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Preface

The 1994 results of the AIDS Clinical Trials Group protocol number 076
(ACTG 076)—showing that the transmission of HIV from mothers to their chil-
dren could be substantially reduced through the use of zidovudine (ZDV) by the
mother during pregnancy and labor and in the newborn—represented one of the
most important successes in the fight against AIDS. These findings led govern-
ment agencies and professional organizations to propose and implement recom-
mendations calling for counseling and testing all pregnant women for HIV, mostly
on a voluntary basis. And as indicated in this report, this approach has been sub-
stantially successful. Yet despite the progress, more children than necessary con-
tinue to be born with HIV infection.

In response to a congressional mandate to “conduct an evaluation of the ex-
tent to which State efforts have been effective in reducing the perinatal transmis-
sion of the human immunodeficiency virus, and an analysis of the existing barri-
ers to the further reduction in such transmission,” this report addresses ways to
increase prenatal testing, improve therapy for HIV-infected women and children,
and generally reduce perinatal HIV infections. The report also considers the ethi-
cal and public health issues associated with screening policies as prevention tools,
and their implications for prevention and treatment opportunities for women and
infants.

The committee recognizes that screening and treating pregnant women is but
one strategy among many to prevent perinatal transmission of HIV. The Institute
of Medicine (IOM) has dealt with many issues in the primary prevention of HIV,
as referenced in this report. The committee also emphasizes the connection be-
tween substance abuse and HIV infection in women as a factor in the perinatal
transmission of HIV. More specific recommendations about the prevention and
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treatment of substance abuse are beyond the scope of this report. Likewise, one
strategy for reducing perinatal transmission is to reduce the number of HIV-
infected women who become pregnant unintentionally. The consequences and
prevention of unintended pregnancy have also been examined recently by the
IOM (IOM, 1995b). However, improved planning of pregnancy among HIV-
infected women assumes that women know their HIV status. For many women,
especially low income women, pregnancy may be a major opportunity for contact
with the health care system. Thus access to care, the potential for ready imple-
mentation of screening along with other prenatal testing, and the availability of
therapy to improve the outcomes of both mothers and infants in the face of HIV
infection, all have led the committee to focus on this episode of care.

There are three additional issues related to HIV testing and perinatal trans-
mission that are outside the committee’s charge, and hence not dealt with in this
report, except as they relate to preventing perinatal transmission. First, manda-
tory newborn testing, which is the law in New York State (see Appendixes C and
L), and which could be the result of the Ryan White Comprehensive AIDS Re-
sources Emergency (CARE) Act Amendments of 1996, has limited utility in pre-
venting perinatal transmission of HIV. While there may be some benefits to the
HIV-infected children that would otherwise not be identified (as discussed in
Chapter 4), the public health goals behind newborn testing can be better served
by improved efforts to prevent transmission, as outlined in this report.

Second, perinatal transmission of HIV is a major concern in many develop-
ing countries that do not have the resources to implement the ACTG 076 regi-
men. To address this, there have been efforts to test less expensive approaches
through randomized trials in the affected countries, and these trials have been
criticized on ethical grounds (Lurie and Wolfe, 1997). Because this issue is out-
side the committee’s charge, which relates to preventing perinatal transmission in
the United States, the committee has not addressed this issue.

Third, a number of states have recently instituted a policy of named HIV
reporting, and others are considering doing the same. Although this approach has
important surveillance benefits, it has been criticized on human rights grounds
(Gostin et al., 1997; ACLU, 1997). Since it is not clear that instituting this policy
has any impact on women’s willingness to be tested as a routine part of prenatal
care, the committee takes no position on named HIV reporting.

To carry out this report, the Institute of Medicine established a committee of 13
individuals, with expertise in pediatrics, obstetrics and gynecology, preventive
medicine, women’s health, and other relevant medical specialties; social and be-
havioral sciences; public health practice; epidemiology; program evaluation; health
services research; bioethics; and public health law. In keeping with IOM policies,
the committee members were chosen to encompass a variety of different perspec-
tive and areas of expertise on the issues. The committee met on five occasions
between December 1997 and June 1998, sponsored two workshops, conducted five
site visits, and commissioned a series of papers, as described in Chapter 1.



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

PREFACE ix

The committee was aided in its work by a liaison panel of 19 individuals
representing federal agencies, professional organizations, and other groups inter-
ested and knowledgeable about perinatal transmission of HIV. The liaison panel
members and their affiliations are listed after the committee members on pages v
and vi. The liaison panel members participated in the first committee meeting and
two workshops, contributed information to the committee, and had an opportu-
nity to review and comment on the workshop summaries and site visit reports.
The liaison panel members did not, however, contribute to or review the
committee’s conclusions and recommendations. The committee is very grateful
for the information and ideas that the liaison panel members contributed to this
project.

This report has been reviewed in draft form by individuals chosen for their
diverse perspectives and technical expertise, in accordance with procedures ap-
proved by the National Research Council’s (NRC) Report Review committee.
The purpose of this independent review is to provide candid and critical com-
ments that will assist the institution in making the published report as sound as
possible and to ensure that the report meets institutional standards for objectivity,
evidence, and responsiveness to the study charge. The review comments and draft
manuscript remain confidential to protect the integrity of the deliberative process.
We wish to thank the following individuals for their participation in the review of
this report: Mary Ellen Avery, The Children’s Hospital, Boston; Charles Carpen-
ter, Boston University; Wendy Craytor, Alaska Department of Health and Social
Services; James Curran, Emory University; Jill DeBoer, Minnesota Department
of Health; Amitai Etzioni, The George Washington University; Fernando Guerra,
San Antonio Metropolitan Health District; Luigi Mastroianni, Hospital of the
University of Pennsylvania; C. Arden Miller, University of North Carolina at
Chapel Hill; Nancy Padian, University of California at San Francisco School of
Medicine; and Eugene Washington, University of California at San Francisco.

The committee is also thankful for the efforts of the individuals listed in the
appendixes who helped to organize and participated in the committee site visits.
We would especially like to thank those women, not named for reasons of confi-
dentiality, who were willing to share their personal experience with prenatal HIV
counseling and testing and in some cases treatment. Their stories, which appear in
the appendixes as well as the body of the report, were extremely helpful to the
committee. We would also like to express our gratitude to the individuals, also
listed in the appendixes, who gave of their time to participate in the committee’s
workshops, especially those who were able to make presentations. The site visits
and workshops were especially valuable in giving the committee access to the prac-
tical issues facing providers and patients dealing with perinatally transmitted HIV.

In addition to those who were able to attend the committee’s activities in
person, many individuals contributed information—ranging from data on prena-
tal testing in their state to their perspectives on the issues—by e-mail, fax, and
phone. Some of this information is cited in relevant parts of the report, but it all
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was helpful in formulating our approach to the issues, and we are grateful for the
effort that these individuals made.

Finally, the committee would like to thank sincerely the IOM staff and con-
sultants who made its work possible. Barbara Aliza, Miriam Davis, Amy Fine,
and Maria Hewitt served as consultants to the committee, attended workshops
and site visits and summarized the results, prepared special analyses, and helped
to draft sections of the report. Donna Almario was an unusually effective research
assistant, and served simultaneously as the committee’s project assistant, getting
everyone to the right place, with the right information, at the right time. Finally,
the committee is enormously grateful to Michael Stoto without whose energy and
expertise the report would never have been completed in such a prompt fashion.

Marie C. McCormick
Chair
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1

Executive Summary

One of the most promising victories in the battle against AIDS was the
finding, in 1994, that administration of the antiretroviral drug zidovudine (known
as ZDV, and previously as AZT) during pregnancy and childbirth could reduce
the chance that the child of an HIV-positive mother would be infected by about
two-thirds (Connor et al., 1994). The “ACTG 076 results,” referring to the AIDS
Clinical Trials Group protocol number 76, quickly led the Public Health Service
(PHS) to develop guidelines about counseling and testing of pregnant women for
HIV infection (CDC, 1995b).

The 1995 PHS guidelines called for counseling all pregnant women about the
risk of AIDS, the benefits of HIV testing, and voluntary testing. The approach was
endorsed by the American College of Obstetricians and Gynecologists, the Ameri-
can Academy of Pediatrics, and other professional groups. The essence of the PHS
guidelines also has been adopted by most states, either by policy or by legislation.
Medical practice has changed in line with these recommendations, with an increas-
ing proportion of women tested for HIV during prenatal care. As a result of these
and other changes, there has been a substantial reduction—approximately 43%
from a peak in 1992 to 1996—in the number of newborns diagnosed with AIDS. A
reduction of this magnitude in only a few years certainly represents great progress,
yet it is far less than the ACTG 076 findings can offer.

Two years after the publication of the ACTG 076 findings, Congress ad-
dressed perinatal transmission issues in the Ryan White Comprehensive AIDS
Resources Emergency (CARE) Act Amendments of 1996 (P.L. 104-146). De-
pending on a determination by the Secretary of Health and Human Services about
these practices, Ryan White CARE Act formula funds to the states could become
contingent upon mandatory HIV testing of newborns.
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P.L. 104-146 also calls on the Institute of Medicine (IOM) to “conduct an
evaluation of the extent to which State efforts have been effective in reducing the
perinatal transmission of the human immunodeficiency virus, and an analysis of
the existing barriers to the further reduction in such transmission.” In its analysis,
the committee has found it helpful to consider a chain of factors affecting perina-
tal transmission, as illustrated in Figure 1.

PUBLIC HEALTH SCREENING PROGRAMS

Disease screening is one of the most basic tools of modern public health and
preventive medicine. As screening programs have been implemented over the
years, a substantial body of experience has been gained. In practice, when screen-
ing is conducted in contexts of gender inequality, racial discrimination, sexual
taboos, and poverty, these conditions shape the attitudes and beliefs of health
system and public health decision makers as well as patients, including those who
have lost confidence that the health care system will treat them fairly. Thus, if
screening programs are poorly conceived, organized, or implemented, they may
lead to interventions of questionable merit and enhance the vulnerability of groups
and individuals. Through the experience with public health screening programs, a
series of characteristics of well-organized public health screening programs has
evolved (Wilson and Jungner, 1968).

The committee’s summary of the relevant characteristics is as follows:

1. The goals of the screening program should be clearly specified and shown
to be achievable.

2. The natural history of the condition should be adequately understood, and

The proportion of women . . .

• who are HIV-infected
• who become pregnant

• who do not seek prenatal care
• who are not offered HIV testing

• who refuse HIV testing
• who are not offered the ACTG 076 regimen

• who refuse the ACTG 076 regimen
• who do not complete the ACTG 076 regimen

• whose child is infected despite treatment

FIGURE 1 Chain of events leading to an HIV-infected child.
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treatment or intervention for those found positive widely accepted by the scien-
tific and medical community, with evidence that early intervention improves
health outcomes.

3. The screening test or measurement should distinguish those individuals
who are likely to have the condition from those who are unlikely to have it.

4. There should be adequate facilities for diagnosis and resources for treat-
ment for all who are found to have the condition, as well as agreement as to who
will treat them.

5. The test and possible interventions should be acceptable to the affected
population.

DESCRIPTIVE EPIDEMIOLOGY OF THE PERINATAL
TRANSMISSION OF HIV

In 1997, women accounted for 21% of AIDS cases in adults, and the propor-
tion of all cases that are among females continues to grow. At least two-thirds of
AIDS in women can be attributed to injection drug use either directly or through
sex with drug users. Although a subset of women with HIV have injected drugs or
have had sex with a known injection drug user, an increasing proportion of
women have become infected through sexual activity with men whose risk be-
haviors were unknown to them. AIDS is more prevalent in African-American and
Hispanic women, in women in the Northeast and the South, and in women in
large cities. Approximately 6,000 to 7,000 HIV-infected women give birth every
year. Trend data show a relatively steady national rate of HIV prevalence in
childbearing women between 1989 and 1994, the last year for which data are
available.

Perinatal transmission accounted for at least 432 AIDS cases in the United
States in 1997. The number of perinatally acquired AIDS cases rose rapidly in the
late 1980s and early 1990s, peaked around 1992, and subsequently declined by
approximately 43% by 1996. Such data on perinatal AIDS cases reflect the num-
ber of children born with HIV infection in previous years, and more recent data
are not available because of reporting delays. Changes in the number of perinatal
AIDS cases, therefore, are not direct estimates of the impact of prevention activi-
ties on perinatal transmission of HIV.

Pediatrics AIDS cases are concentrated in eastern states, and especially in
the New York metropolitan area. In 1996, three states alone—New York, New
Jersey, and Florida—reported 330 cases. This represents 49% of the diagnosed
cases, even though only 15% of children are born in those states (CDC, 1996b;
Ventura et al., 1998). In contrast to the concentration of perinatal AIDS cases in
the Northeast, they are far less common in most geographical areas. In 1997, 39
states had fewer than ten perinatally transmitted AIDS cases (CDC, 1997c).
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NATURAL HISTORY, DETECTION, AND TREATMENT OF
HIV INFECTION IN PREGNANT WOMEN AND NEWBORNS

Perinatal transmission can occur antepartum (during pregnancy), intrapar-
tum (during labor and delivery), and postpartum (after birth), but most mother-to-
infant transmission appears to occur intrapartum. The ACTG 076 protocol showed
that antiretroviral therapy could reduce perinatal transmission to 8% in some
populations (Connor et al., 1994), and subsequent studies have suggested that
rates of 5% or lower are possible.

To maximize prevention efforts, women must be identified as HIV-infected
as early as possible during pregnancy. Early diagnosis of HIV infection allows
the mother to institute effective antiretroviral therapy for her own health. This
treatment is also capable of significantly reducing perinatal transmission. HIV-
infected pregnant women can also be referred to appropriate psychological, so-
cial, legal, and substance abuse services. Babies born to HIV-positive mothers
can be started on ZDV within hours of birth, as in the ACTG 076 regimen.
Mothers who know they are HIV-positive can be counseled not to breast-feed
their infants.

In terms of preventing perinatal transmission, newborn HIV testing has fewer
benefits than maternal testing. When maternal serostatus is unknown, however,
newborn HIV testing permits early identification and evaluation of exposed in-
fants, allows for initiation of Pneumocystis carinii pneumonia (PCP) prophylaxis
in the first months of life to prevent life-threatening bouts of PCP infection, may
prevent transmission through breast-feeding or in future pregnancies, and could
lead to mothers being treated for their own infection.

THE CONTEXT OF SERVICES FOR WOMEN AND CHILDREN
AFFECTED BY HIV/AIDS

Women and children in the United States, including those at risk for or with
HIV/AIDS, receive their health care from a variety of sources. Their care is
financed by a mixture of public and/or private insurance and public funds. Its
content and quality are influenced by public and professional organizations. Its
oversight and regulation are achieved through a combination of national, state,
and local authorities. Major modifications in Medicaid and welfare programs, the
increasing number of uninsured, and the growing presence of managed care in
both the public and the private sectors, are having a significant impact on the
health care system, affecting not only the availability of quality services, but
access to those services as well.

The federal government, with support from state and sometimes local gov-
ernments, as well as foundations, charitable agencies, and other groups, has
established special programs to provide HIV- and AIDS-related care to women
and children. All states and territories have an AIDS program funded by the
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Centers for Disease Control and Prevention (CDC) and Health Resources and
Services Administration (HRSA). Moreover, an array of federal, state, and local
laws, regulations, policies, institutions, and financing mechanisms shapes the
services in any given locality and determines who has access to those services.

The complex patterns of medical care, financing mechanisms, program
authority, and organizations that influence care make it difficult to institute
uniform policies for reducing perinatal HIV transmission. In addition, the mul-
tiple lines of funding responsibility and accountability have made it extremely
difficult to educate providers and convince them of the necessity of testing all
pregnant women, as called for in the PHS counseling and testing guidelines
(CDC, 1995b).

The resulting structure of the health care system presents a number of barri-
ers to the treatment of HIV-positive women, which include—using the preven-
tion chain as a framework—

• financial and access barriers that may discourage women from seeking
prenatal care,

• time constraints that may discourage physicians from counseling preg-
nant patients about the importance of testing,

• prenatal care sites that may not have the staff to overcome the language
and cultural barriers that may cause women to refuse testing, and

• financial and logistical problems that may make testing and treatment
difficult.

IMPLEMENTATION AND IMPACT OF THE PUBLIC HEALTH
SERVICE COUNSELING AND TESTING GUIDELINES

Since the publication of the ACTG 076 findings in 1994, there has been a
concerted national effort to bring the benefits of HIV testing and appropriate
treatment to as many women and children as possible. Reviewing the results of
these efforts, the committee must make a qualified response to its congressional
charge to assess “the extent to which state efforts have been effective in reducing
the perinatal transmission of HIV.” The committee interprets this charge to in-
clude the efforts of national as well as state and local health agencies, and profes-
sional organizations at both levels. The data reviewed indicate that, on the whole,

1. there have been substantial public and private efforts to implement the
PHS recommendations,

2. prenatal care providers are more likely now than in the past to counsel
their patients about HIV and the benefits of ZDV and to offer and recommend
HIV tests,

3. women are more likely to accept HIV testing and ZDV if indicated, and
4. there has been a large reduction in perinatally transmitted cases of AIDS.
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The number of children born with HIV, however, continues to be far above what
is potentially achievable, so much more remains to be done. There is substantial
variability from state to state in the way that the PHS guidelines have been
implemented, but no evidence to suggest that any particular approach is more
successful than others in preventing perinatal HIV.

RECOMMENDATIONS

Universal HIV Testing, with Patient Notification, as a
Routine Component of Prenatal Care

To meet the goal that all pregnant women be tested for HIV as early in
pregnancy as possible, and those who are positive remain in care so that they can
receive optimal treatment for themselves and their children, the committee’s
central recommendation is for the adoption of a national policy of universal
HIV testing, with patient notification, as a routine component of prenatal
care.

There are two key elements to the committee’s recommendation. The first
is that HIV screening should be routine with notification. This means that the
test for HIV would be integrated into the standard battery of prenatal tests and
women would be informed that the HIV test is being conducted and of their
right to refuse it. This element addresses the doctor–patient relationship, and
can reduce barriers to patient acceptance of HIV testing. Most importantly, this
approach preserves the right of the woman to refuse the test. If it is followed,
women would not have to deal with the burden of disclosing personal risks or
potential stereotyping; the test would simply be a part of prenatal care that is
the same for everyone. Routine testing will also reduce burdens on providers
such as the need for costly extensive pretest counseling and having discussions
about personal risks that many providers think are embarrassing. A policy of
routine testing might also help to reduce physicians’ risk of liability to women
and children, where providers incorrectly guess that a woman is not at risk for
HIV infection.

The second key element to the recommendation is that screening should be
universal, meaning that it applies to all pregnant women, regardless of their risk
factors and of prevalence rates where they live. The benefit of universal screening
is that it ameliorates the stigma associated with being “singled out” for testing, and
it overcomes the problem that many HIV-infected women are missed when a risk-
based or prevalence-based testing strategy is employed (Barbacci et al., 1991).

Making prenatal HIV testing universal also has broad social implications.
First, if incorporated into standard prenatal testing procedures, the costs of uni-
versal HIV screening are low, and the benefits are high. Assuming that the
marginal cost of adding an ELISA test to the current prenatal panel is $3 per
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woman and the prevalence of HIV in pregnant women is 2 per 10,000, the
committee’s calculations in Appendix K show that the cost of routine prenatal
testing is $15,600 per HIV-positive woman found. Even if the cost of the test is
$5 and the prevalence 1 per 10,000, the cost per case found is $51,100. Taken in
the context of the cost of caring for an HIV-infected child, even though not all
women found to be HIV-positive will benefit, these figures indicate the clear
benefits of routine prenatal HIV testing.

Second, universal screening is the only way to deal with possible geographic
shifts in the epidemiology of perinatal transmission. Although perinatal AIDS
cases are currently concentrated in eastern states, particularly New York, New
Jersey, and Florida, there have been shifts in the prevalence of HIV in pregnant
women, including an increase in the South in the early 1990s. Changes in the
regional demographics of drug use can also lead to changes in the distribution of
HIV infection in pregnant women. Given the uncertainty of these trends, the
committee considered universal testing the most prudent method to reduce peri-
natal transmission despite possible regional fluctuations.

Third, it would help to reduce stigmatization of groups by calling attention to
a communicable disease that does not have inherent geographic barriers or a
genetic predisposition. Focusing on the communicable disease aspect may allow
national education programs that would otherwise be difficult, discouraging in-
fected individuals from hiding themselves and thus not benefiting from care, and
discouraging a “blame the victim” mentality.

Incorporating Universal, Routine HIV Testing into Prenatal Care

The following changes in health systems and public policy are needed by state
health departments, health systems, and professional organizations to bring about
the major change called for in the committee’s central recommendation. The com-
mittee believes it is also important that these approaches be evaluated carefully, and
that successful models be disseminated widely in the professional community.

Education of Prenatal Care Providers

One way to achieve the goal of universal HIV testing in prenatal care is for
federal, state, and local health agencies, professional organizations, regional peri-
natal HIV research and treatment centers, AIDS Health Education Centers, and
health plans to increase efforts to educate prenatal care providers about the value
of testing in pregnancy. In particular,

The committee recommends that health departments, professional
organizations, medical specialty boards, regional perinatal HIV cen-
ters, and health plans increase their emphasis on education of pre-
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natal care providers about the value of universal HIV testing and
about avenues of referral for patients who test positive.

Improved Provider Practices

A variety of specific clinical policies facilitate HIV testing, such as inclusion
of HIV tests in the standard prenatal test panel and no longer requiring counseling
as a prerequisite for HIV testing. In particular,

The committee recommends that professional organizations update
their clinical practice guidelines to facilitate universal HIV testing,
with patient notification, as a routine component of prenatal care.

In addition to their direct influence on clinical practices, guidelines of this sort
issued by professional organizations have an important role to play in determin-
ing the standard of care.

In addition,

The committee recommends that all health care plans and providers
develop, adopt, and evaluate clinical policies to facilitate universal
prenatal HIV testing.

Clinical policies to implement the committee’s recommendation for univer-
sal, routine testing with patient notification might include, for example, the inclu-
sion of an HIV test on the checklist of clinical tests for which blood is drawn at
the first prenatal visit, standing orders, and procedures to ensure that positive test
results are delivered in a timely and appropriate way.

Performance Measures and Contract Language

Health care plans and providers increasingly are being held accountable for the
services they provide through performance indicators in such areas as cost, quality
of care, and patient satisfaction. In order to take advantage of this approach,

The committee recommends that health care plans and providers
adopt performance measures for a policy of universal HIV testing,
with patient notification, as a routine component of prenatal care.

To implement this recommendation, groups that develop performance measures,
such as the National Committee for Quality Assurance (NCQA), should develop
and adopt specific performance indicators for prenatal testing. Given the com-
mittee’s emphasis on universal HIV testing as a routine component of prenatal
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care, the proportion of women in prenatal care actually tested would be an appro-
priate performance measure. Health care plans must, however, ensure patient
confidentiality and guard against coercive testing when patients refuse to be
tested.

Another approach to integrating public health goals and clinical practice is
the development of contract language for managed care plans. In particular,

The committee recommends that health care purchasers adopt con-
tract language supporting a policy of universal HIV testing, with
patient notification, as a routine component of prenatal care.

If universal HIV testing with patient notification is to become a routine component
of prenatal care, contracts should not allow health insurers to deny benefits under
“pre-existing conditions” or similar clauses based on the client’s HIV status.

Improving Coordination of Care and Access to High-Quality HIV
Treatment

Prenatal HIV testing can achieve its full value only if women who are found
to be positive receive high-quality prenatal, intrapartum, and postnatal care for
themselves and their children. Thus,

The committee recommends efforts to improve coordination of care
and access to high-quality HIV interventions and treatment for HIV-
positive pregnant women.

Without linkage to specialty care for HIV-positive women, the committee’s
recommended policy of universal HIV testing, with patient notification, as a
routine component of prenatal care would violate one of the fundamental criteria
for public health screening programs, that is, there should be adequate facilities
for diagnosis and resources for treatment for all who are found to have the
condition, as well as agreement as to who will treat them.

Addressing Concerns about HIV Testing and Treatment

To enhance acceptance of HIV prenatal testing as a routine component of
prenatal care, providers should understand the constellation of reasons why some
pregnant women refuse HIV testing. Thus,

The committee encourages the development of outreach and educa-
tion programs to address pregnant women’s concerns about HIV
testing and treatment.
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Resources and Infrastructure

Development and dissemination of policy goals will not, in and of them-
selves, achieve universal testing and optimal treatment—a comprehensive infra-
structure is needed. Maintaining this infrastructure requires federal funding, a
regional approach, and an ongoing surveillance program.

Federal Funding

Successful perinatal HIV centers consistently rely upon federal funding for
research and for services through HRSA’s Ryan White program to maintain the
infrastructure they need to succeed. The efforts called for in the earlier recom-
mendations in this chapter will require similar or higher levels of investment.
Thus,

The committee recommends that federal funding for state and local
efforts to prevent perinatal transmission, including both prenatal
testing and care of HIV-infected women, be maintained.

The administration and Congress should examine current budgets thoroughly
for adequacy, particularly in light of the expanded programs recommended by the
committee. Maintaining current program levels is the minimum requirement. The
Ryan White CARE Act Amendments of 1996 (section 2625), for instance, autho-
rized $10 million per year in grants to the states to carry out a series of outreach
and other activities that would assist in making HIVcounseling and testing avail-
able to pregnant women. Congress, however, never appropriated funds for this
purpose. Doing so now would go a long way toward building the infrastructure
needed to lower perinatal transmission rates.

As discussed in Chapter 1, The Ryan White CARE Act Amendments of 1996
set up a decision-making process that could result in states losing significant
amounts of AIDS funding unless they demonstrate substantial increases in prena-
tal HIV testing or a substantial decrease in HIV transmission rates, or institute
mandatory newborn testing. If the national goal is to prevent HIV transmission
from mothers to children, the federal government should support prenatal testing
and other state-based prevention efforts. The Ryan White CARE Act Amend-
ments of 1996, paradoxically, could actually undermine them.

Regional Approach

HRSA currently funds a system of “HIV Programs for Children, Youth,
Women and Families” through Title IV of the Ryan White CARE Act. Federal
research funds in these and other centers also provide for both direct care and an
infrastructure to support it. Many of these programs serve as de facto regional
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centers for specialized treatment of HIV-infected women and affected children,
and to a lesser extent, for coordination of prevention activities. There is, however,
no coordinated, regional approach. Thus,

The committee recommends that a regional system of perinatal HIV
prevention and treatment centers be established.

The regional centers would help to assure optimal HIV care for all pregnant
women and newborns, directly to those referred to the centers, and indirectly by
working with primary care physicians who retain responsibility for the medical
care of HIV-infected women. Moving beyond current practices, the regional
centers would also help to develop and implement strategies to improve HIV
testing in prenatal care, as discussed above.

Defining the organization, funding, and operations of the recommended re-
gional approach is beyond the scope of this report. To advance this plan, HRSA’s
Bureau of HIV/AIDS and its Maternal and Child Health Bureau, which together
have authority and funding to deal with prenatal care and HIV treatment, should
convene a national working group to implement this regional approach. The
members of the working group should include representatives of CDC for their
prevention authority, National Institutes of Health (NIH) because many of the
existing centers receive significant research funding, and Health Care Financing
Adminstration (HCFA) because of its oversight of Medicaid. State and local
health authorities, representatives of managed care organizations, and representa-
tives of the prenatal care providers should also be involved.

Surveillance

Surveillance systems are needed to support policy development and program
evaluation regarding perinatal transmission of HIV. Thus, in order to support the
previous recommendation about performance measures, and to generally guide
prevention efforts,

The committee recommends that federal, state, and local public
health agencies maintain appropriate surveillance data on HIV-in-
fected women and children as an essential component of national
efforts to prevent perinatal transmission of HIV.

The universal testing approach that the committee recommends, as well as the
call for health plan performance measures, should facilitate the development of
appropriate public health surveillance systems.
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Other Approaches to Preventing Perinatal HIV Transmission

Although the committee’s charge was focused on prenatal HIV testing and
appropriate care, other ways to prevent perinatal transmission of HIV should also
be considered. In particular, the committee calls attention to the following areas.

Primary Prevention of HIV Infection

Since perinatal transmission begins with infected mothers and their partners,
primary prevention of HIV can contribute markedly to preventing perinatal trans-
mission by lowering the number of HIV-infected women and their male partners.
There are many established approaches to primary prevention: HIV/AIDS educa-
tion programs, behavioral interventions, partner notification, treatment and pre-
vention of sexually transmitted diseases, and community programs. Beyond more
general HIV prevention efforts, prevention and treatment programs targeting drug
users appear to be especially vital for preventing perinatal HIV transmission.

Averting Unintended Pregnancy and Childbearing Among
HIV-Infected Women

Pregnancies that are intended—consciously and clearly desired—at the time
of conception are in the best interest of the mother and the child (IOM, 1995b). If
a woman is infected with HIV, unintended pregnancy and childbearing clearly
have special significance. For these reasons, preconception counseling represents
an important opportunity to identify HIV-infected women who are considering
pregnancy. Some women who know they are HIV-infected choose to become
pregnant, especially now that the ACTG 076 regimen is available, but others
become pregnant unintentionally. More women learn their HIV status through
the course of their pregnancy. Nevertheless, improved knowledge of the conse-
quences of unintended pregnancy (including HIV transmission) and the ways to
avoid it, as well as access to contraception, can help to ensure that all pregnancies
are intended (IOM, 1995b), and this would reduce, to some extent, the number of
children born with HIV infection. The committee does not want to restrict repro-
ductive choice (Faden et al., 1991), but notes that interventions for such women
who choose to terminate unintended pregnancies can also be beneficial in reduc-
ing the number of children born with HIV infection.

Increasing Utilization of Prenatal Care

Roughly 15% of HIV-infected pregnant women, many of whom are drug
users, receive no prenatal care. Efforts to increase the proportion of women,
especially drug users, who receive prenatal care should therefore be a high prior-
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ity. Prenatal Care: Reaching Mothers, Reaching Infants (IOM, 1988) recom-
mends activities to (1) remove financial barriers to care; (2) make certain that
basic system capacity is adequate for women; (3) improve the policies and prac-
tices that shape prenatal services at the delivery site; and (4) increase public
information and education about prenatal care.

Enhanced HIV Prevention in Correctional Settings

Correctional settings—prisons and jails—offer a unique opportunity for pre-
vention activities targeted to hard-to-reach women at risk for, or already infected
with, HIV. The prevalence of HIV infection among incarcerated women is far
higher than in the community at large: 4% of female state prison inmates nation-
wide are known to be HIV-positive; in nine states the proportion exceeds 10%.
Women are more likely than men to be incarcerated for drug-related offenses, so
female inmates are more likely than male inmates to be infected or at risk for HIV
infection. Many interventions could be introduced in correctional settings either
for primary prevention of HIV transmission or, particularly, for prevention of
perinatal transmission among HIV-infected pregnant women. Interventions
should focus on HIV testing and treatment, drug testing and treatment, prenatal
care, and efforts to ensure continuity of care for HIV-positive patients who leave
the correctional setting.

Development of Rapid HIV Tests

Because reporting of conventional HIV tests takes about one to two weeks,
an accurate rapid test, with results available in hours, might have applications in
prenatal, labor, and delivery settings to prevent perinatal transmission in some
groups of patients. Women and newborns identified with a rapid test late in
pregnancy or intrapartum could receive the intrapartum or postpartum compo-
nent of the ACTG 076 regimen, respectively. In the prenatal setting, a rapid test
might be especially valuable for women who are unlikely to return for test results.
According to the committee’s site visits and workshops, these women are more
likely to be adolescents, drug users, undocumented immigrants, and/or homeless.
In the labor and delivery setting, a rapid test might be valuable for women who
have not been tested previously or have not received prenatal care. The preva-
lence of HIV infection is elevated in women who have not received prenatal care,
and the labor and delivery setting offers the last opportunity to interrupt HIV
transmission through administration of intrapartum therapy and advice to avoid
breast-feeding. Since this is not an ideal time to obtain consent to testing and to
discuss the implications of a positive result, program design and implementation
would need to address these issues.
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CONCLUSIONS

If the promise of the ACTG 076 findings, that perinatal transmission of HIV
can largely be prevented, is to be fulfilled, the United States needs to adopt a goal
that all pregnant women be tested for HIV, and those who are positive remain in
care so they can receive optimal treatment for themselves and their children. In
order to meet this goal, the United States should adopt a national policy of
universal HIV testing, with patient notification, as a routine component of
prenatal care. Adopting this policy will require the establishment of, and re-
sources for, a comprehensive infrastructure.  This infrastructure must include (1)
education of prenatal care providers; (2) the development and implementation of
practice guidelines and the implementation of clinical policies: (3) the develop-
ment and adoption of performance measures and Medicaid managed care con-
tract language for prenatal HIV testing; (4) efforts to improve coordination of
care and access to high-quality HIV treatment; (5) interventions to overcome
pregnant women’s concerns about HIV testing and treatment; (6) and efforts to
increase utilization of prenatal care, as described above.
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Introduction

One of the most promising victories in the battle against AIDS was the
finding, in 1994, that administration of zidovudine (known as ZDV, and previ-
ously as AZT) during pregnancy and childbirth could reduce by about two-thirds
the chance that the child of an HIV-positive mother would be infected (Connor et
al., 1994). Because 6,000 to 7,000 HIV-infected women give birth every year,
and others have to carefully consider whether they should get pregnant, the
potential impact of these findings was monumental. The “ACTG 076 results,”
referring to the AIDS Clinical Trials Group protocol number 76, quickly led the
Public Health Service (PHS) to develop guidelines for treatment of pregnant
women (CDC, 1994)1  and, in 1995, guidelines about counseling and testing of
pregnant women for HIV infection (CDC, 1995b).

