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constituents constrained the legislators from voting their consciences and who instead favored
special protections and undue entitlements. Chief among her opponents was Richard Gottfried, a
Manhattan Democrat who chaired the Assembly’s Health Committee. As one of the original
drafters of the 1988 confidentiality statute, he was a staunch supporter of voluntary programs.
After several newspaper editorials came out in favor of Mayersohn’s proposed legislation
(including the New York Times and Newsday), and there was mounting legislative support for her
bill, Gottfried moved to table her bill pending a report by a panel of clinicians and ethicists
constituted as a subcommittee of the AIDS Advisory Council and known as the “Blue Ribbon
panel.” The motion to table the bill barely passed by a 10-9 vote in August 1993. The Blue
Ribbon panel was expected to deliver its report in early 1994.

“At the beginning,” said one legislative leader who favored voluntary testing, “we were
trying to buy time, to:build an opposition. When [Mayersohn] raised the issue in Spring 1993,
Jim Tallon [the Assembly majority leader] came up with the idea to reach out to [Dr. David]
Rogers [the chair of the AIDS Advisory Council] to create a subcommittee to study the issue. It
had support from the Speaker. If the Blue Ribbon panel had not been there the bill might have
passed into law that year.”

Between September and December 1993 the Blue Ribbon panel held five public meetings
and a public hearing in a packed Manhattan conference room. In late January 1994, the chair of
the Assembly’s Health Committee, Richard Gottfried, wrote an op-ed piece reaffirming the
importance of voluntary testing programs. “Treating a patient with consideration and respect --
which includes relying on informed consent -- is the best way to win that patient’s cooperation.”
He reiterated his position that counseling every pregnant woman would find and treat more HIV-
positive babies than a mandatory approach because it would involve the women in their care, and
he concluded with a call for mandatory counseling of all women.

On Feb 10, 1994, the Blue Ribbon panel issued its recommendations. During their
deliberations, the panel had considered the range of mandatory and voluntary testing options, the
potential timing of such HIV testing (prenatally or antenatally), and the available treatment
opportunities for women and infants identified as HIV-positive. Furthermore, the panel had
considered the effects of various treatment options on two outcomes: increasing the percent of
HIV-positive women and infants who were tested and increasing the rate at which infected and
exposed women and infants could be expected to enter treatment. Given that HIV testing during
the prenatal period provided greater opportunities for counseling and informing mothers, avoided
the possibility of losing as many cases to follow-up if HIV test results were delayed post-partum,
and offered the greater opportunity for preventing perinatal transmission if the AZT clinical trial
proved successful, a majority of the panel rejected the mandatory newborn testing policy and
instead recommended mandatory HIV counseling for all pregnant and post-partum women. The
panel further urged the development of intensive counseling programs similar to that of Harlem
Hospital’s, which routinely persuaded over 90% of its obstetrical patients to accept HIV testing.
Four physicians on the panel -- the public health commissioner from Westchester County and
three pediatricians -- dissented. One of them, Dr. Lou Cooper, the head of the New York chapter
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of the American Academy of Pediatrics, told the New York Times, “Reliance on counseling that
encourages voluntary testing ignores the unacceptably high failure rate of such an approach. In
addition, it siphons off resources which could be focused more effectively for needed care.”

Within days after the Blue Ribbon panel released its report, the Data Safety Monitoring
Board of the NIAID interrupted AIDS Clinical Trial Group 076 when it became clear that AZT
administered to pregnant women and newborns could reduce vertical transmission of HIV by
69%. Citing the dramatic, incontrovertible value to intervening prenatally, Cooper reversed his
position and sided with the majority view of the panel to focus prevention and case-finding efforts
on pregnant women rather than newborns.

