location, and by disease. Families who are homeless,—
highly dysfunctional, unddcumented aliens, or who give false
information or move often for any reason are, naturally, more

difficult to find. It often takes longer than a 13~week tracing

period to reach a parent and requires a variety of strategies.

Voluntary HIV counseling and testing programs, while well-
intentioned in their aim of convincing pregnant women to have HIV
tests, have had widely varying rates of success. Casual or
poorly-timed offers of counseling by busy or ill trained staff
fail to persuade many women to accept counseling, or testing, or
to return for test results or post-test counseling. Although
there is no déta on the exact number of HIV-infected women who
know their status at the time of delivery, it is estimated that

through New York State’s two main voluntary perinatal testing
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programs -- the Obstetrical Initiative and the Prenatal cCare
Assistance Program -- about 46 percent of HIV-infected pregnant

women have learned their status prior to delivery.

However, program diréctors report that mothers who receive
clear explanations of the reasons for and importance of HIV
'testing rarely decline. Information provided in presentations
and materials to the Subcommittee indicates that rates of test
acceptance near or above 90 percent (such as those achieved at
Harlem Hospital Center and at some neighborhood health centers
and family planning facilities) are the result of highly
coordinated, interdisciplinary efforts by dedicated personnel and
a strong institutional commitment to this approach. With proper
implementation of an aggressive veluntary program, it may be
possible to achieve Statewide rates of test acceptance and post-
test parental counselihg that would equal rates postulated for

mandatory testing and parental notification.

It is clear that significant improvements in quality and
possibly length of'life, especially as a result of PCP
prevention, can be achieved once an infant is identified and
under medical supervision. Once again, success in delivering HIV
monitoring and treatment services to exposed and infected infants
and their mothers poses similar problems under both mandatory and
voluntary newborn testing options. Parental notification, under

either a mandatory or voluntary testing policy, does not insure
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subsequent care. Although many of the current voluntary programs
assert that it is rare for a parent to neglect needed HIV care
for a child, there is still the problem of inaccessible,

fragmented, or overburdened programs.

The Subcommittee, in trying to insure that the maximum
number of HIV-exposed infants and their infected mothers obtain
the earliest treatment possible, has had'to determine not only
whether HIV testihg should be mandatory or voluntary, but whether
greéter benefit would be derived from prepartum or postpartum

testing, and how quality programs of any kind can be assured.

Evidence presented to the Subcommittee supperts the view
that testing to identify HIV infection during pregnancy has some
distinct advantages over postpartum testing, such as the
possibility of preventing perinatal transmission to the fetus and
greater opportunity to preserve a strong family environment for
the newborn. According to a presentation by the Centers for
Disease Control and Prevention, prepartum interventions to reduce
the risk of transmission are the emerging focus of perinatal HIV
treatment, Since breastfeeding begins at birth, preventing HIV
transmission through this route also has the greatest chance of
success if HIV-infected mothers are identified prior to delivery
and counseled about the risk of breastfeeding their infants.
Regarding treatment for HIV-exposed infants, while PCP

prophylaxis does not in any case begin before one month of age,
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monitoring for opportunistic infections, timely modification of
immunization regimens, institution of antiviral medication, and
attention to the child’s development would be enhanced by the

earliest possible knowledge of HIV exposure.

Given that neither a mandatory nor a voluntary testing
program would identify 100 percent of HIV-exposed infants, and
that either would have some difficulties tracing parents and
providing sufficient and accessible treatment services to every
affected family, the advantages of prenatal HIV determination and
availability of the mother for counseling would argue for an
emphasis on expanded and more consistently successful prenatal
testing. Those women who do not seek prenatal care, and may thus
require HIV testing after delivery, may also need a revised HIV

test protocol that made results available before the mother

leaves the hospital.

Mandatory testing during Pregnancy would be a legally and
ethically questionable practice, involving possible invasion of
individual rights. Some believe that mandatory testing of
newborns may also be viewed as a violation of maternal rights. A
significant expansion of HIV-treatment services for women and
children, together with counseling to insure that mothers are
referred to appropriate programs, may also be required by ethical
and legal concerns, as well as by the practical problems of

providing care for greater numbers of women and children
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identified as HIV~affected.

Thus, the Subcommittee searched for an option that would
avoid the potential legal and ethical concerns of mandatory
testing without consent or counseling, but be more consistently
successful than voluntary counseling and testing programs have
been to date at identifying infected women, especially

prenatally.

