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June 26, 1995 

Representative Thomas J. Bliley Jr. 
U.S. House of Representatives 
2241 Rayburn House Office Building 
Washington, DC 20515 

Dear Representative Bliley: 

Thc American Academy of Pediatrics (AAP) was pleased to testify on May 11, 1995, 
before the Subcommittee on Health and Environment on HIV testing of women and 
infants. This is an extraordinarily complex and passionate debate -- one chat has been 
discussed extensively by the membership and leadership ot" our national organization, 
which represents over 48,000 physicians. As Congress further contemplates this issue, it 
is essential they understand the medical, as well as (he social and behavioral components 
of any legislative action. 

The HIV/AIDS epidemic is increasing in women of childbearing age and spreading 
beyond previously defined risk groups and geographic areas. This increase has been 
reflected by a similar increase in children. 

There are now clear medical benefits of knowing die HIV status of pregnant women and 
newborns. Treatments are currently available to significantly reduce the HIV 
transmission from mother to infant (zidovudine/AZT.) In fact, the study results which 
documented the value of AZT in pregnancy can save up to 1000 lives annually and 
represents the most important medical breakthrough in recent years. In addition, rhe lives 
of the small percentage of infants not protected by the AZT treatment can be prolonged 
infants by initiating medical care within the first months ol" life in order to reduce 
infections such as pneumocysris carinii pneumonia (PCP). 

li is essential that Members of Congress understand that both AZT and PCP medical 
treatments for women and children require intensive, daily/regular, and prolonged 
dosages of medication. Compliance with medical care is likely to be greatest when the 
patient is fully informed and feels she has made an educated judgment regarding HIV 
testing for herself or her infant. A relationship of respect and trust between women and 
thc health care system is critically important to the identification of women and infants 
who are HIV-infected and their subsequent care and treatment. 

To comprehensively and compassionately address HIV infection in women and 
infants, it is recommended that al] pregnant women receive HIV education and 
counseling and that they be routinely tested with consent, as part of their part ol" 
their prenatal care. For newborns whose mother's HIV status is unknown at 
birth, it is recommended that they be tested with thc consent of their mother. 
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Testing programs must be confideniial, voluntary and accompanied by cultural and ethnically 
appropriate information regarding HIV infection. 

We support utilization of consent procedures that facilitate rapid incorporation of HIV education 
and testing for women, and infants in the routine medical care setting. Consent may be obtained 
in a variety of ways and may include documented patient education, with testing to take place 
unless rejected in writing by the patient. 

We caution Congress against imposing unrealistic and negative restrictions on women and infants. 
We ask that you consider these recommendations as the debate over HIV testing continues in 
Congress. 

Sincerely, 

George D. Comerci, MD 
President 



TO: Hillary Rodham Clinton 
FROM: Jennifer Klein / * . 
DATE: 6/5/95 
RE: Letter to Editor on HIV Testing 

The 25% that Dr. Arons refers to is the actual rate of transmission from mother to 
child. If a woman is HIV positive, there is a 25% chance that her baby will be infected. 
However, almost all babies born to HIV positive mothers test positive at birth because they 
still have maternal antibodies. Therefore, the initial result is not an accurate test of the HIV 
status of the baby. 

The sentence that you underlined seems to suggest that all states or health care 
providers be required to offer HIV counseling and testing. The American College of 
Obstetrics and Gynecology will release guidelines in September that make voluntary 
counseling and testing the "standard of care" for all pregnant women. This, according to 
physicians, will effectively serve as a mandate because doctors fear that they will be held 
libel in a malpractice suit if they do not follow professional guidelines. 

cc: Maggie Williams 



TO: Hillary Rodham Clinton 
FROM: Jennifer Klein f .1. 
DATE: 6/28/95 
RE: HIV Testing of Pregnant Women and Newborns 

Attached please find a memo from Patsy Fleming about the Coburn amendment that 
we discussed yesterday. I wanted to highlight two things. First, Patsy notes that the Public 
Health Service meeting on July 11 and 12 is expected to address "what policies are 
appropriate when neither the mother nor the newborn has been tested voluntarily." Second, 
the attached letter from the National Governors Association (NGA) points out that the 
Coburn amendment is overly broad given the geographic concentration of AIDS. 
According to the NGA, between 1993 and 1994, 63% of all pediatric AIDS cases occurred 
in only three states; 89% of cases occurred in 15 states. 

These two facts give us a solid foundation for pursuing mandatory testing of 
newborns in "high risk" areas. Jeff Levi in our AIDS office agrees that this is an accepted 
public health approach. We are working together to develop a strategy. 

cc: Melanne Verveer 
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ibia Ignores 
JS by Military 

Editor: 
"Colombia Marvels at Drug 

pin: A Chain-Saw Killer, Too?" 
/s article, June 21): You miss a 

• point when you turn to Henry 
aiza Ceballos's role with the army 

.id police in what has become 
.cnown as the Trujillo massacre, the 
murder of 107 people in 1990. 

These officers were "corrupt." 
But Maj. Alirio Uruena, who witness­
es say dismembered his victims with 
a chain saw, was also a decorated 
officer promoted after the killings. 
Far from "shocking" the Govern­
ment, the behavior of Major Uruena 
and his men was covered up until 
international pressure marshaled by 
Colombian human rights groups 
forced authorities to agree to a com­
mission to restudy the Trujillo case. 

Only after this commission deliv­
ered its findings was Mr. Uruena 
dismissed. 

For the courts, it is far easier 
to grasp the Scorpion for drug-traf­
ficking than Mr. Uruena, shielded by 
an institutionalized esprit de corps 
that defends even forced disappear­
ance — a secret arrest usually fol­
lowed by execution — as an "act 
of service." Until Colombia inves­
tigates, prosecutes and punishes 
crimes committed by its own, cases 
like Trujillo will remain the rule, not 
the exception. ROBIN KIRK 

Research Associate 
Human Rights Watch-Americas 

Washington, June 21, 1995 

The Harm Infant H.I.V. Testing Can Do 
To the Editor: 

Re "AIDS Babies Deserve Help, 
Now" (editorial, June 25): The Ack-
erman-Cobum plan you endorse 
would make AIDS funding to states 
contingent on human immunodefi­
ciency virus testing of all babies 
whose mothers have not accepted 
voluntary testing during pregnancy. 
This would force states to choose 
between violating the rights of preg­
nant and newly delivered women, or 
losing funds for the majority of indi­
viduals with H.I.V.-AIDS who are not 
directly involved in this controversy. 

Talk Radio's Roots 

To the Editor: 
The Freedom of Speech Award to 

G. Gordon Liddy at the radio talk 
show hosts convention should be con­
sidered an aberration (Chronicle, 
June 26). For every Liddy on the far 
right and every leftish host, there are 
hundreds of radio talkers who voice 
no political bent but who host pro­
grams of community service and 
sage advice. They are on 500-watt 
small-town stations as well as boom­
ers, networks and syndicate. 

Talk radio started as "neighbor­
ing" in Iowa in the 1920's. Despite the 
current in-your-face fad, honest con­
tent remains a grass-roots ingredi­
ent of talk radio. ANNIE BREWER 

Dearborn, Mich., June 26, 1995 
The writer edits Talk Shows and 
Hosts on Radio, an annual directory. 
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Because the H.I.V. test at birth iden­
tifies maternal antibodies in the in­
fant, the result would be a profile of 
the mother's H.I.V. status. The pro­
cess would thus amount to mandatory 
testing of all mothers in two stages. If 
they hadn't volunteered during preg­
nancy, the result would be obtained 
through their infant surrogate. 

Even without prenatal AZT, .flflly 
about 25 percent of infants teg^g 
H.I.V. positive are truly infec^dr 
Does that justify overriding the rjgiht^ 
to informed consent for the renj§irp 
ing women who declined testing^ 

Using AZT, the perinatal transittfs-
sion rate has been reduced to &Jper-
cent. Thus, a better case can be rosde 
to require testing of all pregnant 
women. Unfortunately, involuntary 
testing could further cause wonlfn 
hesitant to interact with the system A , ^ L j C - / " 
to avoid prenatal care altbgetheftti £ 

It would be more constructiveAto 
mandate that every pregnant wflm-
an be offered vnlnntarv H I V testing 
with the assurance that if poslfltte, ' 
she and her family would be entitfed 
to comprehensive medical, nutrition­
al and social services before, duflfag 
and after birth. ^rt 

Women are more likely to accept 
testing when persuaded that society 
cares about them, rather than'dis­
playing a punitive attitude that deval­
ues the mother in the name of sawmg 
the baby. PAUL ARONS, M'.D. 

Medical Director, Leon Cotrttty 
Public Health mit 

Tallahassee, Fla., June 26, ^5 

Even Before Medicare Cuts, Health Care System Has Changed^ 
To the Editor: 

Re your June 26 front-page news 
analysis on changes in the health 
care system as a byproduct of budg­
et cutting: The important point you 
make is that while the proposed 
slowdown in Medicare and Medicaid 
spending, which accounts for almost 
one-third of total health care spend­
ing in this country, will probably 
have a major impact on our health 
care system, nobody is sure yet just 
how that impact will play out. 

The point you miss is that the train 
has already left the station. Profound 
changes in our health care system 
are already under way, precipitated 
not by changes in government policy 

Illegal Parkers 

To the Editor: 
Re Joyce Purnick's June 22 col­

umn on illegal parking in New York 
City: Doctors and reporters are lim­
ited to parking at specially marked 
areas during working hours only. In 
my neighborhood all the unticketed, 
illegally parked cars belong to police 
officers and judges: the people 
charged with enforcing the law. 

Of course, they may not have 
Health and Hospitals Commissioner 
Maria Mitchell's connections and 
have parking tickets dismissed (news 
article, June 25). This arrogance of 
power needs to be further investigat­
ed. THOMAS L. FABRY, M.D. 

New York, June 26, 1995 

(since these haven't occurred), but by 
dramatic changes in the purchasing 
behavior of private employers, whose 
spending for employee coverage ac­
counts for most of the remaining two-
thirds of health care spending. 

Beginning in the late 1980's, large 
private employers, looking to in­
crease productivity and streamline 
production costs (which include em­
ployee benefits), began aggressively 
exercising their purchasing power in 
the health insurance market, forcing 
down premium costs and triggering 
a transformation of the health care 
delivery system into a bewildering 
array of new provider networks. 

If we want to get some idea of how 
the proposed slowdown in Medicare 
and Medicaid spending might play 
out — and how to minimize the risk 
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to beneficiaries — we should 
much closer attention to the changes 
that have occurred in response t^e 
slowdown in private spending. ;r^-

In part because for two years,^ll 
eyes were on the health care reform 
debate in Washington, many o|,iis 
have missed what's going on in. our 
own backyards. PAUL S. JELL^EK 

Princeton, N.J., June 26,.^95 
The writer is a vice president ofjhe 
Robert Wood Johnson Foundation.', 
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Detention Under Study* 

t U -

To the Editor: 
Re "The Lessons of Esmor" (edito­

rial, June 21): You believe that ithe 
Attorney General should appoirtUa 
commission to study the Immigratlfin 
and Naturalization Service's deten­
tion policies. Congress has already 
done so; addressing detention 'and 
removal policies are part of this cbrh-
mission's comprehensive mandatfeS 

In our first report to Congress^t 
year "U.S. Immigration PolicyniRfe-
storing Credibility," the bipartlian 
United States Commission on Irrimi-
gration Reform recommended nwre 
effective policies for the remov^l'ibf 
criminal aliens. We are undertafcriflg 
a review of other issues relatedWo 
deportation, including detentiofl-'"i[)f 
aliens. The report will be availErtrle 
this year. SUSAN MARTTN 

Executive Director, United States 
Commission on Immigration Reform 

Washington, June 23, 1995 
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THE WHITE HOUSE 

W A S H I N G T O N 

June 27, 1995 

MEMORANDUM FOR LEON PANFTTA 

PROM: mricia Fleming' 

SUBJECT: Amendment to thc Ryan While CARE Act oo Mandatory HlV Testing 

cc: The First Lady 

Stunnuiry 

The House Commerce Committee today postponed full committee consideration of (IK* 
reauthorization of the Ryan White CARE Act an Tuesday because of controversy 
surrounding a proposed amendment by Rep. Tom Coburn (R-OK) to require all stales to 
mandate HIV testing for i-ertain newborns. Cecum's omendment would: 

• Endorse as the stamlanJ of care "ma/ioatory counseling and voluntary testing of 
pregnant women" (the piilicy recommended by the i»ublic Health Service); 

• Require, aa a condition of receiving •jrruia Ryan White CARE Act funds, that each 
State have a law requiring HIV testing of newborns in cases where the HIV status of 
the mother is unknown; 

• Foibid the use of HIV status to terminate or alto Ow terms of health insurance. 

The amendment had broad support among Republicans un the Committee and may have been 
supported by many of the Democrats. However, the NaJurwl Governors' Association sent a 
letter (attached) opposing the amendment on the grounds tliai Uiis was an unfunded mandate. 
This caused the delay In the markup. All the major AIDS organizatioQi uppused the Coburn 
amendment, as did the Association of State and Territorial Health Officuils and the National 
Alliance of State and Tenitorial AIDS Directors. It is quite powible thai the Committee's 
leadership will seek, tw delay consideration of Cobum's proposal while moving forward with 
the Ryan White reaulhuiizadon. 

Background 

The Coburn amendment is part of a long-simmering debate over mandatory testing of 
pregnant women and mandatory tevting of newborns. As you know, in Fcbmaiy 1994, NTH-
funded researchers reported the gmuntlbreakiog results that the use of AZT during 
pregnancy, labor, and childbirth can mluce the rick of HIV transmission from mother to 
child by as much as two-thirds. This is (lie first time we have been able to block 



As a tesuit of this nxuung, the Public Heaith Service, in consuitation with outside experts, 
developed new guidelines recommending that doctors counsel all pregnant women to accept 
voluntary HIV testing. Doctors should then offer pregnant women who arc HIV-positive 
treatment with AZT to lower the risk of transmission to their babies. The guidelines also 
recommend that women who have given birth but who have not been tested should be 
counseted and offered voluntary testing for themselves and their newborns before leaving the 
hospital. These guidelines, issued in draft form for public comment, have drawn strong 
support from medical, public health, and ethics groups. They will be issued in final form on 
July 7th. One of the provisions in the Coburn amendment endorses the guidelines' 
recommendation that prenatal HTV testing be voluntary. 

Since all babies cany their mothers' antibodies at birth, a test of a newborn simply reflects 
the mother's HIV status - not the necessarily the newborn's own HTV-status. However, it is 
possible to treat all babies whose mothers are HIV positi ve to prevent certain AIDS-related 
conditions. In April 1995, CDC issued expanded guidelines that recommended antibiotic 
treatment of all babies born to HIV-positive women to prevent Pneumocystis caiinii 
pneumonia, a major killer of HTV positive babies. Until April, the standard of care had been 
to treat only those babies whose immune systems were compromised. 

Coburn Amendment and Administration Policy 

The intent of the Coburn amendment, developed with Rep. Gary Ackennan, is to assure that 
newborns be tested when the HIV status of the mother is unknown. This proposal is Less 
extensive than one introduced earlier Ackerman, which would have unblinded the now-
suspended CDC seroprevalence study of newborns. It also rejects earlier calls for mandatory 
testing of all pregnant women. 

This support of Voluntary prenatal testing makes it incumbent upon the Administration to 
assure access to counseling and testing and to AZT therapy for pregnant women. My office 
and the relevant HHS agencies have been working closely to develop a strategy that 
integrates voluntary prenatal testing into all programs that reach women at risk for HIV. 
Some of these steps are already in place. For example, HCFA has mandated the coverage of 
ACT fur HIV-infected pregnant women under the Medicaid program. Other efforts are 
ongoing, such as the training of providers in proper counseling regarding HIV and AZT 
therapy. Still other issues need to be resolved, as in Medicaid coverage of HTV counseling 
and testing. 

The Administration has taken no position on this amendment. The amendment is, however, 
in part a strong endorsement of the voluntary approach to prenatal testing that is central to 
the PHS guidelines. The PHS is sponsoring a meeting on July 11 and 12 of outside experts 
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and community groups to discuss these issues in greater depth. Following that meeting, PHS 
will develop recommendations for any additional steps to achieve voluntary prenatal testing, 
and broader access to prenatal treatment with AZT, PHS will also grapple with the most 
difficult part of the strategy, which is what policies are appropriate when neither the mother 
ftor the newborn has been tested voluntarily. It is at this point that the Administration will 
have an opportunity to weigh in on this debate — in advance of final consideration of any 
legislative action on this or related proposals, 
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TO: Hillary Rodham Clinton 
FROM: Jennifer Klein 
DATE: 6/28/95 
RE: HIV Testing of Pregnant Women and Newborns 

Attached please find a memo from Patsy Fleming about the Coburn amendment that 
we discussed yesterday. I wanted to highlight two things. First, Patsy notes that the Public 
Health Service meeting on July 11 and 12 is expected to address "what policies are 
appropriate when neither the mother nor the newborn has been tested voluntarily." Second, 
the attached letter from the National Governors Association (NGA) points out that the 
Coburn amendment is overly broad given the geographic concentration of AIDS. 
According to the NGA, between 1993 and 1994, 63% of all pediatric AIDS cases occurred 
in only three states; 89% of cases occurred in 15 states. 

These two facts give us a solid foundation for pursuing mandatory testing of 
newborns in "high risk" areas. Jeff Levi in our AIDS office agrees that this is an accepted 
public health approach. We are working together to develop a strategy. 

cc: Melanne Verveer 
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9. 

THE WHITE HOUSE 

W A S H I N G T O N 

June 27, 1995 

MEMORANDUM FOR LEON PANFTTA 

FROM: Patricia Fkming-V^ 

SUBJECT: Amendment to thc Ryan While CARE Act on Mandatory HlV Testing 

cc: The First Lady 

Simunary 

The House Cummerce Committee today postponed full committee consideration of dw 
rcauthorization of the Ryan White CARE Act en Tuesday because of controversy 
surrounding a proposed amendment by Rep. T$.n Coburn (R-OK) to require all Kates to 
mandate HTV testing for i*rtain newborns. Cobum's amendment would: 

• Endorse as the stajidanl of care "ma/iiiatory counseling and voluntary testing of 
pregnant women" (the policy lecommentled by the imblic Health Service); 

• Require, as a condition of receiving Ryan White CARE Act funds, that each 
State have a law requiring HIV testing of newborns in cases where the HIV status of 
the mother is unknown; 

• Forbid the use of HIV status to terminate or alto: the terms of health insurance. 

The amendment had broad support among Republicans un the Committee and may have been 
supported by many Of the Democrats. However, the NaUiiml Governors* Association sent a 
letter (attached) opposing the amendment on the grounds that this was an unfunded mandate 
Ttos causal the delay In the markup. All the mtyor AIDS organi/atiotis opposed the Coburn 
amendment, as did the Association of State and Territorial Health Officials and the National 
Alliance of State and Territorial AIDS Directors. U is quite prwuble thai the Committee's 
leadership will seek to delay consideration of Cobum's proposal while inuving forward with 
the Ryan White reaulhuiizadon. 