The 1995 PHS guidelines called for universal counseling of pregnant women
about the risk of AIDS, the benefits of HIV testing, and voluntary testing. The
approach was endorsed by the American College of Obstetricians and Gynecolo-
gists, the American Academy of Pediatrics, and other professional groups. The
essence of the PHS guidelines also has been adopted by most states, either by
policy or by legislation. Medical practice has changed in line with these recom-
mendations, with an increasing proportion of women tested for HIV during pre-
natal care. As a result of these and other changes, there has been a substantial
reduction—approximately 43% from a peak in 1992 to 1996—in the number of
newborns diagnosed with AIDS. A reduction of this magnitude in only a few

1Updated guidelines were issued in 1998 (CDC, 1998d).
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years certainly represents great progress, yet it is far less than the ACTG 076
findings can offer.

Two years after the publication of the ACTG 076 findings, Congress ad-
dressed perinatal transmission issues in the Ryan White Comprehensive AIDS
Resources Emergency (CARE) Act Amendments of 1996 (P.L. 104-146). This
legislation set forth a series of conditions regarding routine practices leading to a
determination by the Secretary of Health and Human Services that could make
Ryan White CARE Act formula funds to the states contingent upon mandatory
HIV testing of newborns. Nationally, more than $500 million (the 1998 appro-
priation for the Title II program, which supports health care and support services,
continuation of health insurance, pharmaceutical treatments, and other services
through the states) is at stake in this decision (HRSA, 1998a).

THE RYAN WHITE CARE ACT AMENDMENTS OF 1996

According to P.L. 104-146, the Secretary of Health and Human Services is
required by October 1998 to determine whether HIV testing of all infants born in
the United States whose mothers have not undergone prenatal HIV testing has
become “routine practice.” This is an important determination; if it is affirmative,
all Ryan White funding to the states after April 2000 becomes contingent upon
states demonstrating one of the following:

1. a 50% reduction (or a comparable measure for states with less than ten
cases) in the rate of new AIDS cases resulting from perinatal transmission, com-
paring the most recent data to 1993 data;

2. at least 95% of women who have received at least two prenatal visits prior
to 34 weeks of gestation have been tested for HIV; or

3. a program for mandatory testing of all newborns whose mothers have not
undergone prenatal HIV testing.

To determine whether HIV testing of infants as described above has become
“routine practice,” the Secretary is required to consult with states and other
public and private experts as to whether the following are routine practice in the
United States:

1. testing of infants whose mothers have not received prenatal HIV testing;
2. release of HIV test results of newborns to parents, legal guardians, or

health care providers;
3. disclosure of HIV test results of pregnant women conducted by the state

(such as anonymous seroprevalence surveys) to the pregnant women involved;
4. provision of appropriate HIV counseling in disclosing test results under

(2) and (3) and
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5. prevention of insurers from discontinuing coverage on the basis of HIV or
having been tested for HIV.

ORGANIZATION OF THE REPORT

This report is intended primarily to address the particular questions posed in
the Institute of Medicine’s (IOM’s) congressional mandate: “the extent to which
State efforts have been effective in reducing the perinatal transmission of the
human immunodeficiency virus, and an analysis of the existing barriers to the
further reduction in such transmission.” The committee also intends this report to
be useful to national, state, and local policy makers, as well as health care provid-
ers and public health practitioners who want to give the most effective and
appropriate care to all women and children, and to do everything possible to
prevent perinatal transmission of HIV. In the interest of a full and complete
analysis, the report therefore takes up other issues raised by the Ryan White
CARE Act Amendments of 1996.

To this end, the report aims to provide a complete analysis of (1) the impact
of current approaches to reducing perinatal transmission, as well as the barriers to
further reducing such transmission; (2) ways to increase prenatal testing, improve
therapy for women and HIV-infected children, and generally reduce perinatal
HIV infections; and (3) the ethical and public health issues associated with screen-
ing policies as prevention tools, and their implications for prevention and treat-
ment opportunities for women and infants.

Despite the focus of the Ryan White CARE Act Amendments on newborn
screening, the congressional mandate for this IOM study does not call for an
evaluation of that option. As a result, the committee has not made any recommen-
dations about mandatory newborn testing per se, but notes the limited role it can
play in preventing transmission of HIV from mother to child, the focus of this
report.

In its analysis, the committee has found it helpful to consider a chain of
factors affecting perinatal transmission, as illustrated in Figure 1.1. Although
precise data are not available for all of these proportions, the committee found
this to be a helpful organizing framework, and it is used throughout this report.
The chain is intended for heuristic purposes and is not a complete representation
of all of the possible paths to HIV infection or interventions. Pregnancy termina-
tion is possible, for instance, at many stages in the chain. Women who are not
tested as part of prenatal care may be tested during labor and receive some benefit
from treatment, and children whose HIV status is detected after birth can be kept
from breast-feeding.

Following this introduction, Chapter 2 provides historical and other back-
ground information on population-based screening and surveillance, HIV testing
generally, prenatal and newborn screening for other conditions, and special con-
siderations needed when the condition in question is concentrated in minority
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communities. Chapter 3 provides relevant information on the descriptive epide-
miology of HIV and AIDS in women and newborns. Chapter 4 summarizes the
scientific and clinical information about the detection and treatment of HIV
infection in pregnant women and newborns, and includes a summary of current
official clinical screening and treatment guidelines. The committee accepted these
as they stand, and did not attempt to make clinical recommendations. Chapter 5
described the current context of services for women and children affected by HIV
and AIDS.

The committee’s conclusions and recommendations are concentrated in the
final two chapters. Chapter 6 reviews the implementation and impact of the PHS
voluntary prenatal screening recommendations in terms of (1) their implementa-
tion in official guidelines and statements of medical professional organizations,
as well as in state law and regulations; and (2) actual testing rates and provider
practices. This chapter concludes that although extensive efforts have been made
to implement the recommendations, and there have been major successes, there
are still substantial gaps in the number of women who are not tested for HIV,
largely because either they receive no prenatal care or their prenatal care provid-
ers do not advise them to be tested.

The final chapter begins with the committee’s central recommendation—that
HIV testing, with patient notification, should be a routine and universal compo-
nent of prenatal care—and a series of more specific recommendations related to
the establishment of this approach in prenatal care. The infrastructure must in-
clude, for instance, education of prenatal care providers; the development and
implementation of practice guidelines, clinical policy performance measures, and
Medicaid managed care contract language for prenatal HIV testing; efforts to
improve coordination of care and access to high-quality HIV treatment; interven-

The proportion of women . . .

• who are HIV-infected
• who become pregnant

• who do not seek prenatal care
• who are not offered HIV testing

• who refuse HIV testing
• who are not offered the ACTG 076 regimen

• who refuse the ACTG 076 regimen
• who do not complete the ACTG 076 regimen

• whose child is infected despite treatment

FIGURE 1.1 Chain of events leading to an HIV-infected child.
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tions to overcome pregnant women’s concerns about HIV testing and treatment;
and efforts to increase utilization of prenatal care, as described above. The chap-
ter also includes recommendations regarding the resources and infrastructure
needed to implement these approaches, and for preventing perinatally transmitted
HIV through means other than prenatal testing and treatment.

THE COMMITTEE’S APPROACH

The committee’s analyses and recommendations are based on a wide variety
of quantitative and qualitative information. The committee began by reviewing
the major official reports and scientific and medical articles relating to perinatal
HIV diagnosis and treatment, HIV testing and screening, and related subjects
from the United States and abroad. Prominent among these are government and
medical association practice guidelines for testing and treatment of pregnant
women, infants, and others, as well as a variety of scientific articles dealing with
diagnosis and treatment of HIV, the consequences of HIV testing, and ethical
issues. The committee also reviewed a 1991 IOM report on prenatal and newborn
HIV screening (IOM, 1991). Although the report’s conclusions are outdated
because of developments in the intervening seven years, its analytical and ethical
framework remain useful.

The committee has also reviewed a variety of statistical reports on HIV/
AIDS trends, especially relating to women and perinatal transmission, from the
Centers for Disease Control and Prevention (CDC) and other sources. For infor-
mation on laws, regulations, and the implementation of perinatal transmission
prevention efforts at the state level, the committee relied upon a survey and
analysis of relevant state policies and laws prepared by CDC and the Georgetown
Law Center (Gostin et al., in press). In addition, the committee reviewed informa-
tion from many state health departments and HIV/AIDS programs on the imple-
mentation and effect of the voluntary testing guidelines.

To further add to the knowledge base for this report, the committee commis-
sioned background papers in the following areas: a history of prenatal and new-
born HIV testing in New York State; a history and analysis of screening for sickle
cell disease; a report on the context of services for women and children affected
by HIV/AIDS; and a report of the experiences of an HIV-positive peer counselor
for pregnant women and new mothers. In addition, the committee solicited and
received informal reports from a large number of knowledgeable individuals.

Finally, the committee organized a series of workshops and field visits to
discuss the issues with the people affected by and concerned with the current and
proposed policies: women who are HIV-infected or at risk of HIV infection,
health care providers, and state and local policy makers. In particular, the com-
mittee convened workshops in Washington, D.C., on February 11 and April 1,
1998. Groups of committee members and staff made site visits to New York City
and Newark, New Jersey; to Birmingham and rural Greene County, Alabama;
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and to San Antonio, Texas, in April and May 1998. The findings from these field
visits are summarized in the appendixes of this report. The committee organized
a discussion of these issues with practitioners at the Florida HIV Conference in
Orlando in April 1998 and at the Summer 1998 Correctional HIV Consortium
Educational Update in Atlanta in June 1998. Committee members and staff also
attended other national and local meetings at which perinatal transmission issues
were discussed, and had numerous discussions with knowledgeable individuals.
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Public Health Screening Programs

Disease screening is one of the most basic tools of modern public health and
preventive medicine. Screening programs have a long and distinguished history
in efforts to control epidemics of infectious diseases and targeting treatment for
chronic diseases. Women in prenatal care routinely receive tests for complete
blood count and blood type, diabetes, syphilis, and other conditions. Newborn
children are routinely tested for errors of inborn metabolism and other problems.
Although most of these outcomes are rare, a positive test result triggers interven-
tions that benefit both mother and child, and these efforts have been responsible
for substantial improvements in health and well-being.

As these screening programs have been implemented over the years, a sub-
stantial body of experience has been gained. In practice, when screening is con-
ducted in contexts of gender inequality, racial discrimination, sexual taboos, and
poverty, these conditions shape the attitudes and beliefs of health system and
public health decision makers as well as patients, including those who have lost
confidence that the health care system will treat them fairly. Thus, if screening
programs are poorly conceived, organized, or implemented, they may lead to
interventions of questionable merit and enhance the vulnerability of groups and
individuals.

This chapter was prepared to provide background information on the termi-
nology and generally accepted principles that should guide public health screen-
ing efforts, and to provide a historical and social context for implementation of
HIV screening programs. The chapter begins with a discussion of screening as a
public health paradigm, reviews a series of historical examples of perinatal screen-
ing programs in this context, and summarizes some of the issues associated with
HIV testing in the United States.
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SCREENING PROGRAMS: A PUBLIC HEALTH PARADIGM

In the public health paradigm, “testing,” “screening,” “case finding,” “sur-
veillance,” and “counseling” are relevant to understanding what constitutes a
screening program. In the context of this report, testing is the application of a test
or measurement to selected individuals for the purpose of identifying a disease or
medical condition. The individuals might be selected for testing because there is
a clinical reason or risk factors that suggest the presence of the condition. Screen-
ing generally refers to the application of a test to all individuals in a defined
population. Screening is commonly instituted for the purpose of case finding—
identifying a previously unknown or unrecognized condition in apparently healthy
or asymptomatic persons and offering presymptomatic treatment to those so iden-
tified. Screening is also sometimes done for surveillance purposes: to monitor the
incidence or prevalence of a disease in a defined population over time, or to
compare the incidence or prevalence among different populations. Surveillance is
an important public health activity, and is necessary for monitoring the impact of,
and allocating resources to, prevention programs. Counseling is the communica-
tion process by which individuals and their family members are given informa-
tion about the nature, risks, burden, and benefits of testing, and the meaning of
test results.

This report concentrates on HIV screening for the purpose of identifying and
treating individual pregnant women for their own health and preventing transmis-
sion of HIV to their infants, that is, case finding. Testing of selected individuals
and screening for surveillance purposes are important efforts, but not directly
related to the committee’s charge.

Principles of Public Health Screening

Through the experience with public health screening programs, a series of
characteristics of well-organized public health screening programs has evolved
(Wilson and Jungner, 1968). The committee’s summary of the relevant character-
istics is as follows:

1. The goals of the screening program should be clearly specified and shown
to be achievable.

2. The natural history of the condition should be adequately understood, and
treatment or intervention for those found positive widely accepted by the scien-
tific and medical community, with evidence that early intervention improves
health outcomes.

3. The screening test or measurement should distinguish those individuals
who are likely to have the condition from those who are unlikely to have it. Tests
can be judged in terms of their sensitivity (proportion of actual cases found by the
test to be positive), specificity (proportion of non-cases found to be negative),
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and positive predictive value (proportion of positive test results that are actual
cases). Serious social, political, and economic problems tend to arise when screen-
ing tests fail to identify most of the people with the disease (false negatives), or
identify far more people than actually have the disease (false positives).

4. There should be adequate facilities for diagnosis and resources for treat-
ment for all who are found to have the condition, as well as agreement as to who
will treat them. Psychological trauma and social disruption are most likely to
result when screening programs identify people with a disease but fail to provide
treatment.

5. The test and possible interventions should be acceptable to the affected
population. For instance, a screening program that required a spinal tap of all
participants, or had pregnancy termination as the only option, might not be ac-
ceptable to some groups. Programs in which there are concerns about the use of
patient information or even the primary motives (using the test as a means of
discrimination designed to deny civil rights, for instance) might also be judged
unacceptable.

6. The cost of case finding, diagnosis, and treatment or intervention should
be economically balanced in relation to the medical cost savings that might result
from the screening program. Screening programs need not be cost-saving, but
their costs must be reasonable in relation to the anticipated benefits, and to other
opportunities for public health programs.

Various legal and ethical principles should also apply to public health screen-
ing programs (Faden et al., 1991). As a general principle, the least burdensome
approach (from a legal and ethical viewpoint) that meets public health goals
should always be preferred.

Programs must conform, first of all, to the requirements of the United States
and state constitutions, common law, and statutory provisions. Targeted screen-
ing programs, for instance, must avoid problems of denial of equal protection
inherent in focusing upon particular groups for testing. Moreover, the means to
achieve otherwise acceptable social objectives must be narrowly tailored to avoid
interference with the exercise of other important liberties, such as privacy. Screen-
ing programs must also comply with existing legal requirements concerning in-
formed consent and confidentiality, duties to treat, and standards of professional
negligence (Faden et al., 1991).

Moral considerations not protected by laws must also be taken into account.
Three broad principles—beneficence, autonomy, and social justice—guide these
considerations. Beneficence relates to the need to balance the benefits of public
health measures (chiefly the protection from disease) against the harms (which
could be physical or involve the loss of privacy or autonomy). Respect for au-
tonomy emphasizes the importance of individual freedom and choice, both for
political life and for personal decisions. Justice relates to the fair distribution of
benefits and burdens of a public health program. None of these principles can be
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seen as consistently more important than the others, but the degree to which they
are satisfied must be balanced in every instance (Faden et al., 1991).

Spectrum of Screening Programs

Although screening programs are commonly thought of as either voluntary
or mandatory, there is in fact a continuum of approaches that can be taken. Faden
and colleagues (1991) characterize five types of programs: (1) completely man-
datory, (2) conditionally mandatory, (3) routine without notification, (4) routine
with notification, and (5) non-directive patient choice.1

In a completely mandatory program, a government agency requires citizens
to undergo a screening test and sanctions those who do not comply. In public
health screening programs, either providers or patients can be compelled to take
action and suffer the consequences of not doing so. In addition, mandatory pro-
grams differ in the degree to which they are enforced, and the nature of the
sanction for not complying. Enforcement and sanctions typically vary according
to the agency upon which the mandate falls. State health departments can more
easily enforce a policy requiring hospitals to test individuals than one requiring
individuals to be tested because hospitals are subject to regulation, receive gov-
ernment funding, and regularly report a variety of performance measures.

In a conditionally mandatory program, either government or a private insti-
tution makes access to a designated service or opportunity contingent upon par-
ticipation in the screening program. A prenatal care provider, for instance, could
require women to undergo certain tests as a condition of receiving prenatal care.

Individuals in a routine without notification program are routinely and auto-
matically tested unless they expressly ask that the test not be done.

Participants in a routine with notification program are informed that a certain
test is a standard part of prenatal care, and that they have the right to refuse before
the testing is done. Most women will be tested unless they explicitly opt out.
Written informed consent is not necessary, but providers might want to document
patient refusals in order to protect themselves from malpractice liability.

In a non-directive patient choice program individuals are provided informa-
tion about the test, and the choice about whether to be tested is left to them.
Patients actively must choose to be tested, and if they do not opt to be tested, the
default is that no testing will occur. This type of program is the model typically
employed in the context of genetic counseling where it is labeled “non-directive
counseling.” This also is the model used by HIV anonymous test sites.

While routine with notification and routine without notification programs,

1Faden and colleagues (1991) called the last option “voluntary,” but the committee chose to call it
“non-directive patient choice” to stress the more active role of the patient inherent in this type of
program.
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like the patient choice model, are voluntary, in that women have the right to
choose not to be tested, women are much more likely to be tested under either of
the “routine” models. In routine programs, the default is that all women will be
tested, implying that the health care team believes that the test is an important
part of good medical care. In the routine without notification program, women
are not likely to know that they are being tested. In a routine with notification
program, the woman must be explicitly informed of the test, and that she has the
opportunity to opt out.

This list of categories is not mutually exclusive, nor a strict rank ordering,
and some policies can reflect a combination of these approaches. As documented
in Chapter 6, the current law in California and New Jersey, for instance, requires
prenatal care providers to offer an HIV test to all women, but leaves it to the
women to decide whether they want to be tested. In Texas, providers are required
to test all women in prenatal care and their newborns unless a woman objects in
writing, and to notify them about the testing and their right to refuse.

EXPERIENCE WITH SELECTED PUBLIC HEALTH
SCREENING PROGRAMS2

Pregnant women are routinely tested for many conditions. The American
Academy of Pediatrics and the American College of Obstetricians and Gynecolo-
gists, for instance, recommend that the following tests be performed early in
pregnancy: hematocrit or hemoglobin, urinalysis, urine testing to detect asymp-
tomatic bacteriuria, determination of blood groups and CDS (Rh) type, antibody
screen, determination of immunity to rubella virus, syphilis screen, cervical cy-
tology (as needed), antibodies to hepatitis B virus surface antigen, and HIV (with
the women’s consent) (AAP and ACOG, 1997). Newborns are routinely tested
for phenylketonuria (PKU), a condition that can lead to mental retardation with-
out dietary interventions, and other inborn errors of metabolism (Acuff and Faden,
1991). These tests are well accepted, and seen to clearly benefit the women and
her child. Some prenatal and postnatal testing programs, however, have been
more controversial.

The first prenatal screening program mandated by law was for syphilis in the
1930s and 1940s. In early 1960s, many states mandated newborn screening for
PKU. Screening for other inborn errors of metabolism (congenital hypothyroid-
ism, galactosemia, homocystinuria, histidenemia, maple syrup urine disease, and
tyrosinemia) followed in the 1970s. In the early 1970s, many states initiated
mandatory screening for sickle cell disease, a disease that had limited treatment
options, in a variety of populations. Later in the same decade, maternal serum

2This section is drawn largely on the work of Acuff and Faden (1991).
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alpha-fetoprotein tests were introduced, on a voluntary basis, to help detect neu-
ral tube defects. Today, specific tests mandated or recommended as standards of
practice vary substantially across state lines. Mandatory prenatal and newborn
testing for substance abuse is increasingly common.

In order to understand the context and appreciate the issues and challenges
involved in making policy recommendations for HIV screening of pregnant
women, the committee has focused on the historical experience with five selected
conditions: (1) syphilis, (2) phenylketonuria, (3) sickle cell disease, (4) neural
tube defects, and (5) substance abuse. These examples were chosen because they
illustrate issues relevant to the perinatal transmission of HIV: they involve mater-
nal and child health issues, infectious diseases, a variety of risks and benefits, and
minority populations.

Syphilis

Early in the twentieth century, syphilis was more common than all other
sexually transmitted diseases (STDs), and congenital syphilis was the leading
cause of spontaneous abortions and stillbirth. Approximately one million women
of childbearing age had syphilis. As a result 25,000 fetuses per year died before
birth and 60,000 were born with syphilis (U.S. PHS, 1940). Prenatal syphilis
testing was available as early as 1906, but was not mandated by law due to
“onerous treatment options and the stigma of being shown to have the disease”
(Acuff and Faden, 1991). Indeed, even being tested for syphilis was stigmatizing,
and many physicians were reluctant to embarrass women in their care by suggest-
ing it.

In 1936, Thomas Parran, the U.S. Surgeon General, established a program
for controlling syphilis that included mandatory premarital and prenatal blood
tests. Two years later, a New York Post editorial entitled “13,000 Babies” de-
scribed stillborn and affected babies in New York (New York Post, 1938). Post
staff reported that “although public prenatal clinics were requiring blood tests for
syphilis, only half of New York City’s practicing obstetricians were routinely
testing their private patients.” By the end of 1945, as a result of this campaign, 36
states had passed prenatal syphilis screening laws. Under these laws, birth certifi-
cates had to record whether the test had been done prenatally and to explain why
those who were not tested were not—women and physicians could refuse on
religious or other grounds. Although these laws were passed before the introduc-
tion of antibiotic treatment, they resulted in a rapid decline in congenital trans-
mission through case finding (Acuff and Faden, 1991), contract tracing, and the
difficult and less effective therapies available at the time. Perhaps the most im-
portant aspect of these screening programs was that by making testing routine,
they overcame the resistance of physicians to risk offending patients by suggest-
ing a test for syphilis.
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Phenylketonuria

Phenylketonuria (PKU) is a hereditary metabolic disorder, in which a defi-
ciency of an enzyme results in the accumulation of the amino acid phenylalanine,
resulting in severe mental retardation. It occurs in approximately 1 per 12,000 to
15,000 live births. In most infants diagnosed with PKU, mental retardation can be
prevented by restricting dietary phenylalanine, starting before four weeks of age.
In 1961, a simple heel-stick test for the condition was developed, and voluntary
screening in conjunction with educational programs was initiated soon after in
Massachusetts. By 1963, all Massachusetts maternity hospitals had voluntarily
enrolled in PKU screening programs and were screening all newborns for PKU.
Later that year, Massachusetts became the first state to enact a mandatory screen-
ing law.

Although the American Academy of Pediatrics and other professional groups
opposed a legislative approach, 43 states have enacted mandatory screening laws,
and the rest have set up active testing programs without statutory support. The
existing statutes do not punish noncompliant parents. PKU screening is thus an
example of a mandatory screening program, with the onus of compliance on
maternity hospitals. In 1975, Maryland repealed its compulsory PKU screening
law, replacing it with a statute and regulations requiring parental informed con-
sent (Holtzman, 1984). After this change, 99.9% of parents offered newborn
screening accepted it (Faden et al., 1982).

Although the PKU program has prevented retardation in thousands of in-
fants, it has been argued that it was introduced prematurely from a medical point
of view. Critics of the programs say that the public was led to believe that there
was a higher degree of certainty about the results of PKU tests than was the case
(NAS, 1975). As a result, some, but probably only a small percentage, of infants
identified by the test were incorrectly identified and treated as having PKU.
Others have criticized the statutes for not providing either adequate quality assur-
ance mechanisms or adequate funding to care for infants identified as having
PKU. The concerns about PKU testing, therefore, are in terms of the third and
fourth principle of public health screening described above.

Sickle Cell Disease

Sickle cell disease (SCD) is an autosomal recessive hemolytic anemia occur-
ring most frequently in African Americans, but also in persons of Mediterranean
origin and others. Sickle cell disease, the homozygous condition, is estimated to
occur in as many as one in 400 African-American newborns, and approximately
8% of African Americans are carriers of the sickle cell trait, the heterozygous
condition. At least 10% of SCD cases in the United States occur in non-African
Americans.
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Little attention was given to sickle cell screening until the 1970s, when Dr.
Roland Scott, in a letter to the New England Journal of Medicine, called for mass
premarital carrier screening (Scott, 1970). Scott argued that although it was more
prevalent in African Americans than cystic fibrosis, PKU, and other conditions of
concern, little public health effort was directed at SCD. Scott noted that there was
no cure for SCD, but suggested that it could be the first hereditary illness to be
controlled by genetic counseling (that is, by encouraging carriers not to marry or
have children). Scott’s appeal was echoed in a public awareness campaign, and in
1971, President Nixon singled out SCD for special attention in a health message
to Congress, calling for an increase in federal spending on sickle cell research,
education, and screening.

Also in 1971, Connecticut passed the first sickle cell screening legislation,
which other states quickly followed. These laws were typically introduced by
African-American legislators and passed by unanimous vote. Screening was typi-
cally mandatory for some groups, but the legislation did not always specify which
populations should be targeted; some included newborns, preschool children,
individuals seeking marriage licenses, or inmates. Some laws called for carrier
screening and some for disease screening.

Initial supporters of SCD screening were spurred on by the success of PKU
screening, but the clear difference between SCD and PKU was not fully appreci-
ated until later. There was no intervention for SCD at this time other than coun-
seling to avoid marriage or pregnancy (prenatal SCD screening was not feasible).
In addition, questions about whether and how programs should be targeted led to
the potential for stigmatization. Some states explicitly targeted only African
Americans. The New York statute required urban schoolchildren to be screened,
but not rural children. The lack of attention to the eugenic implications of inform-
ing someone that he carries sickle cell trait led to charges of racism and growing
opposition to screening programs. Most of the laws that were passed in the 1970s
lacked confidentiality provisions, and, as a result, there were many documented
cases of job discrimination, especially in the military, even for those having
asymptomatic sickle cell trait. Eventually, the National Sickle Cell Anemia Con-
trol Act, passed in 1972, said federal funds could be used for screening only if
programs were voluntary.

Studies published in the 1980s demonstrated that a prophylactic regimen of
penicillin in infants significantly reduced the morbidity and mortality of SCD,
and in 1987 a National Institutes of Health (NIH) consensus conference called for
universal (not targeted) newborn screening for hemoglobinopathies (NIH, 1987).
As a result of this recommendation and increased federal funding, 29 states have
reinstituted non-targeted newborn screening programs.

The experience with SCD screening in the 1970s illustrates the difficulties
that can arise when the goals of screening programs are not clearly specified,
when there is no treatment that improves health outcomes, and when the interven-
tion is not acceptable to the target population because of stigma and discrimina-
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tion. Current screening efforts, consistent with the NIH consensus statement,
have addressed each of these problems and, as a result, are more acceptable on
public health and ethical grounds. The change in approach to SCD screening over
time, as new facts and treatment opportunities emerge, illustrates that programs
must have the flexibility to change over time, as the situation changes.

Neural Tube Defects

Neural tube defects (NTDs) are major birth defects affecting the brain and
spinal column. These defects range from uniformly fatal to severely disabling
conditions, and include spina bifida. In 1973, it was reported that maternal serum
alpha-fetoprotein (MSAFP) levels are elevated in pregnancies where the fetus is
affected with an open neural tube. Alpha-fetoprotein (AFP) is a normal fetal
protein that is usually present in maternal serum, so a higher than normal level
indicates that the fetus is leaking fetal protein, usually, but not always, from an
open neural tube. Follow-up tests such as amniocentesis and ultrasonography are
required to confirm the diagnosis. By 1977, several companies had developed
MSAFP kits, but the American College of Obstetricians and Gynecologists
(ACOG) and other groups opposed their use because of the test’s inherently high
false positive rate. Others opposed the program because, since there is no identi-
fiable high-risk groups for NTDs, all pregnant women would have to be screened.
In addition, some individuals find the screening program unacceptable because
the only option for preventing the birth of a child with an NTD is to terminate the
pregnancy. Another concern was that some areas did not have the amniocentesis
and ultrasonography facilities necessary to follow up a positive MSAFP test
result. There are concerns, therefore, relating to the third, fourth, and fifth public
health screening principles.

In 1985, ACOG, apparently driven by a concern about malpractice litigation,
issued a strongly worded alert to its members advising them to investigate the
availability of the tests in their area, familiarize themselves with the procedure
and follow-up tests, advise every prenatal patient of the availability of the test,
and document this discussion and the patient’s decision. ACOG did not, at this
time, change its recommendation that the test not be used routinely. Two years
later, ACOG, citing greater understanding of MSAFP and improvement in fol-
low-up tests, and new findings about the association of MSAFP with Down’s
syndrome, concluded:

MSAFP screening for neural tube defects detection should now be undertaken
in United States communities having expertise in ultrasound, genetic counsel-
ing, and amniocentesis. In communities in which these facilities are limited, it
is still prudent to inform pregnant women of the availability of MSAFP screen-
ing. . . . Those communities not having appropriate facilities should attempt to
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develop a full scale MSAFP program, collaboration with an existing program,
at a regional level [Simpson and Nadler, 1987].

MSAFP is thus a non-directive patient choice screening program, with strong
incentives to providers to inform women about its availability.

Prenatal and Newborn Screening for Substance Abuse

State policies on prenatal and newborn screening for substance abuse are
evolving rapidly in the context of a discussion of changing state policies regard-
ing drug use (Chavkin et al., 1998). Overall, states are moving away from a
therapeutic approach focusing on treatment and oversight to criminal prosecu-
tion. Between 1992 and 1995, the number of states with mandatory drug or
alcohol testing of pregnant women increased from one to six, and the number of
states with mandatory drug or alcohol testing of neonates increased from zero to
four.3  An increasing number of states have a practice of reporting positive toxi-
cology results. The number of states with such practices for pregnant women
increased from 7 to 31, and for neonates from 18 to 33, over the same period.
Furthermore, in 1995, 12 states mandated treatment for pregnant women found to
be using drugs, and 13 mandated treatment for women with children. No states
had mandatory treatment policies in 1992.

Many of these screening programs are being introduced in prenatal care as a
result of substance abuse laws and policies, without clear public health goals and
without providing treatment to improve health outcomes. In addition, the com-
mon intervention, removal of the child from the mother’s care, is not acceptable
to the affected population. Some of these programs are targeted to minority
groups, and thus are stigmatizing. More basically, perinatal substance abuse
screening programs illustrate the problems that arise when a screening program is
set up to deal with a problem that all agree about (e.g., “crack babies”) but the
implications are not carefully thought through (Jos et al., 1995).

To date there has been little outcry about prenatal and newborn substance
abuse screening programs, perhaps because the interests of the affected women
are not well reflected in policy decisions, but the history of other screening
programs suggests that this approach may not serve public health goals well.

HIV TESTING AND SCREENING IN THE UNITED STATES

As described in Chapter 4, the primary HIV/AIDS screening tests used in the
United States identify antibodies to the HIV virus, indicating that an individual
has been exposed to the virus and has mounted an immune response. As such,

3The District of Columbia is counted as a “state” in this paragraph.
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HIV tests do not indicate whether “seropositive” individuals (those who test
positive for HIV) have AIDS, a later stage in HIV disease. Also, infected indi-
viduals may not test positive for HIV for a period of weeks after infection. Thus
there is a distinction between “HIV-infected,” “seropositive,” and “AIDS.” When
applied to newborns, standard HIV tests react to maternal antibodies, which are
present in all children of HIV-infected mothers, up to 18 months after birth,
whether the child is HIV-infected or not. Newborns who test positive for HIV
antibodies are said to be “HIV-affected.”

Serum HIV tests first became available in the United States in 1985 and were
originally used to protect the safety of the blood supply by excluding blood from
HIV-positive donors (IOM, 1995c). At the time, there was great concern about
the safety of the blood supply, so the improved ability to accurately detect in-
fected individuals (especially compared to the surrogate measures that were the
best tools before this time) made serum HIV tests attractive public health mea-
sures. Tests also became available at this time for individuals, but stigma and
discrimination associated with homosexuality, drug use, and AIDS itself, coupled
with the fact that there were no measures available to alter the disease process in
HIV-infected individuals, limited their acceptability. Some assumed that the pri-
mary purpose of testing was to facilitate the adoption of risk reduction behaviors.
Over time, however, it became clear that knowledge of HIV status was insuffi-
cient to stimulate behavior change in all affected persons, and that many other
factors contribute to decisions about risk reduction behaviors (Coates et al., 1988).