On Feb 24, 1994, the AIDS Advisory Council adopted the Blue Ribbon panel’s
recommendation and advised the state to pursue universal voluntary testing. On the same day, a
joint Senate-Assembly bill was proposed by Michael Tully, the chair of the Senate Health
Committee and Assembly Speaker Sheldon Silver, calling for mandatory counseling and voluntary
testing of pregnant women. The sponsors pointed to the recent reports of AZT’s efficacy as a
clear mandate to focus efforts on enlisting pregnant women in the detection and care of their
HIV-infected babies. The battle over Mayersohn’s bill had clearly been joined.

Newsday columnist Jim Dwyer, who would later win a Pulitzer Prize for his series of
columns on the Baby AIDS legislation, published a column in April, 1994, “A Silence that Kills
Children,” prompted by a conversation he had with Mayersohn that transpired after he had
attended the funeral of a baby who died ffom AIDS complications. In the column, he quoted
pediatrician Stephen Nicholas of Columbia Presbyterian Medical Center as favoring “routine
newborn testing, the same we do for syphilis testing.” Nicholas, who had been involved in the
design and implementation of Harlem Hospital’s much-touted High Risk Pregnancy Clinic, told
the columnist that he felt that even 90% voluntary agreement to test was not sufficient, “because
you’re still missing 10%.”

Aﬂr:l [§§7[

Throughout the early Spring, there was considerable political discussion and negotiation
over possible terms of compromise between the Silver-Tully sponsors and the Mayersohn-Velella
sponsors. One compromise being considered was directed counseling which urged HIV testing,
and the written acceptance or refusal of testing at delivery. At the same time, the foster-care
agency ABC had renewed its advocacy for allowing HIV testing of foster children without explicit
consent of the birth parents, a policy that many saw as linked with the mandatory newborn testing
proposals because both would amend the state’s confidentiality statute and both would be
undertaken on behalf of HIV-infected children. ABC and their pro-bono counsel had made it
clear to the state commissioners of social services and health that they would pursue a lawsuit
against Governor Cuomo and the state. On Jun 6, 1994, only days before the lawsuit was to be
filed, the Commissioner of Social Services announced new regulations which would allow foster
children to be tested after a good faith effort to locate the natural parents had been made. The
regulations would be adopted on an emergency basis, which meant that within a year the agency
would have to hold hearings and adopt the regulations permanently. ABC, satisfied with the
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compromise, dropped its plans for a lawsuit.

Throughout June the battle over the Baby AIDS bill intensified, particularly since the end
of the legislative session was scheduled for the first week of July and there was a major election
looming in November. Newsday columnist Dwyer wrote one column referring to the “corrosive
influence of a Religious Left” backed by well-paid Albany lobbyists, which was marked by dogma
that held that any threat to a woman’s right to privacy was a threat to abortion, that any
abrogation of the state’s confidentiality statute was the first step on a slippery slope to the
persecution of people with AIDS, and that mandatory testing would drive mothers away from
medical care.

New York Times columnist Anna Quindlen took the opposing view. “The word on the
mandatory reporting measure is that it is opposed only by special interest groups, gay
organizations obsessed with privacy, and feminists concerned only with women. Why then is it
opposed by Lorraine Hale, whose Hale House has been caring for sick and abandoned babies for
years?” Quindlen concluded that, “The Baby Bill sounds so right; the mothers, with all their many
problems, are not so sympathetic. But winning their trust and cooperation, not coercing and
blindsiding them, is how real change will occur.”

The clinical trial results of 076 had changed the terms of the debate for a number of
individuals and organizations. Both the New York chapter of the American Academy of
Pediatrics and the Medical Society of the State of New York reversed their positions on
mandatory testing, favoring instead a policy of mandatory counseling for pregnant women and
voluntary testing. Given the existence of an effective treatment, a number of clinicians were
loathe to institute a policy which might drive any women from care, and a number had seen the
clinical opportunity shift from the delivery setting -- which many regarded as too late for effective
intervention -- to the prenatal setting.