Background 

The Coburn amendment is part of a long-simmering debate over mandatory testing of 
pregnant women and mandatory testing of newborns. As you know, in Fcbmaiy 1994. NIH-
funded researchers reported the gniiindbreaking results that the use of AZT during 
pregnancy, labor, and childbirth can reduce the risk of HIV transmission from mother to 
child by as much as two-thirds. This is die fim time we have been able to block 



As a result of this fmtiing, the Pubiic Heaith Service, in consultation with outside experts, 
developed new guidelines recommending that doctors counsel all pregnant women to accept 
voluntary HTV testing. Doctors should then offer pregnant women who are HIV-positive 
treatment with AZT to lower the risk of transmission to their babies. The gyifojinre flljro 
ĉommend that women who have given birth but who have not been tested should be 

counseted and offered voluntary testing for themselves and their newborns before leaving the 
hospital. These guidelines, issued in draft form for pubiic comment, have drawn strong 
support from medical, public health, and ethics groups. They will be issued in final form on 
July 7th. One of the provisions in the Coburn amendment endorses the guidelines' 
recommendation that prenatal HIV testing be voluntary. 

Since all babies cany their mothers' antibodies at birth, a test of a newborn simply reflects 
the mother's HIV status not the necessarily the newborn's own HIV-status. However, it is 
possible to treat all babies whose mothers are HIV positive to prevent certain AIDS-related 
conditions. In April 1995, CDC issued expanded guidelines that recommended antibiotic 
treatment of all babies born to HIV-positive women to prevent Pneumocystis caiinii 
pneumonia, a major killer of HIV positive babies. Until April, the standard of care had been 
to treat only those babies whose immune systems were compromised. 

Coburn Amendment and Administration Policy 

The intent of the Coburn amendment, developed with Rep. Gary Ackennan, is to assure that 
newborns be tested when the HIV status of the mother is unknown. This proposal is less 
extensive than one introduced earlier Ackerman, which would have unblinded the now-
suspended CDC seroprevalence study of newborns. It also rejects earlier calls for mandatory 
testing of all pregnant women. 

This support of Voluntary prenatal testing makes it incumbent upon the Administration to 
assure access to counseling and testing and to AZT therapy for pregnant women. My office 
and the relevant HHS agencies have been working closely to develop a strategy that 
integrates voluntary prenatal testing into all programs that reach women at risk for HIV, 
Some of these steps are already in place. For example, HCFA has mandated the coverage of 
AZT for HIV-infwIcd pregnant women under the Medicaid program. Other efforts are 
ongoing, such as the training of providers in proper counseling regarding HIV and AZT 
therapy. Still other issues need to be resolved, as in Medicaid coverage of HIV counseling 
and testing. 

The Administration has taken no position on this amendment. The amendment is, however, 
in part a strong endorsement of the voluntary approach to prenatal testing that is central to 
the PHS guidelines. The PHS is sponsoring a meeting on July 11 and 12 of outside experts 
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and community groups to discuss these issues in greater depth. Following that meeting, PHS 
will develop recommendations for any additional steps to achieve voluntary prenatal testing, 
and broader access to prenatal treatment with AZT. PHS will also grapple with the most 
difficult part of the strategy, which is what policies are appropriate when neither the mother 
nor the newborn has been tested voluntarily. It is at this point that the Administration will 
have an opportunity to weigh in on this debate — in advance of final consideration of any 
legislative action on this or related proposals. 
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TO: Hillary Rodham Clinton 
FROM: Jennifer Klein 
DATE: 6/26/95 
RE: Meeting with Dr. Koop on HIV Testing 

Dr. Koop is coming in tomorrow to talk about HIV testing of pregnant women and 
newborns. As you know, there are two major issues: 

(1) Should women be required lo be tested during pregnancy or should they be given 
routine counseling and voluntary testing? 

Given the new study indicating that HIV transmission from mother to child can be 
dramatically reduced through the use of AZT during pregnancy, it is clear that 
pregnant women should know their HIV status. As you know, the Centers for 
Disease Control (CDC) recommend routine HIV counseling and voluntary testing for 
all pregnant women. (I have attached a summary of the CDC position.) Most 
people, including (according to his staff) Dr. Koop, who have considered this issue 
agree. The CDC and others support voluntary testing because: (1) in several studies, 
it has proven effective; (2) unlike mandatory testing, it will not drive women from 
seeking prenatal care; and (3) it helps establish a relationship of trust that is 
necessary to ensure ongoing treatment. 

(2) Should testing of newborns be mandatory? 

The more difficult question is whether newborns should be tested at birth. 

The argument about mandatory testing of newborns began when Congressman 
Ackerman introduced an amendment to "unblind" the CDC seroprevalence study. 
The CDC study was designed to track the prevalence of HIV infection in women 
(because a test of a baby indicates its mother's HIV status). Because the study did 
not match the babies tested with their HIV test results, opponents charged that the 
CDC was withholding data from mothers and babies who could get treatment if they 
knew that they were HIV positive. The CDC responded by suspending the study for 
further review. 

Now, Congressmen Ackerman and Coburn intend to introduce an amendment that 
would require all women who do not know their HIV status to have their infants 
tested at birth. In other words, if voluntary counseling and testing did not work 
during pregnancy, women would be forced to have their newborns tested. As you 
can see from the attached op ed from yesterday's New York Times, they firmly 
believe that we must mandate testing to ensure that babies do not go untreated. 

The CDC and many advocates (including the American Academy of Pediatrics and 



the Pediatric AIDS Foundation) believe that voluntary rather than mandatory testing 
is the best approach at birth as well as during pregnancy. (I have attached an article 
by the American Academy of Pediatrics recommending voluntary testing at birth.) 
They argue that, as during pregnancy, voluntary testing works better. Women must 
continue to bring their babies for treatment and to get treatment themselves, and will 
be more likely to do this if they have consented to testing. 

Dr. Koop's staff did not know his views on mandatory newborn testing. (At the 
Pediatric AIDS Foundation event, he did note that he thought the CDC study was 
unethical.) Once you have heard his position, you may want to ask the following additional 
questions: 

(1) What impact might mandatory testing of newborns have on the doctor-patient 
relationship? Does he think that it will erode trust between doctors and patients so 
much that women will not get treatment? Does this depend on whether the test is 
mandated at birth or during pregnancy? 

(2) If he supports mandatory testing at birth, does he think that testing should be 
"purely" mandatory or that a woman should be allowed to "opt out" (i.e., be told that 
this is done routinely but that she can refuse)? 

(3) Is HIV testing similar to other tests routinely performed at birth (e.g., syphilis, PKU) 
or is HIV a completely different type of disease that requires different standards for 
consent? 

(4) Does he think that confidentiality will be maintained if newborns are tested at birth? 

cc: Melanne Verveer 



Perinatal Human Immunodeficiency Virus Testing 

Provisional Committee on Pediatric AIDS 

Continuing technologic and medical advances in 
the detection, treatment, and prevention of pediatric 
human immunodeficiency virus (HTV) infection re­
quire an ongoing assessment and review of recom­
mendations relating to pediatric HTV infection, in­
cluding issues that involve prenatal and perinatal 
HTV counseling and testing. 

Changes in the epidemiology of HIV infection in 
women require that prenatal testing recommenda­
tions based on risk group and geographic prevalence 
be reconsidered. The following factors support the 
importance of the evaluation of HTV infection status 
in reproductive-age women and newborns: the re­
cent finding that administration of zidovudine to 
some HIV-infected pregnant women and their new-
boms significantly reduced perinatal transmission of 
HTV,1 the requirement that prophylaxis to prevent 
Pneumocystis carinii pneumonia be initiated in the 
first few months of life for maximal efficacy, im­
provements in diagnostic confirmation of pediatric 
HIV infection in early infancy, and the recommenda­
tion that HIV-infected women should not breast-feed 
their infants if safe alternatives are available. 

CHANGING EPIDEMIOLOGY OF HIV INFECTION 
IN WOMEN OF CHILDBEARING AGE 

The annual proportionate increase in cases of ac­
quired immunodeficiency syndrome (AIDS) in 
women currently exceeds that observed among 
men.2 Although in 1982 only 6% of newly diagnosed 
AIDS cases involved women, in 1993 12.6% of new 
cases were diagnosed in women. Currently, more 
than 80% of women with AIDS are of childbearing 
age, and the increasing rate of AIDS among adoles­
cent females portends a further increase among 
women of childbearing age. The increase in the rate 
of AIDS in women lias been reflected by a similar 
increase in children; more than 95% of AIDS cases in 
children from birth to 4 years old are caused by 
perinatal infection. 

In addition to the increasing incidence of AIDS in 
women, cases are no longer confined to urban areas 
of the United States; currently, more than 25% of 
women with AIDS are from smaller cities and rural 
areas of the United States.3 Furthermore, behavioral 
risk factors for HTV infection in women are shifting. 
Since 1992, heterosexual contact has exceeded 

The recomxnenditions in this statement do not indicate an exclusive course 
of trutment or procedure to be followed. Variations, taking into account 
individual circumstances, may be appropriate. 
PEDIATRICS (ISSN 0031 4005). Copyright C 1995 by the American Acad­
emy of Pediatrics. 

intravenous drug use as the primary exposure cate­
gory in women with AIDS. A significant proportion 
of HIV-infected women are not aware of their own or 
partner's risk for HTV infection. Evaluation of na­
tional data from publicly funded HTV counseling and 
testing services from 1989 to 1990 indicates that 35% 
of women found to be HIV-infected do not report 
risk factors that have been commonly associated 
with HIV acquisition, such as intravenous drug use 
or having sex with a partner at known high risk for 
HTV infection; 44% of black seropositive women did 
not report these behaviors.4 Unprotected sexual in­
tercourse may be the only high risk factor for HIV 
acquisition for these women. 

In geographic areas with low HTV seroprevalence 
among childbearing women, the ethnic distribution 
of HIV infection in women may differ substantially 
from that observed in areas of the country with high 
HIV seroprevalence. A recent report from San Diego 
County indicated that 34% of mothers with perina­
taUy infected infants were Caucasian.5 Similar to the 
data dted above, heterosexual contact was the only 
risk factor for HTV infection in 43% of mothers. 

Because surveillance of AIDS cases detects only 
infected individuals who have progressed to end-
stage disease, use of AIDS case surveillance reports 
to detect population trends in HTV infection will 
reflect the scope of the HIV epidemic 7 to 10 years 
ago. However, anonymous HIV antibody seropreva­
lence surveys provide estimates of HTV infection 
trends that are independent of disease stage, and 
depict more recent patterns of HIV infection in 
women. Serosurveys indicate that HIV infection, like 
AIDS, has become widespread among women of 
childbearing age in nonurban areas of the country.6 

It is evident that HIV infection in women has 
spread beyond previously defined risk groups and 
geographic areas. 

USE OF ZIDOVUDINE TO REDUCE PERINATAL 
HIV TRANSMISSION 

The risk of perinatal HIV transmission can be re­
duced through the administration of zidovudine to 
HIV-infected pregnant women and their infants. In­
terim results have recently been reported from a 
randomized, double-blind, placebo-controlled clini­
cal trial, AIDS Clinical Trial Group (ACTG) Protocol 
076, that evaluated the use of zidovudine adminis­
tered during pregnancy, labor, and to the newborn to 
reduce perinatal HIV transmission.1 This trial en­
rolled HIV-infected pregnant women with early 
stage HIV disease (CD4 count of 200 cells/mm3 or 
above at the time of entry into the study, who had 
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received no antiretroviral therapy during their cur­
rent pregnancy and had no clinical indications for 
antiretroviral therapy). Oral zidovudine was admin­
istered beginning between 14 and 34 weeks of ges­
tation and was continued for the remainder of the 
pregnancy. During labor, a continuous intravenous 
infusion of zidovudine was administered, followed 
by the administration of oral zidovudine to the new-
bom for 6 weeks. Analysis of data available through 
December 1993 demonstrated a two-thirds reduction 
in the estimated rates of HIV transmission at 18 
months of age, from 25.5% in placebo recipients to 
8.3% in those who received zidovudine; the differ­
ence between the two groups was highly statistically 
significant (P = .00006). No significant short-term 
side effects were observed from zidovudine use 
other than mild, reversible anemia in the infants. 
Although the short-term safety concerns appear min­
imal for the mother and child, the study has not yet 
provided information about ihe long-term risks for 
mothers and infants (both infected and uninfected) 
treated with the ACTG 076 zidovudine regimen. 

Although the ACTG 076 zidovudine regimen may 
not yield the same results in HIV-infected women 
who are severely ill with low CD4 counts, those who 
have been receiving zidovudine for an extended pe­
riod before pregnancy, or those who present very 
late for prenatal care, it is possible that zidovudine 
may be associated with some reduction in transmis­
sion in such situations. A variety of other therapeutic 
interventions to interrupt perinatal transmission of 
HIV are currently or soon to be under evaluation.7 

The US Public Health Service recently published rec­
ommendations regarding the use of zidovudine to 
prevent perinatal HIV transmission.8 These recom­
mendations cover a variety of clinical situations that 
commonly occur in clinical practice, and highlight 
the factors to be considered by the woman and her 
health care provider when making decisions regard­
ing use of zidovudine to prevent perinatal transmis­
sion. The health care provider and mother need to 
discuss the potential benefits, unknown long-term 
effects, and gaps in knowledge relating to the wom­
an's specific clinical situation to ensure that the 
woman can make infonrted decisions about her 
treatment. 

DIAGNOSIS AND MANAGEMENT OF PEDIATRIC 
HIV INFECTION 

Early identification of infected infants is essential 
for adequate medical management. Pneumocystis 
carinii pneumonia (PCP) is the most frequent oppor­
tunistic infection associated with pediatric HTV in­
fection, occurs most commonly between 3 to 6 
months of age, is the most common initial disease to 
occur in infants and children with previously unrec­
ognized HIV infection, and is associated with high 
mortaUty. Effective prophylaxis is available to pre 
vent PCP, and in March 1991, the US Public Health 
Service issued guidelines for PCP prophylaxis in pe­
diatric HTV infection.9 

Because of the age distribution of infants with 
PCP, PCP prophylaxis should begin in the first 
months of life, which requires recognition of the 

infant's HTV serostatus. PCP, however, continues to 
be the presenting manifestation of previously unrec-
ognized HTV infection in nearly half of reported PCP 
cases.10 In these children, HTV status was unknown 
until the child developed PCP; this suggests that 
early identification of patients requiring prophylaxis 
is incomplete. To adequately prevent the complica­
tions of HIV disease, identification of an infected 
child must be followed by the provision of appropri­
ate medical care. In addition, education of the par­
ents and other guardians regarding the need for 
dose follow-up of these infants and instruction in 
administration of necessary medications is also 
crucial for the prevention of PCP and other 
complications of HTV infection. 

Early identification of HIV-infected infants enables 
appropriate modifications and additions to the rou­
tine schedule of pediatric immunizations; early mon­
itoring of nutritional status and implementation of 
aggressive nutritional supplementation at early 
stages of growth failure; initiation of antiretroviral 
therapy; careful monitoring of immunologic and 
neurologic/neuropsychologic function to evaluate 
the need for change in antiretroviral therapy and the 
need for special educational interventions; consider­
ation of other adjunctive therapies, such as intrave-
nous immunoglobulin for the prevention of bacterial 
infections; screening and treatment for tuberculosis; 
appropriate management of communicable disease 
exposures; and the provision of other needed 
services.11 

With virologic diagnostic techniques such as HIV 
culture, polymerase chain reaction, and immune 
complex-dissodated p24 antigen, diagnosis of HTV 
infection can be made in almost 50% of infected 
infants at birth and in more than 95% of infected 
infants by 1 to 3 months of age.12 Unfortunately, 
identification of HIV-infected infants at early stages 
of disease in the United States appears to be rela­
tively poor; data from a population-based study in 
Massachusetts indicate that only 35% to 65% of peri­
nataUy infected infants have been identified by the 
health care system by 3 to 4 years of age." 

BENEFITS OF HIV TESTING IN THE PRENATAL 
ANT NEWBORN PERIODS 

There are now clear medical benefits for pregnant 
women to know their HIV serostatus. In addition to 
the importance HIV testing has for early diagnosis 
and treatment of women,14 the availability of a treat­
ment capable of significantly reducing perinatal 
transmission of HTV clearly provides an important 
impetus for aU pregnant women to know their HTV 
serostatus during early pregnancy. 

Knowledge of HIV serostatus permits infected 
mothers to be counseled about the risk of HIV trans­
mission through breast-feeding. Because of the risk 
of HIV transmission via breast milk,1516 women in 
the United States who are known to be HIV-infected 
are advised not to breast-feed, since safe alternatives 
to breast milk are available.17 

WhUe evaluation for HTV infection during 
pregnancy offers potential preventive as weU as 
therapeutic benefits, when maternal serostatus is 
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unknown, HIV antibody testing of the newborn re­
mains important for therapeutic reasons. Knowledge 
of neonatal HTV serostatus permits early evaluation 
of the infant for HIV infection and immunologic 
monitoring to evaluate the need for initiation of PCP 
prophylaxis, antiretroviral, and other therapies. 

Human immunodeficiency virus infection in 
women and children is often accompanied by HIV 
infection in other family members. Family members 
should be offered the opportunity to undergo 
evaluation to determine whether they are HIV-in­
fected and provided appropriate medical care and 
follow-up if found to be infected. 

RISKS OF HIV TESTING IN THE PRENATAL AND 
NEWBORN PERIODS 

Risks of prenatal /perinatal HTV testing include 
those inherent to the identification of HTV infection 
in any individual. Detection of HIV infection may be 
associated with anxiety and depression. Other risks 
include potential social stigmatization and discrimi­
nation. Also, because illicit intravenous drug use is 
associated with HTV infection and may be used as a 
basis to remove an infant from the mother's care, 
women who use illicit drugs may fear HIV testing. It 
is possible if the benefits of HIV testing are not made 
known to pregnant women, fear of the potential 
negative consequences may deter some women from 
seeking prenatal care, particularly if testing is per­
ceived as involuntary. However, in several settings 
in which HTV counseling and voluntary testing have 
been routinely offered to all prenatal patients, no 
measurable decrease in women seeking prenatal care 
has been observed. 

Human immunodeficiency virus seropositivity in 
a newborn measures maternally derived HIV IgG 
antibodies that, while not diagnostic of infection in 
the infant, provide unequivocal evidence of infection 
in the mother. Human immunodeficiency virus an­
tibody screening of the newborn indirectly evaluates 
maternal HIV infection status, and therefore has the 
same intrinsic risks as prenatal HTV testing. 

THE ISSUE OF CONSENT FOR HIV TESTING 
A relationship of respect and trust between 

women and the health care system is critically im­
portant to the identification of women who are HIV-
infected and their subsequent care and treatment. 
Therefore, provision of education concerning the 
benefits and possible risks of HTV testing is an 
important part of the process of HIV testing. 