If it could be replicated statewide, mandatory HIV
counseling of all pregnant women with voluntary but strongly
encouraged testing in a program similar to the Harlem Hospital
model seems, in the opinion of the Subcommittee, to offer the
best chance for-a high rate of success in testing, preventing HIV
transmission, and bringing infected families into care. The
Subcommittee is aware that this option poses problems of cost and
implementation, but feels that with proper support from the

Legislature and health care professionals, these problems are

surmountable,

This option would require the active and informed
participation of all providers of care to pregnant women and
newborns in New York State. But it is warranted by the intensity
of the HIV epidemic and the consequences of HIV infection for
women and children. Counseling and testing during pregnancy

allows the widest range of maternal options for treatment and
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planning, the greatest potential to prevent HIV transmission
before, during, and after delivery, and the longest lead time to
plan medical care for exposed infants. Making this counseling
mandatory in well-run, well-supported programs will, in the
opinion of the Subcommittee, convince the largest number of women
to 1earh their HIV status. Convincing them to take an HIV test,
rather than forcing them, will presumably lead to more

cooperative, effective treatment for all affected family members.

The Subcommittee realizes that implementation of a policy of
mandatory HIV coupseling and strongly encouraged voluntary
testing statewide is an ambitious undertaking. Although the
Subcommittee believes this is the approach most likely to
succeed, it also believes that its efficacy must be reqularly
analyzed to determine whether the goal of bringing nearly all
HIV-infected women and HIV-exposed and infected children into
treatment is in fact being met. To this end, the Subcommittee
believes that the results of this policy, if adopted, should be
reviewed in a timely and reqular manner, and alternative

strategies considered if it fails in achieving its goals.

The Subcommittee has agreed on the Principles and

Recommendations below.
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PRINCIPLES AND RECOMMENDATIONS

The Subcommittee’s recommendations are based on the following

principles:

Principles

1. The goal of New York State policies with regard to HIV-
infected newborns and families must be to maximize the number of
HIV-infected newborns and families identified and entered into
treatment, and to provide them with optimal health care,

psychosocial support, and other necessary services.

2. Given the importance of preventive therapy and early
treatment for HIV-infected women and infants, all adults and
sexually active adolescents, and especially all pregnant and
postpartum women, should be informed of the benefits of knowing

their own HIV status and that of infants.

3. Regardless of the policy on newborn and maternal HIV
counseling and testing, identification of more women and infants
with HIV and their subsequent entry into treatment will require
that funds be allocated to expand comprehensive HIV treatment and

support services for women and children.

4. All counseling, testing, treatment, and supportive service
policies must acknowledge and focus on the needs of the family,
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and be designed to support the ongoing involvement of the family

in caring for HIV-positive newborns and young children.

5. Programs should be designed to maximize the likelihood that
women will seek services for themselves and their children,
emphasizing accessibility and confidentiality, as well as family-

oriented service delivery.

6. The distinct needs of urban and rural communities should be
considered in identifying services and costs to implement

enhanced counseling, testing, and treatment programs.

7. The State must be prepared to move quickly to respond to
innovations in testing and therapy for women and children. The
latest HIV testing technology should be utilized to reduce test
processing time and to distinguish as rapidly as possible between

maternal antibodies and HIV infection in infants.

8. A new standard of care requiring HIV counseling for all
pregnant and postpartum women and the provision of HIV services
as early as possible to HIV-exposed and infected infants cannot
be implemented without the commitment of all providers of health
care to women and children. Appropriately trained health care
professionals, paraprofessionals, and community leaders, as well
as the administrators of health institutions and community health

organizations, must firmly support this policy and work to make
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it a success. An integrated (interdisciplinary) care model
dedicated to optimal care for HIV-infected women and children,
such as the Harlem Hospital Center program, is considered

exemplary.

Recommendations

Guided by these principles, the Subcommittee on Newborn HIV
Screening recommends that the following policies be adopted by
order of the Commissioner of Health, by regulation, or by

statute, as appropriate:

1. A policy of mandatory HIV counseling and strongly encouraged
voluntary testing for all pregnant and postpartum women should be
implemented as soon as possible.

Although the Subcommittee does not recommend mandatory HIV
testing of newborns at this time, it is imperative that HIV
testing should be presented as a standard medical recommendation
by providers in all prenatal, obstetrical, postpartum, and

pediatric settings.

2. All providers of health care services in New York State
should provide HIV counseling to and strongly encourage HIV

testing for all sexually active adults and adolescents (males and

females).

This should be presented as a standard medical
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recommendation and should become part of routine medical practice

in all health care settings.