It was not until the discovery of effective interventions such as ZDV and
Pneumocystis carinii pneumonia (PCP) prophylaxis in the late 1980s that HIV
testing carried medical benefits for the individuals tested. Soon afterwards, some
professionals advocated moving beyond testing solely as a means to stop the
spread of HIV. Rhame and Maki (1989), for instance, reported that HIV testing
had benefits for infected persons and the general public health. As an example,
they noted that early detection of HIV status was one means to counteract denial,
facilitate early treatment, and ultimately improve the health status of people
infected with HIV. More generally, Rhame and Maki (1989) note that more
general HIV testing would

1. reduce the reluctance of those at risk to pursue testing;
2. undermine the existence of the we/they mentality and stigma associated

with HIV disease;
3. motivate risk reduction behaviors;
4. serve as the basis for partner notification programs; and
5. facilitate the identification of candidates for clinical research.

In a review of the factors associated with the acceptability of voluntary HIV
testing in the United States, Irwin and colleagues (1996) concluded that the
factors associated with high acceptance rates include (1) the person’s perception
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of HIV risk; (2) acknowledging risk behaviors; (3) confidentiality protections;
(4) presenting counseling and testing as “routine” rather than optional; and (5) the
provider’s belief that counseling and testing will benefit the client. Factors asso-
ciated with low acceptance rates included prior HIV testing, fears about coping
with results, and explicit informed consent.

While the benefits of testing appear clear and relevant to the current situation
where effective treatment is available, serious cautions must be acknowledged.
According to Quinn (1998), testing could have a paradoxical effect on public
health. For example, tremendous fear about AIDS, its existence within stigma-
tized groups, and the perception that AIDS was a death sentence contributed to
discrimination against those with AIDS or even those perceived to be at risk for
HIV infection. Being tested per se was viewed as a sign that one was at risk.
Additionally, among ethnic and racial minority populations, there were concerns
that the benefits of early detection might have resulted in further stigma and
discrimination (see below), outweighing the benefits of treatment. Thus, recom-
mendations for broader testing might serve to drive those at highest risk under-
ground.

When HIV testing programs were first instituted, HIV-positive individuals
were subject to discrimination, and in some cases, even those known to have been
tested for HIV were assumed to be at high risk. Presently, most HIV testing is
voluntary and intended to benefit the person being tested, yet there is mandatory
testing in certain situations such as the armed forces and prisons. Both the Con-
gress and state legislatures continue to consider legislation mandating HIV test-
ing for other defined populations. Considering these events, the affected commu-
nities have lingering concerns about HIV testing. This history explains why HIV
testing was, and still is, thought by many to differ from other clinical testing and
public health screening programs, part of a phenomenon often labeled “AIDS
exceptionalism” (Bayer, 1991).

As this report was being prepared in 1998, an increasing number of states are
requiring positive HIV test results to be reported to state health departments with
names or other personal identifiers (Gostin et al., in press). The purpose of most
of these requirements is to improve surveillance, as people with HIV infection are
living longer and AIDS cases per se have become increasingly less informative
about the HIV epidemic (Gostin et al., 1997). Legislation enacted in New York in
June 1998, however, includes a provision that would require that HIV-positive
individuals be asked about their sexual partners so that health department offi-
cials could trace contacts. AIDS activists have expressed concern about the po-
tential loss of privacy that would come from linking surveillance and contact
tracing activities, and suggested that these provisions would discourage people
from being tested and seeking treatment (Perez-Pena, 1998).

Meeting in January 1998, AIDS activists, public health officials, and others
considered the important changes that had occurred in recent years in terms of
new diagnostic tests, improved treatment opportunities, and progress in behav-
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ioral science and the prevention of HIV risk behaviors, and concluded that their
thoughts about HIV testing had not kept pace. The group’s consensus is that
knowledge of HIV status is desirable because it allows individuals to make
informed treatment and prevention decisions. From this starting point, the group
agreed on three themes that should guide current HIV testing activities:

1. HIV testing is a tool that should be linked to both prevention and care;
2. HIV testing should be expanded in a variety of settings, guided by public

health principles; and
3. Testing strategies must address issues of stigma and social risk.

Although not stated in these terms, the consensus report essentially calls for an
end to AIDS exceptionalism, balanced with efforts to reduce the need for a
special approach in the first place (Kaiser Family Foundation, 1998b). Making
testing more routine, in itself, can also help to reduce the stigma associated with
testing per se.

Newborn HIV Screening

Newborn HIV screening was introduced in the late 1980s for the purpose of
surveillance, not case finding, when public health officials in some states and at
the Centers for Disease Control and Prevention (CDC) realized that blood samples
routinely taken from all newborns for PKU testing also could be tested for HIV.
Because these tests detected maternal antibodies, they revealed the mothers’ and
not the babies’ HIV status. Since no known treatment for HIV-positive children
or means to prevent transmission existed at that time, anonymous or “blind”
testing was considered acceptable, and, since it was blind, women would not
refuse to be tested based on known or perceived HIV risks, so prevalence data
would be unbiased. This survey, known as the Survey of Childbearing Women
(Davis et al., 1995), was thus extremely valuable for surveillance purposes, and
indeed was the only truly reliable national surveillance data on HIV prevalence in
any defined population (NRC, 1989).

In the mid-1990s New York State legislators and others argued, in the inter-
est of the HIV-positive children whose status was not known to their parents or
guardians, that the results should be “unblinded,” as described in Appendix L,
and CDC soon discontinued the Survey of Childbearing Women nationally. New
York statutes now require notification of parents and health care providers of all
infants with positive HIV tests, so what was a surveillance activity became a case
finding program. As described in Chapter 1, the Ryan White Comprehensive
AIDS Resources Emergency (CARE) Act Amendments of 1996 could, under
certain conditions, obligate other states to institute similar programs. Such man-
datory newborn screening approaches have been criticized as providing only
limited benefits to the children found to be positive (compared to prenatal diag-
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nosis of the mother), unable to prevent transmission from mother to child, and
seriously intruding on the privacy and autonomy of the mothers, whose HIV
status is actually being determined.

New York’s “Baby AIDS” law illustrates the need for flexible policies that
can accommodate new scientific and clinical information. According to Appen-
dix L, by the early 1990s, PCP prophylaxis had been shown to be effective in
preventing pneumonia in HIV-infected newborns. The New York City Child
Welfare Administration’s policy, however, made it difficult to test children in
foster care for HIV, even if it was suspected that they were infected. Given these
circumstances, and the lack of evidence at that time that transmission could be
prevented, “unblinding” the results made sense, as a response the foster care
situation in New York City. By the time that the idea of unblinding the heel-stick
test results overcame political opposition and became law, the AIDS Clinical
Trials Group protocol number 76 (ACTG 076) results had already shown trans-
mission could be prevented. The law, thus, may have been an appropriate re-
sponse to the situation before 1994, when it was first conceptualized. With its
focus on newborn rather than prenatal testing, however, the law does not reflect
current public health and clinical preventive approaches.

Community Response to HIV Testing

The advocacy of articulate, politically sophisticated organizations in the gay
community has had a tremendous impact on AIDS policies. With the shift in the
epidemic toward African-American and Hispanic populations in recent years,
current support for protections against discrimination and voluntary measures to
control the epidemic may be seriously eroded. These minority groups have lim-
ited advocacy organizations and resources needed to protect their rights. As the
epidemic continues to affect people living in poverty and people who have his-
torically been disenfranchised, there is an increased risk that testing can and will
be used to discriminate against people infected with, or even thought to be in-
fected with, HIV and will further isolate people with AIDS. Thus, policy deci-
sions must incorporate strong protections for those who are already suffering
from discrimination.

The potential for such regressive policies is underscored by the epidemiol-
ogy of perinatal HIV transmission, characterized by its disproportionate impact
on African-American and Hispanic women, and the devastation to their lives,
their families, and their communities. These women must be the focus of in-
creased prevention and treatment efforts. The interaction of race, gender, and
social class will continue to be critical factors to be addressed as new policies are
developed, implemented, and evaluated.

Much of the voiced African-American opposition to HIV testing programs
must be understood in the context of historical perceptions of mistrust and fear
toward the public health and medical research establishment. This underlying
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distrust and fear is grounded in a history of medical neglect and significant
violations of human subjects in research, especially in the Tuskegee Study of
Untreated Syphilis in the Negro Male (Jones, 1993; Gamble, 1993, 1997). A
formal apology for this treatment, issued by President Clinton in 1997, should
help to create a new, more favorable atmosphere on these issues (Thomas and
Quinn, 1997).

Without adequate protection such as anonymous testing, case reporting with-
out name identifiers, voluntary partner notification, and strong confidentiality
regulations, those people at greatest risk who already feel significant distrust of
the public health/government system may not seek HIV testing services. Conse-
quently, there may continue to be a growth in numbers of unknowingly infected
individuals, higher mortality rates than among those whose infection is detected
early, tremendous budgetary strains on the health care delivery system, and more
HIV-infected babies. This situation could spark public support for repressive
policies against those suspected to be HIV-infected (Stoddard and Reiman, 1990;
Lovvorn and Quinn, 1997).

CONCLUSIONS

Public health screening programs have helped to control epidemics of infec-
tious disease and to target treatment for chronic diseases. The examples in this
section, especially congenital syphilis and MSAFP, illustrate the tangible public
health benefits of perinatal screening efforts. In practice, however, when screen-
ing is conducted in contexts of prevalent gender inequality, racial discrimination,
sexual taboos, and poverty, these conditions shape the attitudes and beliefs of
health system and public health decision makers as well as patients, including
those who have lost confidence that the health care system will treat them fairly.
Thus, if screening programs are poorly conceived, organized, or implemented,
they may lead to interventions of questionable merit and enhance the vulnerabil-
ity of groups and individuals.
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3

Descriptive Epidemiology of the
Perinatal Transmission of HIV

In 1997, at least 432 cases of perinatally transmitted AIDS were reported in
the United States (CDC, 1997c). This number, however, represents only a small
fraction of the number of individuals affected by this problem. First, these AIDS
cases represent children born with HIV infection in 1997 and earlier years. Most
of the AIDS cases resulting from children born with HIV infection in 1997 have
not yet been diagnosed or reported. Second, although only a fraction of childbear-
ing women with HIV pass the infection on to their children, each of the 6,000 to
7,000 HIV-infected women who gives birth each year requires treatment to pre-
vent transmission as well as for her own infection. Finally, each of the millions of
women who become pregnant each year must confront the possibility that she
might be infected and could pass the virus on to her child.

To evaluate the progress that has already been made in implementing the
Public Health Service (PHS) counseling and testing guidelines for pregnant
women (CDC, 1995b), and to identify additional approaches to preventing peri-
natal transmission, it is important to understand recent trends and current charac-
teristics of women and children with HIV infection and AIDS. To that end, this
chapter describes the advantages and difficulties in current surveillance data
systems, and presents descriptive information on the epidemiology of perinatal
transmission.

HIV/AIDS SURVEILLANCE DATA

The impact of the HIV/AIDS epidemic can be seen in a variety of ways.
Where available, data on new HIV infections and individuals infected with HIV
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are preferable, but data of this sort are often not available because, in many
individuals, HIV is undetected or unreported. The HIV/AIDS epidemic, there-
fore, is often viewed through the imperfect lens of AIDS cases. AIDS is a
clinically observable syndrome that is clearly defined and required to be re-
ported in every state. Many individuals with new HIV infections have not
progressed in their disease to the point that AIDS can be diagnosed, so AIDS
statistics reflect HIV infections that occurred up to a decade or more in the past.
Thus, five different type of epidemiological data can shed light on trends and
patterns in perinatal transmission of HIV: (1) reported cases of AIDS in women,
(2) reported cases of AIDS in children, (3) reported HIV infections in women
(where available), (4) estimates of the prevalence of HIV in childbearing women
based on the Survey of Childbearing Women (SCBW) (see below), and (5)
reported HIV infections in newborn children. Data on HIV infections in chil-
dren are typically available only in states with mandatory HIV reporting. These
states monitor perinatally exposed children to see if they convert from HIV-
positive due to maternal antibodies to HIV infection and AIDS status. Each
type of data has its strengths and weaknesses, but taken together it is possible to
construct a relatively complete picture of the perinatal HIV epidemic in the
United States.

AIDS case reports, the source of the first two data series mentioned above,
are gathered by state, territorial, and local health departments and reported to
the Centers for Disease Control and Prevention (CDC) to form a national AIDS
surveillance system. Standard CDC records for each case include information
on age at diagnosis, sex, race and ethnicity, state of residence (and metropolitan
area, if relevant), mode of exposure to HIV (including maternal risk for pediat-
ric cases), month of AIDS diagnosis, date reported to CDC, and other informa-
tion. The national data are made available in terms of biannual tabular reports
(CDC, 1997c), an AIDS Public Information Data Set (APIDS) (CDC, 1997a),
and other reports from CDC (see, for example, CDC, 1996a, 1997e; Wortley
and Fleming, 1997). Many states also routinely produce HIV/AIDS surveil-
lance reports.

Even though nearly all current pediatric AIDS cases are the result of perina-
tal transmission, information on reported AIDS in children provides only limited
insight into the problem. First, many children infected with HIV perinatally do
not develop AIDS until they are substantially older. There seems to be a bimodal
distribution; approximately 48% of HIV-infected children develop AIDS by three
years of age, and thereafter less than 3% per year develop AIDS (Pliner et al.,
1998). Diagnosed AIDS cases thus reflect perinatal transmissions in births years
earlier. Second, once diagnosed, AIDS data are subject to reporting delays. Over-
all, only 55% of cases are reported to CDC within three months of diagnosis, but
20% are reported more than one year after diagnosis (CDC, 1997a). Reporting
delays are longer for pediatric cases (an average of six months) than for adult
cases (which average three months). Published data are sometimes adjusted for
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reporting delays (CDC, 1997a), but by their nature these adjustments cannot be
precise.1

HIV data for women and children are more problematic. As of December
1997, HIV cases are reportable in only 30 states (in 3 of these states for children
only). These states reported only 28% of all prenatally acquired AIDS cases
through September 1997 (CDC, 1997e). Even in these states, the data count only
individuals who have been tested, not all HIV-infected individuals.

Between 1988 and 1994, most states anonymously tested newborn heel-stick
blood samples for HIV in a program called the Survey of Childbearing Women
(SCBW) (Davis et al., 1995). Because newborn blood carries maternal HIV anti-
bodies, data from this survey reflect the prevalence of HIV in childbearing women.
As described in Chapter 2, this survey was discontinued, but some states have
continued to test newborn blood in the same way and report the results (see Appen-
dix D). In addition, Byers and colleagues (1998) have been able to project the data
from this survey to more recent years, yet the lack of recent data complicates the
assessment of the impact of the PHS counseling and treatment guidelines.

HIV AND AIDS IN WOMEN

In 1997, women accounted for 21% of AIDS cases in adults, and the propor-
tion of all cases that are female continues to grow. Most of these cases are
attributed to injection drug use (32%) or heterosexual contact (38%). Since most
of the women in the second category attribute their infection to sex with an
injection drug user (29%) or sex with an HIV-infected partner with unknown risk
(64%) (CDC, 1997c), at least two-thirds of AIDS cases in women can be directly
or indirectly attributed to injection drug use.  Although a subset of women with
HIV have injected drugs or have had sex with a known injection drug user, an
increasing proportion of women have become infected through sexual activity
with men whose risk behaviors were unknown to them.

In 1997, 60% of AIDS cases reported in women were in African-American,
non-Hispanic women, and 20% were in Hispanic women (CDC, 1997e). AIDS
incidence rates are highest in African Americans (58.8 per 100,000 women) and
Hispanics (21.5 per 100,000 women), compared to 3.0 per 100,000 in white, non-
Hispanic women. AIDS is more prevalent in women in the Northeast (22.3 per
100,000 women in 1995) and the South (11.1 per 100,000 in 1995). While AIDS
in women is also more common in large cities—74% of 1995 cases were in
metropolitan areas with more than one million population—the greatest increases

1Furthermore, the published data are restricted in order to protect confidentiality. In particular, the
APIDS system suppresses table cells with three or fewer cases in a state or MSA (metropolitan
statistical area), even if data are aggregated over multiple areas. In addition, the most recent HIV/
AIDS Surveillance Report (CDC, 1997c) contains cases reported to CDC through December 1997,
while the latest APIDS release (CDC, 1997a) includes cases reported through December 1996.
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in incidence between 1991 and 1995 were in women in the South and younger
women, those who were 14 to 18 years old in 1988 (Wortley and Fleming, 1997).

Approximately 6,000 to 7,000 HIV-infected women give birth every year
(Byers et al., 1998). According to the SCBW, overall, 17 per 10,000 women
giving birth are infected with HIV (Davis et al., 1995). Trend data show a rela-
tively steady national rate of HIV prevalence in childbearing women between
1989 and 1994, the last year for which data are available. There are, however,
important regional variations. In the Northeast, where the epidemic started and
peaked earliest, a 25% decline occurred in the number of HIV-infected childbear-
ing women between 1990 and 1994. In the South, where the epidemic started
later, there was a 25% increase between 1989 and 1991, and a level trend there-
after. The West and Midwest had stable and relatively low rates (Appendix D).

Estimates of the proportion of children born to HIV-infected women who are
themselves infected with HIV vary, ranging from 14% to 33% in studies per-
formed in the United States and Europe before the ACTG 076 (AIDS Clincal
Trials Group protocol number 76) results became known. More recent estimates
of the transmission rate, reflecting partial implementation of the ACTG 076
protocol, range from 3% to 10% (see Chapter 4).

PERINATALLY TRANSMITTED AIDS

Taking into account changing prevalence and transmission rates, perinatal
transmission of HIV accounted for a cumulative total of 7,335 AIDS cases and an
unknown number of HIV-infected children in the United States as of December
1997 (CDC, 1997c). There were 473 cases of pediatric AIDS (i.e., under age 13
at time of diagnosis) reported in 1997, and a total of 8,086 since the beginning of
the epidemic (CDC, 1997c). Of the 473 cases in 1997, 432 (91%) were born to
mothers with or at risk for HIV infection, as shown in Table 3.1. The breakout by
mother’s risk indicates that 107 (25%) of the known perinatally transmitted cases
had mothers who used injection drugs, and an additional 60 (14%) of the mothers
had sex with an injection drug user. Drug use is probably responsible for a
substantial proportion of the cases born to the 249 (58%) mothers with HIV
infection whose risk is not specified or who had sex with an HIV-infected person
whose risk is not specified. Injection drug use, therefore, is associated with be-
tween 39% and 72% of perinatally acquired AIDS.

The number of reported perinatally acquired AIDS cases rose rapidly in the
late 1980s and early 1990s, peaked around 1992, and subsequently declined by
approximately 43% by 1996 (see Figure 3.1). In 1997, 473 cases of pediatric
AIDS were reported (CDC, 1997c).2 This decline was due to a number of factors.

2The 1997 figure is not adjusted for reporting delays, so is not comparable to the numbers in
Figure 3.1.
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First, CDC calculations based on the SCBW and other data show that between
1992 and 1995, there was a 17% decline in the number of births to HIV-infected
women (Byers et al., 1998). Much of the rest has been attributed to increased
testing and adherence to the ACTG 076 regimen and better prenatal and intrapar-
tum care. Declines that occurred before the publication of the ACTG 076 findings
have been attributed to broader use of ZDV (zidovudine) by women, regardless
of pregnancy (see Appendix D).

Because good seroprevalence data are lacking for children, we must use
AIDS case reports to understand changes in perinatally transmitted HIV. Reflect-
ing the racial and ethnic composition of women with AIDS, perinatally transmit-
ted cases were concentrated in African-American (60%) and Hispanic (24%)
children in 1997.3 These proportions have remained relatively stable for a de-
cade. The disparity appears greater, however, when the numbers of African-
American, Hispanic, and other births are taken into account. In 1996, perinatal
AIDS incidence rates (perinatal AIDS cases as a proportion of births) were
roughly four times higher for African Americans than for the entire population

TABLE 3.1 Pediatric AIDS Cases by Exposure Category, Reported in 1997
and Cumulative Total through December 1997

Exposure Category 1997 No. (%) Cumulative No. (%)

Hemophilia/coagulation 1 (0) 233 (3)
disorder

Mother with/at risk for 432 (91) 7,335 (91)
HIV infection

Injecting drug use 107 2,936
Sex with injecting drug user 60 1,340
Sex with bisexual male 7 159
Sex with person with hemophilia 2 28
Sex with transfusion recipient — 24
Sex with HIV-infected person, 102 1,033

risk not specified
Receipt of blood transfusion, 7 154

blood components, or tissue
Has HIV infection, risk not 147 1,661

specified
Receipt of blood transfusion, blood 2 (0) 374 (5)

components, or tissue
Risk not reported or identified 38 (8) 144 (2)
Total 473 (100) 8,086 (100)

SOURCE:  CDC, 1997c.

3Here and elsewhere in this chapter, white, other, and unknown races are combined because of
small numbers.
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FIGURE 3.1 Number of perinatally acquired AIDS cases, by quarter year of diagnosis,
1984 through 1997. Estimates are based on cases reported through September 1997, ad-
justed for reporting delay and unreported risk but not for incomplete reporting of diag-
nosed AIDS cases. Points represent estimated quarterly incidence, and the line represents
“smoothed” incidence. SOURCE: CDC, 1997e.

(65 versus 16 per 10,000 births), and higher than average among Hispanics (19
per 10,000 births). The incidence rate for whites and others is substantially lower
than average (3 per 10,000 births), leading to a 32 to 1 differential between
African-American and white incidence rates (CDC, 1996b; Ventura et al., 1997).

Figure 3.2 shows trends in the number of perinatal AIDS cases, by race and
ethnicity, from 1979 through 1996. The number of African-American children
with AIDS grew through 1992 and fell by about 42% between 1992 and 1996.
The number of cases in Hispanic children was relatively flat from 1987 through
1992 and fell by 43% between 1992 and 1996. The number of perinatal AIDS
cases in white children fell by 50% between 1992 and 1996.

Trends by age at diagnosis (Table 3.2) show that the largest declines are
among children diagnosed as infants, with substantial declines also among chil-
dren diagnosed at ages one to five years. For older children, similar levels of
decline have not been observed (CDC, 1997d). These findings are consistent with
the expectation that efforts to prevent perinatal transmission would be reflected
earliest in infants because older children were born before antiretroviral therapy
was used widely in pregnancy (Appendix D).

Pneumocystis carinii pneumonia (PCP) is the most common AIDS-defining
condition in children. Since recommendations regarding PCP prophylaxis were
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evolving during the same period that dramatic declines occurred in perinatally
acquired pediatric AIDS cases, it is useful to look at whether declines in pediatric
AIDS reflect more than declines in PCP. CDC surveillance findings show sub-
stantial declines not only in PCP, but also in other opportunistic infections for
which specific prophylaxis was not available, indicating that the decline in pedi-
atric AIDS cases is not being driven solely by changes in PCP, but appears to
reflect true declining perinatal HIV transmission rates.

Pediatric AIDS cases are concentrated in eastern states, and especially in the
New York metropolitan area. In 1996, three states alone—New York, New Jer-
sey, and Florida—reported 330 cases. This represents 49% of the diagnosed
cases, even though only 15% of children are born in those states (CDC, 1996b;
Ventura et al., 1998). In contrast to their concentration in the Northeast, perinatal
AIDS cases are less common in most geographical areas. In 1997, 39 states had
fewer than ten perinatally transmitted AIDS cases (CDC, 1997e).

Figure 3.3 displays pediatric AIDS incidence rates (perinatal AIDS cases as a
proportion of births) by state for 1996 as an illustration of this great variability,
ranging from 30.9 per 10,000 births in the District of Columbia to zero in 14 states.
The District of Columbia, Florida (6.3 per 10,000), New York (6.1 per 10,000),
New Jersey (4.3 per 10,000), Connecticut (3.8 per 10,000), and Maryland (3.0 per

FIGURE 3.2 Number of perinatally acquired AIDS cases, by race and half year of
diagnosis, 1979 through 1996. Estimates are based on cases reported through September
1997, adjusted for reporting delay and unreported risk but not for incomplete reporting of
diagnosed AIDS cases. SOURCE: Lindegren et al., 1998.
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TABLE 3.2 Estimated Number of Children with Perinatally Acquired AIDS,
by Selected Characteristics, Year of Diagnosis, and Percentage Change from
1992 to 1996, United States, 1992–1996a

Year
% Change

Characteristic 1992 1993 1994 1995 1996 1992 to 1996

Race/Ethnicityb

White, non-Hispanic 133 126 92 95 67 –50%
Black, non-Hispanic 566 531 522 415 331 –42%
Hispanic 195 195 166 146 111 –43%

Age at AIDS Diagnosis
<5 years 733 693 613 459 360 –51%
≥5 years 168 169 179 202 156 –7%

Regionc

Northeast 361 379 315 265 212 –41%
South 362 315 332 243 223 –38%
Midwest 60 74 54 67 30 –50%
West 67 58 65 60 35 –48%

Metropolitan Statistical Area
>500,000 pop. 748 732 675 558 450 –40%
50,000–500,000 pop. 102 75 75 62 41 –60%
<50,000 pop. 51 53 42 39 22 –57%

aDiagnosed through 1996 and reported through September 1997 adjusting for reporting delays and
unreported risk.
bNumbers for other racial/ethnic groups were too small for meaningful analysis.
cNortheast = Connecticut, Maine, Massachusetts, New Hampshire, New Jersey, New York, Pennsyl-
vania, Rhode Island, and Vermont; South = Alabama, Arkansas, Delaware, District of Columbia,
Florida, Georgia, Kentucky, Louisiana, Maryland, Mississippi, North Carolina, Oklahoma, South
Carolina, Tennessee, Texas, Virginia, and West Virginia; West = Alaska, Arizona, California, Colo-
rado, Hawaii, Idaho, Montana, Nevada, New Mexico, Oregon, Utah, Washington, and Wyoming;
and Midwest = Illinois, Indiana, Iowa, Kansas, Michigan, Minnesota, Missouri, Nebraska, North
Dakota, Ohio, South Dakota, and Wisconsin.

SOURCE:  CDC, 1997e.

10,000) have the highest incidence rates. Illinois (1.4 per 10,000), California (0.9
per 10,000), and Texas (0.5 per 10,000) have incidence rates lower than the na-
tional average of 1.7 per 10,000 (CDC, 1996b; Ventura et al., 1998).

Reviewing the data by metropolitan statistical areas (MSAs) suggests that
perinatal AIDS cases were even more concentrated than the state analysis sug-
gests. In fact, two of the three MSAs with the greatest number of perinatal AIDS
cases (New York City and Newark, New Jersey) are in the New York metropoli-
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tan area. These two MSAs alone account for 38% of all perinatal AIDS cases in
the United States. Data on the distribution of AIDS cases within New York City
suggest that the concentration varies substantially by neighborhood (NRC, 1993),
and this patchwork pattern is likely to be found for perinatal AIDS cases as well.

Perinatal transmission cases are similarly less common in most metropolitan
areas. Out of the 253 MSAs for which AIDS data are available, only 66 (26%)
have had more than ten reported perinatal cases from the beginning of the epi-
demic through the end of 1996. Only 24 MSAs (9%), have 50 or more cumulative
cases each.

Incidence Rate

0

0–0.5

0.5–1.0

1.0–2.0

>2.0

FIGURE 3.3 Annual incidence rates for perinatal AIDS, 1996, by state. SOURCE:
calculated from CDC, 1996b; Ventura et al., 1998.
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4

Natural History, Detection, and
Treatment of HIV Infection in

Pregnant Women and Newborns

In the United States the transmission of HIV from mother to infant (known
as perinatal or vertical transmission) accounts for almost all new HIV infections
in children (CDC, 1997c). Prior to the widespread use of antiretroviral therapy,
transmission rates ranging from 14% to 33% were reported in the United States
and Western Europe (Report of a Consensus Workshop, 1992). In the developing
world, rates as high as 43% have been reported (Datta et al., 1994).

Recent improvements in the understanding of the timing and pathogenesis of
perinatal HIV infection have allowed the development of effective strategies to
prevent perinatal HIV transmission. The prenatal identification of HIV-seroposi-
tive women is crucial for the successful implementation of these strategies. In
addition, it allows for optimal medical management of HIV-infected women and
their infants. Improved detection and treatment of HIV infection in pregnant
women has greatly reduced perinatal HIV transmission in the United States. In
addition, advances in the early diagnosis and treatment of HIV-infected infants
have markedly improved the clinical outcome following perinatal infection.

TIMING OF HIV TRANSMISSION

HIV transmission from mother to infant can occur antepartum (in utero),
intrapartum (during labor or delivery), or postpartum (through breast-feeding)
(Report of a Consensus Workshop, 1992). Available data suggest that at most
25% to 30% of perinatal HIV transmission occurs in utero (Rogers et al., 1989;
Ehrnst et al., 1991; Luzuriaga et al., 1993). Evidence of infection in aborted first
trimester fetal tissues has been reported (Sprecher et al., 1986), though potential
contamination with maternal blood has not always been excluded. The intrauter-
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ine transmission of HIV is also suggested by the occasional isolation of HIV from
amniotic fluid and cells. Finally, the isolation of HIV from, or the detection of the
HIV genome in, blood samples obtained at birth from some HIV-infected infants
also suggests intrauterine HIV transmission (Rogers et al., 1989; Ehrnst et al.,
1991; Luzuriaga et al., 1993). The proportion of infants infected during each
trimester of pregnancy is unknown.

Indirect evidence suggests that 70% to 75% or more of vertical HIV trans-
mission can occur during delivery (Ehrnst et al., 1991; Luzuriaga et al., 1993;
Rogers et al., 1994). Negative diagnostic studies in the first two days of life
followed by the detection of infection after one week of age are compatible with
intrapartum transmission (Luzuriaga et al., 1993). Increased risk of vertical HIV
transmission has been correlated with increased duration of rupture of the mem-
branes prior to delivery, particularly in the presence of acute chorioamnionitis
(Landesman et al., 1996; Popek et al., 1997). A higher risk of transmission to the
firstborn twin, particularly following prolonged labor (Duliege et al., 1995), also
supports the concept of intrapartum transmission. The mechanism(s) of intrapar-
tum transmission are unknown, but might include transplacental microtransfusion
or infection through mucocutaneous exposure to maternal blood or cervical se-
cretions. The establishment of infection following the inoculation of the simian
homolog of HIV (simian immunodeficiency virus) into the conjunctival sac or
oropharynx of newborn macaque monkeys also supports the mucocutaneous route
of human neonatal infection (Baba et al., 1994).

Vertical HIV transmission can also occur through breast-feeding (Ziegler et
al., 1985; Bulterys et al., 1995). HIV RNA and proviral DNA have been detected
using the polymerase chain reaction (PCR) in breast milk; viral load appears to be
particularly high in colostrum (Ruff et al., 1994). Large, prospective cohort stud-
ies suggest an increased risk of transmission associated with breast-feeding. In a
meta-analysis, Dunn and colleagues (1992) have estimated that the proportion of
transmission attributable to breast-feeding worldwide from an HIV-seropositive
woman is 14% (95% confidence interval, 7% to 22%). The risk of breast milk
transmission appears to be particularly high when maternal primary infection
occurs within the first few months following delivery (Palasanthiran et al., 1993).
For these reasons, HIV-seropositive women in industrialized countries are ad-
vised not to breast-feed their babies (AAP, 1995a). In July 1998, the World
Health Organization recommended that HIV-infected women in developing coun-
tries be given information about the benefits and risks of breast-feeding, and an
opportunity to make an informed choice about breast-feeding (WHO, 1998).

FACTORS ASSOCIATED WITH HIV MATERNAL–CHILD
TRANSMISSION

The observed variability in reported transmission rates probably reflects the
multiple factors that influence perinatal HIV transmission. Several studies have
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linked high maternal viral loads to increased risk of HIV perinatal transmission
(Borkowsky et al., 1994; Weiser et al., 1994; Dickover et al., 1996; Cao et al., 1997;
Thea et al., 1997). In aggregate, however, there is no identified absolute viral
threshold value that can discriminate between transmitters and nontransmitters.
Transmission may be observed across the full range of viral levels.

Maternal immune depletion also appears to correlate with vertical HIV trans-
mission. Several cohort studies have documented an increased risk of vertical
transmission with maternal AIDS or lowered CD4 T-cell counts (Study, 1994;
Landesman et al., 1996). Maternal HIV specific immunity may also be important.
A reduced risk of transmission has been reported from women with high titers of
serum antibodies capable of neutralizing their own viral strains in vitro (Scarlatti
et al., 1993). Others, however, have not found any association between maternal
neutralizing antibody titers and transmission (Husson et al., 1995). Little is known
regarding the potential role of maternal HIV cell-mediated immunity (e.g., HIV
specific cytotoxic T-lymphocytes) in protection from transmission.