The Republican candidate for governor, State Senator George Pataki, announced in early
June that he favored mandatory HIV testing of newborns, a position that was echoed by the
candidate for state attorney general, Dennis Vacco, running on Pataki’s ticket. Governor Cuomo
had still not taken a public stand. In early Spring, months after the AIDS Advisory Council had
released its recommendations, Cuomo charged the Task Force on Life and the Law with
reviewing the issue of 'mandatory HIV newborn testing. According to one member of that
advisory panel, which often addressed ethical issues of concern to the governor, Cuomo wanted
to delay his decision until after the gubernatorial reelection campaign.

Right up to the end of the legislative session in early July, supporters of the Silver-Tully
bill calling for mandatory counseling and voluntary testing believed their bill would pass in the
final hours. Even Mayersohn had accepted the likelihood of her opponents’ bill passing. “I left at
midnight [on the last night of the legislative session] thinking this would pass. [Newsday
columnist] Dwyer calLed me the next morning to say the bill wasn’t introduced. It was never put
up for a vote. That left an opening for our bill to be reintroduced in the 1995 session.”
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Mayersohn harbored no illusions as to the impact of the upcoming gubernatorial elections. “With
Pataki, I had no doubt that if he won we would see a different force at work. The activists would
not have the same influence they had under Cuomo.”

In Nov 1994, George Pataki narrowly defeated Mario Cuomo for governor.
Political Maneuverings, 1995-1996

Shortly after Pataki assumed office, he held to one of his campaign promises to limit
government by placing a moratorium on the promulgation of any new regulations. Ironically, this
included the Department of Social Services’s effort to create permanent rules for the HIV testing
of foster children after its emergency rule-making of 1994. The Association to Benefit Children
felt that their negotiated victory was in jeopardy and began preparing another lawsuit. In mid-
March, ABC sued the governor on behalf of “Baby Girl,” seeking routine HIV testing for all
newborns, and treatment and counseling for all HIV-positive infants, mothers, and other family
members. Mayersohn had encouraged the lawsuit, since she felt it would help advance the cause
of mandatory testing. The HIV Law Project, a legal advocacy group representing HIV-infected
women, petitioned the court to be added as a “defendant-intervenor” since they felt that the state
would not adequately represent its own interest in maintaining the voluntary testing program
given the campaign statements of both Pataki and Attorney General Dennis Vacco.

There was little doubt as to the new administration’s agenda concerning newborn testing.
When Pataki’s nominee for health commissioner, Dr. Barbara DeBuono, commented in an
appointment hearing that she supported voluntary testing over mandatory testing approaches,
Mayersohn placed a call to the governor. Within a couple of days DeBuono had reversed her
position and proffered her support for pursuing mandatory newborn testing.

Actions at the federal level in the Spring of 1995 were felt at the state level as well. In
March, Congressmen Gary Ackerman and Tom Coburn introduced HR-1289, an amendment to
the Ryan White CARE Act which would require that states disclose the HIV status of newborns.
The amendment gained broad bipartisan support, including from the Congressional Black Caucus
and such progressive representatives as Ronald Dellums and Patricia Schroeder. In response, in
May, 1995, the CDC suspended its anonymous HIV Survey of Childbearing Women. According
to one senior New York public health official, the state health department decided to continue its
program of newborn surveillance without the $500,000 provided by the CDC. “After Mayersohn
began agitating,” the official noted, sharply contrasting the state response to that of the federal
public health agency’s response, “it would not have been politically astute to pull it.”

After Mayersohn and Velella reintroduced their mandatory testing bills, there was again a
great deal of movement to strike a compromise before the end of the legislative session in early
July. Late in the evening on one of the last nights of the session, a member of Assembly Speaker
Silver’s staff approached Mayersohn. The Speaker was willing to amend the law to allow the
health commissioner to order the HIV test, rather than mandate it by law. Mayersohn readily
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accepted the compromise. This time as the legislative session drew to a close, Mayersohn was
convinced that her position would prevail. As happened the previous year, though, the legislation
that everyone expected to pass was not brought to the floor. According to various accounts, the
Speaker had been approached by Assembly Democrats opposed to mandatory testing, so he had
decided instead to await the resolution of the Ackerman-Coburn amendment in the House of
Representatives.