Documentation that information about HTV infec­
tion has been provided and that consent for testing 
was obtained has generally been accomplished by 
individual counseling followed by written or oral 
consent. Alternative, less resource intensive, accept­
able options to individualized counseling include 
routine provision of education about HTV in written 
or video form or in group settings. 

Some states have legal requirements for counsel­
ing followed by written consent for HIV testing. 
Routinely used methods in medical practice to doc­
ument consent or refusal for medical procedures 
other than HTV testing include: 1) individualized 

counseling followed by a signature that affirms con­
sent to testing; 2) provision of education followed by 
a signature that either explicitly consents to or ex­
plicitly refuses testing; or 3) education followed by a 
signature only to explicitly refuse the test. Each of 
these methods is an ethically acceptable way to 
respect the individual's decision whether or not to 
be tested. Each method, however, has different 
associated dimensions. 

Individualized counseling in conjunction with ob­
taining a signature on an informed consent form 
requires significant health care resources. Patient ed­
ucation in written form or group settings followed by 
a signature of consent or refusal may require less 
intensive resources. In both of these methods of con­
sent, the provider may directly recommend the test. 
Routine patient education accompanied by a signa­
ture only to reject the test (right of refusal) implies 
that the test is recommended by the health care pro­
fessional and therefore will be performed unless the 
patient signs the form, and may also result in the 
largest number of women being tested. Although 
some believe that right of refusal consent is inher­
ently coerdve, documentation of appropriate patient 
education and confidentiality reduce the likelihood 
of such concern. 

Because the results of ACTG 076 indicate that 
zidovudine has the potential to reduce perinatal 
transmission of HIV, there is now a compelling rea­
son for universal antepartum HTV education and 
routine testing with consent. Whichever method of 
obtaining consent is chosen, it is critically important 
that appropriate education regarding HTV infection 
is provided to the individual before a decision 
regarding testing. 

Currently, the percentage of pregnant women be­
ing evaluated for HTV infection is regrettably small. 
Therefore, testing programs for HIV infection should 
undergo periodic evaluation regarding the propor­
tion of women being tested. Those programs in 
which a proportionately low number of women con­
sent to receive HTV testing should examine the rea­
sons for poor acceptance. Appropriate program 
modifications may need to be made to ensure that 
women understand the benefits of testing and feel 
comfortable undergoing testing. 

Because infant testing provides information im­
portant to the well-being of the infant and also in­
formation regarding the infection status of the 
mother, the health care provider is obligated to ed­
ucate the mother about HTV infection and to obtain 
consent using one of the methods described above 
when HTV testing of the infant is contemplated. 

The purpose of HTV testing is to engage a woman 
in continuing care for herself and her baby, not to 
label a woman as being infected. Compliance with 
medical care is likely to be greatest when the patient 
feels she has made an informed judgment regarding 
HIV testing for herself or her infant. Routine HTV 
education accompanied by offering HTV testing to all 
pregnant women appears most likely to achieve this 
goal. Women need to be given sufficient information 
in a clear and understandable manner to appreciate 
the benefits and risks of the proposed HTV test and 
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the consequences of accepting or rejecting testing for 
herself and her infant. This process is best performed 
within the context of a professional relationship 
between the woman and her health care provider. 

CONCLUSION 
Human immunodeficiency vims infection con­

tinues to spread among women of childbearing age 
in the United States, and is occurring in rural as 
well as urban areas. With the increasing heterosex­
ual spread of HIV, previously defined risk behav­
iors for HIV infection incompletely identify 
women found to be infected. The predominant risk 
behavior for HTV infection in many women is un­
protected sexual intercourse. Perinatal HTV infec­
tion has mirrored the increases in HTV infection in 
women. With the availability of an intervention to 
reduce perinatal transmission of HTV, there is clear 
rationale for universal education and routine HIV 
testing of all women entering prenatal care. The 
persisting occurrence of PCP in young infants de 
spite the availability of effective prophylactic reg­
imens indicates that the identification and treat­
ment of HIV infection in infants at an early age 
remains inadequate. Testing programs for HTV an­
tibody must be confidential, voluntary, and accom­
panied by cultural and ethnically appropriate in­
formation regarding HIV infection. Such programs 
should be universally available. 

RECOMMENDATIONS 

1. On the basis of recent advances in therapy to 
reduce the rate of perinatal HIV transmission 
and the continued occurrence of life-threaten­
ing illness in young infants with unrecognized 
HIV infection, the AAP recommends docu­
mented, routine HIV education, and routine 
testing with consent, for all pregnant women in 
the United States. Documented consent for ma­
ternal and/or newborn HIV testing may be ob­
tained in a variety of ways, including by right of 
refusal (documented patient education, with 
testing to take place unless rejected in writing 
by the patient). The Academy supports utiliza­
tion of consent procedu-es that facilitate rapid 
incorporation of HTV education and testing into 
the routine medical care setting. 

2. Routine education about HTV infection and test­
ing needs to be a part of a comprehensive pro­
gram of health care for women, particularly for 
women of child-bearing age. 

3. All testing programs for the detection of HTV 
infection should periodically evaluate the pro­
portion of women who refuse HTV testing fol­
lowing HTV education. Those programs in 
which a proportionately low number of women 
receive HTV testing should examine the reasons 
for poor acceptance, with appropriate program 
modifications made as needed. 

4. For women who are seen by a health care pro­
fessional for the first time in labor and who 
have either not received prenatal care or have 
previously tested negative, but have not been 

tested for HIV infection during the current 
pregnancy, education about HIV infection and 
maternal HIV testing are recommended during 
the perinatal period. 

5. For newborns whose mother's HTV serostatus 
was not determined during the recent preg­
nancy or the postpartum period, the infant's 
health care provider should educate the 
mother concerning the potential benefits of 
HIV testing for her infant and the possible 
risks and benefits to herself of knowing the 
child's serostatus and recommend HIV test­
ing for the newborn. 

6. In the absence of parental availability for con­
sent to test the newborn for HTV antibody, pro­
cedures need to be established to facilitate the 
rapid evaluation and testing of the infant. 

7. The health care provider for the infant needs to 
be informed of maternal HIV serostatus so that 
appropriate care and testing of the infant can be 
accomplished. Similarly, if the infant is found to 
be seropositive when maternal serostatus is un­
known, the health care provider for the child 
should ensure that information about the 
serostatus and its significance be provided to 
the mother and, with her consent, to her health 
care provider. The mother should receive ap­
propriate referral to adult HTV-related services. 

8. Comprehensive, HIV-related medical services 
should be accessible to all infected mothers, 
their infants, and other family members. 

9. The Academy supports legislation and public 
policy directed toward eliminating any form of 
discrimination based on HTV serostatus. 
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CDCi jDraft Gnkdclintf for HIV ('ounf eling 
and Voluntary Testing for Prtgas st Women 

jroffesslonals to provirie HIV 
(CDC) has r iwsed draft guidelines that call 

counseling tad vo hjntary testing for all pregnant 

nost recent year for which complete data an available) 
women gave Wnh to the Ur* zi States. The pr̂ val 

. about 1.6 per 1,000, or abbut 1 in every 625. 
lerto inftm of about 1S%-3U%, about 1,000-2JOOO HTV 
•tates in 1993. 

nil 

leim 

o 
i knew 

•î feĉ ed women and Th«r infants 
important for woifien to 

C$>C'l draft guidelines promot > 
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and fbr reducing the chance 

benefit optimal̂  
iftheyareHTV-inftcted 
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women to 

of transmitting HtV 

, an estimated 7,000 
lence of HIV infection in women 

Assuming an HIV transmission 
•infected infants were bom 

from AZT and other medical 
before or early in 

and voluntary testing to help 
and receive the care they need 

to their infants. 

Shofwed AZT Significantly Keduces Mother-to-I ifant Transmission 

I W , the results of the Nation; 1 Institutes of Hea th (NIH) AIDS Clinical Trial 076 
werfii annojmc ed, indicating that iidovudini (ZDV, or AZT) e add reduce perinatal HTV 
transtoissi< n w as much as two-tjiirds in some infected wome \ and their babies. The results were 

thfj New England Joufnal of M< dicine in Novcmb< r 1994. In August, the Food and 
Dru^ Admjnî rfltion approved A£T use fo( pregnant women md the U.S. Public Health Service 
issued gui< eli «•? on using AZT during pregnancy (MMWR 1̂ 94;43[RB..l 1]). 

short-term 
induced a Isel 
AZTllong-

The findini o: a 67.5% reduction;ifl HIV tr msmission is prom sing, nnd there were no serious 
.u*-' .—effects observed in the stud '. But several que itions remain unanswered. The trial 

group of womeri in the eai ly stages of disea*; who had not previously taken 
. and who had access to prenatal care. The the rapy may differ in effectiveness in 

women wt u diper from these chancteristtcs. Since researche t do not know extetly how the 
therapy pn vested transmission, t̂ jey also d|)nt know the effec t of any therapy variations such 
as using A^T [only during labor or later in tjie pregnancy, or u ing it for a shorter time during 

Moreover, scientists don't knuvir about the Jong-xe m effects of AZT on both mothers 
Researchers continue to seek a nswers lo ihese qu jsiions. NIH is continuing to 

monitor thi rr others and babies in the trial. 
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CI>d is. 
possible fc • a 1 pregnant women dnd their bkbies. After the pdblic comment period, which tuns 
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published i a 11»Morbidity and M anality W eeWy Report (M^ WR). 

o' ti! public comment p mod fbr tee draft guidelines appears in thc February 23, 1995, 
Federal Rc gist a*. Printed copies >f the dr« t guidelines and "1 ecommendations of the U.S. Public 
Health SerUel Task Force on the Us* of 2 dovudine to R*du< e Perinatal Transmission of Human 
ImminodeficiMncy Virus" (MM\*jR 1994;4 l[RR-ll]) which h is more information about AZT 
treatment < lur Ag pregnancy are available fr tm the CDC Natio tal AIDS Clearinghouse (CDC 
NAC) Pr ntc d copies may be on iered by c riling the CDC Na ional AIDS Hotline 
(1-800-34̂ -A^DS). The Hotline also provide inforaiation about any AIDS-related issue. The 

ilso available dect onically t trough thc CDC N AC On-line bulletin boaid as well as 
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i AIDS Clinical Trlcl Information 
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AIDS Babies Deserve Help, Now 
Hundreds of babies infected with the AIDS 

virus will continue to go undetected and untreated 
every year unless Congress or New York State deal 
with this vexing public health problem. The State 
Legislature, immobilized by a fierce clash between 
those who want mandatory testing of all newborns 
and those who prefer a voluntary approach, has 
been unable to agree on a solution. Congress, 
knocked off course when the same fierce clash 
stopped a Federal survey of infected babies, has yet 
to take action. 

Both bodies have a responsibility to get on with 
the job. It is simply irresponsible to let newborn 
babies go untreated while arguing over the mechan­
ics of how to help them. 

The need for a vigorous response is clear. 
Women are becoming infected with the AIDS virus 
in rising numbers, and about 7,000 of them give birth 
each year. Many pass the virus on to their babies, 
either in the womb or during birth. Some 1,000 to 
2,000 babies are infected this way each year, with 
New York State alone accounting for roughly a 
quarter of the total. Some of the infected babies are 
detected through voluntary blood tests on the moth­
ers or their newborns. The rest go undetected and 
untreated until they become sick, when it is too late 
to offer them the best shot at a longer life. 

Medical science knows quite well how to allevi­
ate this damage. The best solution by far is to 
identify and treat the expectant mother before her 
child is born. One of the few bright spots in the battle 
against AIDS was the discovery last year that 
treating a pregnant woman with the drug AZT can 
greatly reduce the chances that she will pass the 
AIDS virus on to her child, saving most of the babies 
from infection. 

Unfortunately, large numbers of women never 
come near a clinic for prenatal care and many of 
those who do come in for such care never get tested 
for the AIDS virus. So a fallback solution is to 
identify all infected newborns as early as possible, 
through blood tests, so that they can be closely 

monitored and treated. Doctors have no way to cure 
these infected babies, but they can ward off many of 
the infections that typically kill them, thus prolong­
ing and improving the quality of their lives. 

Although the medical solutions are in hand, 
they are not in fact being broadly applied. In New 
York State, for example, clinics try, with widely 
disparate vigor and success, to get women to agree 
to be tested during pregnancy or at birth and to 
allow their babies to be tested. But surveys suggest 
most of the infected babies are missed. A more 
vigorous effort is clearly needed. 

Unfortunately, the State Legislature may be 
headed for another stalemate. The Senate has 
passed' a bill to require mandatory testing of all 
newborns and mount a more aggressive voluntary 
testing program aimed at pregnant women. The 
new voluntary approach would make it harder and 
less likely for women to decline testing. But the 
Assembly has taken no action yet and has only four 
days before adjournment Its leaders have tradi­
tionally opposed mandatory testing but seem in­
clined to accept a more vigorous voluntary effort 
for both pregnant women and newborns. 

Either approach would be better than the status 
quo. This page has long endorsed mandatory tests 
for newborns on the ground that the health of the 
baby is more important than any privacy risk to the 
mother. But there is virtually no political appetite 
for imposing mandatory tests on pregnant women, 
so a strong voluntary approach is the only feasible 
alternative. 

The best solution would be a national policy 
insuring that all infected babies are identified for 
monitoring and treatment. Representative Gary 
Ackerman, Democrat of New York, and Represent­
ative Tom Coburn, Republican of Oklahoma, will 
unveil an amendment this week that would require 
states, as a condition for receiving certain Federal 
AIDS funds, to test all newborns whose risk of 
infection has not been determined through volun­
tary testing of the expectant mother. That approach 
would provide a needed incentive for the states to 
identify and help these neglected babies. 

Russia's Rancorous Politics 
The unruly state of Russian politics was cap­

tured aptly the other, day on a television talk show 
when Vladimir Zhirinovsky, the nationalist leader, 
tossed a glass of orange juice in the face of a 
reformist governor after he suggested Mr. Zhirinov­
sky had syphilis. Then there was the member of the 
Russian Parliament who turned up in the Duma 
chamber toting a toy gun to protest Government 
bargaining with Chechen fighters as a loss of Rus­
sian honor. His fellow lawmakers agreed, approving 
a nonbinding motion of no confiderce in the Govern­
ment of President Boris Yeltsin. 

tained period of political stability. So far neither 
President Yeltsin nor the Parliament has shown the 
steady leadership to provide it. 

There is a need for responsible behavior in 
Moscow. Instead of undermining each other, Mr. 
Yeltsin and the Parliament should be working to­
gether to create an effective government, a stable 
ruble and a civil society where public safety is 
assured without sacrificing civil liberties. Instead of 
skirmishing over the war in Chechnya, they should 
be cooperating to end a misadventure that has cost 
thousanric nf r»n>/<fc~~ «—• " -•- •• — 



JUN-23-1995 1? :32 FROM 

SENT BY:Xerox Telecopier 7020 ;i2-<2-50 ; 2:02AM : 

*w<«l r«mt«»tU 

Muutlw Am CM« far 

TQ 

O C AIM tonwHlw* * • • • «f 'D 

U « fTATl V O f tfiUCI AT AIM M 

oouiatlvk 

s i( im 

404639097^ 

oaAatlve 
r Stnant 11 lima 

as 0.0 n 0.0 
i » 0.4 407 0.7 

Arfenai YM e.x SOS 1.0 
:AP( MM MS e.4 BU 1.1 
t . l l fomU «»1 . 7.1 0007 8.7 
caltrae O t o.t a u 9.1 
eamanlon it«r a.i SS7I 11J 
UWi«'n|«mi O.e. 119 1.1 vaa U.7 

H7 . O.k 78** 10.1 
7137 13.A tssai aa.* 

aamta • m 2.1 as.o 

'•••If 79 0.1 SV.1 
i t 0.1 tTQtt ae.f 
» 0.0 ITQOi a».a 

• l U W i i.e loan 11.9 
Ml 0.4 18871 n.4 

UHMt w s.z 18971 tt.S 
umyeky IU 04 1919 ».a 

«a 1.1 wm a.« 
: attaM^Matta 1101 1.0 i i t r as.) 
Rtryiantf WW 3.4 DIM w.e 

; * l m w 0.1 40.0 
TTf 1.* a m 41.1 

- Rlrmata M* 0 J urn 41.S 
U7 0,4 •J . I 
M* 0.9 MSI u.a 

ManUM W 0.0 Mm a . 7 
tJorth SarallM 803 1.4 urn U.0 

' Hwth Oatou i 0.0 am 04.0 
Mafamka 0.1 tfHA A4.1 

» 0.1 tsaot 
10.> SlSSI H.r 

Sw N H I M 17 0.1 sisei 04.0 
tie e.s Ml 71 SS.I 

MVTwt iseu Z7.S am ai.s 
su 0.9 mu 89.4 

OkLalnn ie» 0.S mi 83.7 
flragn I U 6.5 mm 84.0 

101 J.8 sow 06.8 
Vrarfa Uland t*> 0,* im r.t 
hnrto lice 2720 *.7 S3S7! 91 .t 
•M«h Carolina Tsr 1.8 f W fS.S 

: Mirth »akna r «.g S«S«1 93.S 
TtmanM 317 a.« unt «s.a 
l e m ani S.I SS98I 97.0 
Utah H 0.1 sroei 97.7 

Tit 1.1 1772 99.0 
v«rwit as 0.0 sm^ 99.0 
Haah!n|ttn m 0,3 soox 99.9 

' Miaaonafn 
Mat Vlrftnla 18 0.4 

0.1 %\ 
99,9 

IDO.G 
11 0.0 SBS2 190.0 

NOTE: Total! cmulatlva AIDS eaata riporfi 
The Hot above deee not iocluta 

whi|cb iiavo r«sld«a«ej ef rope« 
aaeag 

cha smallar 
miaslag, 

9^1552976 P. 0̂ 1 

202 690 7203;# I 

rrMsr, J« 9. 1 m-

aom«n thru 12/31/** - 58, 
ramtoriaa and caeta 



M E M O R A N D U M 

To: Jennifer Klein 

From: Karen Guss 

Date: June 14, 1995 

Re: HIV testing of newborns and pregnant women "tough issues" 

The basic issue: a physician/patient relationship of trust 

Effective prevention of HIV transmission and HIV treatment requires a great deal of 
interaction between patients and health care providers and a serious commitment from the 
patient: for example, stopping risky behaviors, taking multiple tests (women and newborns), 
taking AZT several times a day (women and newborns), PCP prophylaxis, and adherence to a 
changed immunization schedule. Many public health experts and physicians who treat the 
populations of women most affected by HIV believe that mandatory testing of women or their 
newborns will destroy any opportunity for creating this type of ongoing, engaged relationship 
~ and cause more harm than good by driving them out of the health care system. These 
experts and physicians recommend that counseling women to learn their HIV status and 
voluntary testing is the best way to foster good relationships and motivate women to get 
involved in treatment and prevention. 