3. Women who have tested HIV-negative prior to their pregnancy
must be provided with repeat counseling and strongly encouraged

to repeat the test during pregnancy.

4. All providers of care to neonates and young infants must
ensure during postpartum or ongoing pediatric care that
appropriate HIV counseling has been given to the infant’s mother.
If the mother has hot been counseled or has been counseled
but has not been tested prenatally, HIV counseling must be
provided and testing for the mother and/or infant strongly

encouraged.

5. Adequate funding must be prpvided to implement the new policy
of expanded HIV counseling and testing programs and for
comprehensive medical care and psychosocial support services for
all HIV-positive women, infants, and children.

Funds for these services should nﬁt be diverted from other
¢ritical human service programs.

The AIDS Institute should identify the specific services
that will be required to effectively implement enhanced
counseling, tésting, and access to care programs for women and
their newborns, together with the costs of these programs, and

report these assessments to the AIDS Advisory Council (See
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Appendix I). This assessment may be done on a regular basis in

response to changes in testing or clinical care options,

6. Evaluation of the effectiveness of a program of enhanced HIV

counseling, testing, and access to services for women and their

newborns must begin not later than one year after financing is
made available to providers in order to determine whether the
program has resulted in an appropriate increase in the number of
HIV-infected women and infants who enter treatment.

The New York State AIDS Advisory Council or its designee
should monitor the progress of these recommendations and oversee
evaluation of the new policy on a regular basis. —

Adequate resources and staffing must be provided to support
the initial and ongoing evaluation. Performance standards should

take into account hospital seroprevalence rates as well as the

goal of maximizing the number of HIV-infected women and children

in care.

7. Policies and procedures must be in place at all hospitals,

clinics, and doctors’ offices where pregnant women, postpartum
women, and children are seen to:

‘¢ implement the new policy of expanded HIV counseling and

testing programs,

* provide for the appropriate notation of maternal HIV

status in the neonate’s record,

* assist women in returning for their post-test counseling
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"visit and expedited access to care for themselves and their

infants.

8. The AIDS Institute should review current regulations to
streamline procedures for HIV counseling, testing, and informed

consent within existing law.

9. Commercial health insurance carriers should be required to
cover and Medicaid should be required to continue to cover the
cost of prenatal and postpartum HIV counseling and testing.

HIV counseling and testing should be specifically excluded

from co-payment requirements under Medicaid.

10. Literature on HIV counseling/testing, HIV medical care, and
supportive services for HIV-infected persons should be readily
available in all health care settings providing services to
pregnant and postpartum women, other adults, adolescents, and
children.

_ Such literature should be culturally sensitive and
linguistically appropriate to the population served by the
specific provider. 1In particular, the Department of Health
should prepare and distribute a new Guide for HIV Counseling and
Testing in Women'’s Health Care Settings. This Guide would cover
such issues as breastfeeding, immunization, the family’‘s role in
caring for the child with or at riskrfor HIV, and care of the

mother to maintain her health and ability to care for her
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children.

11. Institutions responsible for the education of health care
professionals should include in their curricula instruction
concerning the importance of integrating HIV counseling and
testing into routine primary medical care, effective counseling
methods, the importance of confidentiality, and information to be

transmitted to patients.

12. The Medical Society of the State of New York, the New York
State chapter of the American College of Obstetricians and
Gynecologists, the New York State district of the American
Academy of Pediatrics, the New York State Nurses Association, the
New York State chapter of the American Colleqge of Nurse Midwives,
and all other relevant organizations of health services and
health education professionals should take an active role in
expanding the availability of HIV counseling, testing, and
treatment, especially for pregnant and postpartum women and
children, and educating both the pubklic and their members on this

issue.
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Dissenting Comments on the January 31, 1994 Report of the Subcommittee on Newborn
Screening to the AIDS Advisory Council, February 4, 1994

Early identification and comprehensive health care now can lengthen and improve the quality of
life for HIV infected infants. The Subcommittee on Newborn Screening was created because too
many of the infants who need such care are not identified in time to receive these benefits.
Resistance to testing newborn infants for HIV, a procedure that would guarantee the benefits of
early, appropriate care has been based on fear that such routine testing, as is done for nine other
diseases, could subject infants and their mothers to stigmatization, discrimination and even
physical harm. In light of current experience that proper care is beneficial and can be provided
to such infants and their families, that confidentiality can be maintained and that a well established
methodology for testing is at hand, it is time for New York State to exercise its responsibility to
vulnerable children by designating early identification of HIV infection as a necessary component
of newborn care. The gap between the documented number of children and families who would
benefit from appropriate care, 1800 per year, and the number being identified by current efforts at
prenatal and postnatal counseling has provided the impetus for the Subcommittee to seek "a better

¥

way.