In Sep 1995, the state attorney general approached ABC to settle their lawsuit. Since the
governor could not change the confidentiality statute by executive order, the state was limited to
working within the bounds of an arrangement that included written informed consent. The two
sides (absent the HIV Law Project) settled upon a compromise. The state would propose rules by
which postpartum women would be approached for consent to have their infant’s HIV-status
disclosed, and there would be a provision allowing physicians to conduct HIV testing if he or she
determined an emergency existed. According to the ABC counsel, Colin Crawford, in retrospect
ABC “could have considered the possibility of voluntary testing following a compelled choice
either to learn the results or not, far earlier than we did. We could have come to this realization,
moreover, from working even harder than we did to try and accommodate the confidentiality and
civil liberties of our opponents.”

Assembly Health Committee chair Richard Gottfried was not unhappy with the settlement.
“For some people, the ABC lawsuit gave legitimacy to Nettie’s position. But, in fact, it was
almost exactly what I would have wanted to have as state law.” The only critical difference,
accordmg to Gottfried, was that the proposed rules would mandate directed HIV-counseling only
in state regulated facilities (such as hospitals, clinics, and certain HMO practices), whereas the
Silver-Tully bill he had co-sponsored would require all physicians -- whether regulated or not,
public or private -- to provide mandatory counseling.

In settling the lawsuit, Governor Pataki was quoted in the New York Times as saying,
“This is as far as we can go in the absence of legislative action.” Mayersohn announced she
would reintroduce her bill in Jan 1996. Pataki, supporting Mayersohn, said he would sign the bill
if it crossed his desk.

Over a period of five months, the state health department worked with the governor’s
office to develop rules and an implementation plan for what was being called the “Consented
Newborn HIV Testing Program.” As implemented on May 1, 1996, the regulations required that
women in labor must sign a written consent form, and if neither consent nor refusal is present a
physician may order the HIV test. If the woman provided written consent, she would receive the
results of her newborn’s HIV test, would consent to follow-up testing of the baby after discharge
to determine if baby is truly infected, and would authorize the disclosure of the baby’s test result
to appropriate programs and the state health department to ensure that the baby received follow-
up and specialty medical care. The facility providing maternity services would be responsible for
identifying a physician to receive the HIV test results, preferably the baby’s pediatrician. Post-test
counseling would be provided at the time the woman was notified of the test results, and the
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pediatrician was required to order a polymerase chain reaction (PCR) test on newborn to
determine if the infant was HIV-infected or was only manifesting the mother’s antibodies. If the
state newborn screening program did not receive the PCR specimen within 5-6 weeks after birth,
it would contact the hospital designee or pediatrician for further follow up.

Women could refuse notification of results, in which case the screening would remain
anonymous and be used for epidemiologic purposes only. If a woman in the newborn setting did
not provide written consent or refusal, her physician could act in the absence of parental consent
“when a medical emergency exists for the infant.” According to state health department officials,
over the nine-month period of the Consented Newborn HIV Testing Program this emergency
provision was exercised only four times -- in two cases the babies had been separated from their
mothers, and in one case the mother was comatose.

Notwithstanding the compromise reached over the lawsuit, in the months surrounding the
implementation of the Consented Testing program the mandatory testing legislation reintroduced
by Mayersohn and Velella gained considerable momentum. In late April, House and Senate
negotiators came to an agreement over mandatory testing as part of the Ryan White
reauthorization. House Republicans agreed to support the position of the Senate conference
committee, the American Medical Association, and the National Governor’s Association calling
for a five-year trial period of voluntary testing before instituting mandatory newborn testing. As
signed in June, the Ryan White CARE Reauthorization Act required states to demonstrate that
they had satisfied one of the following criteria, or face the loss of their Title IT funding: (1) Either
a 50% reduction in AIDS cases from perinatal transmission compared with 1993 data, or (2) HIV
testing of at least 95% of pregnant women who had received at least two prenatal visits prior to
34 weeks gestation, or (3) a program of mandatory testing of all newborns whose mothers had
not undergone prenatal HIV testing,