Others (e.g., Mark Rapoport, Commissioner of Health for Westchester County) disagree that 
HIV testing would have a negative effect on the course of treatment of HIV positive pregnant 
women and newborns. The two sides of this debate seem to have very different 
understandings of how HIV positive women feel and how they would behave. 

The CDC study is Tuskegee revisited. 

The CDC "epidemiological surveillance" has been crucial to saving lives by telling public 
health officials where they need to target their resources. For example, the creation of the 
successful Harlem Hospital program was created after the CDC study revealed that African 
American women were contracting HIV at a high rate. Blinded surveillance does not 
foreclose instituting vigorous counselling and voluntary testing programs that can save lives -
but unblinding the study is the equivalent of mandatory HIV testing of post-natal women and 
runs the risks discussed above. 

We preform other tests for diseases on pregnant women and newborns as a matter of 
course. 



Yes, but many of these tests, at least in theory, are "routine" and not mandatory, which means 
that women can choose to opt out of them. In addition, the mandatory tests are a holdover 
from the days before public health understood the importance of involved, engaged patients. 
Diseases like PKU, for which newborns are tested, are extremely rare and are not 
concentrated in any particular population, much less one that may perceive mandatory testing 
as a form of racial or socioeconomic discrimination. In addition, today none of the diseases 
for which mandatory testing is the norm are invariably fatal or carry the threat of 
discrimination and stigma that HIV/AIDS does. Accordingly, learning of a positive test result 
for one of these diseases is not likely to have the devastating — and counterproductive — 
effect that learning of a positive HIV test may have. 

What about women who don't get prenatal care? 

According to Dr. Hermann Mendez, a member of the New York State AIDS Advisory 
Council Subcommittee on Newborn HIV Screening, a pediatrician at SUNY-Downstate, and 
the director of the Brooklyn Pediatric AIDS Network, "prenatal care" is a term of art, and one 
defined differently by different people to mean a given quantity and quality of contact with 
the health care system. Dr. Mendez believes that as many as 98 to 99% of pregnant women 
have some contact with the health care system, and that health care providers must use each 
contact to get pregnant women into counseling and voluntary testing. Women who still slip 
between the cracks should receive counseling and the opportunity to get testing for themselves 
and their newborn when the child is born. If a woman refuses testing for her newborn, her 
doctor can tell her that because the infant's HIV status is unknown, she would like her to 
bring the infant in frequently so that the infant's health can be watched. Each of these return 
visits presents an opportunity to discuss HIV testing. Dr. Mendez claims that he has never 
dealt with a mother who refused to bring in her infant for follow-up visits and eventually HIV 
testing and/or PCP prophylaxis. 

What about women who refuse to be voluntarily tested? 

There is still a chance to reach these women when the newborn arrives (see above). The 
people I talked to who are opposed to mandatory testing believe that the number of women 
who would be driven away by mandatory testing overshadows the number of women who 
would refuse testing for themselves and/or their infants. (I am expecting a study from Dr. 
Louis Cooper of the American Academy of Pediatrics calculating the number of women who 
would have to be driven out of prenatal care by mandatory testing to do more harm than 
good.) Women who refuse testing seem more likely to be those women who are unwilling or 
unable to follow the 076 or PCP prophylaxis regime in any event. 

But women who don't know their HIV status because neither they nor their babies have 
been tested could unwittingly transmit HIV by breastfeeding. 



In reality, the vast majority of women with HIV do not breastfeed because their lives are too 
chaotic. In addition, HIV test results do not arrive until at least two weeks after the test is 
performed, so women who plan to breastfeed are already doing so by the time they get the 
results. Moreover, women suspected of being HIV positive can be advised not to breastfeed 
until they are tested and found to be HIV negative. 

Voluntary, shmoluntary. There are voluntary testing programs in New York that have 
had dismal results. 

It is important to remember that in New York, HIV test counseling emphasizes the reasons 
not to be tested, and fails to stress the advantages. Much HIV counseling is not done by the 
physician who is attending to the other aspects of a woman's pregnancy and is likely to take 
place in a different setting. (There are 24 pages in the New York State Code that dictate how 
to perform HIV testing.) These features of HIV testing in New York can be very disturbing 
and discourage testing. Voluntary testing seems to work best when it is embedded in a 
process of prenatal care that emphasizes attending to other needs as well as to HIV testing, 
such as in the Harlem Hospital program. 

Should voluntary testing be a routine (opt-out) or an opt-in procedure? 

That's a difficult question. Some people, like Dr. Cooper, believe that the test should be 
routine so as not to scare women off with its strangeness. Others, like Dr. Mendez, believe it 
should be an opt-in procedure. Dr. Mendez believes that in practice, opt-out tests become 
mandatory because health care providers in effect drop the part of the discussion that 
constitutes the opportunity to opt out. In addition, he believes that being HIV positive has 
such a great impact on people's lives that it is psychologically important for them to have 
taken affirmative steps to find out their HIV status. 



People I contacted to discuss this issue: 

Dr. Mark Rapoport, Commissioner of Health for Westchester County 
914 593 5154 

Troilby DeJung (sp?), New York State AIDS Institute 
212 613 4364 

Alan Brandt, Harvard School of Public Health 
617 432 4365 
617 495 3532 

Dr. Robert Galen, Medpath Laboratories 
216 932 1981 

Dr. Louis Cooper, American Academy of Pediatrics 
212 523 3365 

Dr. Janet Mitchell, Harlem Hospital, obstetrician 
212 939 4333 

Dr. Hermann Mendez, Brooklyn Pediatric AIDS Network, pediatrician 
718 270 3825 

Mary Appplegate, New York State Board of Health 
518 486 6065 



Other possible sources of information: 

Dr. Keith Krasinski, New York University Medical Center (in favor of mandatory testing of 
newborns) 

Eileen Tynan, New York State AIDS Institute (I spoke to her colleague (above) while Ms. 
Tynan was on vacation) 

Alan Fleishman, Director, Division of Neonatology, Albert Einstein College of Medicine 

Paul Cleary, Department of Health Care Policy at Harvard 
617 432 0174 

Larry Gostin, Georgetown Law School 
202 662 9373 

Ron Bayer, Columbia School of Public Health (wrote anti-Hentoff op ed) 

Michael Lindsay (sp?), Grady Hospital, Atlanta (Harlem Hospital-type program) 

Kathy Wilford (sp?), Duke University Hospital (Harlem Hospital-type program) 
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HEADLINE: Another 'Tuskegee'? 

BYLINE: Nat Hentoff 

BODY: 
A f t e r winning a P u l i t z e r Prize f o r commentary t h i s year, Jim Dwyer of Newsday 

was being i n t e r v i e w e d on the New York a f f i l i a t e of Nat i o n a l Public Radio. The 
host, Brian Lehrer, was puzzled — indeed d i s t u r b e d — t h a t p a r t of Dwyer's 
p r i z e was due t o a ser i e s of columns exposing the f a c t t h a t although New York 
State — l i k e 44 others — has been t e s t i n g a l l newborns f o r various c o n d i t i o n s , 
i t does not d i s c l o s e an i n f a n t ' s HIV sta t u s t o e i t h e r the mother or her doctor. 
I t i s a " b l i n d " t e s t . 

Dwyer considers t h i s f a i l u r e t o inform — w i t h subsequent i l l n e s s e s and ea r l y 
death f o r thousands of c h i l d r e n who could have been t r e a t e d — outrageous. The 
in t e r v i e w e r , however, sai d t o Dwyer: "You're considered a l i b e r a l columnist, but 
on the H I V - t e s t i n g of i n f a n t s , you took the conservative p o s i t i o n . " 

Such presumably l i b e r a l o rganizations as the ACLU, the N a t i o n a l Organization 
f o r Women and the Gay Men's Health C r i s i s do i n d i g n a n t l y oppose the u n b l i n d i n g 
of the t e s t as an invasion of the p r i v a c y of the mother whose own i n f e c t i o n w i l l 
be revealed i f the c h i l d ' s i s . Therefore, a l l p r i v a c y i s somehow endangered. 

Yet, Rep. Gary Ackerman (D-N.Y.) — w i t h a 100 percent ACLU r a t i n g — 
introduced a b i l l , "The Newborn I n f a n t HIV N o t i f i c a t i o n Act," t h a t compels any 
st a t e r e q u i r i n g i n f a n t s ' HIV t e s t s t o d i s c l o s e the r e s u l t s t o the mother. The 
b i l l would apply t o the anonymous t e s t s t h a t have been funded and conducted i n 
45 states by the Centers f o r Disease Control since 1988, f o r epidemiological 
reasons. 

Ackerman already had 220 co-sponsors — more than h a l f the House — and the 
i d e o l o g i c a l range i s e x t r a o r d i n a r y . Ardent l i b e r a l Pat Schroeder (D-Colo.) i s 
a l l i e d w i t h Robert Dornan (R-Calif.) who makes Pat Buchanan sound l i k e a l y r i c a l 
moderate. Also on board i s N i t a Lowey (D-N.Y.), a leader of pro-choice issues i n 
the House, and B i l l McCollum (R-Fla.) whose ACLU r a t i n g has been zero. 

As the b i l l began t o gather momentum, Ackerman was v i s i t e d , he t o l d me, by 
Dr. David Satcher, head of the CDC, and P a t r i c i a Fleming, the White House 
d i r e c t o r of AIDS p o l i c y . The v i s i t o r s wanted Ackerman t o abandon h i s b i l l . One 
of t h e i r arguments was t h a t i f mothers are t o l d they and t h e i r c h i l d r e n are 
i n f e c t e d , they w i l l panic and leave the h e a l t h care system. There i s abundant 
evidence, however, t h a t black and Latina mothers — who tend t o be o f t e n , but 
hardly e x c l u s i v e l y , a t r i s k — care as much about t h e i r c h i l d r e n as do white 
mothers and would not remove them from treatment. 
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Indeed, a recent p o l l by New York's Hispanic Federation — an umbrella 
o r g a n i z a t i o n of many Lat i n o groups — revealed t h a t t w o - t h i r d s of those p o l l e d 
support mandatory HIV t e s t i n g and d i s c l o s u r e f o r everyone, not only i n f a n t s . 

Gary Ackerman refused t o withdraw h i s b i l l . He t o l d me t h a t the head of the 
CDC said he might then consider withdrawing the " b l i n d " t e s t s a l t o g e t h e r r a t h e r 
than d i s c l o s e the r e s u l t s . 

E a r l i e r , when the conversation was focusing on incr e a s i n g c r i t i c i s m — from 
various quarters — of the CDC's " b l i n d t e s t , " Ackerman f e l t t h a t the man from 
the CDC appeared t o be most t r o u b l e d by the analogy between i t s study and the 
Tuskegee "experiment." 

From 1932 t o 1972, some 400 i l l i t e r a t e black men w i t h s y p h i l i s were observed 
— but not t r e a t e d — by Public Health Service physicians as they d e t e r i o r a t e d 
and e v e n t u a l l y died, having been t o l d only t h a t they had "bad blood." 

The Tuskegee reference entered the HIV-infant t e s t debate through Dr. Arthur 
Ammann, a d i s t i n g u i s h e d professor of p e d i a t r i c s a t the U n i v e r s i t y of C a l i f o r n i a . 
I n Jim Dwyer's column, Ammann, r e f e r r i n g t o the CDC's anonymous t e s t i n g of 
i n f a n t s f o r HIV, sa i d : "The maintenance of anonymous t e s t r e s u l t s a t a time when 
treatment and prevention are r e a d i l y a v a i l a b l e w i l l be recorded i n h i s t o r y as 
analogous t o the Tuskegee 'experiment.' " 

Suddenly, on May 10, the CDC announced it was immediately suspending its 
HIV testing for newborns throughout the country. Instead it would focus on 
encouraging women to engage in voluntary HIV-testing during and before . 
pregnancy. (CDC was silent on the fate of the sizable number of women who do not 1 
appear for any prenatal treatment or counseling.) * 

Rep. Ackerman intends t o get a m a j o r i t y of Congress t o mandate t h a t the CDC 
resume the t e s t s — and from now on di s c l o s e the r e s u l t s as w e l l as arrange f o r 
counseling. Meanwhile, the American Academy of P e d i a t r i c s i s "shocked and 
dismayed" a t CDC's t o t a l abandonment of i t s epidemiological t r a c k i n g t e s t s . 
Those were the f i r s t t o show the extent of AIDS among women. 

The CDC could have continued the t r a c k i n g , added d i s c l o s u r e of r e s u l t s , and 
been f r e e of the t a i n t of the Tuskegee "experiment." But instead the p o l i t i c i z e d 
CDC has chosen t o f o l d — e x t r i c a t i n g i t s e l f from a c c o u n t a b i l i t y . 
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For seven years s t a t e h e a l t h departments across the n a t i o n , w i t h support from 

the f e d e r a l Centers f o r Disease Control and Prevention, have conducted 
epidemiological s u r v e i l l a n c e of HIV i n f e c t i o n i n the p o p u l a t i o n by t e s t i n g blood 
samples drawn from h o s p i t a l , c l i n i c and emergency room p a t i e n t s a f t e r the 
samples have been permanently s t r i p p e d of a l l personal i d e n t i f i e r s . 

Those e f f o r t s have been c r u c i a l t o our understanding of the geographic and 
demographic p a t t e r n of HIV i n f e c t i o n i n the United States and t o our 
understanding of the f u t u r e course of the AIDS epidemic. Now Congress i s about 
to consider i l l - a d v i s e d l e g i s l a t i o n t o be introduced by Rep. Gary Ackerman 
(D-N.Y.) t h a t would p r o h i b i t the t e s t i n g of blood samples, drawn from newborns, 
t h a t have been rendered anonymous. Faced w i t h t h a t l e g i s l a t i v e e f f o r t , the CDC 
p r e c i p i t o u s l y announced t h a t i t would suspend newborn s u r v e i l l a n c e pending 
review. I n so doing, i t has i n t e r r u p t e d the e f f o r t s of 45 s t a t e s t h a t have 
tracked the number of babies being born t o HIV-infected mothers. 

Rep. Ackerman's proposal would permit only screening t h a t would make possible 
the n o t i f i c a t i o n of the mothers of babies who t e s t p o s i t i v e . Republicans and 
Democrats, l i b e r a l s and conservatives have signed on t o the Ackerman proposal, 
demonstrating the appeal of l e g i s l a t i o n t h a t , on i t s face, only seeks t o p r o t e c t 
mothers and t h e i r c h i l d r e n . The specter of the Tuskegee s y p h i l i s study — the 
notorious f e d e r a l experiment t h a t traced the course of s y p h i l i s i n A f r i c a n 
American men who were deprived of the knowledge t h a t they had a t r e a t a b l e 
sexually t r a n s m i t t e d disease — hovers over the debate. 

Public h e a l t h o f f i c i a l s , on the other hand, are appalled a t the prospect t h a t 
the Ackerman proposal w i l l be enacted, d e p r i v i n g them of the capacity t o obtain 
knowledge c r u c i a l i n the s t r u g g l e against AIDS. They have a r i g h t t o be 
concerned. A serious misunderstanding of the p u b l i c h e a l t h and e t h i c a l issues 
involved has per m i t t e d an unusual a l l i a n c e t o j o i n hands i n what may represent a 
serious blow t o the nation's e f f o r t t o understand and combat AIDS. 

I f the Ackerman proposal i s enacted, or i f the CDC does not reverse i t s 
decision, babies and t h e i r mothers w i l l not n e c e s s a r i l y be b e t t e r o f f , but the 
plug w i l l have been p u l l e d on the radar t h a t t r a c k s the progress of HIV 
i n f e c t i o n among c h i l d b e a r i n g women and t h e i r babies. 

To understand the controversy, i t i s necessary t o go back t o the mid-1980s, 
when the p r a c t i c e of t e s t i n g blood samples a f t e r they had been s t r i p p e d of 
personal i d e n t i f i e r s — so c a l l e d b l inded seroprevalence studies — was begun. 
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Soon a f t e r the l i c e n s u r e of the HIV antibody t e s t i n 1985, o f f i c i a l s a t the 
CDC began t o plan f o r large-scale HIV seroprevalence studies because they 
understood t h a t t r a c k i n g cases of f u l l - b l o w n AIDS alone could not provide an 
adequate p i c t u r e of the epidemic's dimensions. AIDS cases were but the t i p of 
the iceberg: They t o l d us about i n f e c t i o n s t h a t had occurred up t o 10 years 
e a r l i e r . 

However, mandatory t e s t i n g of i d e n t i f i a b l e i n d i v i d u a l s was deemed n e i t h e r 
e t h i c a l nor p o l i t i c a l l y acceptable. Studies t h a t would r e l y on volunteers were 
thought t o be unrepresentative — a f t e r a l l , t h ere was no way of knowing whether 
those who would agree t o p a r t i c i p a t e were more or less l i k e l y t o be i n f e c t e d . 

Therefore, the CDC ele c t e d t o use, as the basis f o r i t s s t u d i e s , blinded 
seroprevalence studies based on blood samples already drawn f o r other c l i n i c a l 
purposes. Because such samples would be unlinked t o i n d i v i d u a l s , no person could 
be placed a t r i s k of the k i n d of stigma and d i s c r i m i n a t i o n t h a t surrounded AIDS. 
No one's p r i v a c y would be v i o l a t e d . And thus i t was unnecessary t o ob t a i n 
informed consent before t e s t i n g occurred. 

The very process of e l i m i n a t i n g i d e n t i f i e r s , however, precluded the 
p o s s i b i l i t y of n o t i f y i n g persons who were i n f e c t e d . Since t h e r e was l i t t l e t h a t 
could be done f o r people w i t h asymptomatic HIV i n f e c t i o n , t h i s was thought t o 
pose no problem. Moreover, none of t h i s would prevent people who wanted t o be 
tested from seeking t o l e a r n t h e i r HIV sta t u s i n s e t t i n g s t h a t provided 
c o n f i d e n t i a l r e s u l t s . 

The CDC's proposals f o r HIV s u r v e i l l a n c e were subject t o searching e t h i c a l 
and l e g a l s c r u t i n y . Did they v i o l a t e the r i g h t of privacy? The r i g h t of p a t i e n t s 
t o be informed about t h e i r medical conditions? The O f f i c e f o r the P r o t e c t i o n 
from Research Risks a t the National I n s t i t u t e s of Health found b l i n d e d 
s u r v e i l l a n c e both e t h i c a l and l e g a l . When a task f o r c e made up of e t h i c i s t s , 
lawyers, c i v i l l i b e r t i e s advocates, gay r i g h t s proponents and p u b l i c h e a l t h 
o f f i c i a l s met a t the Hastings Center — a b i o e t h i c s t h i n k tank — t o consider 
the issue, there was not a s i n g l e o b j e c t i o n t o such s t u d i e s . A 1988 review of 
the issue by a Canadian working group gave i t s stamp of approval t o blinded 
seroprevalence surveys. So too d i d the World Health Organization's Global 
Program on AIDS. 