Recently, an abnormality in a cell surface receptor for HIV (CCR-5) was
identified in uninfected adult individuals at high risk for infection through sexual
or parental exposure (reviewed in D’Souza and Harden, 1996). Lymphocytes
from these individuals were relatively resistant to infection with primary HIV
isolates in vitro, suggesting that the defect in the co-receptor may have protected
these individuals from infection. The frequency of the homozygous deletion is
approximately 1% in Caucasians. It appears to be extremely rare in Asian and
African populations. Heterozygous individuals do not appear to be protected
from infection. Studies are currently in progress to determine to what extent
mutations in infant CCR-5 alleles and other cellular HIV co-receptors may influ-
ence perinatal HIV transmission.

Other sexually transmitted infections may increase the risk of perinatal HIV
transmission. An increased risk of vertical HIV transmission with maternal vitamin
A deficiency has been reported (Semba et al., 1994). Duration of membrane rup-
ture, hemorrhage during labor, chorioamnionitis, and invasive procedures during
delivery have all been associated with an increased risk of perinatal HIV transmis-
sion (Minkoff et al., 1995; Landesman et al., 1996; Mandlebrot et al., 1996).

STRATEGIES TO PREVENT PERINATAL HIV TRANSMISSION

Recent advances in our understanding of the timing and pathogenesis of
vertical HIV infection have led to the evaluation of a variety of strategies to
prevent vertical HIV transmission, including the management of maternal co-
infections, maternal nutritional intervention, bypassing the route of exposure,
maternal and infant antiretroviral therapy, and vaccination.

The primary focus has been on the use of perinatal antiretroviral therapy to
prevent vertical HIV transmission. Recently, a profound and significant reduc-
tion in vertical HIV transmission was observed in mother-infant pairs treated
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with zidovudine (ZDV; also known as AZT). Those receiving ZDV had a trans-
mission rate of 7.6% compared to 22.6% for those who received placebo (Connor
et al., 1994). In this study, therapy consisted of oral administration of ZDV five
times per day during pregnancy, intravenous administration of ZDV to the mother
during delivery, and six weeks of postnatal treatment of the infant with oral ZDV.
The only observed short-term toxicity in ZDV treated infants was anemia, which
was not clinically significant. While the risk of vertical HIV transmission in this
study was directly correlated with maternal blood viral load and indirectly corre-
lated with maternal CD4 count, the treatment effect was independent of maternal
viral load and CD4 count (Sperling et al., 1996).

Studies conducted in the United States and Europe indicate widespread ac-
ceptance of the recommended ZDV regimen, and report resultant reductions in
transmission rates to between 3% and 10% (Fiscus et al., 1996; Mayaux et al.,
1997). In ACTG 185 (AIDS Clinical Trials Group protocol number 185), the
ACTG 076 regimen was administered to women with advanced HIV infection
and their infants; the perinatal HIV transmission rate was 4.8% (Mofenson, 1998).

The extent to which each component of the ACTG 076 regimen (i.e., the
prenatal and intrapartum therapy of the mother and the postpartum therapy of the
infant) contributes to this success is unclear. Receipt of only part of the ACTG
076 regimen may be associated with decreased risk of perinatal transmission
(Birkhead et al., 1998). Several trials evaluating the efficacy of shorter and less
intensive antiretroviral regimens are in progress. In Thailand, the use of short-
course oral ZDV administered during the last two weeks of pregnancy and during
labor and delivery resulted in a significant decline in HIV perinatal transmission.
The estimated HIV transmission risks for placebo and ZDV groups were 18.6%
and 9.2%, respectively, representing a 51% decrease in transmission risk (CDC,
1998a).

The most recent Public Health Service Task Force recommendations for the
use of antiretroviral drugs among HIV-infected pregnant women in the United
States have updated the 1994 guidelines, which were based on the findings of
ACTG 076 (CDC, 1998d). Advances in the understanding of the pathogenesis of
HIV infection have resulted in recent changes in the standard recommended
antiretroviral therapy in HIV-infected adults. Combination drug regimens to maxi-
mally suppress the virus are now recommended (CDC, 1998e). Although consid-
erations associated with pregnancy may affect decisions regarding the timing and
choice of therapy, pregnancy is not a reason to defer standard combination
antiretroviral therapy. It is recommended that offering antiretroviral therapy to
HIV-infected women during pregnancy—whether primarily to treat HIV infec-
tion, to reduce perinatal transmission, or both—be accompanied by a discussion
of the known and unknown potential benefits and risks of such therapy to the
woman and infant. Optimal antiretroviral regimens should be discussed and of-
fered to an HIV-infected woman and ZDV prophylaxis for perinatal transmission
should be incorporated into those regimens whenever possible (CDC, 1998d).
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Potential adverse effects of antiretroviral therapy on the mother and fetus should
be discussed during counseling. Experience to date with the administration of
antiretrovirals other than ZDV during pregnancy is quite limited. Table 4.1 sum-
marizes the potential toxic effects of these drugs.*

Several programs have been developed to identify potential risks of anti-
retroviral therapy administered during pregnancy or early infancy. Animal mod-
els are often used to screen for potential toxicities and teratogenic properties of
antiretroviral agents before these agents are evaluated clinically in humans. While
the relevance of these models to human therapy is unproven, they may be useful
in identifying agents of concern. Recently, severe congenital anomalies were
identified in 3 of 13 infant monkeys born to mothers who had received Efavirenz, a
non-nucleoside reverse transcriptase inhibitor, during pregnancy (DuPont-Merck,
1998). The doses used in this study were those anticipated to achieve plasma
concentrations similar to those achieved in humans on standard recommended
doses of the drug. Congenital anomalies were not observed in any of the 13 infants
of mothers treated with the vehicle control. As a result of these studies, women
receiving Efavirenz are advised to avoid pregnancy.

The Phase I evaluation of combination antiretroviral regimens, including pro-
tease inhibitors, in pregnant women and young infants is now under way through
the ACTG. An ACTG Phase II/III trial evaluating the efficacy of nevirapine (a non-
nucleoside reverse transcriptase inhibitor) in preventing perinatal HIV transmission
is also under way. All ACTG protocol participants exposed to antiretroviral agents
in utero or during infancy are encouraged to enroll in ACTG protocol 219, which
will evaluate them at least through age 21 for potential long-term sequelae.  Several
pharmaceutical companies (Glaxo Wellcome, Inc.; Hoffmann-LaRoche, Inc.;
Bristol-Myers Squibb Co.; and Merck & Co., Inc.), in cooperation with the Centers
for Disease Control and Prevention (CDC), maintain a registry to assess the safety
of ZDV, didanosine (ddI), lamivudine (3TC), saquinavir (SAQ), stavudine (d4t),
and dideoxycytidine (ddC) during pregnancy. Providers are encouraged to enroll in
this registry women who receive any of these drugs during pregnancy. The registry
findings did not indicate any increase in the number of birth defects after receipt of
ZDV alone. No consistent pattern of birth defects that would suggest a common
cause has been observed. The number of cases reported through February 1997,
however, was insufficient to reliably estimate the quantitative risk of birth defects
after the administration of these agents, alone or in combination, to pregnant women
and their infants.

*In July, 1998, a high rate of prematurity was reported in a study of infants whose mothers
received antiretroviral therapy during pregnancy (Lorenzi et al., 1998). The small numbers of sub-
jects and limited information about background rates of prematurity in this study limit the ability to
attribute the prematurity to the antiretroviral therapy, and the PHS treatment recommendations (CDC,
1998d) have not been changed. Ongoing perinatal trials are being monitored intensively to evaluate
potential relationships between antiretroviral use and adverse pregnancy outcomes.
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Since maternal sexually transmitted diseases or chorioamnionitis may in-
crease the risk of vertical HIV transmission, efforts to prevent, detect, or treat
these infections are important. Similarly, since active drug use may increase the
risk of perinatal transmission (Landesman et al., 1996; Rodriguez et al., 1996)
and may interfere with the ability of expectant women to seek and comply with
appropriate medical care, efforts to improve access to drug treatment programs
for pregnant women are also important.

As previously discussed, a majority of infants acquire HIV infection during
delivery through mucosal exposure to maternal blood and/or vaginal secretions.
Optimizing obstetrical practices (e.g., limiting the duration of rupture of mem-
branes prior to delivery, avoidance of invasive procedures including scalp elec-
trodes during delivery) might help to limit the risk of transmission. Cesarean
section has been proposed as a means of reducing the risk of exposure, particu-
larly if performed prior to the rupture of membranes. A meta-analysis suggested
that cesarean section might protect against vertical HIV transmission (Rogers,
1997). In a recently reported study, cesarean section appeared to reduce the risk
of vertical HIV-1 transmission; however, the benefit of cesarean section was only
apparent when performed prior to the onset of labor and in mother-infant pairs
who received ZDV (Mandelbrot et al., 1998). Virocidal cleansing of the birth
canal prior to vaginal delivery has also been proposed as a means of reducing
intrapartum HIV transmission, though a study in Malawi that evaluated chlor-
hexidine vaginal cleansing during labor did not find an overall reduction in
transmission (Biggar et al., 1996). There was, however, a reduction in transmis-
sion if the chlorhexidine was administered to women whose membranes ruptured
at least four hours prior to delivery (Biggar et al., 1996).

DIAGNOSIS OF HIV INFECTION IN WOMEN AND INFANTS

The HIV testing algorithm recommended by the Public Health Service (PHS)
for pregnant women is comprised of initial screening with a Food and Drug
Administration (FDA) licensed enzyme-linked immunosorbent assay (ELISA).
Confirmatory testing of repeatedly reactive ELISAs with an FDA-licensed supple-
mental test (e.g., Western blot or immunofluorescence assay) must be done. The
diagnosis of HIV infection in adults requires that both the ELISA and the confir-
matory test be positive. According to the manufacturers, the third generation
ELISAs are 100% sensitive (probability that the test will be positive if the indi-
vidual tested is truly infected) in individuals infected long enough to have devel-
oped HIV antibodies and 99.9% specific (probability that the test will be negative
if the individual tested is truly not infected). Despite these excellent performance
characteristics, there may be a problem with false positive results in low-preva-
lence areas. For example, in a population of pregnant women where the preva-
lence of HIV is 0.03%, only 23% of samples with positive ELISA would be
found to be truly positive by confirmatory Western blot test. In a high-prevalence
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area with 2% HIV infection, the positive predictive value of the ELISA would
increase to 95% (see Appendix K).

To maximize prevention efforts, women must be identified as HIV-infected
as early as possible during pregnancy. Early diagnosis of HIV infection allows
the mother to avail herself of effective antiretroviral therapy for her own health,
and that can significantly reduce perinatal transmission. Women who know their
HIV status can be counseled not to breast-feed their infants. HIV-infected preg-
nant women can also be referred to appropriate psychological, social, legal, and
substance abuse services.

Reporting of conventional ELISA and Western blot tests typically takes one
to two weeks. At present, one rapid test (Single Use Diagnostic System HIV Test,
Murex Corporation, Norcross, Georgia) is commercially available in the United
States. As discussed in Chapter 7, an accurate rapid test would have utility among
pregnant women in labor who do not know their HIV status. It would help
identify HIV-infected pregnant women whose infants might still benefit from the
intrapartum and postpartum components of the ACTG 076 regimen. Rapid tests
can also be performed on newborns to ascertain their HIV exposure. The sensitiv-
ity and specificity of current rapid assays are comparable to those of ELISAs.
Because the predictive value varies with the prevalence of HIV infection in the
population tested, the positive predictive value of the test will be low in popula-
tions with low-prevalence, yielding many false positive results. A reactive rapid
test must therefore be confirmed by standard testing. If a second rapid test is
licensed, its performance would be independent of the current test, and the sensi-
tivity and specificity of the pair would be sufficient for use in perinatal settings
(CDC, 1998g). See Chapter 7 for further discussion.

Early diagnosis of HIV-infected infants is crucial for optimal medical man-
agement. Serologic methods are of limited utility for the early diagnosis of peri-
natal HIV infection. With efficient transfer of antibodies from an infected woman
to her fetus during the third trimester of pregnancy, all infants born at or near term
to an HIV-infected woman will be HIV-seropositive; uninfected infants may
retain passively acquired antibodies through 18 months of age.

The detection of HIV proviral genome in peripheral blood mononuclear cells
using the polymerase chain reaction (DNA PCR) is a highly sensitive, specific,
rapid, and cost-effective screening test for vertical infection (Bremer et al., 1996;
Luzuriaga et al., 1996). Using DNA PCR, 25% to 30% of infected infants may be
identified at birth and the remaining 70% to 75% of infected infants can be
identified by one month of age. According to the guidelines, the evaluation of the
infants’ infection status should begin within 48 hours of birth, with repeated
evaluations at one to two weeks and at one, two, and six months (CDC, 1998c).
Infants with single positive DNA PCR results should have a follow-up blood
specimen drawn immediately for confirmatory studies (DNA PCR and viral iso-
lation). The likelihood of infection is extremely low in those infants with nega-
tive DNA PCR studies through 6 months of age; subsequent serologic follow-up
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through 18 months of age is advised to document the loss of passively acquired
maternal antibodies (CDC, 1998c).

Because transmission of HIV occurs primarily in utero and intrapartum,
there is only limited utility in infant testing. When maternal serostatus is un-
known, however, HIV antibody testing of the newborn is important for the iden-
tification of children at risk for perinatal HIV infection and early referral for
appropriate medical evaluation and care. Control of viral replication and preser-
vation of the developing immune system have been demonstrated in infants who
initiated intensive combination antiretroviral therapy in early infancy (Luzuriaga
et al., 1997). In addition, the initiation of prophylaxis against PCP at age four to
six weeks has been recommended for all infants born to HIV-infected women;
such prophylaxis should be continued until HIV infection has been excluded
(CDC, 1995a).

SUMMARY

Perinatal transmission can occur antepartum, intrapartum, and postpartum.
Several factors, including maternal and virologic factors, fetal factors, placental
conditions, obstetric factors and breast-feeding, may influence the risk of perina-
tal transmission. Recent improvements in our understanding of the timing and
pathogenesis of perinatal HIV infection have allowed the development of effec-
tive strategies to prevent perinatal HIV transmission. To maximize prevention
efforts, women must be identified as HIV-infected as early as possible during
pregnancy and offered effective antiretroviral therapy. Postnatal evaluation of the
HIV at-risk infant, beginning immediately after birth, is important for early diag-
nosis and optimal medical management.
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5

Context of Services for Women and
Children Affected by HIV/AIDS

The committee’s recommendations must reflect the complex health care
system within which they might be implemented. Nations with a more integrated
system of health care, universal health insurance, and/or a central organizational
body that promulgates and enforces regulations might develop different ap-
proaches to the reduction of perinatal HIV transmission than those available in
the United States. But in this country, women and children, including those at risk
for or with HIV/AIDS, receive their health care from a variety of sources, de-
pending in large part on their economic situation, the availability of providers,
and their understanding of and comfort with the health care system in their
community. Their care is financed by a mixture of public and/or private insurance
and public funds; its content and quality are influenced by public and profes-
sional organizations; and oversight and regulation are achieved through a combi-
nation of national, state, and local authorities. These characteristics (see Table
5.1) and the fact that the health care system in the United States is undergoing
rapid change, contribute to the challenges inherent in implementing the com-
mittee’s recommendations.

This chapter first examines the community-level sites where women of child-
bearing age receive health care and how that care has been supplemented to meet
the additional needs of women and children at risk for or with HIV/AIDS. This is
followed by a review of the mechanisms for financing health care and of the
organizations responsible for developing and implementing policies concerning
maternity and HIV services. The chapter analyzes current trends in health care
and social services to determine how they may affect access to services important
for reducing the risk of perinatal HIV transmission and treating those already
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infected. This information provides the background for an understanding of the
rationale for the committee’s recommendations and should assist in their imple-
mentation. Appendix B contains more details on the issues covered here and
full references.

COMMUNITY-LEVEL SOURCES OF CARE FOR WOMEN,
CHILDREN, AND ADOLESCENTS

The current mix of service delivery structures available on the community
level can be organized into two somewhat arbitrary categories—public and pri-
vate nonprofit providers and private providers—neither of which is purely pri-
vate nor exclusively public. Some private providers receive differing amounts of
public funding for their patients, and many public and nonprofit providers use a
combination of public and private providers to deliver services.

The majority of women of childbearing age and their children receive their
health care, and, potentially, testing for and treatment of HIV/AIDS, in a private
provider’s office (Weisman, 1996). While most of these providers are physicians,
including obstetricians, family physicians, internists, and pediatricians, a signifi-
cant number of women receive care from nurse practitioners and nurse midwives.
Private providers may be in a solo or group practice, and a large and growing
percentage are affiliated with managed care organizations.

Some women and children are not served by private providers because they
do not have health insurance, there are no private providers locally, or those
available do not accept public insurance. These women and children rely on a
variety of public and private, nonprofit facilities, often referred to as “the safety
net.” These facilities include clinics operated by state or local health departments,
community or migrant health centers, public and private, nonprofit hospitals, and
family planning clinics operated by Planned Parenthood affiliates and other pri-
vate nonprofit groups. Safety net facilities may provide maternity, family plan-
ning, STD (sexually transmitted disease), nutrition, and other non-reproductive-
related services to women, as well as well-child supervision and illness and
specialty care to children. Many of those served in these facilities are at high risk
for HIV infection because they are poor and come from disadvantaged communi-
ties with a high rate of HIV infection. Most adolescents receive their health care
at community teen clinics, school-based clinics, community family practices,
private family practices, and private pediatric practices (Blum et al., 1996). More
than 900 school-based or school-affiliated health centers provide a range of pre-
ventive and primary care services to adolescents.

A number of other programs serving women of childbearing age and young
children offer opportunities for reducing the risk of perinatal transmission of
HIV. At any point in time, approximately 120,000 women are inmates in prisons
and jails throughout the country and have access to limited care within these
facilities. Increasingly, prisons and jails also contract with private or public pro-
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viders in the community for primary and specialty care, often arranged through
university medical centers and correctional health care companies, the latter on a
capitated basis.

Community mental health centers and substance abuse treatment facilities
offer specialized care to women and sometimes to children. Drug treatment is
funded primarily through the Substance Abuse, Prevention, and Treatment Block
Grant. States receiving this funding are required to set aside a minimum of 5% of
the funds for treatment of pregnant women, and to give pregnant women priority
in enrolling for treatment services. States are also required to provide primary
care, prenatal care, and child care to the women served under the set-aside. In
common with prison system, substance abuse treatment facilities often contract
with community providers for primary and specialty health care services.

The Special Supplemental Nutrition Program for Women, Infants, and Chil-
dren (WIC) offers food supplements, nutritional counseling, and referrals to ma-
ternity and child health care for pregnant women and children at approximately
10,000 sites, often at locations where they receive other care.

Many public and nonprofit providers receive funding to provide specific
HIV- and AIDS-related care to women and children. In addition, there is a net-
work of facilities to provide such care exclusively. These include HIV testing and
counseling centers, community-based nonprofit AIDS service organizations, and
clinic settings.

FINANCING HEALTH CARE SERVICES FOR WOMEN,
CHILDREN, AND ADOLESCENTS

Health care for women of reproductive age and for children is financed by
private and public insurance and by a wide range of other funding mechanisms
that support community-based public and not-for-profit agencies. The number of
Americans who do not have health insurance coverage continues to grow. Nearly
41 million persons under age 65 were without public or private health insurance
in 1996. Approximately 19% of women of childbearing age (18–34 years) and
10% of children under 18 are uninsured (Kaiser Commission on Medicaid and
Uninsured, 1998a). There are a number of reasons for this growth in the unin-
sured, not the least of which is the cost of coverage for the employer, the em-
ployee, and the individual purchaser.

The number of persons without health insurance coverage puts a strain on
public and private, nonprofit community-level agencies that offer health care. If
the patient has health insurance, these agencies receive reimbursement from the
insurer, including Medicaid. If the patient does not have insurance, these agen-
cies must cover patient care through grants and contracts and/or other types of
support from multiple federal, state, and local sources, both public and private,
including philanthropy.
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Private Insurance

The majority of women of childbearing age (70%) and children (66%) have
their health care paid for through private insurance (Kaiser Commission on Med-
icaid and Uninsured, unpublished). Private insurance is usually obtained through
employment directly or as a dependent of an employed person. Private health
insurance on an individual basis is much more expensive, and the percentage of
women and children with private insurance has declined steadily over the past
decade (EBRI, 1997).

A number of issues about private insurance coverage for HIV/AIDS remain
unresolved at this time. These issues include whether health plans can exclude
from coverage individuals who have received a diagnosis of HIV infection before
coverage; whether an employer can restructure a health plan to reduce benefits
for a specific type of illness after a claim has been filed; and whether specific
services will be considered “medically necessary” and therefore covered under
insurance plans (Gostin and Webber, 1998). In June 1998, the Supreme Court,
ruled in Bragdon v. Abbott, that individuals with asymptomatic HIV infection
meet the legal definition of having a physical impairment under the Americans
with Disabilities Act (ADA). The impact of this ruling on discrimination in
insurance, as well as in employment and services offered by business and govern-
ment, remains to be seen (Kaiser Family Foundation, 1998a).

The Health Insurance Portability and Accountability Act (HIPAA), passed in
1996, addressed private insurance coverage for people with pre-existing condi-
tions, including those with HIV/AIDS. The law prohibits group health plans,
insurers, and managed care organizations from denying coverage because of pre-
existing conditions if the person had been insured for an uninterrupted 12 months
prior to the application. In addition, the law:

• limits to 12 months the time a person can be subject to a pre-existing
medical condition exclusion if the individual had no previous health care cover-
age;

• guarantees the availability of individual health insurance policies for those
who leave jobs and have maintained previous coverage;

• prohibits denial of coverage in group plans to persons in poor health; and
• requires insurers to sell plans to small employers and guarantees renewal

for both small group and individual coverage.

Although the HIPAA provides protections for those affected by HIV, it does
not address the cost of premiums that insurers may impose, an important issue
related to access.
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Public Insurance

Medicaid covers 32% of low-income women of childbearing age and 49% of
low-income children under 18 (Kaiser Commission on Medicaid and Uninsured,
1998b). Medicaid is the second largest public financing mechanism for health
care and the largest single payer of direct medical services for people with AIDS.
Over 61.5% of women in care for HIV are insured by Medicaid (Rand, 1998).
Medicaid also pays for the care of about 90% of children with AIDS (DHHS,
1998). In 1996 only 15% of women in care for HIV with an asymptomatic HIV
diagnosis (CD4 count of 500 or above) had private insurance, 60% had public
insurance (Medicaid and Medicare), and 25% had no insurance. As the disease
progresses to AIDS (CD4 counts below 200), those with public insurance in-
creased to 70% (Rand, 1998).

Under Medicaid, all states are required to cover maternity services through
60 days postpartum for pregnant women with incomes below 133% of the Fed-
eral Poverty Level (FPL) and, at state option, the income cut-off for pregnant
women can be raised to 185% FPL (and the federal match still maintained).
States are also required to cover infants born to Medicaid-eligible pregnant
women through the first year of life. In addition, states must cover children
through age 5 who live in families below 133% FPL, and children ages 6 to 13
whose family income falls below 100% FPL. Older children with family income
below 100% FPL are to be gradually phased in until 18 year olds are covered in
2002. States have the option of expanding coverage for children beyond the
minimum requirement, and as of October 1997, a total of 27 had chosen this
option (Weil, 1997; Fine, 1997). Under the new, federal–state Child Health Insur-
ance Program (CHIP), federal funds are available to states that choose to expand
Medicaid coverage to children whose family incomes are up to 200% of poverty.
Under CHIP, states may choose to expand Medicaid eligibility, or they may use
the new federal funds to develop their own coverage programs for children.

The full range of services identified in a state Medicaid plan must be pro-
vided to all recipients, including those with HIV disease. In addition, some states
offer optional services such as targeted case management, preventive health ser-
vices, and hospice care. Not all physicians accept Medicaid as payment, however,
because rates may be low, payment slow, and paperwork cumbersome. All public
and private, nonprofit sites accept Medicaid payments, with the difference be-
tween the Medicaid reimbursement and the actual costs of the services provided
at these sites often covered by grants, usually from the federal government to a
community-based organization or to a state agency.

Medicaid currently covers all Food and Drug Administration (FDA) ap-
proved prescribed drugs, including those used for prophylactic treatment of AIDS-
related opportunistic infections, and drugs for treatment of HIV disease and
prevention of perinatal transmission. Although states are required to cover those
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drugs for people on Medicaid who participate in Medicaid’s drug rebate contract,
many states have imposed limitations by restricting the number of prescriptions a
patient can purchase in a month, the number and terms of refills, a requirement for
prior authorization, and a determination of “medical necessity.” In June 1996, in
response to reports that some managed care organizations did not include all FDA-
approved drugs for HIV in their formulary, the Medicaid program issued a directive
to states requiring that those which include drugs and cover the HIV population in
managed care assure that those drugs are available in managed care formularies.

The federal Social Security program offers two types of benefits for which
women and children with HIV/AIDS may be eligible. For persons with an em-
ployment history, Social Security Disability Insurance (SSDI) provides monthly
benefits to those disabled with a medical condition that is expected to last a year
or end in death and is serious enough to prevent them from doing substantial
work. The monthly benefit depends upon how much was earned while working.
After 24 months on SSDI, the recipient becomes eligible for Medicare. The
Supplemental Security Income (SSI) program is intended for those with a disabil-
ity who have not worked long enough to qualify for Social Security or whose
benefits are low and resources limited. Children with disabilities who live in low-
income families may qualify for the SSI Disabled Children’s Program (SSIDCP).
In most states, eligibility for SSI makes one eligible for Medicaid coverage.

Grants and Contracts

The range of funding mechanisms for primary and speciality care that ex-
isted prior to the HIV/AIDS epidemic has been supplemented by funding specifi-
cally for HIV/AIDS patients.

Primary and Specialty Care

Federal funds for primary and specialty care are authorized and appropriated
by Congress and distributed primarily from the Department of Health and Human
Services (DHHS) through the Maternal and Child Health Bureau (MCHB) and
the Bureau of Primary Health Care (BPHC) of the Health Resources and Services
Administration (HRSA); the Office of Population Affairs (OPA); the Centers for
Disease Control and Prevention (CDC); and Substance Abuse and Mental Health
Services Administration (SAMHSA). Federal money flows into the community
either directly through grants to public and private providers in the community, or
indirectly through state agencies, which then allocate funds in a manner specific
to their mandate. State funding consists of matching contributions required by
specific programs, shared funding, or supplemental funds used to expand service
support. Local health agencies, especially ones serving large populations, may
also fund primary and secondary health services. State and local health agencies
frequently receive grants from private foundations for special initiatives.
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HIV/AIDS

In addition to funding primary and specialty care, the federal, state, and
sometimes local governments, as well as foundations, charitable agencies, and
other groups, allocate funds exclusively to provide HIV- and AIDS-related care
to women and children. The most important source of federal funding for HIV/
AIDS care is the Ryan White Comprehensive AIDS Resources Emergency
(CARE) Act, administered by HRSA’s HIV/AIDS Bureau. In addition, CDC
supports community programs.

Under the Ryan White CARE Act, funds are awarded to eligible metropoli-
tan areas under Title I to provide outpatient health care, support services, and
inpatient case management. Title II funds go to states for home- and community-
based health care and support services, continuation of health insurance cover-
age, and drug treatment through the AIDS Drug Assistance Program (ADAP).
Title III provides funds to community agencies for early intervention services.
Title IV funds community-based agencies for coordinated HIV services and ac-
cess to research for children, youth, women, and families, and funds a smaller
program that focuses specifically on reducing perinatal HIV transmission. Title V
funds a dental reimbursement program, education and training centers, and dem-
onstration projects that address hard-to-reach populations.

A major source of concern for HIV/AIDS patients and their providers is the
cost of the drugs used for treatment. Many private insurance polices cover these
medications. Medicaid also covers pharmaceuticals, but may impose limits.
The ADAP, operating under Title II of the Ryan White CARE Act, is the
second largest source of funding for HIV/AIDS drugs after Medicaid and is the
payment of “last resort” (i.e., ADAP funds may be used only after all other
public and private insurance sources have been exhausted). The program pro-
vides funds to all 50 states, the District of Columbia, Puerto Rico, the Virgin
Islands, and Guam to make protease inhibitors and other therapies available to
the uninsured and underinsured individuals with HIV. Administered by the
state AIDS directors, each state determines its own financial and medical eligi-
bility criteria, the type and number of drugs covered, and their purchase and
distribution.

The demand for ADAP funds has increased dramatically as the number of
persons with HIV has grown and new therapeutic regimens have been developed.
In 1996, 83,000 persons with HIV disease were served and $52 million in supple-
mental funds were appropriated to supplement the $53 million committed by
states from their Title II awards. The FY 1997 ADAP budget had a 221% increase
over FY 1996, with the majority of funds coming from federal sources (Doyle et
al., 1997). Fifteen states have waiting lists for ADAP enrollment and/or for
access to protease inhibitors (AIDS Policy Center for Children, Youth and Fami-
lies, 1998). In 1997, four state programs did not cover protease inhibitors and two
states covered only one. Five states did not cover any of the prophylactic drugs
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strongly recommended in the 1997 guidelines and only two states had the full
complement recommended (CDC, 1997f; Doyle et al., 1997).

The CDC’s Division of HIV/AIDS Prevention enters into cooperative agree-
ments with states and territories to support more than 10,000 counseling and
testing sites and health education and risk reduction activities. The Division of
STD Prevention funds 3,000 STD clinics, the primary source of HIV testing in
public facilities. CDC’s Division of Adolescent and School Health supports the
development and implementation of HIV-related school policies and curricula to
prevent HIV infection.

As a result of these programs, all states and territories have an AIDS program
funded by both state and federal governments. The bulk of funding for HIV/
AIDS testing, counseling, and outreach services comes from HRSA and the
CDC. Although some testing and counseling centers are run directly by the state,
most other services are arranged through grants and contracts with community-
based providers.

The National Institutes of Health (NIH) funds HIV clinical research in insti-
tutions across the country through three diverse clinical trials networks, the AIDS
Clinical Trials Group (ACTG), the Pediatric AIDS Clinical Trials Groups
(PACTG), and the Terry Beirn Community Programs for Clinical Research on
AIDS (CPCRA). Although the primary purpose of these networks is research,
they provide important opportunities for women and children affected by HIV
who meet the protocol criteria to access health care services. The Ryan White
Title IV program assists in linking women and children to NIH research proto-
cols.

ORGANIZATIONS RESPONSIBLE FOR DEVELOPING AND
IMPLEMENTING POLICIES

Most of the agencies that fund primary and specialty services and HIV/
AIDS-specific services also exercise general or specific authority over those who
provide these services, whether in the private or the public sector. Private provid-
ers are responsible to licensing boards, must follow Medicaid requirements if
Medicaid-certified, must consider the recommendations of their professional or-
ganization regarding standards of care if they are to avoid litigation, and must
respond to the standards of the hospitals or managed care organizations with
which they are affiliated. State and local public and private, nonprofit agencies
frequently have multiple sources of funds and must meet the requirements estab-
lished by each of these funders, as well as state and local governing bodies and
boards.

By law and custom, responsibility in health affairs is shared by federal, state,
and local authorities. Federal and state entities often try to avoid issuing too many
regulations or might be perceived by their respective constituents as “excessive”
guidance. Many of these authorities “recommend” rather than “require.” The de-
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gree to which responsibility or authority is shared among these authorities often
shifts over time. The locus of responsibility for many public benefit programs has
shifted during the 1990s, with some responsibility “devolving” from the federal to
the state level and, in many states, to the local level. This shift has increased the
variability that has always existed from community to community in the organiza-
tion, structure, and funding of health care services, creating important challenges to
mounting an effective effort to reduce HIV perinatal transmission.

Implementation of the committee’s recommendations will require changes
in the policies developed by federal, state, and local government groups, man-
aged care organizations, and professional groups, as well as broad dissemination
of those policies.

RECENT CHANGES IN HEALTH CARE AND SOCIAL SERVICES

Several recent changes in federal policies will affect women and children at
risk for or already infected with HIV/AIDS.

Welfare Reform

The 1996 welfare reform legislation—the Personal Responsibility and Work
Opportunity Reconciliation Act of 1996 (PRWORA)—mandated changes in a
number of areas, including cash assistance, Medicaid, SSI, and access to federal
means-tested benefits. PRWORA repealed the AFDC (Aid to Families with De-
pendent Children) program and replaced it with the Temporary Assistance for
Needy Families (TANF) block grant, imposing limits on the amount of time a
family can receive economic support, sanctioning those that do not comply with
work requirements or requiring recipients to seek work or training first before
applying for assistance, and restricting cash assistance to citizens and certain
categories of legal immigrants. In addition, persons convicted of drug felonies are
prohibited from receiving cash assistance. It is important to note that there has
been a significant increase in the criminal prosecution of substance-abusing preg-
nant women over the past several years (Chavkin et al., 1998), thereby increasing
the likelihood that these women will not be eligible for cash assistance during
treatment.