Also in Jun 1996, Assembly Speaker Sheldon Silver reversed his position on the
mandatory testing legislation and allowed the bill to pass the legislature. According to one
legislative insider, “The Assembly leadership did not want to go into 1996 elections with this as an
open issue. In 1994, the US House and Senate went Republican, as did the New York governor.
In 1996, the Speaker was very concerned this [opposition to mandatory testing] would lead to a
loss of a significant number of Assembly seats, and that would then invigorate the Republicans.
We could potentially lose majority control. That got played out on a long list of issues, whether
criminal justice, or welfare reform, or mandatory testing.” On Jun 26, 1996, Pataki signed the
Baby AIDS bill into law. The new law gave the health commissioner the authority to impose
newborn HIV tests. According to Speaker Silver, “We’re leaving it to the health professionals to
make the determination.”

As expected, health commissioner Barbara DeBuono issued a call for developing
regulations to put the mandatory newborn HIV screening program into place, and on Feb 1, 1997,
the Comprehensive Newborn Testing Program was implemented.
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Epilogue

In the wake of the mandatory newborn testing policy which began in 1997, Mayersohn
returned to her original proposed partner notification legislation from 1993. Mayersohn’s
reintroduced bill requires providers to solicit the names of sexual contacts and intravenous drug
using contacts from individuals who test positive for HIV. If the HIV-positive individual does not
voluntarily notify his or her contacts, then the provider can either independently seek to notify
these partners at risk or have the local health department conduct the partner notification. In
addition to the “duty to warn,” the legislation also establishes a named HIV registry similar to that
in effect in 27 other states. Mayersohn’s bill was tabled for further discussion in 1997, and then
passed by both houses of the legislature in the closing days of the 1998 session. The bill was
signed into law by Governor Pataki in Jun 1998.

The combined partner notification/named HIV registry legislation signified a further
breach of New York’s exceptionalist HIV policy. With some notable exceptions -- such as the
development of Special Needs Plans for HIV-positive Medicaid recipients rather than pooling
them with the rest of the Medicaid managed care population -- public health policy regarding
HIV-positive individuals has tended toward the more traditional approaches of case-finding,
containment, and chronic disease management.

Under the Pataki Administration, the composition of the AIDS Advisory Council has
changed as well, since the governor can appoint 9 of the 17 Council members. There is less
representation from advocacy groups and community interests, and a greater voice of
traditionalist public health as represented by several suburban health commissioners. The
governor also appointed Mayersohn’s legislative counsel, William Viskovitch, to serve on the
Council.

Mayersohn herself has continued to support her agenda on a national scale, through a
growing electronic network that includes contacts in Delaware, a medical society in California,
congressional staff, an Indiana-based children’s publisher, and a number of physicians who treat
HIV-positive patients.

The state health department’s ATIDS Institute is no longer entrenched in the HIV policy
arena, as it was under Axelord and particularly Rango’s direction. As one health official pointed
out about the AIDS Institute, “There is no policy agenda now.” Referring to the consolidation of
all policy matters into a single office reporting directly to the commissioner, the official noted,
“Our agenda is the Department’s agenda.”

Although the legislative battle over mandatory newborn testmg in New York is over, the
legal battle continues. The HIV Law Project, a legal advocacy service for low-income HIV-
positive individuals in the Bronx and Manhattan, has pursued a dual strategy: malpractice suits
against providers and institutions whose failure to carry out timely and appropriate testing and
notification represent an abrogation of the standard of care; and a lawsuit against the state health
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department for failure to carry out the law fairly, equitably, and with adequate protections.
Despite the fact that the former strategy targets individual providers, the objective -- as in the
latter strategy -- is to implicate the law. Since the HIV Law Project’s request for a preliminary
injunction against the state was not granted, as of July 1998 New York remained the only state to
mandatorily test newborns for HIV and notify the mother of the results.
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