Now t h a t e a r l y c l i n i c a l i n t e r v e n t i o n f o r people w i t h HIV i n f e c t i o n has become 
the standard of care, howev er, some people have begun t o assert t h a t e t h i c a l 
considerations render blinded s u r v e i l l a n c e unacceptable. I n f e c t e d i n d i v i d u a l s 
need t o know t h e i r s t a t u s so t h a t they can commence treatment. This, i t i s 
claimed, i s e s p e c i a l l y the case w i t h regard t o babies and t h e i r mothers. I s i t 
morally d e f e n s i b l e t o continue studies t h a t by t h e i r very nature preclude the 
p o s s i b i l i t y of n o t i f y i n g mothers t h a t t h e i r babies c a r r y the antibody t o HIV — 
and which also i n d i c a t e t h a t the mothers themselves are infected? Don't both 
baby and mother have a r i g h t t o t h a t information? I s not the c o n t i n u a t i o n of 
blinded HIV s u r v e i l l a n c e studies analogous t o the c o n t i n u a t i o n of the Tuskegee 
study, begun before the advent of p e n i c i l l i n , but which extended f o r years a f t e r 
the treatment of s y p h i l i s became easy and e f f e c t i v e ? 

The answer i n each case i s no. I n the case of Tuskegee, i n d i v i d u a l s who were 
known t o be a f f l i c t e d w i t h s y p h i l i s were w i l l f u l l y deprived of t h a t knowledge. 
Indeed, every e f f o r t was made t o prevent those impoverished A f r i c a n American men 
from knowing about t h e i r s i t u a t i o n or about the a v a i l a b i l i t y of therapy. The 
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s i t u a t i o n i s very d i f f e r e n t i n the case of HIV. 

What the enhanced prospects of th e r a p e u t i c i n t e r v e n t i o n f o r both babies and 
t h e i r mothers r e q u i r e i s not t h a t we abandon c r i t i c a l s u r v e i l l a n c e studies but 
rath e r t h a t we undertake vigorous e f f o r t s t o encourage v o l u n t a r y HIV t e s t i n g . 
What blinded seroprevalence studies can do i s help guide the necessary p u b l i c 
h e a l t h e f f o r t s t o i d e n t i f y the women and babies i n need of care. They can t e l l 
us about where we should expend the gre a t e s t e f f o r t s i n developing the capacity 
t o provide v o l u n t a r y t e s t i n g and counseling. 

Now t h a t i t appears t h a t the r i s k of transmission of HIV from i n f e c t e d 
pregnant women t o t h e i r fetuses can be r a d i c a l l y reduced by treatment w i t h AZT 
during pregnancy, such studies can t e l l us where t o focus resources so t h a t 
women are encouraged t o undergo t e s t i n g before they give b i r t h . Here there i s a 
chance f o r r e a l HIV prevention. 

Most important, i t i s c r u c i a l t h a t we make c e r t a i n t h a t women and babies who 
are i d e n t i f i e d through v o l u n t a r y t e s t i n g programs be provided w i t h access t o 
needed c l i n i c a l and s o c i a l services. 

To compare bl i n d e d s u r v e i l l a n c e f o r HIV i n f e c t i o n t o Tuskegee i s t o threaten 
the i n t e r e s t of the mothers and babies who could b e n e f i t from c a r e f u l l y targeted 
e f f o r t s t o i d e n t i f y those i n need of care. Clever p o l i t i c a l slogans about the 
r i g h t of mothers t o know about t h e i r babies' l e t h a l i n f e c t i o n s should not serve 
t o j u s t i f y an a t t a c k on studies t h a t have proved so in v a l u a b l e i n the past and 
t h a t remain c r u c i a l today. 

The w r i t e r i s a professor a t the Columbia U n i v e r s i t y School of Public Health 
and author of " P r i v a t e Acts, Social Consequences: AIDS and the P o l i t i c s of 
Public Health." 
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All tnose concerned aDout uatiies infected witii tne virus tnat. causes AID5 can 
tie q r a t e f u l CO n i C f i d e i D u w l i n y , New Y o r k ' s Cui i imiSSiOiler Ov S u C i S l S e r v i c e s . H e , 
at least, nas had tne decency"'and common sense to guarantee that a l l 
AIDS-infected uduies in tne roster-care system wi l l De i dent i f leu arid cared for,, 

But «nat adout the larger nuaDer of AifjS-infected daties who are not in 
foster care:' Their fate now hinges on the outcome of a legislative Dattie that 
pits the health needs of the uahies against the privacy rights of the ^others. 

The core issue is whether there shouiu he iiidnudtory testing and 
identification of a l l newuorns so that those infected with the AIDS virus can he 
treated — or simply mandatory counseling of a l l mothers to try to persuade tiu/m 
to allow testing of themselves and their"hadies. 

Each side in this clash claims its approach w i l l De Dest for the children. 
But froffi the evidence availadle, the likelihood that, counseling alone w i l l do 
the juu seems slight. The only sure way to identify these infants is through 
testing. The state al ready tests a i l newuorns, anonysnousiy, to track the 
epiueiiiic; i t could use or enhance that prog rani to identify the infected 
infants who need fried i cal muni tor ing and treatment. 

The dispute arises Decause there is no way to identify an infected newDorn 
without identifying the sotner as infected} the dauies contract the virus from 
their «others in the wottid or at Oirth. ihus a fiiandatory test of any newDorn 
amounts to a jsandatory test of the mother as well, suujecting her to possidle 
uiscrimiiidtion i f her disease status De comes known, under current state law, 
neither the mother nor her child can de tested without written, informed 
consent. 

Cufflisissioner Dowling avoided this dilemtiia decause his agency has legal 
responsiDility for the DaDies in its care; in effect, he is their surrogate 
parent. Thus he provoked no apposition when he pledged recently to require 
routine testing of a i l children who enter foster care and appear likely to have 
Deen exposed to the virus. 

But foster children account for only a Minority of the several hundred 
AIDS-infected DaOies horn in New York State each year. Host of these oaines 
Leave the hospital without deing tested. They are thus rohued of any chance at 
early treatment. Nothing is done for thesti until they come down with symptoms of 
the fatal illness, 

AssemhiyusQfsan Nettie nayersohn, of Queens, and State Senator Suy Velella, of 
the Bran*, would rectify this neglect Dy disclosing the state's anonymuus test 
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results to the jsothers. That may not go far enough, when individual lives are at 
stdfe, the tests must De cunuucted mure rigorously tDan those now performed for 
statistical purposes. S t i l l , done properly", such testing could identify 
virtudily every infected DaDy, and the iiiothers could then De counseled'on the 
hnportance of wed:cal follow-up. 

But leaders of the Key health comftuttees in the Legislature are pushing 
Dills, already approved in the Senate, that only call for fiiandatory counselinc] 
of new and expectant so'hers. They argue that this would capture the great 
majority of infected chiidren — and that DaDies would get setter care i f their 
iriuthers cooperated in treatment than i f they were frightened away from the 
meuicai system Decause of mandatory testing. 

Unfortunately, there is scant, evidence that the counseling approach would 
work. The state already sponsors voluntary counseling programs for pregnaui 
women and new mothers m 24 hospitals in AlDs-impacted areas; they typically 
f a i l to identify most of the infected DaDies. Counseling enthusiasts cite the 
success of Harlem Hospital; some ru percent of a l l infected Pauies Porn there in 
t993 were identified through counseling and voluntary testing. But even the 
founder of that program doudts its success could de replicated widely. And why 
neglect even to percent of the DaDies? 

iiandatory counseling could be deneficiai during prenatal, care when doctors 
can actually save many DaDies from infection Dy treating the expectant mother 
with AZT. Since no one is seriously recommending that pregnant women De forced 
to take an AIDS test, counseling the mother-to-De on the Dene f i t s of testing is 
the only feasible approach. 

But once a mother has delivered an infected baby, that infant deserves to de 
identified and given the Dest poss idle care. By a i l iiieans, counsel the mother on 
the advantages of testing and treatmen;:. But for the baby's sake, test the child 
whether the mother approves or not. 
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Good afternoon. I am Louis Cooper, MD, Director of Pediatrics at St. Lukes Roosevelt 
Hospital Center in New York and Professor of Pediatrics at Columbia University. I speak as 
a member of the Board of Directors for the American Academy of Pediatrics (AAP), an 
association representing over 49,000 pediatricians dedicated to promoting the health and well-
being of infants, children, adolescents and young adults. Thank you for the opportunity to 
appear before you today to discuss the issue of perinatal HIV testing. 

This is a passionate debate that knows no political boundaries. Democrats and Republicans, 
liberals and conservatives, men and women all find themselves together on different sides of 
the issue. 

The development of our own policy statement was a long and deliberate process. The 
discussions were sometimes tense, often emotional but always grounded in the principle that 
the final policy must provide a child the most medically appropriate, ethical ti^atment 
available to date. This is not a stagnant policy. It is one that will evolve as the epidemic and 
treatment evolves and the Academy's policy will reflect the most current medical data 
available. 

This is an extraordinarily complicated debate. It is not an "either/or" issue, which some 
would like to suggest. There is an effort to categorize the arguments surrounding HIV 
testing of women and infants as either a "privacy of the mother" issue or one of "protection of 
the child". The consequences are monumental on both sides. 

This debate might better be categorized as an "IF-THEN" scenario. From a scientific point, 
we know that IF a pregnant woman agrees to prenatal HIV testing and is found seropositive, 
THEN she can choose to enter a program of treatment for herself and her unborn child. IF 
she enters into the treatment plan, THEN she will significantly reduce the likelihood of 
transmitting the HIV virus to her child. IF her child is bom with HIV virus, THEN the child 
can receive treatment to delay the onset of opportunistic diseases like Pneumocystis carinii 
pneumonia (PCP). 

But this medical sequence does not reveal the complexities of getting a woman and child 
proper treatment and counseling. The social components of the debate must be understood, as 
well. It is critical that the epidemic be explored, within both the medical and social context. 

BACKGROUND 

Human immunodeficiency virus infection continues to spread among women of childbearing 
age in the United States, and is occurring in rural as well as urban areas. In 1993, 12.6 
percent of new AIDS cases were diagnosed in women - up from 6 percent in 1982. (1,2) 
With the increasing heterosexual spread of HIV, previously defined risk behaviors for HIV 
infection incompletely identify women found to be infected. The predominant risk behavior 
for HIV infection in many women is unprotected sexual intercourse. Perinatal HIV infection 
has mirrored the increases in HIV infection in women. More than 95 percent of AIDS cases 



in children from birth to 4 years old are caused by perinatal infection. 

The persisting occurrence of PCP in young infants despite the availability of effective 
prophylactic regimens indicates that Ihe identification and treatment of HIV infection in 
infants at an early age remains inadequate. (3) 

AAP POLICY ON PERINATAL IMMUNODEFICIENCY VIRUS (HIV) TESTING 

On the basis of recent advances in the therapy to reduce the rate of perinatal HIV 
transmission and the continued occurrence of life-threatening illness in young infants with 
unrecognized HIV infection, the AAP recommends: "Documented, routine HIV education 
and routine testing with consent for all pregnant women in the United States." 
A copy of the full AAP policy statement is attached. 

It is critical to examine the Academy's policy statement in depth in order to understand how 
the science and societal issues merge in this position. 

Routing Testing: Testing needs to be viewed as standard of care for ALL pregnant women in 
the United States, not just for those in targeted geographic, socio-economic or ethnic groups. 
The vast majority of physicians in the United States target testing only to women they feel are 
"at risk" or the woman is required to request the test from the provider, thereby having to 
identify herself as being someone who has engaged in behaviors that society may not condone 
(which many people may be reluctant to do). As a result, HIV testing has not been routinely 
offered and recommended to ALL patients. 

Testing programs for HIV antibody must be confidential, voluntary, and accompanied by 
cultural and ethnically appropriate information regarding HIV infection. The purpose of 
testing is not to label a mother or infant as infected but to engage the mother into appropriate 
medical care for herself and her infant. This is the most likely to occur when the woman 
feels she has been able to make an informed decision about her own health, including HIV 
testing. 

HIV is a chronic illness that requires long-term adherence to often multiple therapies for the 
mother and child. While testing without patient knowledge or consent appears easier for the 
health care provider, it would seem less likely to result in a patient that will understand and 
adhere to chronic therapies for herself and her child. 

The ACTG 076 zidovudine (AZT) regime is complex. It requires taking AZT five times 
daily in the mother and administration four times daily for six weeks to the newborn infant. 
Adherence to this regimen requires a patient who understands and is motivated to comply 
with therapy. This is most likely to occur in the context of a trusting provider-patient 
relationship, and appears unlikely to be facilitated by involuntary testing of a patient without 
their knowledge. 



High test acceptance levels (in the range of 94-97 percent) have been achieved without 
mandatory testing in places that have initiated routine, universal voluntary testing programs. 
Jackson Memorial Hospital in Miami, Florida reported in the first three months of 1995 that 
96 percent of women counselled prenatally for HIV also agreed to testing. This was up from 
92 percent in 1994 (4). Similar rates of acceptance were reported at Grady Memorial 
Hospital in Atlanta, Georgia; and Harlem Hospital in New York (5). 

Routine HIV Education: Routine education about HIV infection and testing needs to be a 
part of a comprehensive program of health care for women, particularly for women of child-
bearing age. Detection of HIV infection may be associated with anxiety and depression. 
Other risks include potential social stigmatization and discrimination. Also, because illicit 
intravenous drug use is associated with HIV infection and may be used as a basis to remove 
an infant from the mother's care, women who use illicit drugs may fear HIV testing. 

Routine HIV education accompanied by offering HIV testing to all pregnant women appears 
most likely to achieve the goal of engaging a mother in compliance with medical care for 
herself and infant. 

Women need to be given sufficient information in a clear and understandable manner to 
appreciate the benefits and risks of the proposed HIV test and the consequences of accepting 
or rejecting testing for herself and her infant. This process is best performed within the 
context of a professional relationship between the woman and her health care provider. It is 
possible i f the benefits of HIV testing are not made known to pregnant women, fear of the 
potential negative consequence may deter some women from seeking prenatal care. However, 
in several settings in which HIV counseling and voluntary testing have been routinely offered 
to all prenatal patients, no measurable decrease in women seeking prenatal care has been 
observed. 

Documented Testing With Consent: Because the results of ACTG 076 indicate that AZT 
reduces perinatal transmission of HIV, there is now a compelling reason for universal 
antepartum HIV education and routine testing with consent. 

Documented consent for maternal and/or newborn HIV testing may be obtained in a variety of 
ways including, but not limited to: 

1) Individualized counseling followed by a signature that affirms consent to testing; 
2) provision of education followed by a signature that either explicitly consents to or 

explicitly refuses testing; or 
3) education followed by a signature only to explicitly refuse the test. 

Each of these methods is an ethically acceptable way to respect the individual's decision 
whether or not to be tested. The Academy supports utilization of consent procedures that 
facilitate rapid incorporation of HIV education and testing into the routine medical care 



setting. Whichever method of obtaining consent is chosen, it is critically important that 
appropriate education regarding HIV infection is provided to the individual before a decision 
regarding testing. 

Individualized counseling in conjunction with obtaining a signature on an informed consent 
form requires significant health care resources. Patient education in written form or group 
settings followed by a signature of consent or refusal may require less intensive resources. In 
both of these methods of consent, the provider may directly recommend the test. Routine 
patient educations accompanied by a signature to reject the test (right of refusal) implies that 
the test is recommended by the health care professional and therefore will be performed 
unless the patient signs the form, and may also result in the largest number of women being 
tested. Although some believe that right of refusal consent is inherently coercive, 
documentation of appropriate patient education and confidentiality reduce the likelihood of 
such concern. 

TESTING NEWBORNS 

Testing of a newborn is too late. The only true "life-saving" treatment is to prevent HIV 
infection of the infant in the first place. The risk of perinatal HIV transmission can be reduced 
through the administration of AZT to HIV-infected women and their infants. I f we want to 
attempt to prevent transmission by offering a mother AZT, one must know maternal infection 
status and start treatment by mid-pregnancy. In times of limited dollars, resources should be 
used to fund expanded prenatal HIV testing programs, not involuntary newborn testing. 

For newborns whose mother's HIV serostatus was not determined during the recent pregnancy 
or the postpartum period, the infant's health care provider should educate the mother 
concerning the potential benefits of HIV testing for her infant and the possible risks and 
benefits to herself of knowing the child's serostatus and recommend HIV testing for the 
newborn. 

The health care provider for the infant needs to be informed of maternal HIV serostatus so 
that appropriate care and testing of the infant can be accomplished. Similarly, i f the infant is 
found to be seropositive when maternal serostatus is unknown, the health care provider for the 
child should ensure that information about the serostatus and its significance be forwarded to 
the mother and, with her consent, to her health care provider. The mother should receive 
appropriate referral to adult HIV-related services. 

Because infant testing provides information important to the well-being of the infant and also 
information regarding the infection status of the mother, the health care provider is obligated 
to educate the mother about HIV infection and to obtain consent using one of the methods 
described above when HIV testing of the infant is contemplated. In the absence of parental 
availability for consent to test the newborn for HIV antibody, procedures need to be 
established to facilitate the rapid evaluation and testing for the infant. 



CONCLUSION: 

As noted, there are now clear medical benefits for pregnant women to know their HIV 
serostatus. In addition to the importance HIV testing has for early diagnosis and treatment of 
women, the availability of treatment capable of significantly reducing perinatal transmission of 
HIV provides compelling rationale and motivation for all pregnant women to know their HIV 
serostatus during early pregnancy. 

Voluntary testing for HIV in pregnant women has been proven successful in numerous 
instances. The Academy urges Congress to avoid well-intentioned efforts to intercede by 
imposing federal restrictions and requirements on individuals ~ whether they are adults or 
infants. 

We specifically oppose legislative efforts such as HR 1289, The Newborn Infant HIV 
Notification Act. This bill would not reduce perinatal HIV infection in newborns but would 
result in placing crippling constraints on the efforts of the Centers for Disease Control and 
Prevention to obtain essential information related to the HIV/AIDS epidemic in the United 
States. 

The CDC-sponsored "HIV Survey in Childbearing Women" seroprevalence study is a critical 
ingredient in the fight against HIV/AIDS for multiple reasons. It is the best tool we have for 
tracking the epidemic across the nation. It serves as the critical "Gold-standard" by which we 
must judge our programs of early detection and early treatment in pregnancy. Equally 
important, it is the most reliable means of monitoring the effectiveness of programs for 
reducing transmission of HIV infection in infants and for the early care for those who are 
infected. 

With adequate public health surveillance we may reach conclusions and shape our policies 
based, not on speculation but on information which is both national and highly focused and 
local in scope. 

We urge Congress to encourage federal agencies to partner with private professional 
organizations such as the American Academy of Pediatrics to expand on the existing successes 
of voluntary testing with consent and to promote comprehensive HIV education and voluntary 
testing of all women as a means to accomplish identification of infants at risk for transmission 
of the HIV virus. It must be stated that this goal can not be accomplished unless education 
and testing is coupled with support for programs which assure access to appropriate health 
services for HIV-infected children and their families. 