PRWORA essentially bars many legal immigrants from receiving a range of
federal means-tested benefits, including TANF, Medicaid, SSI, Food Stamps,
and Social Service Block Grant services. It does, however, distinguish between
“current” qualified immigrants—those residing in the United States on August
22, 1996—and “future” qualified immigrants—those arriving after that date.
Current qualified immigrants are eligible for emergency Medicaid, may receive
non-emergency Medicaid and/or TANF at the state’s option, and may retain SSI
if they were receiving benefits on August 22, 1996. Future qualified immigrants
may receive emergency Medicaid only, are banned for five years from receiving
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Medicaid and TANF benefits, and are ineligible for SSI until citizenship. Un-
documented and “unqualified” immigrants are eligible for emergency Medicaid,
but are barred from all other federal means-tested benefits.

Under PRWORA, Medicaid is maintained as a federal entitlement for low-
income citizens. Medicaid eligibility is not linked with TANF; instead, families
are eligible if they meet AFDC eligibility requirements that were in effect as of
July 16, 1996.

Children with disabilities are also affected by PRWORA in that they must
meet a narrower definition of disability to become eligible for assistance through
the SSI Disabled Chidlren’s Program (SSIDCP), a common entry point for Med-
icaid eligibility and enrollment. The Balanced Budget Act of 1997 restores Med-
icaid for children who were receiving SSI on August 22, 1996, but lost it due to
changes in the welfare law.

These and other changes have a complex and significant impact on access to
care and, therefore, primary and secondary prevention opportunities for reducing
perinatal transmission. Most women with or at risk for HIV have low incomes,
are uninsured, and/or often rely on government programs to support their access
to health care. Women with HIV disease may become impoverished because the
disease itself prevents them from working or because of the expenses associated
with it. The traditional linkage of women with the Medicaid program often came
with their enrollment in AFDC (the former welfare program). With reduced
access to welfare due to changes in eligibility and the imposition of time limits
and sanctions, women may not be aware of their potential eligibility for Medicaid
or how to access the program. Although many states have attempted to ease
access to Medicaid for those applying for TANF benefits by creating a single
application for TANF and Medicaid, access has been made more complicated for
those not eligible or interested in TANF benefits because separate routes to
Medicaid have not been effectively established in many jurisdictions.

With access to both welfare and health care services restricted to certain
categories of legal immigrants and unavailable for the undocumented, opportuni-
ties for prevention and treatment are more limited. Many undocumented women
are fearful of accessing care because of Immigration and Naturalization Service
reporting requirements. Recent reports indicate that, at least in some states, appli-
cations for Medicaid (and therefore presumably Medicaid enrollment) have
dropped precipitously among households headed by non-citizens, even though
many non-citizens and/or their children remain eligible (Lewis et al., 1998).
Another potential problem is that even though transitional Medicaid is main-
tained under welfare reform, many women who move from welfare to work may
eventually secure employment that places them above Medicaid income eligibil-
ity cut-offs, but do not provide private insurance. In some cases, newly found
jobs may offer insurance but former welfare recipients may find it too expensive
to cover themselves or their dependents.

Beyond any impact from welfare reform, there is also an ongoing problem of
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continuity of Medicaid coverage. Due to Medicaid recertification processes and/
or temporary or permanent changes in a recipient’s eligibility status, about half of
the Medicaid population is continuously enrolled for less than 12 months. This
means that many women and children are without coverage for medical care for
varying periods of time, an issue critical to continuity of care, counseling, testing
for HIV, and the ability to comply with complex HIV drug regimens.

Access to care is also affected by the reduction in the disproportionate share
hospital (DSH) payments enacted in the Balanced Budget Act of 1997. DSH
payments compensate hospitals serving a large volume of uninsured and Medic-
aid patients. This program supports such safety net providers as outpatient HIV
clinics at public and nonprofit hospitals across the nation. This legislation also
provided states with the option of expanding access to Medicaid by creating a
“buy-in” for persons whose income was under 250% of poverty and who would
be eligible for SSI, but whose income was too high. This option has important
implications for women with HIV (Families USA Foundation, 1997).

Managed Care

Managed care has become a major strategy to control health care costs in
both the public and the private sectors. Although managed care arrangements can
take different forms, they all include enrollment of individuals, contractual agree-
ments between the provider and a payor, and varying degrees of gatekeeping and
utilization control (Kaiser Commission on the Future of Medicaid, 1996). Be-
cause it is responsible for delivering care to a defined group of enrollees, man-
aged care makes possible, for the first time, accountability for the quality of care
of populations, including access to care and health outcomes (IOM, 1996a).

Enrollment in managed care arrangements has increased dramatically in both
the public and the private sector over this decade. Not only has the percentage of
employees enrolled in managed care plans increased from 48% in 1992 to 85% in
1997 (EBRI, 1998) but federal law now allows states to mandate the enrollment
of Medicaid beneficiaries in managed care organizations (MCOs). Almost half of
Medicaid recipients were enrolled in managed care in 1997 (HCFA, 1997).
Women, children, and youth are moving most quickly into managed care. This
population as a whole, particularly those with or at risk for HIV/AIDS, has
unique and complex needs requiring a broad array of multidisciplinary medical
and support services. For example, relationships have to be built between the
MCOs and the type of providers that adolescents seek—teen clinics, school health
clinics, community family practice sites, and family planning clinics.

Some of the problems encountered by persons with HIV enrolled in MCOs
include reduced access to specialty care providers, including HIV specialists;
reduced access to specific drug formularies and specific services; clinical deci-
sions apparently made on the basis of cost; limitations placed on the information
providers can provide; and insufficient time with providers. MCOs have diffi-
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culty setting appropriate capitation rates for those with HIV/AIDS. Also, many of
the providers who do have experience in providing HIV/AIDS care do not have
experience working within managed care environments (Kaiser Family Founda-
tion, 1998b). More time is needed to gain experience providing HIV specialty
services and to build systems that can monitor and evaluate the quality of care in
the managed care setting and provide oversight. One strategy chosen by some
states is to “carve out” or exclude specific services or populations from the
managed care contract and allow them to be provided as they were before the
affected individuals were placed in the managed care program. Some MCOs deal
with HIV/AIDS care in this way.

Medicaid managed care arrangements compete with public providers and
private community-based providers serving the uninsured and publicly insured.
Before the advent of managed care, these providers were frequently the only ones
who served the poor or near-poor patient. Reimbursement from Medicaid for
eligible populations allowed these providers to cross-subsidize the uninsured or
underinsured patient (Davis, 1997). Now, competition for Medicaid funds is
threatening the ability of these providers to support services to those without
adequate insurance coverage. In addition, “many public hospitals and . . . provid-
ers of care to the poor with a mission to render care to the uninsured are being
sold to private, for-profit organizations without a comparable mission to provide
uncompensated care” (Wehr et al., 1998).

Managed care contracts, like traditional insurance contracts, do not typically
identify specific conditions, and services are limited to what the purchaser speci-
fies. In 1996, 18 states covered counseling and testing for HIV in their Medicaid
managed care contracts, usually in the context of family planning services only.
Access to the ACTG 076 protocol was assured through specific language only in
Florida, but specific clinical services are often not mentioned in these contracts
(Wehr et al., 1998).

CONCLUSIONS

Improvements in the prevention and treatment of HIV/AIDS in women and
children and the efforts to promote the application of these new procedures have
taken place in the context of a health care system that is undergoing a revolution
in structure and funding. Major changes in Medicaid and welfare programs, the
growing number of uninsured, and the growing presence of managed care in both
the public and the private sector, are having a significant impact on the health
care system, affecting not only the availability of quality services, but access to
those services.

An array of federal, state, and local laws, regulations, policies, institutions,
and financing mechanisms shapes the services in any given locality and deter-
mines who has access to those services. The current mix of public and private
services and funding streams not only varies significantly from state to state and
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community to community, but is undergoing rapid change and is financially
vulnerable. The ability of public programs and private sector programs using
public funds to provide care has been significantly challenged, not only by the
growing number of uninsured and the reduction in public funding of health care
services, but by the rapid growth of managed care arrangements.

The complex patterns of sources of medical care, financing mechanisms,
program authorities, and organizations that influence care make it difficult to
institute policies for reducing perinatal HIV transmission. Local, state, and fed-
eral agencies have made many efforts to inform providers and the public, and to
promote counseling and testing of pregnant women wherever services are of-
fered, especially in states and communities with a high incidence of HIV infec-
tion. But more needs to be done to maximize opportunities for prevention of
perinatal transmission. The fact that our health care system is itself undergoing
dramatic changes in structure, funding, and service delivery presents both chal-
lenges and opportunities.

The chain leading to perinatal transmission of HIV infection described in
Chapter 1 (Figure 1.1) can be broken in a number of ways, including encouraging
pregnant women to seek prenatal care, informing them about HIV testing and
urging them to be tested, having all pregnant women tested, and providing treat-
ment to those who test positive. The complexity of the U.S. health care system is
often an impediment to the achievement of these goals. Among the many possible
obstacles inherent in the current health care system are: financial and access
barriers that may discourage women from seeking prenatal care; time constraints
imposed by managed care that may discourage physicians from counseling preg-
nant patients about the importance of testing; prenatal care sites that may not
have the staff to overcome the language and cultural barriers that may cause
women to refuse testing; financial and logistical problems that may make testing
difficult; and financial barriers to treatment of the HIV-positive woman. In addi-
tion, the multiple lines of funding responsibility and accountability have made it
extremely difficult to educate providers and to convince them of the necessity of
testing all pregnant women.
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68

6

Implementation and Impact of the
Public Health Service Counseling and

Testing Guidelines

Since the publication of the ACTG 076 (AIDS Clinical Trials Group proto-
col number 76) findings (Connor et al., 1994) in 1994, there has been a concerted
national effort to bring the benefits of HIV testing and appropriate treatment to as
many women and children as possible. Federal and state public health agencies,
as well as many professional organizations, have issued a series of guidelines,
recommendations, and policies about HIV counseling and testing in prenatal
care, and some states have passed laws regarding pre- and postnatal HIV testing.
As a result of these efforts, and in direct response to the ACTG 076 findings
themselves, many providers have changed their prenatal care practices. Despite
these efforts, however, prenatal testing remains far from universal, and many
HIV-infected women continue to receive substandard health care. Surveillance
data, as discussed in Chapter 3, indicate substantial reductions in perinatally
acquired AIDS cases since 1992, part of which have been attributed to prenatal
HIV testing and treatment with zidovudine (ZDV). In response to the committee’s
congressional charge to assess “the extent to which state efforts have been effec-
tive in reducing the perinatal transmission of HIV,” this chapter describes the
efforts to implement the Public Health Service (PHS) guidelines, and attempts to
estimate their impact.

The committee’s analysis is based on a combination of statistical and anec-
dotal information drawn from the published literature, government reports, work-
shop presentations, and site visits. Although the information is not drawn from
nationally representative studies, the committee believes that there is enough
consistency in the information that is available to draw general conclusions.
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DEVELOPMENT OF THE PUBLIC HEALTH SERVICE
COUNSELING AND TESTING GUIDELINES

The development of the Public Health Service (PHS) counseling and HIV
testing guidelines for pregnant women (CDC, 1995b), released on July 7, 1995,
was triggered by the ACTG 076 results a year earlier. The guidelines called for
universal counseling and voluntary testing of pregnant women, in lieu of a more
targeted approach to either high-risk women or high-incidence states (the guide-
lines are reproduced in Appendix N). The rationale for universal counseling was
that many HIV-infected pregnant women and newborns in low-risk groups and
low-prevalence areas were not being tested and treated. The universal approach
was seen by the PHS as a means of stimulating the development of a testing and
treatment infrastructure in low-prevalence states and regions (Appendix C).

The adoption of voluntary, as opposed to mandatory, testing was recom-
mended for a number of reasons: widespread support for the policy, particularly
from patients for whom adherence to a demanding drug regimen is essential for
prevention of transmission; a concern that mandatory testing might have served
as a potential deterrent to prenatal care; the risks of testing positive (e.g., dis-
crimination and domestic violence) might outweigh the benefits in some cases;
and experience indicating that greater than 90% of women accept testing when
offered (Appendix C).

IMPLEMENTATION OF THE PUBLIC HEALTH SERVICE
GUIDELINES IN LAW, REGULATION, AND POLICY1

Based on a survey of state activities, Gostin and colleagues (in press) con-
cluded that states have moved rapidly to implement the PHS counseling and
testing guidelines (CDC, 1995b), mostly without mandatory or coercive actions.
As of June 20, 1998, almost all states had taken steps to implement the PHS
guidelines in law, regulation, or policy (see Box 6.1). Only three states (Idaho,
Kansas, Vermont) have neither laws nor policies on counseling and testing of
pregnant women. Most states have policies, recommendations, or guidelines to
prevent perinatal transmission; 45 states have policies on counseling/testing of
pregnant women; 38 have policies on treatment of pregnant women; and 22 have
policies on testing, monitoring, or treatment of newborns. Only 19 states have
adopted laws or regulations on HIV counseling and testing of pregnant women.

Four states (Michigan, Mississippi, Tennessee, Texas) have routine “opt-
out” procedures, in which a woman will be tested unless she specifically objects.

1This section is based on Gostin and others (in press), reflecting data on 50 states and territories,
but not the District of Columbia. To simplify the exposition, territories are counted as “states.”
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Three states (Indiana, New Jersey, Rhode Island) have routine “opt-in” proce-
dures, which require prenatal care providers to offer the test. Testing is voluntary
with informed consent in the remaining 47 states. According to state policies or
laws, prenatal HIV counseling is required in 22 states, is routine in 10 states, and
is recommended in 18 states.

BOX 6.1 Sample State Laws and Regulations about Perinatal
HIV Counseling and Testing

• In Texas, section 97.135 of the state health code, amended in 1996, re-
quires prenatal care providers to distribute information about HIV provided by the
Texas Department of Health, verbally notify women (and note in their medical
records that notification was given) that an HIV test will be performed if the patient
does not object, advise women that the test is not anonymous, and take a sample
of blood and have it tested for HIV infection. In addition, physicians or others who
attend births must test new mothers or umbilical cord blood for HIV within 24 hours
of delivery for all births, unless the woman objects.

• As of January 1, 1998, the Tennessee HIV Pregnancy Screening Act of
1997 requires all providers who assume responsibility for prenatal care “to counsel
pregnant women regarding HIV infection and, except in cases where women
refuse testing, to test these women for HIV and to provide counseling for those
women who test positive.”

• New Jersey has had a law since 1995 requiring prenatal care providers to
provide their patients with information about HIV and AIDS, inform them of the
benefits of being tested for HIV, and present them with the option of being tested.
The New Jersey Department of Health and Senior Services has no authority to
enforce this law, but has undertaken a number of programs to educate providers
and patients about its provisions.

• California statute requires every prenatal care provider to offer HIV informa-
tion and counseling (the content of which is specified in the law), and to offer an
HIV test, to every pregnant patient. The offering must include discussion of the
purpose of the test, its risks and benefits, and the voluntary nature of the test. The
law also requires that these activities be documented in the woman’s medical
record. The state has also developed and widely disseminated comprehensive
clinician education and resource materials (including interactive teaching materials
for use with patients) and has made a toll-free clinician help line available.

• Since 1996, the New York Department of Health (DoH) has had regulations
requiring hospitals, diagnostic and treatment centers, health maintenance organi-
zations, and birthing centers (all of which are regulated by the DoH) to provide HIV
counseling and recommend voluntary testing to all women in prenatal care. Ac-
cording to DoH, universal HIV counseling and recommended voluntary testing is
now the standard of medical care for all prenatal care settings, whether regulated
or not. Pre-test counseling must be provided, and written informed consent for the
HIV test must be recorded on a DoH-approved consent form.



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

PUBLIC HEALTH SERVICE COUNSELING AND TESTING GUIDELINES 71

Most states have laws governing disclosure of HIV test results. Thirty-seven
states require reporting to the state health department. Other states permit disclo-
sure to the person’s spouse, or sexual or needle-sharing partner (26 states); to
foster agencies or families (9 states); or to the newborn’s pediatrician (15 states).
Eight states regulate disclosure to insurers.

Six states have adopted laws or regulations on HIV testing, monitoring, or
treatment of exposed newborns. Only New York State strictly mandates newborn
testing; Texas requires it, but allows mothers to refuse. At least six states have
provisions permitting testing of infants or minors without parental consent. In
two states, a doctor may test a newborn for HIV if he or she determines it is
medically necessary.

Virtually all states have programs to disseminate educational information to
health care institutions (40 states), to providers (41 states), and to pregnant women
and the public (31 states). These efforts are aimed at specific socioeconomic (10
states), ethnic (17 states), and age (19 states) groups, and 20 states distribute
information in languages other than English. Thirty-seven states incorporate PHS
guidelines into state-sponsored HIV programs, mostly through education and
training of counselors and health care providers. Eighteen states have reviewed
their contracts with managed care organizations regarding HIV issues, and nine
states report having required changes in the covered programs to implement the
PHS guidelines.

Although the issue has not been carefully studied, the committee has identi-
fied no evidence that the existence of state laws or policies mandating HIV
testing for either pregnant women or newborns has had any effect on offering or
accepting tests, or on avoidance of prenatal or other health care. Indeed, in the
course of its site visits, the committee heard many instances of providers and
patients who were unaware or confused about perinatal HIV testing laws and
policies in their states. If many people are unaware of the policies, they are
unlikely to change behavior.

IMPLEMENTATION OF THE GUIDELINES BY
PROFESSIONAL ORGANIZATIONS

Most organizations representing professionals who provide prenatal or new-
born health care have adopted positions that support universal counseling and
voluntary testing of pregnant women. The American College of Obstetricians and
Gynecologists (ACOG) advocates (1) routine counseling of all pregnant women
as part of prenatal care; (2) voluntary testing with consent; and (3) documentation
of refusal of testing in the patient’s chart. ACOG recommends that pre-test coun-
seling include information about risk behaviors, vertical transmission, availabil-
ity and effectiveness of therapy, and the potential social and psychological impli-
cations of testing positive. The group also recommends, on a voluntary basis,
contacting sexual partners of HIV-positive patients, as well as sharing testing
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information with health care professionals, including pediatricians (ACOG, 1997;
Hale and Zinberg, 1997).

The American Academy of Pediatrics (AAP) also calls for universal coun-
seling and voluntary testing of pregnant women, and recommends testing of all
newborns whose mothers either are HIV-infected or have unknown HIV status.
The AAP’s recommendations include these key points: (1) All pregnant women
should receive routine HIV education and routine testing, with consent. Consent
can take the form of the right of refusal in order to facilitate rapid incorporation of
HIV testing into routine practice. (2) All testing programs should evaluate the
percentage of women who refuse testing. In cases of poor acceptance rates,
programs should analyze why and make changes. (3) Newborn testing should be
performed, with maternal consent, when the mother’s HIV status is unknown. If
the newborn tests positive, the mother should be notified and should receive
referral for her testing and treatment. (4) Results of maternal testing should be
provided to the pediatric health care provider. (5) Comprehensive HIV-related
medical services should be available to all infected mothers, infants, and other
family members (AAP, 1995b).

The National Medical Association (NMA) position on HIV testing of preg-
nant women asserts that (1) health care professionals should offer counseling and
voluntary HIV testing to all pregnant women on a confidential basis; (2) health
care professionals should offer zidovudine (ZDV) therapy to all HIV-infected
pregnant women and newborns without attempting to coerce treatment; (3) in
HIV-infected women, amniocentesis, fetal scalp electrode placement, or mea-
sures that lead to prolonged rupture of the fetal membranes should be avoided, as
should breast-feeding; and (4) confidentiality, while extremely important, should
not extend to withholding test information from other health care workers, such
as pediatricians, for whom the information has medical significance (Appendix C).

The American Academy of Family Physicians (AAFP) recommends univer-
sal HIV counseling and voluntary testing for all pregnant women, and has adopted
as policy the section “Guidelines for Counseling and Testing for HIV Antibody”
from the CDC statement “Public Health Service Guidelines for Counseling and
Antibody Testing to Prevent HIV Infection and AIDS” (CDC, 1987). In addition,
HIV education is part of state association meetings, and the two AAFP publica-
tions also cover HIV issues.

The American Medical Association (AMA) is the only professional organi-
zation that supports mandatory HIV testing of all pregnant women and newborns,
but this policy is not without controversy. In June 1995, the AMA Council on
Scientific Affairs reviewed the available scientific data available and recom-
mended that the AMA adopt a policy encouraging physicians to give a high
priority to educating all women about HIV infection, and calling for prenatal HIV
testing to be voluntary and its acceptance the responsibility of the woman (AMA,
1995). In June 1996, however, the AMA House of Delegates adopted a policy
acknowledging that “mandatory testing for HIV of newborns at birth is too late to
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prevent perinatal transmission of this virus,” but concluding that “there should be
mandatory HIV testing of all pregnant women and newborns with counseling and
recommendations for appropriate treatment” (AMA, 1996). The House of Del-
egates reaffirmed this position in 1997 (AMA, 1997).

The American College of Nurse Midwives (ACNM) policy is that all women
should be counseled on HIV risk behaviors and risk reduction strategies, and
following counseling, all women should be offered HIV testing with informed
consent. The group opposes mandatory testing as a condition of receiving care,
and recommends that women be counseled in a non-directive manner regarding
reproductive choices and pregnancy care. ACNM recommends that all HIV-
infected women be counseled on the risks and benefits of ZDV therapy during
pregnancy, and offered this medication. The college also recommends that all
HIV-infected women receive prenatal and perinatal care that minimizes the risk
of vertical transmission through utilization of non-invasive techniques, and that
HIV-infected women with access to adequate formula supplies should be advised
to avoid breast-feeding (ACNM, 1997). The Association of Women’s Health,
Obstetric and Neonatal Nurses (AWHONN) also supports voluntary HIV testing
with appropriate counseling, maintenance of confidentiality, and freedom from
discrimination based on HIV status (AWHONN, 1995).

The Association of Maternal and Child Health Programs (AMCHP), which
represents state maternal and child health programs, has incorporated PHS guide-
lines into its policy on HIV counseling and testing (AMCHP, 1995), which
supports early and routine counseling to enable all pregnant women and others of
reproductive age to understand the risk of HIV infection and the benefits of early
testing, identification, and treatment. In addition, the statement calls for volun-
tary testing with informed consent as the standard of practice.

The AIDS Policy Center for Children, Youth and Families (APCCYF), an
advocacy organization for service providers supported by Title IV of the Ryan
White Comprehensive AIDS Resources Emergency (CARE) Act, recommends
that routine HIV counseling and voluntary, confidential HIV testing with in-
formed consent be the standard of care for all pregnant women, and supports
policies and procedures in all hospitals, clinics, and doctors’ offices related to
routine HIV counseling and voluntary, confidential HIV testing with informed
consent, and follow-up for linkages to care (APCCYF, 1995).

IMPLEMENTATION OF COUNSELING AND HIV TESTING AND
QUALITY CARE FOR HIV-INFECTED PREGNANT WOMEN

As indicated in Chapter 1, the committee has organized its analysis in terms
of a chain of events needed to prevent perinatal transmission of HIV (Figure 1.1).
In the following section, this chain is used to summarize the evidence about the
implementation of the PHS counseling and testing guidelines (CDC, 1995b) in
clinical practice. In particular, this section covers access to and utilization of
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prenatal care; counseling and offering HIV testing in prenatal care; acceptance of
prenatal HIV testing; offering, accepting, and complying with ZDV treatment;
and provision of quality health care for HIV-infected women.

Early Prenatal Care

As indicated in Chapter 4, to successfully reduce perinatal HIV transmission,
HIV-infected women would ideally be identified early in pregnancy. Late or no
prenatal care is thus a significant barrier to identification and treatment of HIV-
infected pregnant women.

From 1970 to 1995, the percentage of women in the United States receiving
prenatal care in the first trimester of pregnancy steadily increased from 68.0% to
81.3%, and the percentage of women receiving late (i.e., at seven to nine months
gestation) or no prenatal care declined from 7.9% to 4.2% (NCHS, 1997). Rela-
tively few women receive no prenatal care (1.7% in 1992), but rates increase with
parity, are higher in African-American women, and are highest in large cities. In
1992, as many as 8.5% of women living in the largest American cities (i.e., the 22
urban areas with populations of 500,000 or more residents) received no prenatal
care. Among African-American urban residents, 11.7% had received no prenatal
care (compared to 7.0% of white urban women), but rates are over 20% in some
urban areas (for example, 22.1% and 20.7% in Manhattan and Philadelphia,
respectively) (DHHS, 1992). This trend is worrisome because HIV infection in
women tends to be concentrated in large urban areas in the Northeast.

The prenatal care patterns of HIV-infected pregnant women have been as-
sessed in at least three studies. Among the 1,311 HIV-infected pregnant women
identified in CDC’s State Enhanced Pediatric HIV Surveillance Program (STEP)
in four states (New Jersey, South Carolina, Michigan, and Louisiana) from 1993
to 1996, 14% had no prenatal care, and another 23% started care in their third
trimester. As many as 35% of drug using, HIV-infected women had no prenatal
care (Appendix D; CDC, 1998f). In a study of HIV-infected pregnant Medicaid
recipients giving birth from 1985 to 1990, 90% had initiated prenatal or HIV care
by 34 weeks’ gestation, but only 50% had initiated care by 14 weeks. Fourteen
percent of these women received no care until the last few weeks of pregnancy
(Turner et al., 1997). Similarly, 14% of HIV-infected women in several counties
in Texas received late or no prenatal care (Shakarishvili et al., 1996). These
studies would suggest that roughly 15% of HIV-infected women receive no pre-
natal care.

Counseling and Offering HIV Testing

PHS guidelines recommend that all pregnant women in the United States be
offered and encouraged to accept voluntary HIV antibody testing early in preg-
nancy (CDC, 1995b). Some states go further, requiring that all women in prenatal
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care be offered an HIV test. Meeting this target requires that prenatal care providers
be aware of the benefits of maternal HIV screening and adopt practices to ensure
that all pregnant women are counseled and offered testing. A total of 22 recent
studies (conducted from 1994 to 1997) of prenatal care providers’ attitudes and
practices regarding HIV counseling and testing have been identified, and are sum-
marized in Table 6.1. These studies were conducted in 22 states, and all involved
surveys of prenatal care providers. The specific methods of study varied somewhat
(e.g., telephone versus mail administration of survey), as did the sampling (repre-
sentative versus convenience samples) and the response rates (from 25% to 84%).
Many of the studies were unpublished at the time of this review and therefore have
not been subject to peer review. Because most of the literature on provider behavior
is based on surveys that rely on self-reports, there is a possibility of biased reporting
favoring compliance with recommended practice. It is difficult to draw a national
picture from the results of these selected states, but there does appear to be signifi-
cant variation across geographic areas and significant gaps between provider aware-
ness and application of recommended practices.

Awareness of CDC’s guidelines, state HIV testing laws, and the ACTG 076
results appears to vary among prenatal care providers:

• In 1997, 60% of prenatal care providers in Oregon were familiar with
CDC’s recommendations regarding perinatal HIV transmission (Rosenberg et al.,
undated abstract).

• In 1996, 92% of Michigan providers were aware of state HIV laws (Michi-
gan Department of Community Health, 1997).

• In 1996, 93% of Wisconsin providers had read a position paper, attended
continuing education programs, or implemented an HIV testing policy (Wiscon-
sin AIDS/HIV Program, 1997).

• In 1996, 87% of Montana’s obstetric providers were aware of CDC rec-
ommendations for testing pregnant women for HIV (Montana Department of
Public Health and Human Services, 1996).

• In 1995, 75% of California obstetricians were familiar with state law
regarding HIV testing (Segal, 1996).

• In 1995, 90% of North Carolina providers had heard of the ACTG 076
results, but fewer providers reported familiarity in later years in Colorado (75%
in 1996) and Atlanta, Georgia (60% in 1997) (Newton and Bell, 1997; Walter et
al., 1998; Nyquist, undated abstract).

Provider surveys, on the other hand, indicate substantial variability in clini-
cal practices and significant gaps between recommended and reported practices:

• In 1997, 94% of providers in New Jersey said they offered HIV testing to
all or most of their prenatal patients (Ching et al., 1997).
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TABLE 6.1 Summary of Selected Recent Research on Prenatal Care
Providers’ Attitudes and Behaviors Related to Perinatal HIV Testing

Study Geographic
Investigator(s) Period Area Methods

Newton ZB, Bell WC
July 21, 1997
Report from Georgia
Department of Human
Resources

Ching S, Paul S,
Goldman K
May 1, 1997
Abstract and graduate
program fieldwork
project write-up

Bell LJ
1997
Reported in State Disease
Prevention and
Epidemiology Newsletter

Rosenberg KD, Townes
JM, Gonzales K,
Modesitt SK, Fleming
DW
Abstract

Partika N, Johnson J
November 14, 1997
Unpublished report

Riley CW
January 1998
Perinatal HIV Infection
White Paper, Virginia
Department of Health

Spring 1997

1997

July 1997

January 1997

July 1996 to
June 1997

1996

Metropolitan
Atlanta,
Georgia

New Jersey

South
Carolina

Oregon

Hawaii

Virginia

Survey of a convenience
sample of 150 private
practice OB/GYNs at nine
hospitals in metropolitan
Atlanta. No information on
RR

Mail survey of members of
state medical association of
OB/GYNs. RR 51% (160/
315)

Mail survey of licensed
obstetricians. RR 63% of
practicing OBs

Mail survey of 208 persons
named as birth attendants
on randomly selected birth
certificates of children born
in Oregon between January
1995 and July 1996. RR
80% (167/208). Analysis
limited to 159 prenatal care
providers

Mail survey of 326 OB/
GYN and family practice
physicians statewide. RR
33% (107/326). 61 reported
caring for pregnant women
in last year

Mail survey of 281 medical
practices providing prenatal
care in Virginia. 230 in
sample were OB/GYN
practices
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Results Comments

60% are aware of the ACTG 076 study, 72% report
encounters with HIV+ patients. 77% have policy of
routine offer of HIV test to all patients; 6% report testing
by risk assessment or patient request. Only 15% report all
patients are screened. 55% report lack of information
makes implementing ACTG guidelines difficult

94% report offering HIV testing to all or most pregnant
patients, 90% discuss benefits of HIV testing with all or
most, 77% report counseling all or most about HIV, 59%
provide counseling, discuss benefits of HIV testing, and
offer test to all pregnant patients. Gender, years of
practice, and number of HIV patients not related to
levels of implementation

97% routinely screen pregnant women for HIV. 90%
report at least 75% of women accepting test. 21% of
OBs test without informed consent

60% familiar with the CDC recommendations, 63%
encourage all pregnant patients to be tested, 33%
encouraged testing only for those with known risk
factors. HIV counseling and screening practices did not
differ by provider type, location of practice, specialty, or
number of births attended per year. Fewer than one-half
of all pregnant women are estimated to have been tested

86% (53/61) offered HIV counseling and testing to most
or all of their pregnant patients (76% to 100%). 47%
(29/61) report that most or all pregnant women accepted
HIV counseling and testing. 29% (18/61) report that less
than 50% of women offered HIV counseling and testing
accepted it. No explanations for the refusals was offered

54% of practices report offering HIV tests to 76% to
100% of patients. Among OB/GYN practices, 99% report
offering HIV test to 76% to 100% of patients. Less than
half (48%) of practices report that 76% to 100% of
patients accept HIV tests. 15% report that 10% or fewer
patients accept the test. Physicians report that the most
common reason women decline testing is that they think
that they are not at risk or they have already been tested

New Jersey requires providers to
provide HIV counseling,
discussion of HIV test benefits,
and a voluntary HIV test offer

Responding providers attend
approximately 40% of Oregon
births

As of July 1995, providers are
required by law to counsel
women seeking prenatal care
about HIV and to offer
voluntary testing

Continued
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Wisconsin AIDS/HIV
Program
April 1997
Unpublished report

Ohio Department of
Health
October 31, 1997
Unpublished report

Nyquist C
Undated abstract

Michigan Department of
Community Health
1997
Report of Subcommittee
on Perinatal HIV
Reduction

1996

Fall 1996

Fall 1996

October 1996

Wisconsin

Ohio

Colorado

Michigan

Mail survey of 600
physicians (GP/FP, OB/
GYN, other M.D. prenatal
providers), and 400 nurse
practitioners providing
prenatal care, nurse
midwives, and physician
assistants specializing in
family practice and OB/
GYN. RR 75%. Analyses
limited to 591 providing
prenatal/obstetric care

Mail survey of systematic
random sample of Ohio
registered OB/GYNs. RR
68% of eligible physicians
contacted (393/582)

Mail survey of FPs, OBs,
and nurse midwives
(members of professional
societies). RR 49% (634/
1,301). 324 provide
prenatal care (about one-
third of OBs; two-thirds
FPs).