The central recommendation of the Subcommittee Report prdposes mandatory prenatal and
postnatal counseling which strongly encourages voluntary testing for HIV antibody (rather than
routine testing). This recommendation is a valuable step toward reinforcing an accepted standard
of care for women and children, but it is insufficient to offer the protection which every infant
deserves, protection which has been guaranteed newborn infants in New York State for other
serious diseases. Reliance on counseling and that encourages voluntary testing ignores the
unacceptably high failure rate of such an approach. In addition, it siphons off resources which
could be focused more effectively for needed care. The failure of our health system to identify
many of the infants born each year in New York State to HIV infected mothers denies them
access to life-saving and life-enhancing care A substantial body of experience supports our

concern that delay in diagnosis is literally a matter of life versus preventable, early death.

In making the case for its central recommendation, the Report contains much information that is



accurate, humane, constructive and practical. However, in our judgement, the Report is
distorted by errors of omission, commission, logic and unlabeled speculation . The remarkable
accuracy and economy of existing diagnostic tools for identifying infants who can benefit from

special care is glossed over, as are the disappointing results of currently funded programs that

focus on efforts to "counsel and encourage testing".

The Report does not address adequately the lessons learned from efforts to control pennatal
morbidity and mortality from Rh Disease, rubella, syphilis, hepatitis B, sickle cell disease,
congenital hypothyroidism, PKU and infectious conjunctivitis of the newborn. Although each of
these diseases has its own special characteristics, as does HIV, a uniform message is clear. Infants
were subject to preventable harm until an easily monitored requirement for routine testing was
supported by Public Health Law and regulation, and in the case of newborn screening, was also
accompanied by development of a proper public health infrastructure, . In our judgement, the

report falls short by not recommending such an approach. -

The "Harlem Hospital Model" espoused by the Report as evidence that effective counseling will
bring infants and their mothers into care is not described in detail, nor are its infrastructure,
resource base and special characteristics analyzed with regard to its potential for replicability
across the State. Based on the available details of that research-oriented and research-funded
program and the low acceptance of testing rates achieved in pilot programs involving many
thousands of women throughout the State, there is ample evidence for serious doubt that the

"Harlem Hospital model" can be replicated on a state-wide basis.

The Report gives insufficient attention to society's responsibility "to act in the best interest of the
child" and speculates in an unbalanced and unsubstantiated manner on how testing of newborn
infants for HIV infection will be harmful to their mothers. The language of the Report is confusing
with regard to issues of confidentiality and disclosure. [t equates newborn testing with breach of
confidentiality and any disclosure with improper disclosure. While reminding the reader that HIV
infected persons are subject to discrimination and stigmatization in spite of existing statutes, the
Report offers no evidence (in fact, does not even address) its implied conclusion that testing of

infants as part of a voluntary program, rather than as a component of routine newvorn care,



would reduce the potentially harmful consequences of improper disclosure and discrimination,
both of which are illegal.

The Report gives scant attention to an option presented which is mindful both of parental rights
and responsibilities and the hazard to the child of unrecognized HIV infection. That option adds
HIV antibody testing to the existing routine Newborn Screening Program, with an "opt out”

provision for mothers who, after proper counseling, object to having their infants tested for HIV.

The Report recommends a program which fails to guarantee the protection of timely health
services to infants and their families. Even if this were an era of unlimited resources, we would
still favor the remarkably cost-effective, easily implemented and monitored alternative provided by
the well-established NY State Newborn Screening Program. In addition, the Report is too vague

on how additional funds should be allocated, or how the compelling needs of the children (and
their families) for services will receive appropriate priority. )

In attempting to summarize where we feel the Report falls short, we have tried to avoid the
imbalance and inaccuracy which compromise the lengthy document.  Given the complexity of the
scientific, medical, legal, psycho-social, ethical and logistic issues involved in newborn HIV
testing, we recognize that this brief response is also at risk of imbalance. On that basis, we stand
ready to offer more detailed information and opinion as public discussion leads us, hopefully, to
clarity about the issues involved. Such clarity should assist those who must make well-informed

public decisions, decisions in which New Yorkers must act in the best interest of our vulnerable
children and their families.

Louis Z. Cooper, M.D.

Keith Krasinski, M.D.

Mark S. Rapoport, MD, MP H.
Nancy Wade, M.D.
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