The Academy stands ready to evaluate its policy on Perinatal HIV Testing on an on-going 
basis. The rapidly evolving research on HIV/AIDS provides us increased means of 
controlling the epidemic. We are equally eager to insure our membership understands its 
responsibility in educating parents and protecting children. Clearly, as further data becomes 
available, Congress must continue to monitor and evaluate efforts to ensure the needs of these 



populations are being met. 

Thank you for the opportunity to share the Academy's policy with the Committee. I would 
be pleased to answer any questions. 
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Long Overdue, but Not Nearly Enough 
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Keywords: Human imm^nodefideacyvirus (HIV) • Transmission, HIV 
The very fact that New York State and New York City 
have been actively grappling for more than a year ̂ ith 
the question of mandatory HIV antibody screening of aU-
newborns tells a great deal: Multiple benefits accrue 
from knowing that a baby is HIV-seropositive. (With actual 
infection easily verifiable). These include better diagno-

• sis of febrile and pulmonary illness; antibiotic prophy­
laxis for Pneumocystis infection and modified immunka-

• tion for the baby; counseling on the risks of breast 
• feeding and a host of other medical interventions for the 

.' Dr. Rapoport is commissioner of health, Westchester County, N.Y. 

mother, potential location of other cases, especially the 
child's father; education for prevention of additional 
transmission by any and all recognized routes; and a 
broad range of social services (especially those available 
via the Ryan White Care Act) for the family. None of 
these benefits are disputed. 

For most people, in New York State and elsewhere, the 
case for screening is straightforward and compelling. It 
senses the HIV-seropositive baby's health for the data to 
be known, and parents should want to do well by their 
children. Parents should have this infonnation, even if 
they do not want iL The headline on the cover of the Feb-
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Newborn Screening eontinutd 

mary 21,1994, issue of New York magazine may have cap­
tured that feeling. It said, "Should It Be a Crime to Treat 
This Baby for AIDS? The Rising Storm Over the Law That 
Keeps HIV-Positive Newborns from Early Treatment" 

The view of the majority of people most deeply in­
volved in AIDS policy and AIDS care, however, is very 
different While they agree that real benefits accrue to 
both baby and mother.and from knowing a baby's 
serostatus, other considerations take precedence. First, 
"coercion" is the key issue, with analogy sometimes 
made to testing Federal prisoners. Second, decade-old 
fears arise of losing insurance, spouses, and jobs (al­
though the testing would be strictly confidential). Tllird, 

" there is the unsubstantiated fear that state-mandated test­
ing would forever estrange HIV-seropositive women 
from their doctors and "the system," and "drive them un­
derground." 

I find none of these arguments convincing. The evi­
dence for these fears being realized is very weak. Fur­
thermore, all the perceived difficulties can be minimized 
by good counseling, good follow-up, and strong safe­
guards on confidentiality. All of these things are possible 
and are already being done to a substantial degree. The 
record of the public health enterprise in maintaining con­
fidentiality is especially good. 

A strong sense of the history of discrimination (against 
women, people of color, and gay men) underlies many of 
these fears. These sensibilities may be acknowledged, 
but should not be considered an eternal bar to progress 
in the ways we combat the plague of AIDS. AIDS is in 
many ways different from tuberculosis, hepadtis, and 
syphilis, but it is also similar in many ways. All have some 
stigma associated with them, nonetheless we have 
mounted credible efforts against them. In the course of 
these efforts, we often encounter suispidon, distrust, and 
fears, but usually we can overcome them. This has direct 
relevance to the arguments relating to undermining the 
trust of wometn who are. indirectly tested by a newborn 
screening program. I think we give these women too 
little credit if we assume that they will be unable to see 
the benefits of screening (in retrospect, if not prospec­
tively) and that this failure on their part will translate to a 
distrust of and unwillingness to cooperate with their doc­
tors, nurses, and sodal workers. The law would emanate 
from the state government, not the professional at the 
bedside, and this distinction is not difficult to discern. 
Mandating testing programs for hepatitis B and syphilis 
has not had the feared effects and I do not believe that an 
HIV newborn-screening program would either. From our 
efforts with these diseases, we should learn to improve 

.. our strategies and to bring AIDS care and AIDS policies 
closer to the norm for public health problems. Mandatory 
newborn screening is one such step and is long overdue. 

Having said that, we must address the ACTG Q76 study 
showing the clear benefit of giving zidovudine prenatally 
andintrapartum to pregnant women, and then to the new-
bom. The benefidal results are truly exciting. Taken to­
gether, the 3 interventions cut tSe rate of vertical trans-

emission by about two-thirds, from 26% to 8%. If all 
HIV-infected .women received the entire "package," per­
haps 400 lives would be saved annually in New York State 
alone. There is a consensus that our emphasis now must 
be to identify and treat infectiOG in pregnant women at 
the earliest possible time. Further, there is widespread 
agreement that a voluntary program would be the best 
first effort I concur with this, since in the prenatal con­
text we confront the likelihood that substantial numbers 
of women (especially those with the most risk-laden 
medical history and social circumstances) might be de­
terred from seeking early prenatal care, or might be 
more likely to drop but of care. However, I believe that 
such a program would have to be well designed and con­
tinually evaluated, with a mandatory prenatal testing pro­
gram as a true alternative if a voluntary program did not 
achieve and maintain high rates of parddpation. 

Although a prenatal effort at testing and treatment 
must be the first priority, the issue of testing newborns is 
by no means moot Some women will not seek prenatal 
care, and women at highest risk for HIV infection are 
likely to be over-represented in that group. Also, some 
women will refuse prenatal testing. What should our re­
sponse be to the needs of these women and their new­
borns? I believe that although the absolute number of in­
fected babies will be lower (hopeMy, a great deal lower) 
than under present circumstances, sodety's obligation to 
those babies remains unchanged. It is not difficult, I 
think, to make a case for considering the refusal to accept 
testing, and the attendant inability to act on the results of 
that testing, a form of the true "medical neglect" 

• As a society, we do not tolerate medical neglect of 
children's needs in regard to conditions other than AIDS, 
many of which are not nearly as lethal We certainly need 
to develop a voluntary prenatal HIV program, incorporat­
ing mandatory counseling and minimizing barriers to 
participation; a mandatory testing program for the al­
ready-born child would not be at odds with such a pro­
gram. In fact it would reinforce it just as it would rein­
force our commitment to valuing the life of every child, 
and preserving and caring for those lives in the best way 
we know how. D 
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Clinical Controversies 

Mandatory 
Newborn Screening for HIV 

The Wrong Answer to the Wrong Question , 
Alan R Fleischman, MD; Albert Einstem CoUege of Medicine, Bronx, N.Y. ^ ^ ) - i ^ " ̂ ' 7 ^ 

Key words: Human immunodeficiency virus (HIV) • Transmission, HIV 

.Pediatricians responsible for the care of children infected 
with the human immunodeficiency virus (HIV) increas­
ingly voice concern thatthe earliest indication of HIV dis­
ease in a child is a fatal infection during the first months 
of life. Some of these health professionals believe that 
early identification of children at risk for HIV infection 
ind the initiation of prophylactic therapies will greatly en­
hance the quality and quantity of children's lives. This 
has resulted in the recommendation that the standard 
newborn screening test done on all babies right after 
birth, which currently identifies several genetic and 
metabolic disorders, be utilized to find children who are 
infected with HIV. At first glance this recommendation 

' .seems both well-meaning and reasonable, in that the goal 
of protecting children from unnecessary illness h cer­
tainly laudable. However, there are many questions to be 
raised about the basic assumptions upon which this rec­
ommendation is made, as well as serious concerns about 
the consequences of universal, nonconsensual screening 
ofnewbomsforHIV. v' 

Ironically, this debate is occurring at a time when excit­
ing new data are emerging about the'prevention of trans­
mission of HIV from pregnant women to their fetuses 
through the administration of zidovudine (ZDV) to the 
woman during pregnancy and intrapartum, and to the 
newborn for 6 weeks after birth. The possibility of phar­
macologic primary prevention of HIV transmission dur­
ing pregnancy creates a far more important question: 
How can we educate the entire population about the im-

Dr. Fleischman is senior vice president at the New York Academy of 
Medicine and clinicaJ professor of pediatrics, epidemiology, and social 
medicine at Albert Einstein College of Medicine, Bronx, N.Y. 

Clinical Controversies 
This exchange of opinions on the mandatory screening of 
newborns for HIV antibodies is the first in an occasional se­
ries of clinical controversies in HIV/AIDS care. 

portance of knowing their HIV status in order to reduce 
HIV transmission from one person to another? With par­
ticular emphasis on women, how can we create a general 
standard of medical practice so that every woman who is 
of reproductive age or is at her first prenatal visit is coun­
seled concerning the benefits of knowing her HIV status 
and offered appropriate comprehensive services for her­
self and her family? 

A program of counseling and voluntary testing before 
or early in pregnancy can result in the identification of 
women who would be offered the option of antiretroviral 
treatment in an attempt to block HIV transmission to the 
fetus. Even though all of the questions concerning the 
use of ZDV in pregnancy have not been answered, the com­
pelling nature of the data demands that we make this op­
tion available to women who want this intervention.. 

It is critically important that the testing of women be 
done with their permission and full understanding of the 
benefits and risks of the test. The health care establish­
ment must foster an atmosphere of trust between pa­
tients and their providers that can be translated into the 
delivery of comprehensive services over a long period of 
time. The treatment of HIV disease and the potential pre­
vention of transmission requires the full cooperation of a 
knowledgeable and committed patient. Mandatory pro­
grams based on coercion will only lead to greater distrust 
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Newborn Screening 

and result in patients who are appropriately reluctant to 
favorably consider therapeutic options presented by well-
meaning health care professionals. 

Knowing and accepting all of this, some legislators and 
health care leaders continue to press for mandatory 
screening of newborns for HIV. They argue that there is 
a need for a "safety- nef .to identify newborns whose 
mothers have not received prenatal care or who have re­
fused to be tested. Of course, they realize that only a 
small proportion of the babies who test positive for anti­
body at birth actually will be infected (15% to 30%) while 
100% of these infants' mothers will be infected. They also 
must be aware that the goal of a screening program is not 
merely the identification and labeling of a potential pa­
tient, but also the provision of needed services to that pa­
tient and family. 

It is incredible to me that some physicians and politi­
cians would consider a program that would combine vol­
untary testing during the prenatal period and mandatory 
testing after birth. Can we, as professionals, in good faith 
counsel women about the importance of knowing their 
HIV status during pregnancy and accept their voluntary* 
decision about testing, only to test them involuntarily af­
ter birth? This seems duplicitous and inappropriate. Of 
course, all women who have not been tested previously 
should be counseled at the time of birth about the impor­
tance of testing, and we should encourage as many moth­
ers as possible to know their and their newborns' HIV 
status. 

We have the potential to ask the right question and ere 
ate the right answer. The right question is: How can we 
offer appropriate counseling to all women and engage 

them voluntarily to learn their HIV status? If they are 
HIV-positive', how do we ensure that they receive needed 
care for themselves and potential interventions to pre­
vent transmission to their fetus and, finally, that they pro­
vide care for their infants? This can only be accomplished 
through a new standard of meaical practice that counsels 
women on the importance and appropriateness of know-
•ing their HTV status before, during, and after pregnancy. 
Pregnant women should be counseled about the benefits 
and potential risks of HW testing while receiving prenatal 
care and at the time of delivery. Testing should be linked 
to services and a positive test should result in referral to a 
program that provides comprehensive care for families. 

Perhaps most critically important in the analysis of this 
complex problem is the issue of trust and respect among 
health care professionals, their patients, and the public at 
large. We need not create an atmosphere of fear and co­
ercion when we have the opportunity to develop a pro­
gram of screening and care that is both voluntary and 
comprehensive and will likely benefit the vast majority of 
those in need. We have available today a potential 
method to identify virtually all of the infants who are at 
risk for HIV infection through mandatory counseling and 
encouraged testing of women. Wjrh appropriate re­
sources given to education and health care delivery, the 
desired goal of early identification and treatment of HIV-
infected infants can be accomplished without mandatory 
newborn screening. The right question is how to develop 
a trusting relationship in order to provide services to 
those in need. The right answer is universal counseling 
and voluntary testing. 
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M E M O R A N D U M 

TO: J e n n i f e r K l e i n 

FROM : Zoe Neuberger 

DATE: June 13, 1995 

RE: HIV Testing of I n f a n t s 

You w i l l f i n d attached two pieces of i n f o r m a t i o n r e l a t e d t o the 
t r a n s c r i p t of the Charlie Rose program on HIV t e s t i n g of i n f a n t s . 

1) An a r t i c l e published i n the New England Journal o f Medicine 
r e p o r t i n g the r e s u l t s of a study on PCP pneumonia prevention 
i n HIV p o s i t i v e i n f a n t s . The study was conducted the CDC's 
PCP Pneumonia Prophylaxis Evaluation Working Group. 

2) An a r t i c l e t h a t appeared i n Newsday, which r e f e r s t o the 
la w s u i t brought by the Association t o Bene f i t Children, a 
NYC-based c h i l d advocacy group, against Governor Pataki t o 
force the s t a t e t o release t e s t r e s u l t s . The l i b r a r i a n 
l o c a t e d 24 other a r t i c l e s on the issue of mandatory HIV 
t e s t i n g of i n f a n t s , but none of the t i t l e s suggest t h a t they 
would discuss the l a w s u i t . The law l i b r a r y has no 
in f o r m a t i o n on the case, since i t i s s t i l l pending. I f you 
would l i k e f u r t h e r i n f o r m a t i o n , I could c a l l the As s o c i a t i o n 
t o B e n e f i t Children d i r e c t l y , but I w i l l await your 
i n s t r u c t i o n s . 

cc: Karen Guss 
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Abstract Background. Hnoumocystis carinii pnenmn-
nia (PCP) remains a common and often fatol opportunis­
tic infeci'roii amuny ctiildren Infectea wl!h the human im-
munodeficignry virus (HIV) HIV-infected infants between 
three and six montha of age ar« particularly vuln«iable. 
Current guidelines recommend prophylaxis in childron 
from biflh to 11 months old who have CD4+ counts below 
1GO0 cells per cubic tnillimeler. 

Methods. We used nafional Riirveillanee data to es­
timate thc annual incidence of PCP among chlldiwii 
less than one year old. we reviewed the medical rec­
ords of 300 children given a diagnocic of PCP between 
January 1991 and June 1993 to determine why treat­
ment according to the 1<W1 guidelinos for prophylaxis 
ngoinat PCP either was not given or failed to prevent IIly 
disease. 

Results. In our study the incidence of PCP in thc firat 
year of life amotiy infants born to HIV-infected moiherE 
changed little between 1989 and 199? Among 7080 chil­
dren bom to HIV infected mothers in 1992, PCP devel-

MO.ST uiscs uf PneumocystU carinii pnnimoni;! 
(PCP) in children inl'ecled pcrinatally with thc 

human immunnde.ficiency virus (I1JV) occur in infants 
bctv»'een rhi-fte and aii: monthr. ni' ;igc.' Because POP i j 
the most common oppomuiistic infecnon classilicd as 
j i i d i t i i t i i i R th r proseiice u f ihc arrquircd i i i i inunodi . f i -

cicnc.y syndrome (AIDS) in children,1 because it is nf'tftn 
nipiflly fnlnl,' nnd because, il can be pievr.nicil hy 
chcinopiuphylaxis,5 clinicians and pnhlir health off i­
cial:) cmphoair.c it3 prevention as pan of the LUJI: of 
children exposed to 111V and in Nr.ninjj jirim irirc for 
public health policy. In 1991, a ^;iin:l uf cxpn is in pe­
diatric I I I V inleelioti issnrrl gijidelines that rrrnm-
mrnded cvaludiiuf; ihc jisk DI PCP in children born to 
HTV-infrrtrrl mcihrrs by mcusuriiig rhn CD1 I cell 
iinuiii and ullcririjj chcmoprophyla.xis i f the c.ouni is 
Inwrr than an established agfl-sp-icifn; thrcr.hold.* The 
(.lircslmhlK foi | I I uphylaxis were as follows: for children 
frnm hivrh rlirnu^h I I rnonths old, a C'ir.U-l- count ba 
low 1500 crll.s JCI cubic millinir.Ter; 12 ihroufih 23 
rnnnthi: nld, hp nw 750 cells per rnhic millimLtcr; 
2 thruiigh 5 years uld, below 500 cells per cubic milli-
rnrlrr; and fi rhrouRh 12 years old, below 200 cclh. per 
cubic iiulliiiii:ti:i-.' 

hniin Ihf; niviuion of HIV/ATHS. Kaiin„:.t * Vm.fr lor Infectious D^MK*,., r>n 
irr« fnf n t r** Conlrol nnd Prevention, Ailmti lli.J.S., M.L.L.. D.H., T*.e., 
M.n.J, N w York City Dopulinenl ..f lliuillh, N.:w York (f.T.); ± r IV-
pd/lifwtti i.l" IV-.iliumvs. University ot'Mij i i i i fklti»-jl of McOi^iiff, Miami (O.S.J. 
Addk«5> . e p i n l inij,lcM» lu P i . 3iiuuiid% ilic D i v^ ju t i al ' I I I Y / A I D S . CCIILL-IN 
I'UI Dijciisi- Omirol JIHI Ptrvenrltm. 1000 Cllflon RO.. Mallsuip W J . Ailantn. 
OA 30333. 

•Orhri- pnrlirl|iniir« i • w.irlting group i n lincl in the Appirtdiv 

oped in 2.4 percent. Of 300 children with PCP diagnoaod 
from January 1991 tlnouyli June 1993, 199 (66 percent) 
had never received prophylaxis, and for 118 of those chll-
dron (BO percent) exposure to IIIV was first identified 30 
days or less Defore the diagnosis ol HUK Among 129 chil­
dren less than one year old, tho CtM-i- count doclinod by 
an estimated 907 cells pw cubic millimeter (95 percent 
contidence interval. 724 lo 1210 rrtlls per rnhir millime­
ter) during tho throe montha before the diagnosis of PCP. 
Among Infants In whom CD4+ counts were determined 
within one month of the diagnosis of PCP, 18 percent (20 
of 110) had at least 1000 cells pci cubic millimeler, a level 
higher than the currently recommended threshnld for pro­
phylaxis. 

Conclusions, in the United States the incidence of 
PCP among HIV-infected infants has not declined. If thic 
infection is to be prevented, infants cxpuswJ lu HIV must 
be Identified earlier, and prophylaxis must be offered in 
more children than the guidolinco currently recommend. 
(N Enyl J Med 1995;332:786-90.) 

Low CD1-+ cell rimnls were thnughi lo idrntify ihr 
HlV-cxposcd children who were fll hi^hcsl. i i.sk lor PCP 
even early in lile. when the avail.ihlr rrchniqucs were 
unable t.o t.M.iililiah ii dtttgtiusis t j f I I I V iiifce.lioil. , ' ' : Kr^r-
Ofjlii/ing th-M PCP nrrnr* nmsi fi.-qticntly in i-:iil^ m 
laney, the pam.l alsn siirssed the need ro identify expo­
sure tn I I IV as soon as possible. 