Survey of 150 OB/GYNs
attending a regional ACOG
meeting. RR 25%. Survey
of 25 M.D.s at the
Michigan State Medical
Society/Maternal and Child
Health Subcommittee. RR
48%. Mail survey of 102
members of the American
College of Nurse Midwives
practicing in Michigan. RR
49%. A total of 100
providers included in
analyses

TABLE 6.1 Continued

Study Geographic
Investigator(s) Period Area Methods
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93% had read a position paper, attended continuing
education, or implemented a policy regarding HIV
testing of pregnant women. 93% agreed that all pregnant
women in their community should be offered HIV
testing. 74% offer HIV testing to all prenatal patients.
57% report a consent rate greater than 75% when they
offer HIV testing. Since 1994, 72% of prenatal care
providers report increased level of HIV testing

More than 93% offered HIV testing, and most offered it
for all pregnant women. Vast majority said that some
form of HIV counseling was available to at least some
pregnant women, but 14% counsel only patients with
positive tests and 9% offered no counseling. Percentage
of women tested varied from 0 to 100%, with a median
value of 60%

75% stated familiarity with findings of ACTG 076. 90%
screen pregnant women for HIV infection, 50% always
test for HIV, 75% strongly agree/agree that “all pregnant
women should be tested for HIV regardless of stated risk
behaviors”

92% of providers are aware of Michigan’s HIV laws,
94% of midwives and 82% of OBs said that they were
compliant all the time with the counseling aspects of the
law. 68% of midwives and 55% of OBs said they were
compliant with the laws in terms of routinely
incorporating HIV testing in the care of pregnant
patients

According to a 1993 survey,
only 39% of prenatal care
providers reported that they
offered HIV testing to all of
their pregnant patients

Barriers to counseling mentioned
were lack of support staff and
lack of time

Michigan law requires all
pregnant women be counseled
about, and tested for HIV. HIV
testing of pregnant women and
their infants is voluntary.
Written, informed consent for
testing must be obtained prior to
testing

Continued

Results Comments
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Allen D, Gortmaker SL,
Cotton DJ, Gardner JD
Unpublished report

Rubin T, HCFA
IOM workshop
presentation
April 1, 1998

Montana Department of
Public Health and Human
Services STD/HIV
Section
Unpublished report

Phillips KA, Morrison KR,
Sonnad SS, Bleecker T
1997

Sage A, Mahon B,
Colford JM
1995
Unpublished report

1996

January 1996,
follow-up
December 1996

1996

1995

February 1994

Massachusetts

Delaware,
Florida, New
Jersey, Rhode
Island

Montana

California,
San Francisco
Bay area

California

Mail survey of all obstetri-
cians and midwives
regarding 1995 HIV
counseling and testing
policies and practices. RR
56%

Mail survey of Medicaid
participating providers of
prenatal and obstetric care
regarding counseling
practices and use of the
ACTG 076 treatment
protocol. RR 24% to 40%
across sites for first wave,
23% to 42% across sites
for second wave

Survey of 225 family
practice and OB/GYN
physicians providing OB
care in Montana. RR 52%

Mail survey of 180 primary
care providers (OB/GYN,
FP, or GP). Not limited to
obstetric providers. RR
73% (121)

Mail survey of 700 OBs/
FPs and 300 certified nurse
midwives (CNMs) with $5
incentive. RR 74% M.D.s,
82% CNMs. 430 provided
prenatal care

TABLE 6.1 Continued

Study Geographic
Investigator(s) Period Area Methods
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62% have explicit policy on counseling, and 75% use
standardized approach to testing. “On average
respondents reported counseling 67%, offering an HIV
test to 73%, and testing 39% of patients”

47% to 71% of those providing prenatal care treat HIV+
pregnant women (wave 1), 46% to 83% (wave 2).
Roughly 70% of providers in both waves 1 and 2
routinely offer HIV tests and are familiar with the ACTG
076 protocol

87% report awareness of CDC recommendations. 18%
reported screening all pregnant patients and 55% screen
less than one-fourth of pregnant patients for HIV. 62%
reported that pregnant women are not screened because
there is no perceived risk. Other barriers included
women’s fear of test results, fears about confidentiality,
cost, and women’s lack of awareness regarding treatment

86% support voluntary testing, 61% support routine
testing without explicit consent, and 55% support
mandatory testing. Few providers state that they support
policies targeting testing to women with risk factors, yet
in practice, providers are much more likely to encourage
testing for women with risk factors than those without
risk factors—90% of providers are very likely to
encourage pregnant women with risk factors to be tested;
34% encourage women without risk factors, and only 9%
encourage women without risk factors

42% providers discuss HIV/AIDS with all pregnant
patients, 44% recommend an HIV test for all patients.
Providers tested a median of 18% of pregnant patients.
Providers from high-prevalence areas were more likely
than those in low-prevalence areas to discuss HIV/AIDS
with all of their pregnant patients. Female providers and
providers in HMOs were more likely than others to
recommend testing and to test more patients

Presence of clinical policies was
predictive of counseling and
testing

Conducted as part of an
evaluation of the HCFA
Maternal AIDS Consumer
Information Project. A follow-up
survey in each state has been
conducted

Following this study (as of
January 1996), California
providers are required by law to
offer all pregnant women
voluntary HIV testing and
document this in the medical
record

Continued

Results Comments
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Segal AI
1996
Published paper

Hamm RH, Donnell HD,
Wilson E, Meredith K,
Louise S, 1996
Published paper

Mills WA, Martin DL,
Bertrand JR, Belongia
EA
March 1998
Published paper

Louisiana Morbidity
Report
1995

Walter EB, Lampe MA,
Livingston E, Royce RA
1998
Published paper

1995

October 1995

August through
October 1995

August 1995

July 1995

California

Missouri

Minnesota

Louisiana

North
Carolina

Mail survey of ACOG
fellows in California
regarding attitudes toward
HIV counseling and
testing. RR 50%

Mail survey of 1,535
licensed OB/GYNs, GP/FPs
delivering infants,
advanced practice nurses
reporting OB/GYN as an
area of interest, and other
nurses. RR 25% (303
providers offering
pregnancy care included in
analyses)

Telephone survey of 83
OBs and 94 FPs randomly
selected from the
Minnesota Medical
Association directory. All
practiced obstetrics. RR
86% OBs, 95% FPs

Mail survey of 167 OBs in
urban and rural areas (all
OBs in rural areas included
in sample). RR 84%. Mail
survey of 68 hospitals that
provide labor and delivery
services. RR 99%

Statewide mail survey of
prenatal care providers
(OB/GYN, FPs, nurse
midwives, nurse
practitioners). $1 incentive.
RR 59% (594/1,010); 66%
eligible providers (594/
907). Analyses limited to
511 prenatal care providers

TABLE 6.1 Continued

Study Geographic
Investigator(s) Period Area Methods
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Results Comments

74% understood California law regarding testing, 64%
favor mandatory HIV testing. 66% thought voluntary
testing would not effectively decrease transmission rates.
10% to 20% do not provide any level of HIV counseling
or testing, 45% expressed competence and “comfort” to
care for HIV+ patients

70% of OBs and 57% of FPs aware of 1994 PHS
guidelines on use of ZDV; 90% or more of providers
reported that all pregnant women should be offered HIV
testing by their prenatal care provider. 68% of OB/
GYNs, 55% of GP/FPs, and 69% of advanced practice
nurses offer HIV testing to all pregnant women who are
present for care

89% of physicians agreed with a recommendation for
universal HIV counseling and voluntary screening of
pregnant women. In practice 49% screen high-risk
patients only, 43% screen all patients, and 8% do not
screen patients. Median percentage of prenatal patients
screened was only 10%. Women were more likely than
male physicians to screen their patients for HIV

69% of urban and 70% of rural OBs routinely test
pregnant women for HIV. 43% of hospitals test pregnant
women for HIV at the time of delivery if their HIV
status is unknown. Based on estimates of percentage of
patients tested at hospitals, 68% of pregnant women
knew their status at the time of delivery

90% of providers had heard of ACTG 076. Among
providers with access to HIV testing, 82% had a policy
to offer HIV testing to all patients. But actual testing
practice for many is based upon risk assessment. 67%
offer HIV tests to all women that they see for prenatal
care. Women seen in private offices are less likely than
those seen in public health departments to be tested
during pregnancy

Supplementary comments
provided suggest that OBs view
HIV counseling requirements
and confidential record keeping
as logistically difficult, time
consuming, and expensive

Barriers to comprehensive
counseling reported by
physicians are limited staff time
and patient population at low
risk/no need

Most physicians reported
screening all patients for
syphilis and hepatitis B.
Percentages of patients screened
for other STDs were
considerably lower (e.g.,
gonorrhea, chlamydia)

In 1994, 18% of HIV-exposed
newborns were not identified
and tested for HIV

Continued
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Hill B, Nevada State
Health Division, HIV/
AIDS Program Office
1998
Personal communication

Herczfeld ND
1995
Dissertation, Yale

May 1995

Fall 1994

Nevada

Connecticut

Mail survey of 139 board
certified OB/GYNs. RR
58% (80/139)

Mail survey of 200 FPs,
269 OB/GYNs, and 87
nurse midwives randomly
selected from lists of
licensed practitioners. RR
54% FPs; 53% OB/GYNs;
78% nurse midwives. 100
M.D.s and 62 nurse
midwives provided prenatal
or obstetric care

TABLE 6.1 Continued

Study Geographic
Investigator(s) Period Area Methods

NOTE:  RR = response rate.

• In 1997, 63% of Oregon providers said they encouraged all pregnant
women to be tested (Rosenberg et al., undated abstract).

• In 1997, 97% of South Carolina’s obstetricians reported routinely screen-
ing pregnant women for HIV (Bell, 1997).

• In 1996, 74% of Wisconsin providers offered HIV testing to all prenatal
patients (Wisconsin AIDS/HIV Program, 1997).

• In 1996 to 1997, 86% of Hawaii obstetric providers offered HIV counsel-
ing and testing to 76% to 100% of their pregnant patients (Partika and Johnson,
1997).

• In 1996, 55% of Michigan obstetricians said they complied with the laws
in terms of routinely incorporating HIV testing in the care of pregnant patients
(Michigan Department of Community Health, 1997).

• In 1996, 54% of prenatal care practices in Virginia reported offering HIV
tests to 76% to 100% of patients (Riley, 1998).

• In 1996, 50% of prenatal care providers in Colorado said they always
tested for HIV (Nyquist, undated abstract).

In several states, the overwhelming majority of providers agreed in principle
with offering HIV testing to all patients, but in practice 50% to 75% actually did
so (e.g., Wisconsin, Colorado, Minnesota, North Carolina, and Connecticut)
(Herczfeld, 1995; Nyquist, undated abstract; Wisconsin AIDS/HIV Program,
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Results Comments

OB/GYNs reported testing virtually all women for HIV
(95%), syphilis (100%), and hepatitis B (100%). On
average, OB/GYNs reported pre-test counseling for 62%
of patients and post-test counseling for 45%

90% of prenatal care providers agree that all pregnant
women should be assessed for their risk of HIV
infection, and 89% agree that HIV testing should be
offered to all pregnant women in their community. 51%
report offering HIV tests to all patients, 15% offer them
to 76% to 99% of patients, 5% offer them to 51% to
75% of patients, 30% offer them to 50% or fewer
patients. 61% report that legal requirements for informed
consent discourage HIV testing, and 79% report that
HIV testing should be an option on prenatal screening
panels

1997; Mills et al., 1998; Walter et al., 1998). Instead, actual testing practice was
based upon providers’ assessment of maternal risk or the providers’ perceptions
of maternal risk (Mills et al., 1998; Walter et al., 1998). Providers noted that
barriers to offering their pregnant patients HIV counseling and testing included
the lack of provider time, legal requirements for counseling informed consent, the
need for confidential record keeping, a lack of perceived risk, and lack of aware-
ness of effective treatment among pregnant women (Hamm et al., 1996; Segal
1996; Ohio Department of Health, 1997). The committee’s workshop and site
visits also provided evidence that some providers do not offer HIV tests because
they feel that discussing or even bringing up the matter with some patients would
be too “embarrassing.”

Acceptance of Prenatal HIV Testing

Pregnant women’s use of HIV tests has increased significantly since the
release of the 1995 PHS guidelines (studies of HIV test use are summarized in
Table 6.2). According to preliminary data from CDC’s Behavioral Risk Factor
Surveillance System (BRFSS), HIV test use among pregnant women increased
from 50% to 75% between 1993 and 1996 (Alderton, 1998). The BRFSS in-
volves surveys in all states and these estimates represent the most recent national
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April 1997 to
March 1998

January to June
1997

February to
October 1997

1994–1997

1996

Partika N, John A Burns
School of Medicine,
University of Hawaii
Personal communication
May 1998

Mitchell B
1998
Personal communication
April 1998

New York Department of
Health, Maternal-
Perinatal HIV Prevention
and Care Program

Pettiti DB, Southern
California Kaiser
Permanente Medical
Group
Personal communication
May 1998.

Simonds RJ, Rogers M
IOM workshop
presentation
April 1, 1998
Unpublished preliminary
data from CDC

Hawai

Texas

New York

Southern
California,
Kaiser
Permanente
Medical
Group

Alabama,
Alaska,
Florida
Georgia,
Maine,
Michigan,
New York,
Oklahoma,
South
Carolina,
Washington,
West Virginia

Analysis of HIV testing
data from Hawaii
laboratories

Analysis of birth certificate
reports of HIV testing
(prenatal and at delivery)

Analysis of administrative
data from the New York
State program

Analysis of health plan
HIV testing data. Percent
of women having prenatal
screening panel who had
HIV test

Pregnancy Risk Assessment
System survey of women
with recent birth in 11
states (1,300 to 3,000
respondents per state). RR
75%. All 11 states asked
“Did a provider talk to you
about getting a HIV blood
test” and 5 states asked
“Did you have a blood
test?” (New York,
Oklahoma, West Virginia,
Georgia, Florida). RR 71%
to 80% across states

TABLE 6.2 Summary of Selected Recent Research on the Prevalence of
Perinatal HIV Counseling and Testing

Study Geographic
Investigator(s) Period Area Methods
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Birth certificate data have not
yet been validated with medical
record reports, but comparisons
of birth certificate and SCBW
for HIV+ prevalence are
comparable

Variation in the HIV testing rate
across Kaiser 6 service areas has
decreased over time. In 1994,
rates varied from 30% to 80%.
In 1997, rates varied from 74%
to 90%.

Continued

An estimated 56% of women delivering live births were
tested for HIV

86% of women giving birth in Texas in the first half of
1997 were tested for HIV prenatally, 74% were tested at
delivery, and 94% were tested either prenatally or at
delivery. HIV test use was similar by age and race/
ethnicity (83% among Hispanics; 89% among whites),
but differed by type of prenatal care provider (90% for
those cared for by a private physician; 76%, hospital
clinic; 84%, public health; 59%, midwives; 88%, other;
22%, no provider)

48% pregnant women tested during pregnancy

HIV test use among pregnant women rose from 55% in
1994, to 63% in 1995, 72% in 1996, and 85% in 1997. In
1997, there were an estimated 32,000 women who had a
prenatal care screening panel

In 11 states, the proportion of women reporting that a
provider talked to them about getting an HIV test ranged
from 60% to 84% (median 75%). Among those offered
testing, 75% to 86% of women accepted the HIV test
(median 83%). Testing rates ranged from 59% to 77%
(HIV test questions asked in five states). Acceptance was
higher among African Americans, those with low
educational attainment, those seen in public settings, and
among those covered under Medicaid

Results Comments
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1996–1997

1996–1997

1993–1996

1993–1996

Royce RA, Walter EB,
Eckman A, Bennett B
IOM workshop
presentation, April 1,
1998

Simonds RJ, Rogers M
IOM workshop
presentation, April 1,
1998

Simonds RJ, Rogers M
IOM workshop
presentation, April 1,
1998; CDC, 1998f

Alderton D, CDC, HIV/
AIDS Surveillance
Branch
Personal communication
April 8, 1998

North
Carolina

North
Carolina;
Miami,
Florida;
Brooklyn,
New York;
Connecticut

New Jersey,
South
Carolina,
Louisiana,
Michigan

United States

Pregnancy, Infection, and
Nutrition Study.
Prospective cohort study
with 1,002 English-
speaking women enrolled

Perinatal Guideline
Evaluation Project. Prenatal
study in three sites
(excluded North Carolina)
involved in-person
interviews with women in
prenatal care regarding
HIV-related
communications with
provider, content of HIV
counseling, and factors
related to acceptance of
HIV test. Postpartum
survey conducted in four
sites

State Enhanced Pediatric
HIV Surveillance Program
(STEP). Focus on HIV-
infected women and what
proportion are identified
before delivery. Medical
record abstraction. States
match birth registries to
surveillance data
(extrapolations of SCBW
data)

Analyses of BRFSS
surveys conducted by
states. Surveys include
question regarding use of
HIV test and whether
currently pregnant

TABLE 6.2 Continued

Study Geographic
Investigator(s) Period Area Methods
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Some HIV test use recorded in
the BRFSS survey is associated
with blood donation

Continued

89% of women were offered an HIV test; of these, 75%
got tested (overall, 68% were tested). 73% not offered
test would have accepted test had it been offered, and
75% of all women would have been tested if all had been
offered test. Testing rates were higher among women
who perceived that their provider thought test important.
Main reasons women were not tested: they did not
believe they had HIV/AIDS (68%), because they had
been tested recently (24%)

According to the postpartum survey, 87% to 100% of
women were offered an HIV test across the four sites.
Among those offered a test, an average of 93% accepted
testing (63% acceptance in Connecticut; 95% acceptance
in Miami). According to the prenatal survey, 72% to
93% of women accepted testing across the three sites (on
average, 83%). Those most likely to be tested were
younger, African-American, Hispanic, and had a provider
strongly recommending the test. Major reasons women
said they were not tested included “no perceived need,”
“previously tested,” and “did not want to know”

Barrier to testing and treatment among HIV+ women is
that 14% receive no prenatal care and 23% start prenatal
care in third trimester. Among those with a history of
drug use, about 35% had no prenatal care. Across sites,
68% of HIV+ women were identified prior to birth in
1993, 79% in 1995, and 81% in 1996

HIV test use (ever tested) among pregnant women
increased from 1993 to 1996: 1993 (50%), 1994 (64%),
1995 (66%), 1996 (75%). In 1996, 71% of pregnant
women had been tested in the last 12 months

Results Comments
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Ongoing study

1996

1995

1994, 1995

1994

Royce RA, et al.
IOM workshop
presentation, April 1,
1998

Carusi D, Learman LA,
Posner SF
1998
Published report

Hewitt M
1998
See Appendix J

Limata C, Schoen E,
Cohen D, et al.
1997
Published report

Hewitt M
1998
See Appendix J

Central North
Carolina

San Francisco

United States

Northern
California
Kaiser
Permanente
Health Plan

United States

Prospective cohort study of
7,000 pregnant women
attending public prenatal
care clinics

Survey of a convenience
sample of 247 antenatal
patients at San Francisco
General Hospital (English
and Spanish speakers)
regarding HIV testing
policy (routine vs.
voluntary testing)

Analysis of 1995 National
Survey of Family Growth.
HIV test use assessed
among women reporting a
pregnancy or receiving pre-
or postnatal care within the
last 12 months. Test use
limited to self-reported
testing (excludes mentions
of blood donation without
mention of HIV test use)

Cross-sectional study of
HIV test use among
pregnant members of Kaiser
Permanente Health Plan (31
facilities manage more than
30,000 pregnancies per
year). Survey of facilities
regarding HIV testing
program

Analyses of the 1994
National Health Interview
Survey, AIDS Attitude and
Knowledge Supplement.
HIV test use examined by
pregnancy status. Women
delivering a baby in the last
13 months identified as
“pregnant”

TABLE 6.2 Continued

Study Geographic
Investigator(s) Period Area Methods
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Hospital serves a low-income,
publicly insured or uninsured
population

California legislation mandating
HIV testing and offering
information and counseling went
into effect after this study was
completed (January 1996). By
early 1998, test use had risen to
80% (Schoen EJ, personal
communication 1998).

Continued

Among the first 88 women interviewed, 86% reported
receiving HIV counseling and 71% accepted prenatal
HIV testing

72% accepted HIV tests. Test use was not associated
with the presence of risk factors, self-perceived HIV
risk, or demographic factors. Test acceptance was
associated with patients’ knowledge of medical
intervention to reduce vertical transmission and their
willingness to learn a positive HIV test result. Only 24%
knew that perinatal transmission could be reduced with
medication. 69% said prenatal HIV testing should be
routine and 27% said that it should be done only after
specific written consent.

Nearly twice as many women experiencing a recent
pregnancy as non-pregnant women reported HIV testing
(60% vs. 31%). According to multivariate analyses,
pregnant women most likely to be tested are those
reporting HIV risk behaviors, formerly married, residents
of the South, and those with low educational attainment

HIV test use increased from 50% in 1994 to 63% in
1995. Factors associated with test use in 1994 included
ease and accessibility of HIV testing (immediate
availability of consent form and test), a designated
educator, and presence of a registered nurse on the
counseling team

Pregnant women as compared to non-pregnant women
were much more likely to report HIV testing (58% vs.
33%)

Results Comments
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1993–1994

November
1993 to May
1994

1991–1993

1991

1989

July 1987 to
June 1990

Webber MP, Schoenbaum
EE, Bonuck KA
1997
Published report

Walter EB, Elliott AJ,
Regan AN et al.
1995
Published report

Lindsay MK
1993
Published report

Healton C, Howard J,
Messeri P, et al.
1996
Published report

Mason J, Preisinger J,
Sperling R., et al.
1991
Published report

Lindsay MK, Peterson
HB, Willis S, et al.
1991c
Published report

Bronx, New
York

Durham,
North
Carolina

Atlanta,
Georgia

New York

New York
City

Atlanta,
Georgia

Postpartum interviews with
a convenience sample of
544 women at a public
hospital

Counselor offered HIV
testing to all women
delivering newborns

Prospective cohort study of
HIV test use among
>30,000 pregnant women
registered for care at Grady
Memorial Hospital

Telephone survey of 136
women’s health
organizations (family
planning programs and
prenatal care assistance
programs), telephone and
in-person interviews with
98 HIV counselors, and in-
person interviews with 354
women

Descriptive study of HIV
education and counseling
program within a hospital
prenatal care program

Prospective cohort study of
HIV test use among 23,432
pregnant women registered
for care at Grady Memorial
Hospital

TABLE 6.2 Continued

Study Geographic
Investigator(s) Period Area Methods
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Study conducted prior to the
publication of ACTG 076.
Prevalence of newborn HIV in
Bronx in 1994 was 1.4%

Study hospital provides care for
a predominantly African-
American inner-city population

Investigators did not present
information by pregnancy status.
It is unclear whether family
planning settings provided
prenatal care

Study hospital provides health
care to predominantly minority
women

Study hospital provides care for
a predominantly African-
American inner-city population

Continued

79% of women were voluntarily tested for HIV.
Strongest correlate of HIV testing was a history of drug
use. Women with a drug risk were more than nine times
as likely as others to have delivered without receiving
any prenatal care

61% offered newborn testing accepted. In multivariate
analyses, acceptance was higher among African
Americans

95% of women provided HIV counseling and follow-up
services according to a protocol involving a
multidisciplinary team accept HIV testing

Slightly fewer than 60% of women agreed to be
counseled, and of those, less than half consented to an
HIV test at the counseling site. Women at the prenatal
care programs were twice as likely as women at family
planning programs to be tested (30% vs. 14%). Women
were not tested mainly because they already knew their
HIV status (31%) or did not want to know their HIV
status (31%). Approximately two-thirds of women who
were tested returned for their results and post-test
counseling. Clients’ recall of pre-test counseling content
was relatively poor. Organization variables rather than
client factors explained counseling and test use (young
counselors, pre-counseling sentiments, presence of HIV
primary care, heavy caseloads)

20% (297/1,453) of women participating in a prenatal
group orientation session on HIV elected to be tested

Nearly all pregnant women receiving prenatal care (95%)
consented to HIV testing

Results Comments
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TABLE 6.2 Continued

Study Geographic
Investigator(s) Period Area Methods

NOTE:  RR = response rate.

1989

September
1989 to March
1990

July 1987 to
June 1988

1987

Cozen W, Mascola L,
Enguidanos R
1993
Published report

Lindsay MK, Adefris W,
Peterson HB, et al.
1991a
Published report

Lindsay MK, Feng TI,
Peterson HB, et al.
1991b
Published report

Barton JJ, O’Connor TM,
Cannon MJ, et al.
1989
Published report

Los Angeles
County

Atlanta,
Georgia

Atlanta,
Georgia

Chicago,
Illinois

Results of pilot project to
integrate voluntary HIV
testing into prenatal care.
Pre-test counseling offered
in group settings (n =
9,069). Compared a sign-on
versus sign-off consent
form

Prospective cohort study of
HIV test use among 4,731
pregnant women registered
for care at Grady Memorial
Hospital

Prospective cohort study of
voluntary HIV antibody
testing within the
University of Illinois
Medical Center obstetric
clinic

Prospective cohort study of
HIV test use and risk
behaviors of 7,617
pregnant women (registered
and unregistered) cared for
at Grady Memorial
Hospital

estimates of HIV test use among pregnant women. These estimates refer to “ever”
having been tested for HIV, but most testing occurred within a year of the cur-
rently reported pregnancy.

When offered an HIV testing on a voluntary basis, most pregnant women
accept. According to preliminary results of 11 state-based surveys conducted in
1996 of women contacted following a recent live birth as part of CDC’s Preg-
nancy Risk Assessment Monitoring System (PRAMS), from 60% to 84% of
women reported that their provider talked to them about getting an HIV test, and



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

PUBLIC HEALTH SERVICE COUNSELING AND TESTING GUIDELINES 95

Results Comments

Study hospital provides care for
a predominantly African-
American inner-city population

Study hospital provides care for
a predominantly African-
American inner-city population

University obstetric unit serves
inner-city, poor, predominantly
African-American and Hispanic
women

76% of women accepted HIV testing. No difference in
test acceptance by sign-off versus sign-on consent form

Nearly all pregnant women receiving prenatal care (96%)
consented to HIV testing. HIV test acceptors were more
likely to be young, African American, and single, and
less likely to have received education beyond high
school. Nearly all women (98%) stated that they were
not pressured into having HIV testing performed

13% of pregnant women were without prenatal care (i.e.,
unregistered). Nearly all of these women agreed to be
HIV tested, but test acceptance was lower than for
women seeking prenatal care (87% vs. 96%). Women
with no prenatal care had higher rates of self-reported
HIV risk behaviors (14.3% vs. 9.9%) and had higher
HIV-positive test results (1.4% vs. 0.44%) than women
with prenatal care

78% of women (585/751) counseled regarding HIV
consented to testing

75% to 86% of pregnant women accepted HIV testing when it was offered (HIV
testing rates ranged from 59% to 77%). Test acceptance was higher when provid-
ers strongly recommended testing, and among women seen in public settings,
those with Medicaid coverage, African Americans, and those with low educa-
tional attainment (Appendix D).

Very high HIV test acceptance was recorded in postpartum surveys con-
ducted as part of CDC’s Perinatal Guideline Evaluation Project. Between 87%
and 100% of women surveyed were offered an HIV test across the four study
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sites and 63% to 95% of women offered an HIV test actually had the test per-
formed (Appendix D).

The evidence indicates that very high rates of HIV test acceptance are fea-
sible within voluntary programs. Nearly nine of ten pregnant women (86%) are
tested prenatally for HIV in Texas according to preliminary data from the state’s
1997 birth certificates, which record whether a woman was tested prenatally and
at delivery (Mitchell, 1998). Since 1995, Texas has required all prenatal care
providers to test every pregnant woman for HIV, unless the woman refuses.

Other states that are monitoring perinatal HIV test use have relatively low
prenatal testing rates. While virtually all newborns are tested following the imple-
mentation of New York State’s mandated newborn HIV screening program, only
48% of pregnant women were tested prenatally in 1997 (Birkhead, 1998). Ac-
cording to analyses of laboratory data, an estimated 56% of pregnant women
received prenatal HIV testing in Hawaii from April 1997 to March 1998 (Partika,
1998).

Providers Offering ZDV Treatment, Women Accepting and
Complying with the Recommended ZDV Treatment Regimen

As discussed in Chapter 4, once an HIV-infected pregnant women has been
identified, health care providers need to be familiar with PHS treatment recom-
mendations (CDC, 1998d), offer the treatment to women, and monitor compli-
ance and potential side effects of therapy throughout pregnancy, labor, and the
postpartum period. The actual recommended ZDV regimen is complex insofar as
it is fairly intensive, there is uncertainty regarding long-term effects, administra-
tion involves coordination across providers and sites (e.g., obstetric and pediatric
personnel, outpatient and inpatient services), and may be associated with side
effects and complications that require monitoring.

Compliance with the ACTG 076 regimen involves women taking an oral
dose of ZDV five times daily2  starting at 14 to 34 weeks of gestation and continu-
ing throughout her pregnancy. During labor, providers need to ensure that ZDV is
administered intravenously, and after birth, newborns need to be given an oral
dose of ZDV syrup every six hours for the first six weeks of life, beginning eight
to twelve hours after birth (CDC, 1994). This regimen was followed as part of the
ACTG 076 trial, but clinicians need to use their judgment and consider calling
upon experts for advice when their patients do not fit the profile of the women
enrolled in the clinical trial (e.g., those with a history of extensive ZDV therapy
before pregnancy). Providers also need to conduct special tests monthly to assess
potential adverse effects of ZDV.

2More recent data indicate that transmission reduction can be accomplished with fewer daily ZDV
doses (CDC, 1998e).
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According to recent CDC and state-sponsored studies, more than 80% of
HIV-exposed infants whose mothers’ HIV infection was identified before birth
are receiving at least some ZDV treatment (Table 6.3 shows summaries of studies
of ZDV use). In a CDC-sponsored study involving 29 states that conduct surveil-
lance of perinatally HIV-exposed children, by 1996 more than 80% of perinatally
exposed children whose mothers were diagnosed HIV-infected before or at birth
were treated with ZDV, during either the prenatal, the intrapartum, or the neona-
tal period. Roughly 70% of HIV-exposed infants had prenatal ZDV treatment
(Appendix D). Analyses of blood specimens collected as part of the Survey of
Childbearing Women (SCBW) showed increases in ZDV use from 1994 to 1995
and on average that, more than half of HIV-infected women giving birth in eight
states in 1995 had received perinatal treatment with ZDV.

Evidence from three states suggests variations in success with providing
ZDV treatment. As of 1997, 62% of HIV-infected women in New York State
received ZDV treatment during pregnancy and 79% of HIV-exposed newborns
received at least some ZDV treatment (prenatal, intrapartum, or neonatal)
(Birkhead, 1998). In Michigan, as many as 93% of HIV-infected women used
ZDV prenatally in 1996, and 90% of HIV-exposed babies were treated with ZDV
(Michigan Department of Community Health, 1998). In New Jersey, prenatal
ZDV use among women known to be HIV-infected increased from 8% to 47%
between 1993 and 1996, and neonatal ZDV use increased from less than 1% to
64% between 1993 and 1996, according to heel-stick blood sample studies (Paul
et al., 1998b). In 1995, HIV-infected women under age 30 were more likely than
older women to have used ZDV, but race/ethnicity and volume of HIV-positive
births in hospitals were not correlated to ZDV use (Appendix D).

Most women who are offered ZDV treatment initiate therapy. Side effects of
treatment and the intense treatment regimen, however, contribute to treatment non-
compliance. In a CDC-sponsored review of the medical charts of HIV-infected
women and their babies in four states (New Jersey, South Carolina, Louisiana, and
Michigan) in 1994–1995, very few (5%) women had chart-documented evidence
of refusal of ZDV when offered. Relatively few (6%) women discontinued using
ZDV during pregnancy, but this is likely an underestimate because non-compliance
may not have been documented in the medical chart. Some have suggested that
intensive nurse case management increases adherence to the ACTG 076 regimen
and reduces perinatal transmission (Havens et al., 1997).