Cniicri n ha." been aroustjd abom. whether the ircorn-
inendcd priieticcs ran adequately prevent PCP in chil­
dren born in HIV-infected mothers.7"' In uric report 
HIV rxpnsiirf was olUn nul identified in lirne for pro-
phyhtxis to be fjiven during the peak risk period lor 
PCP in early infancy.'' Other •Jiiuill sMidii-.s have Mig-
•icsted that nicmiioriug CD4+ cell rouiils as rrrnm-
ineiided iu thc currem guidelines may iu>t be adcijuM.lc 
to determine, rhe risk ol PCP during the first year nf 
lifc.M 

lo evaluate the. lyvil Riiide.Mnes lor prophylaxis, wr 
«;itinittted trenda in the ineidenee of PCP jmung i j i -
fants born to HIV-infected mothers between IM!) and 
1992. In udditkin, wc conducted n rctrospe.e.iivc atudy 
of more than half the U.S. children given a diagnosis 
of PCP in recent years in order in tlf.tcrmim.- huw 
often H I V exposure is identified hplorc PCP is rhafr-
noMcl, how often thc rbk of PCP in juch rl i i ldicu is 
evaluated by means of CD4+ cell etumts, and whrthrr 
prophylaxis i.i initiated tin reeommended in the 1991 ! 
guidelines, lo determine whether the currenily rrrnm-
mcndrtl ihrc-tholda for prophylaxia nnd schrdulca fui 
mcmiloring are adequate to idcntily thc ehihlrrn ai 
Rrnaleal ri.ilt for PCP, we ul.no unulyr.ed data on CD-t-l- ' 
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Vol. mi l ' I IYLAXIS AGAINST KCP AMONG CIIir.DRF.N WITH HIV INFECTION 

cell counts at the time of the diagnosis of PCP and es-
lirnaicd the rate of decline in these counu. 

M L I H U U . S 

Estimation ul the inciJcncti of PCP ana AIDS in tne First 
Vftur of Life 
\V.: iiscil I'S surveillance daia on All')? and data from thr anon, 

yinnin V-li. HIV Scrrwurvcv y|'Cliildbearinj Wnmrn in calculate ihc 
;,u.;<k'>.r.. o(' P r P nrr l A i n ^ in |h.; ( i r j l year or tils imoiiR rhil<li..ii 
V*'|[|] iiKu:illy iiOt'inifivt HIV iniijciibri. 

AJIJ.S is reportable dlsein: ilii.)ijyli.)ut tlir United Statefi. 
|i,vilili di.p:ii'iirieiits collect siandardizetl dau nn r.;ii'K IHTSOII repurt-
0 , l iu J».n •: ^ I l lS ind inirnmir rhr-̂ r Ĥ r̂  lo lliu Ceutdri; lor DtKraar 
C'l'iu^l ' " u l IVevcni'tm {VDC) without pc.r̂ on.i.1 iiliMitifitn. UCJ-KJII-
ini; ul' .MD^ inning idiilm aiifl aclnlrscc riis is tistimilcd tn be nvr.r 
H.") |:„ ii ' lit ..•.imi|>lf"f"'; rm <.<iinp.iraljlr: estimate is iv.iiliilil< liir i.nsi's 
rtjrunJ , !'!['lt vn For rh \ i ^nalyiM. inc[,.i..l,.tt HM-.I on 1̂1 U.S. cl l i l -
l l m i '" '..iu'in A l l l ^ ' ^ l . ' ; dni^ri ' r j^d Hi liiv: Ural year of l i t r , v-lio^k I I I V 
iiili'iii"[i i'-:i> .ief|iitred perlnat.illy, ami wlm were bora brtwern i:W:'< 
;ird IW- We used tlaUi ruijorlcd to the CDC through M;,rcli 1991 
,111.1 n K l ' . l . . . i « l j i i * - l r i i r i l U i n ll>,< n i i r n l i - r r , l ' c r i ' l f f B t o L i l l o l ^ f o r , J ^ l a y » i n 

I L - ^ I I t i n s - " 

Mncc ISBlt, mô r stair hiMlili t|i:];;ininurils have colliibraaierl will, 
the CDC on an annnvmnu* nrriifi'.ini nf tcstiut' lor antibody ID IIIV 
lypc 1 :iiii'jMi( vniiirn i..liij Ĵ -AV̂  Ijii lh: thin liurvey UKÎK rcflicl>inl drivil 
Ijluinl ipccimtu* eulkcted fiom iif.-U>i i..> i.-.tuuiir; LiiL-lubolii-. 
screening.'- Tyr this analysis, we used the results nf trMn of jpeci-
Mu ni : ilii-cicd from all participating ji»l«s ami tin: District of l.!n-
lunilii:i I'li iLiri-viiuLic'iiy in 19yy iind 'J-l in 1002). To rRrrnult! Lho to 
i.il niinibiM" t.l c.hilclrr.n hwni r.^. li y,..;,! iu ivumcxi with IIIV 111^:1:1.1.111 
in ili<- I.mit'il Scues (excludini; Puerto Rico mil tin- i.Mriiiinri), we 
iliiitli:rl thi: nuinh.-r of childtvn born to HIV-infrctcd wnmrn in IIH-. 
•iiri 'iv \jy div propoition of all U.fi. r.^ara of AtHS Lici^iui^d perirui 
cally rh.ir ^.•.u1. U:|.MJ.II.LI I'IIJIK the pai Li^ipatiiix fiir:,^."1 

Wi: ealculaicd the indrlr.nrr. nf ?CP in Un; lirsi year ot lilc by di-
vidinif tin: MiirrilnM of children born in each year and ir.ji.ini-.il m hnvr. 
b 1 .yi.'.iri tkft rl i ignr.j ift .-.f Pc:H hy 0110 y«:ir ui'a^c fwi lh udjuntmrnl 
I'.n i l . i : . ; .! in 1. |ji.ii liu^J by the csi imairi l nuilllir.r nl" liinli .^ LU HrN'"-

. 1. .1 nvjuirn t.li:ii yi-ar. i'lie incidence ot AIDS in thr hnt year ul' 
lih' ua.-i .••alfiilaiwl similurly. 

Fualuation of Recent Cacoc of PCP 

From July I !)'i:l nl/i,h f ) , l i i l i ^ r IQO't. wr rrtrn<j-...rli, f.,.|j. re-
v li'i.-vcl th.' incdicnl I'.-.CMH.'. . • • I ' . : ! . iMr.i. , . . i t l i p.-rin 11t.1lly ncquiri'.d 111V 
•nltair.n iu "•hiiii: TCI' was dkgnn.wl fni' the ftrsi tlnu; l;..'iwten fan-
uary I , I'j'.lI,andjiim: :l(), 199:). VVL- reviewed the records ol 'iOO diil-
' I r m with /•.:,«•< nf PCP n-portctl lllioii«h July iy93 from th r r r 
pi''!]. ..'!!: Iniidcrl hy ih t GDC: a prr.^ram of po|-j|il.\rion-Iwi^cd A I D ' i 
•"rv. ill.i.n ,• uondnetr.il l iy II.MIFII :lrp;irfmcnis in New York City, Unr-
id.i. New |(-i v..y (arras with .i high in.rirleiici: of ¥Cf ainoni; nhil-
'!<'<-lil, ih,: |>,,Hi.urN' S'ji. i n i i i n of DtMUtt (PSD) prnjerr; and I I M 
I ' 1 " ' i . i l : . ! AID.S t'ollnhor.iti*.- 'ri .in.viii.isli;!! Ijuidics ( r A C T l i ) . 

' ' I " . I">IJ piojcei conducts active surveillance for lll'v nileclion 

in • lilldii'n .11 Kvrn sites: ilir"ii t'li tlir st;itc of MasiAclunells. 
lh | . i l l i ; [wji i i I .iiv A n j j i ' l f t County. Californii l , .mrl in er.lorlcil •imtlical 
. rm.-r. In M . . w Y1.1l> City, Wnjl . in^u, . . . I K 1 . , T... 1 t .i Hivn, TtA.ia. .md 
' I ' " S.i.1 [•.„iil.i,i 0 Bay area." Daia an. ah t̂iacted every six months 
'"•in 1 he uiedical rci:nrrl4 ul'ull ihe cliiltlren in c:icli study ar.-a knnwii 

have Ucii bo m KlV-infe.-t,vl .vmihrM 
I V' , I S 1. ^i . | , U p of fn-r .*ntl.il).,uaiv.., proapectiii: jtudi.:.i of pr.ri-

" l l l \ ir.i.ii:,iiiiisi(.n .mil of the natural liljMry ol' HIV inl'cttiori 
1 iu New York Citv; NVwark, NCW^CWCY: Baltimore: and 
l , l : i i | l . l . I l i r j e ^HKiipt . 'nr.i l l i l l i l l l r r n nf HlV-infrr ter t mntli.-r, .n 
' • ' • I l arid i.-r rjrd iMlioratcry .11..I .- . l i i . ! . ;!!! tlniu on tlv-'jc wluldn-.n pro-

i l l i ' l ' l i i v l s 

1'"1' ' ' ' i i itiuly. vvi iisnd ii Hiandardiicd IDIIH to rclli-. t dam from 
' " ^ ' i i ' i ; data baje., ami ni.-di.-al irronl':. For -ach child, we i rr,-,id, ,.l 

•'•'H- " f l i i n l . . il,<- Ha,,, of d.ath i f thr rh i l i l had .li.i.-l ; date mid 

I ' 1 - ' 1 " " 1 "' <li«<;ii«»;5 of P(':e, i i h : Jan- wlicn HIV exposure was ftr.<f 
''••••i-.i;!.....,!, .vlu:,:,,^ I h , . j ] : 1 : . n u s l s ,jj HIV inti-cticin in tin: child':; 
! ' ; " , , , , ' r " " "II-HIC U-Pire the diilils bin I,, rh- ihinw a'ml v:ilii.-» r<,r 

• II .1 lie ( . ] ) | . |. ,...U r . f . i imj . antl ilio '.icnrtinij Aurr. (llirl ly^.; ol plo-
, J ' ! , V K 'W "V'1 l '( ' l ' , if ii |>i.:.ii:nli.:d, Nfo iiil'm inailon was avail-

ablr on ihe extrnt of adhrienee to prescribed |ii'o|iliylaciic rcifmiein. 
Wi. dTi-niim,-.! .^I.rili,., MB- .1.11.1 li.^i ui'idiiaied for IIIV inl'ii,.-. 
tion mor.; than 30 duyj before TCP was diajnm.-.l, b.vau.vc die l-to-
2-inoinh ineubaiton period ftir TCP" sugjrsn iliat ibis is the mini­
mal time tii cdctl liir piuphvlaxis 10 be elTective. 

Statistical Analysis 
Wi: used the chi-squarc siatlaiir. with enmlnuiiy correction in test 

lor diliereneM in proportinns briwecu uroups. A difference was cun-
.sidereil ^li i i imirally sii^nifeanr i f f h r P vain..- below 0.t).ri. 

'To eLiimulc thu flrr.lini; in l. ' .f)1+ .;cll eountj before thr. .-lia^umis 
of PCK, " i i ii.-wij a robust, locally wclgiited, iim..iibc(l regression 
("lowess").1-1 'ToMsrss die variabililv of ibis estimarrd deelinj duritiL' 
the t h i r r monllis Iml'nii- l l i r tli:.,i;iin<ii ol ' I T H . ...e .1 bool i tmp 
1'rclimquc for re^rol.iion lllrlll.•|dr. 1

1 , ' 'Two l i u n d n d rcplif.^rL-..^ ub-
tiiinrd by .lampliiij; wiili replacement from rhr resliinali ol' llie lixallv 
-"•ijjlnril, smoothed regression (tin: diflrrrncr. between thc otncrw d 
and smticithed valmMi for llir fMH I rrll rminr) and si.ldiiin die nam-
plrd rr;.idiuiU 10 die amooth'-.W vnlnci .̂lMiuin.-d fiviri thr. ob.sr.r.cd 
d.tta. Th.: i . j;i.:nii)o procedure was repeated tor e.u.li bootstrap sam­
ple. I lie nieaa and standard deviation lor the decline in CD++ cell 
COlllltS dul iim thu r l i r r^ mnnrhj K' lnrr Pf lP ^ 1 . : .i;... ( i.,...:..cl were com-
pnU'd l i orn theje 2(10 .inK,r.thr(l c i l j l l laU.! . 

RESULIS 

The incidence of PCP in the l in t year of life among 
children born ro mothers with HIV inieetion eh.inged 
little berv,.:,:,, 1089 nnd 1992 (T,iMe 1). . V . i i i i i i i i i S a 
mother-LO-childlllV-i.ransmissinn rate nf :ippr(iYimart>-
ly 20 percent, wr. r i l i l i ialcd the incidciiLc uf PCP in ihc 
first year of lift: unnm^ HrV-itifn ' trH i-hilrlrrn born in 
1992 lo be itpptoxiiHiiitdy 12 prrcrni; this was calcular-
rd :is f) O'M (rhp incidence of PCP •.unong chilrlnMi bum 

to lllV-infcticd [iiothcrs) + 0.2 (mother-to-chilcl trans-
rriission rate) =0.12 (the ineiilonee of PCP among I I I V 
infected children). The overall incidence, nf AIDS in the 
first year of life also remained fjs.senrially unchanged 
between 1989 and 1992 (Table I). 

We collected rpii-oypc^tive dtitn on 300 ((il penxtu) 
nf the 172 U.S. children with perinataUy acquired HIV 
infection who were given a diagnosis of PCP between 
January 1991 and June 199̂  (t'itf. 1). 'I'his population 
wns nijidi.. tip of 197 (95 percent) of thr 207 Jii ldien 
with perinataUy arrjnirerl HIV infrciinn and PCP who 
were rrpoited tluou^h die AIDfi-survcillancc pro­
grams in New York- City, Fli.n irjii, and New Jersey; all 
R'I i.Jiiltlien with PCP enrolled in rhe P.Sf) pro|rci (t-x-
eludiiijj those reported through rh>; AlDS-survcillanee 
piutfiam in I^ew York City); and all 18 children with 

Tafile 1. Children Born to HIV-infected Mothers. 
Thnsn with PCP diagnosed in the First Year of Life, 
and Thoco with AIDE Diagnoacd In the firat Your 

ul Lilu. According to Year of Blrtn. 

t i i >i: w TT, 

YI;..I; nr HIV-lMirnn 
Slirril MoTHem* 

i>ri? ni,.-i» i . 
in hpvr YfMt 

ur l . . l i r r 

A l t K i l i . r u , . . : r ^ 

IV F i m r v » , „ 

or I . I IT : 

l M l ) 

I'J'JI 

mm 
077 u 

70.1(1 
•trimi 

ir;< i1.' M 

Vil II.')) 

157 t:.2) 
167 ( M l 

:!II7 tJ.Sj 

.I2y ('1.71 

-t;..Um,in;> lor trie enilM UmiMi Srnir.*: [M.-ILUJIHU I'uulu KKU jnu tne 
KTrlr... j , . . , , . | ,u«: i l •.UOI.-Y OllU 1(13111 I J HJIC^ Id lO.Vj . l | l I ' l ' i U . .|IKJ 
i 4 I . , | WI | j . J 

TD-j.^a .in AIDS citt re|itin::. with jiljiwimnn I-.I ittwiliii^ di.'l:iy.. " 



SENT BY:PUBLIC AFFAIRS : 6-12-95 : 4:07PM : C D C-

711!'. ll-..\EW]:\C:i.ANl)jnilKNAl OK MKDICINK 

912024567431:# 4/ 6 

MaR:li S.i. IPy, 

Yes' 
89 

Prophylaxis at time 
of riiagnosis of PCP 

Yes 
70 

/ I 
No 
1? 

None 
37 

I'CT who vriv- etitolltd in VAC I is 
i-iudii:.'; or cared for in mrolioal ccn-
ic-rs p;iiticiparing m J'AtVl'.S (rN-
<:liiclinij rhosL rcporrr.d tlnouyli 
AlDS-surveillancc program's in New 
Jersey and New Yuik Cil.)). 

Thr median iigr nf the 300 ehil-

dii-n ,ii die lime of diagnosis ol PCP 
was 5 months (.rjrh and ySlli pereen 
lilcs, 2 and TO inojiths); 222 ehilcli cji 
( l i percent) were lc>r.r. l i nn I year 

old. PCP was diagnosed in 130 clill-
rlren in 1991, JLM children in 1902, 
and 16 children m Jariu;iry through 
June \<m, PCP was defin'iriA'Jy di-
agnosed (on the basis of rxaniin:)-
lion of hisrnlngic ui eytuloyii: speci­
mens) in ?I9 ehilrlren pi.'rccnt), 
iif whom 171 (79 percent) were less 
rh.-m one j r i i r old. A total nf 1̂ 3 (52 
pcrcciu) of rhe 2:16 children n-)r 
whom cueli mforrnation wae avail 
able had mothers known to have 
HIV infection before or at the time 
of delivery. Of thr. 300 children. iSi 
(li perceiil) were reporrcd In \invc 
died by rhe rime ol ihc study, and 94 
(:•! I percent) died within two mnnths 
ol thc diagnosis of PCP. Draih wis 
fhtnijjhr to be I elated to PCP in M9 of 
thr- 1 Ibrhilr lrrn for whom this inlor-
niiitioit v>j.i dviiil.iblr (77 percent). 

Of The m ) <-l,ildren, (30 par-

(•.r:m) had bcKun prophylaxis afjainst 
PC]' before PCP wa* diagnoted, 
and 1!)!) ((ifi peteeni ) had not; for 12 rhilrlmi (1 pcr-
r.ent) tint information was nol. Unowri (Fit;. 1). Chil­
dren whose mothers wpie known to be infected with 
H I V at or before delivery were more liltr.ly than other 
children In receive prophylaxis brlure PCP wiis diag­
nosed (I I pereenr vs. i ! l ptrccnl, P-'-O.Ol). Of thr (If) 

children who had Ijegun prophylaxis helore PCP dr.vc.l. 
oped, 7(1 (79 percent) were apparently Mill iceeiviiit; 
piophvlaxis affaillSt PCP when ihr (lisr.Mie was di;,y-
noacd; however, 11 of those diikhcn (20 p r i t f i n ) had 
been receiving pmphylavis fnr nn more thnti '30 days 
before PCP was dirignuacd. Pjuphyla-vis al ihc time of 
dia|rtii>si« cott.fislrd e,f rnrni>rhrijii-iiii_viiiruiTiril'ifiva?oI<! 
for ri l i-hildirn (73 pcicciiL), dupMiiK: Ibi IU (14 per­
cent), aemsoli/.rd pi-nlaTnidini- for fi (4 ] v n i-nt), and 
intraveiioij., prnluinidiiic foi 3 (4 pciiian). 