Barriers to use of ZDV among HIV-infected pregnant women include not
having information about maternal HIV status, late onset of prenatal care, insuf-
ficient time to administer ZDV (e.g., short labor), and discontinuity in care (e.g.,
delivery at hospital not associated with prenatal care providers). Some evidence
suggests that there are negative attitudes toward ZDV use among some HIV-
infected women. In a series of face-to-face interviews with 71 HIV-infected
women in New York City, many women viewed the drug as highly toxic with
distressing and dangerous side effects, prescribed indiscriminately by providers
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Birkhead GS, Warren BL,
Charbonneau TT, et al.
Abstract
1998

Michigan Dept. of Health,
1998

Lindegren ML
IOM workshop
presentation, April 1,
1998

Lindegren ML
IOM workshop
presentation, April 1,
1998

Lindegren ML
IOM workshop
presentation, April 1,
1998

Wiznia AA, Crane M,
Lambert G, et al.
1996
Published report

New York

Michigan

New Jersey
South
Carolina
Louisiana
Michigan

29 HIV-
reporting
states

Florida,
Louisiana,
Michigan,
Minnesota,
New Jersey,
Nevada
Oregon,
Texas

Bronx, New
York

Newborn HIV testing program
data from February 1 to
October 31, 1997

HIV/AIDS surveillance data
reported through October 1,
1997

STEP project

Surveillance data

ZDV assays of HIV+ SCBW
samples from eight states.
Positive assay indicates
administration of ZDV
intrapartum or to newborn to
prevent perinatal transmission.
Method provides a minimum
estimate of ZDV use (e.g., not
all HIV+ women had been
identified of giving birth)

ZDV use among HIV+
pregnant women cared for at
one hospital. All women were
counseled regarding the
results of the ACTG 076 trial

TABLE 6.3 Summary of Selected Recent Research on the Use of Zidovudine
(ZDV) to Prevent Perinatal HIV Transmission

Study Geographic
Investigator(s) Period Area Methods

1997

1992–1997

1995–1996

1993–1996

1994–1995

February 1994
to August 1995
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62% (285/461) of HIV+ women received ZDV treatment
during pregnancy and 79% received at least some ZDV
treatment (i.e., during pregnancy, intrapartum, newborn
within three days)

93% of HIV infected women used ZDV prenatally in
1996, an increase from 13% and 30% in 1992 and 1993,
respectively. 90% of HIV-exposed babies used ZDV in
1996, an increase from 6% and 14% in 1992 and 1993,
respectively

Very few (5%) women have chart-documented evidence
of refusal of ZDV when offered. Relatively few (6%)
women discontinue using ZDV during pregnancy (as
documented in medical chart, so a minimum estimate)

ZDV (either prenatal, intrapartum, or neonatal) use
increased from under 20% prior to 1994 to more than
80% in 1996 among perinatally exposed/infected children
whose mothers were diagnosed HIV+ before/at birth.
Roughly 70% of HIV-exposed babies had prenatal ZDV
treatment

On average, more than one-half of all HIV+ women
giving birth in eight states in 1995 received perinatal
treatment with ZDV. ZDV use increased substantially
between 1994 and 1995

75% (37/49) of HIV+ pregnant women chose to use ZDV.
Women refusing ZDV were more likely to report injection
drug use as their HIV risk factor and to continue to use
drugs during pregnancy. 67% (24/36) of women using
ZDV received all components of therapy. Twelve women
missed the intrapartum dose (because of short labor
related to cocaine use). Overall, 52% (24/46) of women
who completed their pregnancy took ZDV prenatally,
intrapartum, and administered ZDV to their infants

Results Comments

Compliance might be improved
by using outreach workers,
integrating prenatal care with
drug treatment programs, or
expanding women’s support
structures

Continued
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TABLE 6.3 Continued

Study Geographic
Investigator(s) Period Area Methods

xxx

Paul SM, Cross H, Costa
SJ. et al.
IOM workshop
presentation, April 1,
1998

Fiscus SA, Adimora AA,
Schoenbach VJ, et al.
1996
Published report

New Jersey

North
Carolina

SCBW, enhanced pediatric
surveillance

SCBW, pediatric surveil-
lance

1993–1996

1993–1994

without regard to women’s experience and perceptions, inadequately tested in
women and minorities, promoted for the wrong reasons, and inappropriate while
they were feeling well (Siegel and Gorey, 1997). Nevertheless, studies of preg-
nant women residing in high-prevalence areas suggest that most women would
take ZDV if they were to test positive for HIV (Pemberton, 1997; Silverman et
al., 1997).

Health Care for HIV-Infected Women

As Chapter 4 shows, HIV-infected women and their babies now have greatly
improved chances of survival because of ZDV and other antiretroviral therapy.
With prenatal and intrapartum ZDV therapy, the rate of perinatal HIV transmis-
sion has been dramatically reduced and new, more complex therapies promise
even greater reductions in mother-to-child transmission. High-risk HIV care cen-
ters specializing in maternity and postpartum services for HIV-infected women
and their babies have been developed in high-incidence areas of the country.
These centers continue to test and improve upon therapeutic approaches. Equally
important, the centers give the kind of comprehensive care that is essential to
reaching the best possible outcomes for HIV-infected mothers and their infants.

While specialty clinics provide a model for quality perinatal HIV care, these
services are clearly not uniformly available to infected women and their infants.
The committee repeatedly heard testimony about a range of care-related prob-
lems women encounter once they have tested positive for HIV. Site visits in
Alabama, New York and New Jersey, Florida, and South Texas, as well as
testimony by providers and patients from the San Francisco Bay area (see Appen-
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Results Comments

Prenatal ZDV use among women known to be HIV-
infected increased from 8% to 47% from 1993 to 1996.
Known ZDV use in neonates increased from less than
1% in 1993 to 64% in 1996. According to a 1995 SCBW
study, women under age 30 were more likely than older
women to have used ZDV. Race/ethnicity and volume of
HIV+ births in hospitals were not correlated to ZDV use

The proportion of HIV-exposed children in North
Carolina who were identified and tested increased from
60% to 82% from 1993 to 1994. After results of ACTG
076, ZDV was given to 75% of HIV+ women who
delivered infants in North Carolina

dix C through I), for instance, all point to a similar conclusion: testing does not
necessarily lead to care, and even when it does, women are not necessarily
receiving the quality treatment and services they need.

Getting Timely, Accurate, and Confidential Test Results

The committee repeatedly heard reports about the emotional difficulty of re-
ceiving positive HIV test results, even under ideal circumstances. For some women,
however, the shock is intensified by the circumstances under which they are in-
formed of their status. In Birmingham, Alabama, specialty care providers reported
that some private providers test women without their knowledge and then relate
positive results over the phone. By the time these women make their way to the
specialty clinic, they are already distrustful of the health care system. Rebecca
Denison, an HIV-positive mother who founded and is executive director of Women
Organized to Respond to Life-threatening Diseases (WORLD) in Oakland, Califor-
nia, spoke of women who received calls from their physicians’ offices telling them
they had tested positive for HIV and that they should see a specialist since their own
provider could not see them or “could not tell them what the test results mean.” The
problem of health care providers being ill-equipped to inform and counsel HIV-
infected women was also noted in San Antonio, Texas, where a case was cited in
which an obviously nervous medical resident could not answer questions about
care options. In another instance cited in San Antonio, an HIV-positive woman and
her husband were shown lab results that they could not understand, and were given
a prescription for ZDV and a pamphlet to read, but the woman’s physician could
not answer essential questions or give needed support.
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Some women who test positive never receive the news that they are infected,
or receive the news many months into their pregnancies. In New York City,
Newark, New Jersey, and San Antonio, committee members were told of women
who test positive being lost to follow-up. This was of particular concern in
managed care settings where hospital stays are abbreviated.

Finally, in San Antonio, committee members were told of situations where
providers simply did not understand the nature of screening results or the need for
retests to confirm ELISA results. As a result, women with positive ELISA tests
were told they were definitely infected. In one case, a women asking for a retest
was told, “The tests are accurate and there is no need for a retest.”

Getting to High-Risk Specialty Providers

Even in some high-incidence areas, specialty providers are not available. In
the entire East Bay of the San Francisco Bay area, for instance, there is no
obstetrician or perinatologist specializing in the care of HIV-infected pregnant
women. This includes high-incidence cities such as Oakland, Richmond, Berke-
ley, and Fremont. Women seeking specialty care must travel an hour across the
bay to San Francisco. For women living in low-incidence and/or rural areas, the
difficulty in reaching specialty care is even more pronounced. A Birmingham
specialty clinic treats women from northern Alabama who travel four to five
hours just to get their care.

Getting Appropriate Care from Non-Specialty Providers

The committee heard repeatedly about situations in which providers were
not well informed about current care practices and therefore could not give HIV-
infected women optimal or even adequate care during pregnancy. Keeping up
with the latest therapies may be particularly problematic for primary care provid-
ers in low-incidence areas, or with low-incidence practices; however, the prob-
lem goes beyond these kinds of practices. Rebecca Denison from WORLD gave
the following examples from women she has counseled (see Appendix I).

• When “Kim” asked her doctor if he knew how to manage an HIV preg-
nancy he said, “Oh, yes. Don’t worry. We use gloves during the delivery with
everyone.” This same doctor, who knew she was HIV-positive, asked her three
times, “Now, tell me again why you’re not planning to breast-feed?”

• “Natalie” had an undetectable viral load on a combination of two drugs when
she found out she was pregnant. An obstetrician with no experience with HIV told her
to go off her drugs immediately because she was in her first trimester. Almost
immediately her viral load went from undetectable to over 130,000 copies/mL.

• “Kelly” tested positive at age 22, during a planned pregnancy. With an
hour of her diagnosis she was told, “We can schedule the abortion today.” It was
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only after she terminated her pregnancy that she learned there would have been a
good chance of the baby being born HIV-free.

• “Sheila” knew she was HIV-positive when she became pregnant by acci-
dent. Her doctor put her on ZDV and d4T, a combination that is contraindicated
in any HIV-infected person, pregnant or not.

• “Sandra” delivered her baby in a high-incidence city to a doctor and
medical team who knew she was HIV-positive. “They”—not just the doctor, but
the entire medical team—forgot to administer intravenous ZDV.

In San Antonio, a case was cited in which a doctor assumed the pharmacy
automatically stocked ZDV, which he planned to administer to a pregnant HIV-
infected woman during labor. By the time he realized the pharmacy did not have
ZDV readily available and ordered it from a specialty HIV clinic, it was too late.
The woman delivered without benefit of intrapartum antiretroviral therapy.

Availability of Complex Therapies

In Birmingham and San Antonio, committee members were told that al-
though high-risk centers provide triple or other multiple therapies, many other
providers offer only ZDV. In some instances the reliance on monotherapy seems
to reflect a resource shortage, and in others it reflects a concern among providers
that multiple therapies are still experimental and that their use may be unethical
and/or leave the provider subject to malpractice charges. In testimony at the April
1, 1998 Workshop, Denison noted the importance of continuing research proto-
cols and of incorporating new findings into standard care for HIV-infected women
(Appendix D).

Standards of Care

Even when women receive care from specialty clinics, they and their provid-
ers are often faced with difficult decisions about care options. For many basic
obstetric procedures, there is no standard of care established for HIV-infected
women. There are, for example, no standard recommendations or cost-benefit
analyses on cesarean sections, amniocentesis, and fetal scalp monitoring for the
HIV-positive mother and her infant.

Special Populations

There are extra barriers for some special populations to obtaining adequate
care for HIV-infected pregnant women and their infants. These special popula-
tions include undocumented immigrants, some categories of legal immigrants,
substance users, and adolescents. Chapter 7 reviews some of the systemic issues
related to receipt of HIV-specific and other care for these populations.
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Medicaid

While Medicaid provides crucial financing of prenatal care, labor delivery,
and postpartum care for HIV-infected women, many states end coverage for all
but the poorest women at six weeks postpartum. For an HIV-infected woman, the
loss of Medicaid can have devastating effects on her own health and her ability to
care for her infant. Providers in Birmingham noted that while specialty clinics
thus far have been able to piece together financing for women’s medication and
treatment for women who are no longer eligible for Medicaid, it is not clear that
clinics will be able to continue coverage in the future. A second Medicaid-related
issue was raised at the San Antonio site visit, where the move to Medicaid
managed care has left both providers and patients confused about care options for
HIV-infected women. At issue is whether or not patients can switch to the high-
risk HIV care center as a primary provider of maternity services.

Women, Infants, and Children Program

The Special Supplemental Nutrition Program for Women, Infants and Chil-
dren (WIC) provides health education and supplemental foods for pregnant
women and their infants. Like Medicaid, it is an important source of care for
HIV-infected women and their babies. Denison, however, reports that WIC pro-
grams, which promote breast-feeding as the best alternative for infant nutrition,
in some instances are not sufficiently sensitive to the needs of HIV-infected
mothers.3

STRATEGIES TO REDUCE PERINATAL HIV TRANSMISSION

Inadequate prenatal care among women at high risk for HIV, health care
providers’ lack of adherence to PHS guidelines, and women’s rejection of HIV
testing and ZDV use all limit the ability to further reduce perinatal HIV transmis-
sion. This section of the report provides estimates of each potential barrier to HIV
transmission reduction, and presents a simple model for assessing the implica-
tions of different intervention strategies.

If a hypothetical population of 7,000 HIV-infected pregnant women all ob-
tained early prenatal care; if their providers were in complete compliance with
PHS recommendations regarding counseling, testing, and ZDV treatment; and if
the women all accepted HIV tests and ZDV treatment and all pregnancies re-
sulted in a live birth, the committee estimates that 350 HIV-infected babies would
be born (that is, the risk of transmission under optimal care is 5%). If, however,

3The Food and Nutrition Service of the Department of Agriculture is expected to finalize its
guidelines related to HIV and breastfeeding and disseminate them to WIC sites in 1998.
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prenatal care, provider behavior, or other factors affecting perinatal HIV trans-
mission are not optimal, the number of HIV-infected babies increases. For the
purposes of this illustration, the committee’s assumptions about current practices
are as follows: 85% of HIV-infected women seek prenatal care, 75% of women
are counseled regarding HIV testing, 80% of women accept the test, 90% of HIV-
infected women are offered ZDV, and 90% of women accept and comply with
ZDV treatment when it is offered. Given this scenario, 1,172 babies would be
born to the hypothetical cohort of 7,000 HIV-infected women, a 235% increase
over the currently achievable state (i.e., from 350 to 1,172 HIV-infected babies).4

If we hold all but one condition constant, changing one parameter at a time,
the impact of changes in the current environment can be assessed (for details, see
Appendix K):

• Increasing receipt of prenatal care from 85% to 100% reduces the number
of HIV-infected babies by 9% (i.e., from 1,172 to 1,070).

• Increasing the rate at which providers’ offer HIV tests from 75% to 100%
reduces the number of HIV-infected babies by 16% (i.e., from 1,172 to 979).

• Increasing women’s acceptance of HIV tests from 80% to 100% reduces
the number of HIV-infected babies by 12% (i.e., from 1,172 to 1,027).

• Increasing providers’ offering of ZDV treatment from 90% to 100% re-
duces the number of HIV-infected babies by 5% (from 1,172 to 1,107).

• Increasing women’s acceptance of ZDV treatment from 90% to 100%
reduces the number of HIV-infected babies by 5% (i.e., from 1,172 to 1,107).

Given the current environment, the most effective single intervention to
reduce perinatal transmission is to increase providers’ offering of HIV tests (re-
duces perinatal HIV transmission by 16%). If providers were in complete compli-
ance with the PHS guidelines (i.e., they offered HIV tests and ZDV treatment to
all women), there would be a 24% decrease in the number of HIV-infected babies
(from 1,172 to 893). Alternatively, if the current environment remained the same,
but all HIV-infected women accepted HIV testing when offered, and accepted
and complied with ZDV treatment, there would be a 19% reduction in the number
of HIV-infected babies (i.e., from 1,172 to 947). If both providers and HIV-
infected women had optimal rates (i.e., if all but prenatal care is set to 100%),
there would be a 52% decline in the number of HIV-infected babies (i.e., from
1,172 to 560). Increasing the rate at which providers offer HIV tests from 75% to
100%, and increasing the proportion of women who accept it from 80% to 100%,

4The model assumes only two HIV transmission rates, 0.25 if women are not treated and 0.05 if
they are treated. These transmission rates actually vary according to the HIV-infected woman’s
clinical state, and the onset and completeness of treatment. The model also assumes that testing rates
for HIV-positive women are similar to those observed in the general population of pregnant women.
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for instance, would reduce the number of HIV-infected babies by 33%—about
386 children per year.

This simplified model illustrates the need for multifaceted approaches to
significantly reduce perinatal HIV transmission. Even with a multifaceted ap-
proach, however, it will be difficult to achieve significant further reductions in
the number of HIV-infected babies. As shown in Appendix K, even if the gap
were reduced by 50% (e.g., prenatal care increases from 85% to 92.5%), there
would only be a 29% decline in the number of HIV-infected babies (i.e., from
1,172 to 830). Here it is assumed that 92.5% of HIV-infected pregnant women
obtain early prenatal care, 87.5% of women are offered HIV testing, 90% of
women accept testing, 95% of HIV-infected women are offered ZDV, and 95%
of women accept and comply with ZDV therapy. To achieve a further 50%
decline in the number of HIV-infected babies (i.e., from 1,172 to 580 infected
babies) and be within reach of the currently achievable state (i.e., 350 infected
babies), the gap between observed and achievable rates would have to close by
78% and rates for factors related to transmission would have to be very high (e.g.,
96.7% of women receiving prenatal care).

CONCLUSIONS

Since the publication of the ACTG 076 findings in 1994, there has been a
concerted national effort to bring the benefits of HIV testing and appropriate
treatment to as many women and children as possible. In 1995, the PHS pub-
lished guidelines focusing on universal counseling and voluntary testing of preg-
nant women (CDC, 1995b). In the ensuing years, professional organizations
representing prenatal, obstetrical, and perinatal care providers developed practice
recommendations consistent with this approach. Only the American Medical
Association chose to adopt a more stringent approach, mandating HIV testing for
all pregnant women and newborns. States have also moved rapidly to implement
the PHS guidelines. Almost all have taken steps to implement the guidelines in
law, regulation, or policy, in most cases without mandatory or coercive actions.
Some states have chosen to require counseling about HIV, or the offering of an
HIV test, in prenatal care. Texas chose to make HIV testing a routine part of
prenatal care, with notification and opportunity for women to refuse.

As a result of these efforts, and in direct response to the ACTG 076 findings
themselves, many providers have changed their prenatal care practices. As docu-
mented in Chapter 3, perinatal AIDS cases fell by about 43% between 1992 and
1997. This decline was due to a number of factors, including a 17% decline in the
number of births to HIV-infected women, increased testing and adherence to the
ACTG 076 guidelines, better prenatal and intrapartum care, and (for declines that
occurred before the publication of the ACTG 076 findings) use of ZDV for
women’s own health.
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Despite the efforts of government and professional organizations, however,
prenatal testing remains far from universal, and many HIV-infected women con-
tinue to be inadequately treated for their disease because they do not seek prena-
tal care, because they are not tested for HIV, or because their treatment does not
reflect current standards of care. Although there have been substantial improve-
ments in prenatal care coverage in recent years for most women, some 15% of
HIV-infected women, especially those who use drugs, receive late or no prenatal
care. Prenatal care providers are generally aware of the need for HIV testing, but
there are still significant variations across the country in the application of recom-
mended practices. Even in areas where the overwhelming majority of providers
agree in principle that HIV testing should be offered to all pregnant women, only
50% to 75% actually offer the test to all women in their practices. Citing a lack of
time, resources, legal requirement for pretest counseling, and perceived risk,
actual testing practice is often based on providers’ assessments of maternal HIV
risk, which are not very accurate. On the positive side, the available evidence
suggests that when offered, 90% or more of women will accept an HIV test, and
acceptance can be enhanced if providers strongly recommend the test and incor-
porate it into routine practice.

For women who are found to be infected, Ryan White Title IV centers
provide excellent maternal and child HIV treatment and care for those who have
access to them. Despite the complexity of the ACTG 076 regimen and other
difficulties, most HIV-infected women do accept and comply with ZDV treat-
ment. Yet testimony to the committee and its own site visits all point to the
conclusion that testing does not necessarily lead to care, and even when it does,
women are not necessarily receiving the quality treatment and services they need.

Given these results, the committee must make a qualified response to its
congressional charge to assess “the extent to which state efforts have been effec-
tive in reducing the perinatal transmission of HIV.” The committee interprets this
charge to include the efforts of national as well as state and local health agencies,
and professional organizations at both levels. The data reviewed indicate that, on
the whole,

1. there have been substantial public and private efforts to implement the
PHS recommendations;

2. prenatal care providers are more likely now than in the past to counsel
their patients about HIV and the benefits of ZDV and to offer and recommend
HIV tests;

3. women are more likely to accept HIV testing and ZDV if indicated; and
4. there has been a large reduction in perinatally transmitted cases of AIDS.

The number of children born with AIDS, however, continues to be far above what
is potentially achievable. Much more remains to be done. There is substantial
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variability from state to state in the way that the PHS guidelines have been
implemented, but no evidence to suggest that any particular approach is more
successful than others in preventing perinatal HIV.

Starting with the current partial implementation of the PHS guidelines, the
committee estimates that the most effective change would be to increase the
number of women in prenatal care who are offered HIV testing by their providers
and accept it. Increasing the rate at which providers offer HIV tests from 75% to
100%, and increasing the proportion of women who accept it from 80% to 100%,
for instance, would reduce the number of HIV-infected babies by 33%—about
386 children per year. To reduce perinatally acquired HIV even further, efforts
are needed to increase the availability and utilization of prenatal care, especially
in women who use drugs; to improve the coordination and quality of health care
for HIV-infected women; and to prevent HIV infection in women initially.
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7

Recommendations

As discussed in the preceding chapter, there have been substantial public and
private efforts since the publication of the AIDS Clinical Trials Group protocol
number 76 (ACTG 076) results to implement the Public Health Service (PHS)
recommendations for prenatal HIV testing. As a result, women are more likely
than in the past to be offered and accept HIV testing in prenatal care and to use
zidovudine (ZDV) if indicated. There has also been a large reduction in perinatally
transmitted cases of HIV infection. The number of children born with HIV infec-
tion, however, continues to be far above what is potentially achievable, and the
medical care that some HIV-infected women receive is, regrettably, substandard.

To improve this situation, the committee recommends a national policy of
universal HIV testing, with patient notification, as a routine component of prena-
tal care, as detailed below. Following an analysis of this proposed approach, the
committee offers in this chapter a series of more specific recommendations relat-
ing to HIV testing as a routine component of prenatal care, which are intended to
support this central recommendation. The focus thus is on one element of the
chain in Figure 1.1: to increase the number of pregnant women who are tested for
HIV. This chapter also includes recommendations for improving treatment of
HIV-infected women and their children; and for preventing perinatal transmis-
sion of HIV through means other than prenatal testing (earlier in the chain); and
regarding the resources and infrastructure needed to implement these approaches.

UNIVERSAL HIV TESTING, WITH PATIENT NOTIFICATION,
AS A ROUTINE COMPONENT OF PRENATAL CARE

Based on its review of the benefits and risks of prenatal HIV testing and
appropriate interventions and treatment for HIV-infected mothers and their chil-
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dren, the committee believes that all pregnant women should be tested for HIV as
early in pregnancy as possible, and those who are positive should remain in care
so that they can receive optimal treatment for themselves and their children. In
order to meet this goal, the committee’s central recommendation is for the
adoption of a national policy of universal HIV testing, with patient notifica-
tion, as a routine component of prenatal care. Routine with notification means
that the test for HIV would be integrated into the standard battery of prenatal
tests, and that women would be informed that the HIV test is being conducted and
of their right to refuse it. The HIV test can be readily added to the list of tests for
which blood already is drawn, such as complete blood count, blood type, and
syphilis.

Providers have reported that, in the context of prenatal care, pre-test counsel-
ing following standard HIV protocols (CDC, 1994) is too onerous and that,
therefore, many of their patients remain untested. Eliminating the requirement for
extensive pre-test counseling, while requiring the provision of the basic informa-
tion to all patients, would likely increase the proportion of women tested for HIV.
The committee therefore recommends that pre-test counseling consist primarily
of notification that HIV testing is a regular part of prenatal care for everyone, and
that women have a right to refuse it. Patients’ explicit written consent to be tested
should not be necessary, but some professional guidelines say that refusal should
be documented in the patient’s medical record to protect the provider from liabil-
ity. This recommendation is not intended to diminish more extensive counseling
when providers feel it is warranted.

Under the proposed policy, women found to be HIV-positive would receive
extensive counseling and be referred for treatment for themselves and to prevent
perinatal transmission. For the small proportion of women who test positive, PHS
counseling and testing guidelines suggest that post-test counseling include infor-
mation about the clinical implications of a positive test result; the benefit of, and
ways to obtain, HIV-related medical interventions and treatment; the interaction
between pregnancy and HIV infection; the risk for perinatal HIV transmission
and ways to reduce this risk; transmission to partners; and the prognosis for
infants who become infected (CDC, 1995b).

Refusal of the HIV test at the initial prenatal visit should not necessarily be
taken as final, but providers should assess the clinical circumstances and, in some
cases, counsel women at later prenatal care visits about the benefits of HIV
testing. At its site visits, the committee learned of many cases in which pregnant
women, later identified as HIV-positive, initially refused testing, but eventually
agreed after repeated discussions with their providers. Patients who continue to
refuse testing should never be coerced or denied services, and providers should
understand that for some women a positive test may lead to severe consequences,
such as discrimination, eviction from housing, and domestic violence. Also, there
may be clinical indications for repeating the HIV test later in pregnancy.

The committee’s de-emphasis of pre-test HIV counseling also should not be
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taken to undermine the need for health care professionals to counsel their patients
in routine encounters about the risks of sexually transmitted diseases or methods
for preventing them (IOM, 1997), or in practices where providers decide routine
pre-test counseling is appropriate. Rather, providers should not allow the require-
ments for pre-test HIV counseling to become a barrier to testing itself.

Clinical policies to implement universal HIV testing, with patient notifica-
tion, as a routine component of prenatal care, will have to be developed, as
discussed below. These policies should be tailored to the needs of the patients
served by the practice, and should include the protection of confidentiality.

The committee’s recommendation is in concert with recent analyses and
policy changes in other countries. In April 1998, for instance, an Intercollegiate
Working Party for Enhancing Voluntary Confidential HIV Testing in Pregnancy
in the United Kingdom recommended that “testing for HIV infection should be
integrated within established antenatal testing such as for hepatitis B, rubella and
syphilis.” (Intercollegiate Working Party, 1998). A recent clinical trial in Scot-
land showed an increase in testing from 18% to 90% of pregnant women when
the approach was switched from opt-in (non-directive patient choice) to opt-out
(routine, with notification) (Simpson et al., 1998). In September 1998, Alberta
Health will begin to promote a policy of routine HIV testing, as part of the
standard battery of prenatal exams for all pregnant women in Alberta, Canada
(Pilon, 1998).

Rationale for the Committee’s Recommendation

The discussion of public health screening programs in Chapter 2 sets out a
series of policy options ranging from completely mandatory to voluntary, and
Chapter 6 shows how current laws and policies implement a wide variety of
approaches to prenatal HIV screening. Rather than this patchwork approach, the
committee believes that a policy of universal, routine testing with notification
reflects an appropriate balance among public health goals, justice, and individual
rights. This policy would increase HIV testing, and hence improve outcomes, by
striking a balance in the doctor/patient interaction as well as in the broader
society.

There are two key elements to the committee’s recommendation. The first is
that HIV screening should be routine with notification. This element addresses
the doctor/patient relationship, and can reduce barriers to patient acceptance of
HIV testing. Most importantly, this approach preserves the right of the woman to
refuse the test. Women would not have to deal with the burden of disclosing
personal risks or potential stereotyping because the test would simply be a part of
prenatal care that is the same for everyone. Routine testing will also reduce
burdens on providers such as the need for costly extensive pre-test counseling
and having discussions about personal risks that many providers think are embar-
rassing. A policy of routine testing might also help to reduce physicians’ risk of
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liability to women and children when providers incorrectly guess that a woman is
not at risk for HIV infection.

The second key element of the recommendation is that screening should be
universal, meaning that it applies to all pregnant women, regardless of their risk
factors and of prevalence rates where they live. The benefit of universal screening
is that it ameliorates the stigma associated with being “singled out” for testing,
and it alleviates the problem of many HIV-infected women being missed when a
risk-based or prevalence-based testing strategy is employed (Barbacci et al.,
1991). The PHS guidelines (CDC, 1995b), many state laws and regulations, and
professional society recommendations all already call for universal testing.

Making prenatal HIV testing universal also has broad social implications.
First, if incorporated into standard prenatal testing procedures, the costs of uni-
versal HIV screening are low, and the benefits are high. Assuming that the
marginal cost of adding an ELISA test to the current prenatal panel is $3 per
woman and the prevalence of HIV in pregnant women is 2 per 10,000, the
committee’s calculations show that the cost of routine prenatal testing is $15,600
per HIV-positive woman found.1  Even if the cost of the test is $5 and the preva-
lence 1 per 10,000, the cost per case found is $51,100. Taken in the context of the
cost of caring for an HIV-infected child,2  even though not all women found to be
HIV-positive will benefit, these figures indicate the clear benefits of routine
prenatal HIV testing.

Second, universal screening is the only way to deal with possible geographic
shifts in the epidemiology of perinatal transmission. Although perinatal AIDS
cases are currently concentrated in eastern states, particularly New York, New
Jersey, and Florida, there have been shifts in the prevalence of HIV in pregnant
women, including an increase in the South in the early 1990s. Changes in the
regional demographics of drug use can also lead to changes in the distribution of
HIV infection in pregnant women. Given the uncertainty of these trends, the
committee considers universal testing the most prudent method to reduce perina-
tal transmission despite possible regional fluctuations.

Third, it would help to reduce stigmatization of groups by calling attention to
a communicable disease that does not have inherent geographic barriers or a
genetic predisposition. Focusing on the communicable disease aspect may allow

1In other words, if 10,000 women were tested to identify two positive cases, the aggregate cost of
the screening program would be $31,200, or $15,600 per HIV-infected woman found. This calcula-
tion includes the cost of confirmatory tests when necessary, but does not account for the unknown
proportion of women whose HIV status was known before pregnancy or would have been detected
through other means.

2The lifetime costs of treating perinatally acquired HIV infection have been estimated at $65,000
to $200,000 (Ecker, 1996; Gorsky et al., 1996; Myers et al., 1998). In addition, there may be reduced
costs associated with early detection of HIV infection in the mother.
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national education programs that would otherwise be difficult, discouraging in-
fected individuals from hiding themselves and thus not benefiting from care, and
discouraging a “blame-the-victim” mentality.

The committee prefers universal HIV testing, with patient notification, as a
routine component of prenatal care testing to policies that require providers to
counsel or offer HIV tests to all women in prenatal care. As noted in Chapter 2 for
screening programs in general, and in Chapter 6 for prenatal HIV testing, there is
no evidence that making a program “mandatory,” in and of itself, leads to more
testing. Routine testing with patient notification thus is likely to be at least as or
more effective in meeting public health goals, and less onerous.

INCORPORATING UNIVERSAL, ROUTINE HIV TESTING INTO
PRENATAL CARE

As documented in Chapter 6, prenatal care providers are generally aware of
and agree with PHS and other recommendations for universal testing. Yet there is
great variation among providers in the proportion of women actually tested.
Provider and patient surveys (see Chapter 6), the committee’s workshops and
field visits, and the committee members’ own experience have indicated the need
for a number of changes in health systems and public policy focused on health
care provider behavior. In this light, the committee makes the following general
recommendations, although precise actions should vary across states and clinical
practices, and according to current practices, the nature of the epidemic, and
available resources.

The first condition for these recommendations to be successful, is strong lead-
ership in the public health and medical community, especially at the local level.
The committee is aware of the extensive efforts that have been made at the national
and state level to develop guidelines, recommendations, laws, and regulations to
implement the ACTG 076 findings. The committee’s site visits, on the other hand,
have revealed a number of instances in which local public health officials and
leaders of the medical community have missed opportunities to educate themselves
about and encourage prenatal HIV testing, monitor progress, or enforce existing
laws or regulations (Appendixes E, F, and G). It is also important, the committee
believes, that these approaches be evaluated carefully, and that successful models
be disseminated widely in the professional community.

Education of Prenatal Care Providers

Although most prenatal providers are aware of and agree with the need for
offering HIV tests to pregnant women, their awareness and attitudes do not
always translate into action. In addition to the demands of pre-test counseling,
lack of knowledge about HIV therapies and the lack of a referral network, for
instance, may deter physicians in private practice from offering HIV tests. One
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way to achieve the goal of universal HIV testing in prenatal care is for federal,
state, and local health agencies; professional organizations; regional perinatal
HIV research and treatment centers; AIDS Health Education Centers (AHECs);
and health plans to increase efforts to educate prenatal care providers about the
value of testing in pregnancy. They also must ensure that providers are linked to
sources of information and referral for women who test positive. In addition,
academic and residency training programs in family medicine, pediatrics, obstet-
rics/gynecology should include the knowledge, skills, and techniques for preven-
tion of perinatal HIV transmission.

In particular,

The committee recommends that health departments, professional
organizations, medical specialty boards, regional perinatal HIV cen-
ters, and health plans increase their emphasis on education of pre-
natal care providers about the value of universal HIV testing and
about avenues of referral for patients who test positive.

Through its workshops and site visits, the committee found many examples
of existing provider education programs initiated by state and local health depart-
ments and professional organizations. Nearly all states have sent material about
the ACTG 076 results and the PHS counseling and testing guidelines (CDC,
1995b) to prenatal care providers. Provider education programs have been de-
signed to explain the risks of perinatal transmission, the importance of universal
prenatal testing, the benefits of interventions, and the availability of referral sites.
These efforts should be continued and enhanced.