Of ihr 1 ?W rhi l r lmi who did nol rvceive prophylaxis 
against PCP bcl'oic the Jiscaw: was diagnosed, 60 (30 
perer.ni) Wî te firsl rvalii;Oefl Inr 11 TV infrciiun ul llie 
lime of ili.ijj imsij, nf PCP, j i i ('23 pe-icenl) were evalu­
ated 1 lo 30 ihiys hrCnrr the dia(inoeis of PCP, and Sl 
(+1 peri-rnt) IVH.MC i l l .HI 30 days befute tliitynosi.'i (Fig. 
1). Thr piopnrlinn nf c.hildrrn wlm were I'nsi evaluated 
for I I I V infection JUI itmrt: ihiin llfl days before the 
tliagimsis nf PCP was higlir-r anvinjv irhildrcn whose 
iiiuiliciA wetc nni kmiwn to haw. HIV iufceiinn at. or 
hr.f irr rlrlivrry ilcm Mnwing- ilmkn v. tib meitlKri^ wLo 

Piupliylaxis bufuro diiiynools of PCP 

NO 
199 

Unknown 
12 

X 
Unknovt'n 

7 

.•-30 days 
before diagnosis 

of PCP 
01 

CD4-i- count obtained 
before diagnosis of PCP 

Evaluailon tor 
HIV infoction 

1-30 days 
uefore diagnosis 

of PCP 
58 

At time of 
dlagnoeic 

of PCP 

1-00 days before 
oiaynosis or KCK 

l f i 

>30 days beforfi 
diagnocic of PCP 

CD4+ count below 
threshold fot prophylaxie 

Yes 
8 

No 

Figure 1. liming ot Prophvlaxis amono 300 Children with PerinataUy Acquired HIV 
Infection in Whom PCP Was Diagnnseri between January 1091 and June 1003, 

had rccoffnized IIIV inteerirn) (fc'4 percent vs. '.M pe.r. 
cent: relative risk, 4.;); 05 percent eonlidcji.ee interval, 
:i.O to H.U; 1'<0.U01); these pereem.i^rs tlirl rmi change 
iignilicantly from I0H1 thfougli 1993. 

Of the. HI rhildren who tlid tim rrrrive prophylaxis 
and wlui wi-.n- fust cviihiatcd fuj HTV infection more 
ihan .''ifl d;tys liefnre P(.:P WLIS; dia^uosrfl, 53 (G5 per 
ceut) apparian.ly h (id no CD4 I cell eounts pclformed 
ar all ru nnm- nmrf ihan 30 clays be.foiv the diapnopir. 
of PCP. Of thc 28 children for whom CD4+ cell rminK 
were uvailable more thun 30 days before PCP WUJ di 
agnosed, 20 (71 pereenr) had no counts below the rec-
nmmonded ihrcjhcld for prt-jpliyl^Kic against PCP, p i f 
teen of these 20 children (7:5 percrnt) were less than 
nnr yeur old, and PCP was diagnoird definirivelv in 15 
(75 percent). 

Including both children who had been givfin prophy­
laxis against J'CP and those who had not, 180 chil-
rWn had a total of !i7lt C.D++ e.ell count: performed 
before or at the time of the diagnosis of PCP. The cs-
r imjtcd decline in thc CD4-I- cell eount during the 
tin re nioinhs before the diagnosis of TCP was 9tj7 cells 
per cubic inillimctcr ('.'5 percent confidence. Interval, 
721' to 1210 cells) among 129 children less ihan one 
year old (Pig. 2) and 15 cells per cubic millitneter (f)5 
pereenr enjifidcnce inrerval, 0 rn fi2 cells) among i l l 
rliildren .J( K avt min V'IJI- old. 
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Ai tlmo ot 
diaqriusis 

60 

Acquired HlV 
June 1993. 

vs. 21 por-

ce interval, 
Hut change 1 

JIophylitAis 
ction more 
>:i (05 (jer-
prrtVirnicd 

: iliagnosis 
cell counts 
"P was rii-
iw ihc rrc; 

t Per. i'iT-
• less th.in 
ivelyin 15 

:n prophy-
180 chil-

iTt'ornicd 
P. The c -
uriri^' thc 
: 9b7 cells 

interval, 
than IMIC 

•neter (f).5 
• rno i l i ; j l 

o 

8 
+ 
S 

toco-

3000 

ZOUO • 

1000 

Months before Diagnosis of PCP 

Piguw ; Cl>*+ Call Counta during the Si* Mnmhs holnro the 
DisgnooiG of PCP in 129 Childron --11 Monthe Old at thc Time 

of Dla&n06iB. 

Poinlfi indicate CD4 I cell counts; tho thin linoe cnnno/«.( mesj-
uremcnlc in tho eamo child: tho thiol< lino roprcscnta thc locally 
WBlylllcd. siiiuoll'icrd loyioosiun euive, ond lliu diistiBj IIIIB rep­
resents mo current tnresnoid tor prophylaxis aaainst PCP in this 

HQfl group (< isnn eells ppr rnhir millimqiar). 

Foi : II children (17 percent), the CD4-I- cell count 

was measured within one month ol' the diagnosis ol 
PCP (T.ihln 2). Among the 113 of these children who 

were less than one year old at the time of diagnosis, thc 
median CD'l I- count was 552 cells per cubic millimctcr 
(25lh and 75th percentiles, 24!* and 125U cells), Among 
thc 211 children who were :it least one year old at duifc-
tiosis. rhe median CJJ4+ count was 29 cells per enhie 

mi : > (25th and 75th pcirrnriks, 7 and 4-GI cells), 
i '.i Jt' the 1 1'i ehihlrrn Irvt th.-in nnr y.v-ir old ;ii the 

^ i : - ' : ' i diagnuais (11) pcn.enl.) lud CU i 1 eOUIUS of 
I.JlJil ol rtinn- .-ells per rtibic millitneter. For IfiO chil­
dren, cither the number or thc pcrcentaiii: of CD4 f-
cells wnc tiieasut-nd within one inoiilh of the diafrno'.is 
of PCP; 24 of 129 children less than one vear old (19 
pereent) and 7 of 3 I children one year old or older (23 

rTcrin) did not fall below thr rccormncndcd threshold 
Inr miiLjiitifr prophylujua in tcrm:i of either C D i + cell 

• •milts or pcrceiilasc of CD4+ cells (2U percent ot total 
Iviv.plmejTrs fur children of .iny agt;).* 

DISCUSSION 

Despite the piiblieaiinri in 1^01 nrjrnidrlinps fnr pto-
phylaxia against PCP 1 tuul r v m witii eoiitinuing in­
creases in the use of [imphyhivis,"' 1'' rhr ^^rinimrrl in-
' ideiu:.' of PCP in ihc f i t i l ycaj of life .1111011̂  children 
"'hh peiinatally aetinirrtl HIV intertinn in rhe United 
V | . i i i - . . : 'JL' pii-ceiit) htis ehatifjed little in recent years 

: " " irtually iflrnrie;d in Thf> rniV- of 1 I.H percent re-
(""'I'-d anions childien prnspi-.elively folluwcd in the 
i-'lfopran Colhilmnirivp Study, very few of whom had 
••'•e.-ivud pi-^,l ,yL A is ." 

•Althoutrh limited by nnr reliance on dat.t collected 
'•^"rosp.-ctivcly, our evaluarion of a latse sample of U.S. 
children wirli periieiially acquired I I I V mle. linn in 
HIIO.,1 Pep W ; I S d i U ! i I U , s c d between IniUcuy 1991 ami 
I 1 1 " ' ' !!i!):i hiyhli^lus teveral important factors conLrih-

"• 'lu: eominiicd snbstanrial tnoidence of PCP. 
•'"•si " I 1 hi- . luMr.ai we !:i.iidir«l (GG pricnu) did nol re­

ceive prophylaxis before PCP was diajjuuscd. Because 
many of these cases might have been prevented hy prn-
phyluxi.i, they rcprcaeni a failure of current stiitic^ics 
for iriemilying exposure to I I I V . evaliiiiiing thc ricL- nf 
PCP, and initiating prophylaxis in die childien with the 
highest risk. 

The man. piniii i injii . jj<ip in effui t.i to prcvcril PCP 
Ul HlV-inteelrd chililrrn rem.niis thr fnihite to recog­
nize 111V" cftposiiic soon enough it) begin prophylaxis 
bclore PCP drvrlops. Over hnlf rhe children in this 
study who were fun Kivrn prophylaxis before PCP dc-
vrloprd were nnr i-ecogtiizcd as having exposure to H I V 
in tiuu; for pi uphylaxis to prevent the disease. More-
nvi-i, ilus projjeu iion did not decrease over che 'J1/* ynars 
of thc study. Nor siirpi islrijjly, lack of knowlediir of thc 
mother's I I I V inieetion bclore birch war; ajjoeiaterl 

with late leeoijniiioii of exposure to HIV among the 
childr«ii in this study. 

Sonic young children may not be protected by pro­
phylaxis beeaur..' the length of time rcr|iiit<:d to obtain 
a CD^i - cell count in some coimnnnuies may delay the. 
inil.ial.iuii of therapy nnlil after the period of liighe-jt 
risk for PCP (three to six months of age). In ihis sindy. 
nearly two thirds of children whose CApusuu: In I IIV 
was itleiilihcd but who were nni givm prnphyl.nxis had 
no record of C!) l I 1 r l l eounts itiuil :J0 da>s or less bc­
lore the diagtinsiii nf PCP was made. Although some of 
thr.*r chikhcu may have had measurements that were 
not ci ire red in rhr available medical tceoidi. ii 14 likelv 
that foi otlicrs PCP developed before, the CD4+ cell 
rnunr was determined. 

F.vcn among children whose CD4-I- cell emiius were 

evaluated ai rreornmended. tho eel jl>li:;lird ihreahold.i 
for prophylaxis mav have caused many children at high 
ntk for PCP to be ealegorizcd «:< needing no prophy­
laxis; this was especially true ot those in the lirst year 
nl life, when the risk of PCP is greatest,1 loi whom 
the criterinn lor prophylaxis is a CD-I 4- rniim nf Ie*.; 
than 1500 cclh per cubic nullirnclei. MUICI>M:I, because 
C U l I cell counts in infanlN may drrlinr rapid!)', the 
monittiring of euuutn evi.i )• ilinrr iiiuiuhs, as recom­
mended in ihr inn I jTiiidelines. may not permit detec­
tion of ihc diup early enough lor prophylaxis to be use­
ful The pirimatcd rate of decline of more than 300 cells 
pci cubic millimerer per inuntli before rhe diatrnusis 
of PCP in infants' less than one year old iu much grcar-
er than the dcellnr.^ of fewer than 100 e.-.lls per cubic 
inillivTii-ter per nmnth reported anu.m; HTV infected 

Table 2. c u t i - Cell Countis within One 
Month of the Diagnosis of PC:P. Arcnrdino 

to A39 at Diagnocic 

l I . U f C.^ 'MT 

11 I l L S i M M ' l 

11 11 1] 31 .>! 71 > i 

.••isrm :u , 1) 0 

OD-MW 2V 1 0 

.HBl-TJtl u I 1 1 

l'( 11 : 1 

••••2m ).< 1 ID 7 

T.H.,1 I l l 4 .. 
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mid uninf'ccicd iniknts and olrler children in nthr.r 
sT.iidics,n"i2 iind among older children in this study. 

In some children., PCP may have occurred despite 
prei|jl]y-]avis; as many as 23 percent of the children with 
PCP in this study may have been receiving prophylaxis 
al the time thc disease was diagnosed. However, this 
figure may overestimate the mmibcr of children fnr 
whairr prophylaxis truly failed, because, we. do not know 
whether the children actually received thc medicatif.m. 
Jn addiriou, without, a conirol group of HIV-infected 
children in whom PCI' did not develop, we cannot as­
sess the efficacy of dilTcreiil regimens for prophylaxis 
againsi PCP. Clinical trials have demonstrated thc ef(i-
cary of prophylaxis against PCP among childien with 
cancer' and adults with HIV inleelion/3 but none have 
been conducted among HIV-infcrrerl children. 

Kllixtive prevention of PCP in children with HIV in­
fection requires that their exposure to HIV be identi­
fied and prophylaxis begun before, two niuiuhs of age. 
The recent dmnuti.straliun that zidovudine can xubsum-
lially reduce perinatal transmission of HIV offers a 
crmipclling reason for prenatal identificauun ol infec­
tion.24 Thc diagnosis of HIV infection in a v.oman dur­
ing or even before pregnancy allows her to receive med­
ical and other services to preserve her own health, 
permits interventions such as zidovudine therapy ro be 
prescribed lo reduce thc risk of HJV infection in her 
child, and makes possible the early initiation nf prophy­
laxis against PCP for the child. Offering counseling 
and voluntary testing for HIV to all prefptam women 
may be thc single most imporlanr step toward pievcnt-
ilig PCP in children. Thc Public Health Service is rur-
rcnily revising its guidelines for ihc counseling and. vol­
untary HIV testing of pregnant women. 

Data frnm this study also suggest that the current 
strategics (or prophylaxis may not be cffeclivc in pre­
venting PCP in the inffiiits vho are: at highest risk for 
the disease. A working group convened by the National 
Pedialiie, HIV Resource Center and the CDC has re­
cently developed revised guidelines for prophylaxis 
against PCP in children that rccoinnicnd starting pro­
phylaxis for all infanls horn to HIV-infected mothers, 
beginning al four to six weeks of life. The guidelines 
recommrnd discontinuing prophylaxis in children who 
arc deicrminrd not to have HIV infection but loniinn-
ing jl throughout the first year of life for all HIV-inlrct-
c.d children. 

APPENDIX 
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phrbxis Lv-.iluMli'jn Working Gruup inr.lttdea the Ibllowiiij;: the PSD 
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ices, 'lallaliaaiiee. F. Laraqnr a u d j Bcil, New Jersey Departmrnt of 
Health, TYCIUOII; G. McShesT\, Univetsity nt' Medieiim and Dentistry 
of New Jersey, Newark; and M . Vaztiue*, M. Kiiluha, S. Davis, 
J. Karon, :.nrl 1). Burgess, CDC. AiUrtta. 

R tTERENCKS 

1. Simondi; RJ. Oxtnhy MJ. Cildwell Mb. r;«,inn ML. Kogcn. MP. P m -
macyau carinii pneumoniii nmong US tdildrel) wiili pcrinaiiilly aiaitiircl 
IIIV infeftion. JAMA I«91:27(i:d70-J. 

2. Siott GB. Hmto C. Miikucli IW. et 3l Survival in childien with iierinatally 
anjuiied liimuin iaiiiuinoaciieicncy vims type 1 inlectifjn. N Em;) } Med 
1989:321 ;I7'Jl-fi. 

?. Htifilies WT. Kutin S. Oiaudhiuy S, et ul. Successful cheniDpn;phybiis for 
Pnamocymh i.iirinii pneillDnnirni. N En^t J Med l1>77:297:Ul<)-2h. 

A. tiiiiilelines 7»r ptophyhuis ogairiii P/ieumncyslh carinii pmaitnonja lor chil-
dtrn irifetletl with human iinmunorkfirienev virus. MMWR Mtwb Monal 
Wldy R«p 1991:A(KRR-2)-.l-13. 

5. Coniv>r E. Bagmui M. McShcny c;, ct sl. CtlinicDt and lalxivaioiy cont-
littes of Pntumwtsns mrinii piwiimonii in ehildtviii infcciei) witti HIV. 
IAMA I991-.2^5 1693-7 

6 Knvaes A, Frederick- T, Chuieti J. Eller A. Oxtuhy M. Mascoh L, CCW-
1 -lyrriphoeytfi couiiLt ;md Pneumoiy^tis curinlt pn îimQai& m pediatric HIV 
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HEADLINE: Panel Backs Giving Hums Hiv Test Results 

BYLINE: By Rebecca Biuittenstein. ALBANY" BUREAU 

DATELINE: Albany 

BODY: 
Albany - Reigniting one of last year's most controversial legislative issues, 

a state Senate committee yesterday approved a d i l l that would require that, a l l 
mothers be notified of the results of Hiv tests on their newborns, 

" I want to get this debate going," said Sen. Kemp Hannon (R-Garden City), a 
chief backer of the b i l l and the newly appointed chairman of the Senate's Heaith 
Committee. The panel passed the measure yesterday. 

The b i l l , vehemently opposed by AIDS activists and some Democratic 
legislators, would "unblind" the HIV test now conducted ananyftiausiy at birth on 
every newborn in the state to help state health officials track the epidemic. 
Mothers would be required by law to be notified of the Hiv status of their 
child. For the estimated 1,800 mothers whose babies test positive every year, 
the disclosure would mean that they, too, have the AIDS virus. 

This year, pressure for a major confrontation over the b i l l already seems to 
be building. Sponsored by Assemb. Nettie Mayersohn (D-Gueensi and Sen. Guy 
Velella (R-Bronx), the b i l l attracted the sponsorship of Gov. George Pataki when 
he was a senator last year. He also supported i t during his gubernatorial 
campaign. And yesterday, a Manhattan-based child advocacy group, filed a lawsuit 
against Pataki and other state officials to force the state to disclose the 
results of the tests. 

" I t is the state's duty to acknowledge this pubiic health crisis and help 
children and their families with HIV," said Gretchen Buchenholz, executive 
director of the Association to Benefit Children, which filed the suit in New 
York State Supreme Court. There is "a public emergency of thousands of children 
whose illness goes undetected until they come down with debilitating and often 
fatal opportunistic diseases." 

Opponents of the b i l l contend that mandatory testing would drive pregnant 
women who don't want to know their Hiv status away from the health care they 
need. Instead, they favor a compromise measure, which the Senate at the last 
hour failed to act on last year, that would mandate counseling to increase the 
numbers of women who voluntarily consent to testing themselves or their babies. 
Opponents say their position has been recently buoyed by scientific research 
that indicates a woman who receives the drug AZT during pregnancy w i l l reduce 
the risk of passing the HIV virus onto her child by two-thirds. 

.EXIS-NEXIS* LEXIS-NEXIS* LEXIS-NEXIS* 
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" I f we can get women who are HIV positive into AZT programs, then we can 
significantly reduce the passage from iiiother to child," said Sen. Richard 
Doilinger (D-Rochester;, a member of the Senate's heaith committee. " I would put 
the money into prevention and counseling." 

Hannon argued more women would receive treatment with the mandatory testing. 
"We know for sure i f they are not notified, 100 percent won't come in," said 
Hannon. " I f you don't have tne information you can't act on i t . " 

Sen. Michael Tuliy (R-Port Washington), who chaired the Senate's health 
committee before Hannon, said yesterday he was surprised such an emotional issue 
was being introduced in the middle of budget negotiations. Tuily said he remains 
committed to the compromise b i l l he supported that mandates counseling instead 
of testing. 

Citing the new medicial evidence about the preventive effect of AZT, the 
Centers for Disease Control last month released a new recommendation favoring 
voluntary over mandatory testing of pregnant women and babies. 

But advocates of mandatory disclosure claim that more of the medical 
establishment is coming to their side, including the New York State Association 
of Public Heaith Officials. 
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