California and New Jersey developed their education programs as a result of
legislation mandating that providers counsel and offer voluntary HIV testing to
all pregnant women (see Appendixes D and E). California recently devised and
disseminated comprehensive clinician education and resource materials (includ-
ing interactive teaching materials for use with patients) and made available a toll-
free physician help line. Similar educational programs need to be developed and
evaluated in other states. It has been difficult, however, to get physicians to
participate, because many do not think that HIV is common enough in their
practices to warrant the time (see Appendixes E and G).

It is important for provider education programs to overcome physicians’
apparent tendency to offer HIV tests only to pregnant women who report, or in
whom they suspect, HIV risk behaviors. Risk-based counseling and testing strat-
egies are ineffective because they fail to identify as many as half of HIV-infected
women (Barbacci et al., 1991). Belief that they are not at risk is the most common
reason for patients’ refusal of an HIV test, according to the committee’s work-
shops and site visits. Many who deny risk do so because they are unaware of their
partners’ risk history.
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Education programs also should address providers’ confusion about HIV
testing algorithms and interpretation of results. In low-prevalence areas, false
positive results from initial screening with an ELISA (enzyme-linked immuno-
sorbent assay) can account for at least two-thirds of all positive tests (if the
prevalence of HIV in pregnant women is less than 5 per 10,000). By contrast, the
rate of false positives in high-prevalence areas (200 per 10,000, for example) is
about 5% (see Appendix K). Confirmatory testing with Western blot or immu-
nofluorescence lowers false positives to almost zero. There are still problems
with interpretation of indeterminate results, however, and providers need to know
how to counsel women about the need for follow-up testing. Laboratories, under
most circumstances, do not report initial positive results to patients until after
confirmatory testing. Nevertheless, the committee was informed of several cases
in which pregnant women were told of their positive initial ELISA test results,
which turned out to be false positives, by providers who did not understand the
need for confirmatory test results (Appendix G).

Education programs should also stress providers’ potential malpractice li-
ability for failing to offer an HIV test. As prenatal HIV testing increasingly
becomes recognized as the standard of care, courts may rule that providers are
negligent if they do not offer a test to a pregnant woman who later gives birth to
an HIV-infected baby, or at least document the refusal of a test (King, 1991). As
documented in Chapter 2, fear of malpractice has served as a powerful incentive
for prenatal care providers to initiate other screening programs.

Improved Provider Practices

Information available to the committee through its workshops, site visits,
and correspondence suggests a wide array of approaches to promote prenatal HIV
testing by changing provider practices. Approaches include the preparation or
dissemination of practice guidelines, such as those discussed in Chapter 6. There
is also a variety of specific clinical policies that facilitate HIV testing, such as
inclusion of HIV tests in the standard prenatal test panel and no longer requiring
counseling as a prerequisite for HIV testing.

Clinical practice guidelines offer a means to facilitate HIV testing in the prena-
tal setting. Practice guidelines are “systematically developed statements to assist
practitioners and patient decisions about appropriate health care for specific clinical
circumstances” (IOM, 1990, 1992). Practice guidelines can be developed by fed-
eral or state health agencies, or by professional organizations, through a process of
reviewing the relevant scientific and clinical literature and building consensus
among pertinent professional and patient organizations. As described in Chapter 6,
state and local health departments and a number of professional organizations have
already prepared practice guidelines to implement the PHS counseling and testing
guidelines (CDC, 1995b). Accepting this approach,
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The committee recommends that professional organizations update
their clinical practice guidelines to facilitate universal HIV testing,
with patient notification, as a routine component of prenatal care.

In addition to their direct influence on clinical practices, guidelines of this
sort issued by professional organizations have an important role to play in deter-
mining the standard of care used by the courts. The committee’s recommendation
for universal HIV testing with patient notification in the context of prenatal care
is different from most existing practice guidelines, so professional organizations
should consider rewriting their guidelines to be consistent with the committee’s
approach. Relevant state laws and regulations should also be reconsidered.

The development of clinical policies represents another approach to promot-
ing prenatal HIV testing and appropriate care. Clinical policies are usually devel-
oped within a clinical department, practice, or health plan, and can be based on
national standards. Clinical practice guidelines to implement the committee’s
recommendation for universal, routine testing with notification might, for ex-
ample, include an HIV test on the checklist of clinical tests for which blood is
drawn at the first prenatal visit, standing orders, and procedures to ensure that
positive test results are delivered in a timely and appropriate way. Practice guide-
lines might also include clear identification of the essential components of post-
test counseling for patients who test positive. Thus,

The committee recommends that all health care plans and providers
develop, adopt, and evaluate clinical policies to facilitate universal
prenatal HIV testing.

Institutional changes can lead to rapid increases in HIV test use. Kaiser
Permanente of Northern California, for example, was able to increase test use
throughout its service area from 50% to 63% in one year (from 1994 to 1995) by
improving providers’ ability to provide counseling and testing—for example, by
ensuring access to educational materials and laboratory testing (Limata et al.,
1997). In Southern California, prenatal HIV testing among pregnant Kaiser mem-
bers rose from 55% to 85% between 1994 and 1997 (Pettiti, 1998). A provider
survey conducted in Massachusetts found the adoption of an HIV clinical prac-
tice policy to be the single most important predictor of the occurrence of HIV
prenatal testing (Allen et al., unpublished).

The availability of patient educational materials can also help to improve
prenatal HIV testing rates, according to the committee’s site visits and work-
shops. The need for clear and readily accessible patient educational materials is
even greater under the committee’s recommendation for routine prenatal testing
with notification. As a result of its support for minimal pre-test counseling to
reduce provider burden, the committee foresees greater emphasis on educational
materials to inform patients about the test and its implications for the health of the
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mother and child. Educational efforts oriented to the public at large also should
be undertaken to underscore the importance of HIV prenatal testing. The New
Jersey Department of Health and Senior Services, for example, has developed a
public education campaign that includes the use of posters, postcards, videos, and
public service announcements (Appendix F). To encourage HIV prenatal testing
among adolescents and immigrants, who are among the hard-to-reach popula-
tions (see below), educational materials and public service announcements should
be tailored to individuals of different ages, cultures, and languages.

Outreach and counseling conducted by nurses, counselors, and other staff
would increase the proportion of women tested by minimizing the burden of HIV
counseling on physicians. Physicians at many of the sites visited by the Institute of
Medicine (IOM) committee believed that counselors and nurses were more suc-
cessful at counseling patients than they themselves. The Group Health Cooperative
of Puget Sound, a large Kaiser-affiliated HMO (health maintenance organization)
based in Seattle, Washington, recently took steps to improve HIV testing of preg-
nant women by (1) communicating with providers about the PHS recommenda-
tions, (2) integrating HIV education and counseling into prenatal classes usually
given by registered nurses, (3) having test results available for review and discus-
sion at the first visit with a prenatal care provider (midwife, obstetrician/gynecolo-
gist, or family practice physician), (4) making written support material for counsel-
ing and testing available to medical and nursing care providers, and (5) clearly
defining appropriate steps for care of HIV-positive pregnant women (BlueSpruce,
1998).

Performance Measures and Contract Language

Health care plans and providers increasingly are held accountable for the
services they provide through performance indicators such as measures of cost,
quality of care, and patient satisfaction (IOM, 1996a). Performance measures for
preventive services such as childhood immunizations and mammography screen-
ing are common. Another way to integrate public health goals and clinical prac-
tice is to develop contract language for managed care plans, especially those
serving Medicaid populations. To take advantage of this approach,

The committee recommends that health care plans and providers
adopt performance measures for a policy of universal HIV testing,
with patient notification, as a routine component of prenatal care.

Performance measures are established by health care plans as a result of
requirements for accreditation, participation in Medicaid or Medicare, and mar-
ket demand. In the market-driven approach, health care plans voluntarily supply
information relating to performance measures to enable purchasers to compare
plans. If providers do not meet performance goals within the plan, the plan faces
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sanctions or consequences, such as loss of accreditation, loss of participation in
Medicare or Medicaid, and/or loss of market share. With respect to HIV prenatal
testing, few, if any, health care plans currently hold their providers accountable
for a high rate of HIV prenatal testing. To implement this recommendation,
groups that develop performance measures, such as the National Committee for
Quality Assurance (NCQA), should develop and adopt specific performance in-
dicators for prenatal testing.

The Group Health Cooperative has decided to measure “the proportion of
pregnant women with chart documentation of informed consent or refusal for
HIV antibody testing within three months of the initiation of pregnancy.” The
long-term goal, or “optimal performance,” has been set at 95%. This is compared
to approximately 50% in mid-1997, before the program described above was put
into place. The Jefferson County (Alabama) health department has a reporting
system that could be used to measure HIV testing rates in its prenatal clinics, but
it does not link performance to specific rewards or sanctions (Appendix F).

Health plans can be held accountable for offering prenatal HIV tests or
actually performing them. Estimating the proportion of women who are offered
tests can be cumbersome because it relies on chart review, but some have sug-
gested that this approach is preferable where testing is not mandatory, so that
voluntary testing does not de facto become mandatory. It is usually easier to
calculate the proportion of women who are actually tested because laboratory
data frequently are computerized (Appendix D). Given the committee’s emphasis
on universal routine testing, the proportion of women in prenatal care actually
tested would be an appropriate performance measure. Health care plans must,
however, ensure patient confidentiality and guard against coercive testing when
patients refuse to be tested.

Another approach to integrating public health goals and clinical practice is
the development of contract language for managed care plans. In particular,

The committee recommends that health care purchasers adopt con-
tract language supporting a policy of universal HIV testing, with
patient notification, as a routine component of prenatal care.

If universal HIV testing with patient notification is to become a routine compo-
nent of prenatal care, contracts should not allow health insurers to deny benefits
under “pre-existing conditions” or similar clauses based on the client’s HIV
status.

In 1997, as documented in Chapter 5, most women, and more than one-half
of all Medicaid recipients were enrolled in some sort of managed care plan. The
essence of managed care is that some entity is responsible for maintaining the
health of every individual. This can be a major advantage when it comes to
incentives to provide preventive services, such as prenatal care. Under fee-for-
service systems, no one can be held responsible for pregnant women getting
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prenatal care. With managed care, the responsibility is clear, and plans can be
held accountable for the services they provide, although few actually are. Thus
the contracts that govern the care provided to patients in managed care systems
can be powerful tools, and are especially important for increasing the number of
women covered by Medicaid managed care.

Current Medicaid managed care contracts, however, are limited by what the
states specify, and in most states, financing rather than public health agencies
develop the contracts. Thus no one asks for contract provisions relating to perina-
tal transmission or other prevention issues (Wehr et al., 1998). Fewer than half
the states that have Medicaid managed care contracts require HEDIS data, for
instance. Managed care and insurance contracts typically do not mention specific
conditions, but in 1996, 18 states mentioned HIV or AIDS in their contracts. Of
those, ten are limited to a reference to counseling and testing as a covered service,
usually only in the context of family planning services. Only one state, Florida,
specifically assures access to the ACTG 076 protocol (Wehr et al., 1998).

A number of things could be specified in Medicaid managed care contracts. At
a minimum, managed care organizations could be required to report what they tell
their providers about prenatal testing and counseling and ZDV use. Managed care
organizations could also be required to report on the proportion of women coun-
seled and tested (or documented refusal), and the proportion of HIV-infected preg-
nant women who receive ZDV (whether there was a HEDIS question on this or
not). Since many women qualify for Medicaid when they become pregnant, offer-
ing an HIV test could be a required part of the intake process (Wehr et al., 1998).

Improving Coordination of Care and Access to
High-Quality HIV Treatment

Prenatal HIV testing can achieve its full value only if women who are found
to be positive receive high-quality prenatal, intrapartum, and postnatal care for
themselves and their children. In its workshop and site visits, however, the com-
mittee heard many unfortunate instances of inferior-quality HIV treatment and
poor linkage to specialty care for women diagnosed with HIV. Thus,

The committee recommends efforts to improve coordination of care
and access to high-quality HIV interventions and treatment for HIV-
positive pregnant women.

This recommendation has two components. First, HIV testing in pregnancy
should be seamlessly linked to specialty care for HIV-infected women identified
in the prenatal setting. Without linkage, the committee’s recommended policy of
universal HIV testing, with patient notification, as a routine component of prena-
tal care would violate one of the fundamental criteria for public health screening,
that is, there should be adequate facilities for diagnosis and resources for treat-
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ment for all who are found to have the condition, as well as agreement as to who
will treat them.

As the committee’s workshops and site visits have shown, providers’ and
patients’ lack of knowledge of available resources have been barriers to HIV
testing itself. If providers and patients do not know that resources are available
for treatment, they will not believe that testing is valuable, nor will women who
are tested benefit fully from it.

Second, optimal care for HIV-infected pregnant women and their babies is
complex, and must be coordinated throughout the prenatal, intrapartum, and
postnatal periods. Primary and prenatal care providers cannot all be experts on
this care, especially in low-prevalence areas. They should, however, be able to
refer patients for appropriate care in any area. A later section of this chapter
discusses the resources and comprehensive infrastructure, including federal fund-
ing and a regional approach, needed to provide optimal care.

From the moment she is informed of her HIV-positive status, a pregnant
woman must know that care is available, on a confidential basis, for herself and
her unborn child. Information about, and referral to, care should be incorporated
into post-test counseling. It also should be incorporated into pre-test counseling
for women who initially refuse to be tested. Some women reject HIV testing out
of misplaced fears that a positive result is a “death sentence.” These women
would be more inclined to accept testing with the knowledge that perinatal trans-
mission often can be prevented and that HIV infection no longer signals an
imminent death. Immediate linkage to care is also important for patients who are
in a state of fear, shock, depression, or denial after the diagnosis. Some contem-
plate suicide or delay for months the decision to seek or accept treatment, accord-
ing to the committee’s site visits and workshops. This was especially true of
adolescents and immigrants, as discussed below.

In many states, Medicaid will pay extra for an HIV test performed in a
sexually transmitted disease (STD) clinic, but not for the same test performed as
part of prenatal care because prenatal care is typically reimbursed as a package.
During its site visits, the committee learned that some public prenatal clinics
were taking advantage of this differential by requiring women in prenatal care to
go to an STD clinic for HIV testing. Although in some cases the second clinic
was “across the hall,” it often required another visit, and more importantly, some
women were reluctant to be seen in an STD clinic because of stigma. Systems
issues such as this can have a major impact on use of testing, and must be
addressed.

The ACTG 076 regimen requires initiation of ZDV therapy early in the
prenatal period and continuing through the intrapartum and postpartum periods.
As discussed in Chapter 4, optimal care increasingly involves complex
antiretroviral therapy for most women as well as special obstetrical procedures.
State-of-the-art specialty care for HIV-infected pregnant women is preferable to
care provided by non-specialists. For these reasons, a coordinated system of
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service delivery and financing for both the mother and the child. Some pregnant
patients, however, especially those in rural areas, must access HIV care in the
primary care setting. In such cases, the primary care provider must be knowl-
edgeable about HIV testing and treatment and in communication with HIV spe-
cialty care. Whatever the arrangement, patients must have a smooth transition
from primary to specialty care.

Some of the highly coordinated programs visited by the committee not only
furnish specialty care, but also ensure on-site access to medications, to clinical
trials, and support services such as transportation and psychosocial services and
assistance with applications for public programs that pay for their care, including
medications (Appendixes E, F, and G). Ensuring continuity of funding for care
for both women and children is also important, especially given the fragmentary
nature of federal and state systems documented in Chapter 5.

Addressing Concerns about HIV Testing and Treatment

While lack of prenatal care and not being offered a test are the primary
reasons why women are not being tested for HIV, some proportion of women
refuse testing when offered. To enhance acceptance of routine HIV prenatal
testing, therefore, providers should understand the constellation of reasons why
some pregnant women refuse HIV testing. According to the committee’s work-
shops and site visits, pregnant women reject testing because they deny risk; fear
disclosure of test results will lead to abandonment, discrimination, and domestic
violence; lack trust in the provider; and face religious, cultural, and linguistic
barriers (see section on special populations, below). Thus,

The committee encourages the development of outreach and educa-
tion programs to address pregnant women’s concerns about HIV
testing and treatment.

Public and private organizations can contribute to these programs, which could
include making information available in prenatal care providers’ offices and in
the popular press.

Providers need to be sensitized to these attitudes to help them devise strate-
gies or interventions designed to heighten acceptance of HIV testing. When a
woman refuses to be tested, providers must continue to understand the reasons
behind her refusal, and encourage testing while avoiding coercion. Providers’
ability to persuade women to be tested is enhanced within a climate of trust in the
prenatal care relationship and assurances of confidentiality. If testing becomes
truly routine and integrated into prenatal care, some women’s concerns may
dissipate over time.

Once they agree to be tested, the overwhelming majority of patients who test
positive accepts and complies with the ACTG 076 regimen. But this is not uni-
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versally true. If they are to improve their acceptance and compliance, providers
must understand the reasons that some women resist drug therapy. According to
the committee’s workshops and site visits, the major reasons for patients’ resis-
tance to antiretroviral therapy were concerns that it was a “poison” and might
have long-term effects on the child; the side effects; the demanding regimen of
administration, especially for babies; and fear that frequent drug administration
would make it impossible to conceal their HIV status, in cases where disclosure
is feared. Patients sometimes resort to removing prescription labels to evade
disclosure.

RESOURCES AND INFRASTRUCTURE

When integrated into prenatal care, universal, routine HIV testing, with notifi-
cation, is not costly, and could easily be covered by private insurance, Medicaid,
and other prenatal care financing arrangements. Infected individuals are rare, so
treatment costs are low when averaged over all women in a practice or health care
plan. Indeed, analyses have shown that prenatal HIV testing and subsequent treat-
ment of infected women and infants can be very cost-effective (Ecker, 1996; Gorsky
et al., 1996; Mauskopf et al., 1996; Myers et al., 1998; see also Appendix K). In and
of themselves, development and dissemination of policy goals will not achieve
universal testing and optimal treatment. As the discussions in this chapter illustrate,
a comprehensive infrastructure is needed. Maintaining this infrastructure requires
federal funding, a regional approach, and ongoing surveillance program.

Federal Funding

The committee learned of many successful efforts to build the infrastructure in
the New York metropolitan area, Alabama, and South Texas. Other similar ex-
amples were brought to the committee’s attention at its workshops and in corre-
spondence. The directors of these programs consistently said that federal funding
for research and services was essential to maintain the necessary infrastructure,
and, hence, the programs’ success. The efforts called for in the earlier recommenda-
tions in this chapter will require similar or higher levels of investment. Beyond this,
HIV does not respect state borders, so although the perinatal AIDS epidemic is
concentrated in a few states, it is truly a national problem. Thus,

The committee recommends that federal funding for state and local
efforts to prevent perinatal transmission, including both prenatal
testing and care of HIV-infected women, be maintained.

The Administration and Congress should examine current budgets thoroughly
for adequacy, particularly in light of the expanded programs recommended by the
committee. Maintaining current program levels is the minimum requirement. The
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Ryan White Comprehensive AIDS Resources Emergency (CARE) Act Amend-
ments of 1996 (section 2625), for instance, authorized $10 million per year in
grants to the states to carry out a series of outreach and other activities that would
assist in making HIV counseling and testing available to pregnant women. The
Congress, however, never appropriated funds for this purpose. Appropriating
these funds now would go a long way towards building the infrastructure needed
to lower perinatal transmission rates.

As discussed in Chapter 1, the Ryan White CARE Act Amendments of 1996
set up a decision process that could result in states’ losing substantial amounts of
AIDS funding unless they demonstrate substantial increases in prenatal HIV
testing or a substantial decrease in HIV transmission rates, or institute mandatory
newborn testing. In other words, under certain conditions, mandatory newborn
testing would be required (to maintain federal funding) if current voluntary pre-
natal testing fails. The logic of this approach is unclear; newborn testing may
confer benefits for HIV-infected newborns, but cannot prevent perinatal trans-
mission. If the national goal is to prevent HIV transmission from mothers to
children, the federal government should support, not undermine, prenatal testing
and other state-based prevention efforts. The Ryan White CARE Act Amend-
ments of 1996, paradoxically, could have the opposite effect.

Regional Approach

Health Resources and Services Administration (HRSA) currently funds a
system of “HIV Programs for Children, Youth, Women, and Families” through
Title IV of the Ryan White CARE Act. Many of these programs serve as de facto
regional centers for specialized treatment of HIV-infected women and affected
children and, to a lesser extent, coordination of prevention activities. Federal
research funds in these and other centers also provide for both direct care and an
infrastructure to support it. In FY 1998, HRSA funded 44 comprehensive direct
service programs in 23 states, the District of Columbia, and Puerto Rico. Most are
located in urban areas, but some serve rural areas (HRSA, 1998b). There is,
however, no coordinated, regional approach. Thus,

The committee recommends that a regional system of perinatal HIV
prevention and treatment centers be established.

This goal might be reached by expanding the mandate of existing centers, or by
establishing new centers in areas not now covered.

The regional centers would assure optimal HIV care for all pregnant women
and newborns, directly to those referred to the centers, and indirectly by working
with primary care physicians who retain responsibility for the medical care of
HIV-infected women. Moving beyond current practices, the regional centers
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would also help to develop and implement strategies to improve HIV testing in
prenatal care, as discussed above.

As discussed above, optimal care for HIV-infected pregnant women and
their babies is complex, and must be coordinated throughout the prenatal, intra-
partum, and postnatal periods. Obstetric as well as prenatal care is necessary, as
is care for the mother’s own HIV disease. The committee’s workshop and site
visits have shown that substantial efforts to improve coordination of care and
access to high-quality HIV treatment are still necessary, despite recent successes.
To effectively identify HIV-infected women and prevent transmission, moreover,
this infrastructure must include the education of prenatal care providers; the
development and implementation of practice guidelines; the implementation of
clinical policies, the development and adoption of performance measures and
Medicaid managed care contract language for prenatal HIV testing; interventions
to overcome pregnant women’s concerns about HIV testing and treatment; inter-
actions with HIV prevention programs and drug treatment programs; and efforts
to increase utilization of prenatal care, as discussed in this chapter.

A Ryan White-funded program in Tampa, Florida, for example, provides
nurse case managers for all pregnant women who are HIV-positive, whether they
are being cared for by public or private providers. These case managers ease the
baby’s transition into a Title IV program, and provide supplementary services in
conjunction with regular care providers. The program also works to improve
compliance with Florida’s law, which requires that all women in prenatal care be
counseled and offered an HIV test. It is estimated that nearly all women who
receive prenatal care in the public sector are tested, compared to 85% to 90% of
the women in the private sector. To address this discrepancy, the program works
with private sector physicians and group practices by sending nurses who visit
offices, do chart audits, and make recommendations on how to improve testing
rates. These nurses are viewed as individuals who can help the practices with
HIV testing and who can link women and children with specialized HIV care
when necessary, as well as “government auditors” (see Appendix H).

Defining the organization, funding, and operations of the recommended re-
gional approach is beyond the scope of this report. Steps are needed, for instance,
to ensure that regional centers do not allow private providers to “dump” patients
and to not overly burden mothers with long distances to travel. To advance this
plan, HRSA’s Bureau of HIV/AIDS and its Maternal and Child Health Bureau,
which together have authority and funding to deal with prenatal care and HIV
treatment, should convene a national working group to implement this regional
approach. The members of the working group should include representatives of
Centers of Disease Control and Prevention (CDC) for their prevention authority,
National Institutes of Health (NIH) because many of the existing centers receive
significant research funding, and Health Care Financing Administration (HCFA)
because of its oversight of Medicaid. State and local health authorities, represen-
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tatives of managed care organizations, and representatives of the prenatal care
providers should also be involved.

Surveillance

Surveillance systems are needed to support policy development and program
evaluation regarding perinatal HIV transmission. Chapter 3 of this report illus-
trates how epidemiologic surveillance data can help to focus attention on critical
dimensions of a public health problem. Such analyses are hampered, however, by
the lack of national HIV prevalence data and the discontinuation, in 1994, of the
Survey of Childbearing Women. Chapter 6 shows how data from provider and
patient surveys, clinical and health plan records, and other sources such as birth
certificates can be used to monitor the performance of providers and identify
bottlenecks in prevention activities. Data of this sort, however, are not univer-
sally available, and often are defined differently from one population to another.
Thus, in order to support the previous recommendation about performance mea-
sures, and to generally guide prevention efforts,

The committee recommends that federal, state, and local public
health agencies maintain appropriate surveillance data on HIV-in-
fected women and children as an essential component of national
efforts to prevent perinatal transmission of HIV.

The universal testing approach that the committee recommends, as well as the
call for health plan performance measures, should facilitate the development of
appropriate public health surveillance systems.

The Ryan White CARE Act Amendments of 1996 could make it difficult to
maintain the recommended surveillance system. The Act states that continued
federal funding to the states could be contingent upon (see Chapter 1):

1. a 50% reduction (or a comparable measure for states with less than ten
cases) in the rate of new AIDS cases resulting from perinatal transmission, com-
paring the most recent data to 1993 data; and

2. ensuring that at least 95% of women who have received at least two
prenatal visits prior to 34 weeks of gestation have been tested for HIV.

The first of these measures is imprecise. Does the “rate of new AIDS cases”
refer to the number per year, the proportion of all newborns with AIDS, the
proportion of children born to HIV-infected mothers who have AIDS, or some
other concept? Children born with HIV infection may not progress to AIDS for
years, so monitoring new AIDS cases per se reflects prevention efforts far in the
past. How should it be determined whether any specific case was the result of
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“perinatal transmission”? What should be the role of newborn HIV prevalence
data in states with mandatory HIV reporting? Because of this imprecision, states
would likely choose the most favorable statistic they have available to avoid the
loss of federal funds. The law recognizes that in states with few cases of perinatal
AIDS (less than ten) an alternative measure is needed because of the inherent
statistical variation in rates based on small numbers, but fails to specify such a
measure. In 1997, 39 states had fewer than ten perinatally transmitted AIDS cases
(Chapter 3).

The second measure is overly precise. The restriction to “women who have
received at least two prenatal visits prior to 34 weeks of gestation” seems to be
based on the ACTG 076 protocol, but as Chapter 4 illustrates, women who start
prenatal care late can also benefit from ZDV use. Since most health plans’ data
systems do not record prenatal care utilization in this much detail, the only way to
compile these statistics would be to review individual medical charts, which is
very costly. Birth certificates could be changed to include similar information,
but currently only record prenatal care by trimester, and this information would
have to be validated.

OTHER APPROACHES TO PREVENTING
PERINATAL HIV TRANSMISSION

Although the committee’s charge was focused on prenatal HIV testing and
appropriate care, other ways to prevent perinatal transmission of HIV should be
also considered. A detailed discussion of these interventions would be beyond the
scope of this report, yet the committee believes that the following areas offer
possibilities for preventing HIV infection in children, and should be included in a
prevention package.

Primary Prevention of HIV Infection

Primary prevention of HIV refers to the avoidance of HIV infection in the
general population before it occurs. Since perinatal transmission begins with
infected mothers and their partners, primary prevention of HIV can contribute
markedly to preventing perinatal transmission by lowering the number of HIV-
infected women and their male partners. There are many established approaches
to primary prevention of HIV: HIV/AIDS education, behavioral interventions,
partner notification, treatment and prevention of sexually transmitted diseases,
and community programs (IOM, 1994, 1995a, 1996b; NRC, 1989, 1990, 1991,
1995; CDC, 1997b, 1998b; NIH, 1997).

Beyond more general HIV prevention efforts, HIV prevention programs
targeting drug users, as well as increasing drug treatment slots for HIV-infected
pregnant women, appear to be especially vital. Injection drug use in women or
their partners is the primary cause of perinatal AIDS, accounting for about 70%
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of perinatal AIDS cases (Chapter 3). Drug treatment programs have higher HIV
prevalence rates (2.9%) than at other testing sites, such as HIV counseling and
testing sites, sexually transmitted disease clinics, and family planning programs
(CDC, 1997d). Engaging drug abusers in drug treatment, needle exchange, and
related programs is pivotal to primary prevention of HIV. Drug abuse treatment,
and HIV prevention education given in the context of drug treatment, have been
documented to reduce HIV risk behaviors, for example, drug use, risky injection
practices, and number of sexual partners (IOM, 1995b, 1996b). Women found to
be drug users in mandatory drug testing (see Chapter 2) need opportunities for
treatment, not just identification and threats of removing their children. Similarly,
needle exchange programs are effective in preventing HIV transmission (NRC,
1995). Targeted prevention programs also are essential in correctional settings, as
discussed below.

Averting Unintended Pregnancy and Childbearing Among
HIV-Infected Women

As a general proposition, pregnancies that are intended—consciously and
clearly desired—at the time of conception are in the best interest of the mother
and the child (IOM, 1995b). If a woman is infected with HIV, unintended preg-
nancy and childbearing clearly have special significance. For these reasons, pre-
conception counseling represents an important opportunity to identify HIV-
infected women who are considering pregnancy. Couples are increasingly being
urged to plan their pregnancies (AAP and ACOG, 1997), and part of this planning
process should be a visit to a health care provider to ensure that the woman enters
pregnancy in optimal health. Such a preconception visit usually includes advice
about nutrition, folic acid, weight, and tests for infectious and chronic diseases.
Insofar as women and their partners avail themselves of this opportunity, pre-
conception visits provide an early opportunity to obtain HIV testing for the
woman and her partner. For those found to be HIV-positive, it provides a chance
to consider avoiding pregnancy, and/or to be counseled about antiretroviral
therapy during pregnancy.

Some women who know they are HIV-infected choose to become pregnant,
especially now that the ACTG 076 regimen is available, but others become
pregnant unintentionally. More women learn their HIV status in the course of
their pregnancy. Nevertheless, improved knowledge of the consequences of unin-
tended pregnancy (including HIV transmission) and the ways to avoid it as well
as access to contraception can help to ensure that all pregnancies are intended
(IOM, 1995b), and this would reduce, to some extent, the number of children
born with HIV infection. The committee does not want to restrict reproductive
choice (Faden et al., 1991), but notes that interventions for such women who
choose to terminate unintended pregnancies can also be beneficial in reducing the
number of children born with HIV infection. To be most effective, however,
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women must know their HIV status to be able to take action, and this requires
testing. The more women know their HIV status early in pregnancy, the better
able they will be to consider whether to continue a pregnancy as well as the
benefits of antiretroviral therapy. After giving birth, HIV-infected women, like
all women, should be counseled about contraception and given referrals for fol-
low-up visits that support the woman’s contraceptive choice. This is important
for all women, but especially for women for whom the consequences of an
unintended pregnancy are particularly great.

If such a program proves successful, it would be appropriate to implement
comparable programs more broadly, but with clear provisions for women’s right
to refuse testing.

Increasing Utilization of Prenatal and Preconceptional Care

The purpose of prenatal care is to improve pregnancy outcomes, particularly
for women at increased medical or social risk (IOM, 1988). Since the publication
of the ACTG 076 results, the prenatal setting offers the additional opportunity for
combating perinatal HIV transmission by HIV testing and by initiating effective
treatment for women who test positive. Yet roughly 15% of HIV-infected preg-
nant women, many of whom are drug users, receive no prenatal care (Chapter 6).
Therefore, increasing the proportion of women, especially drug users, who re-
ceive prenatal care should be a high priority.

The 1988 IOM report Prenatal Care: Reaching Mothers, Reaching Infants
recommends activities to (1) remove financial barriers to care; (2) make certain
that basic system capacity is adequate for women; (3) improve the policies and
practices that shape prenatal services at the delivery site; and (4) increase public
information and education about prenatal care. The improvements in prenatal
care coverage documented in Chapter 6 show that progress is being made, but it
is troubling that prenatal care utilization is especially limited among those women
most likely to be infected with HIV.

Some recent policy changes at the federal and state level do not augur well
for improving access to prenatal care, although their full impact is not yet known.
The 1996 federal welfare reform legislation creates bureaucratic barriers to the
receipt of Medicaid for low-income women, both those who receive cash benefits
under the new state welfare programs and those who continue to be Medicaid-
eligible when they find employment. The legislation also prohibits undocumented
immigrants and certain categories of legal immigrants from receiving Medicaid,
despite the fact that any child born to them in the United States automatically
becomes a U.S. citizen.

With respect to drug abuse and pregnancy, several states have passed legis-
lation mandating drug testing (prenatal or neonatal) and/or drug abuse treatment
(see Chapter 2). Such legislation can have a chilling effect on the willingness of
pregnant drug users to seek prenatal care, even in states where such laws have not
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been passed, according to the committee’s site visits. Women also fear losing
custody of their children if their drug use is discovered.

Enhanced HIV Prevention in Correctional Settings

Correctional settings—prisons and jails—offer a unique opportunity for pre-
vention activities targeted at hard-to-reach women at risk for, or already infected
with, HIV. The total number of incarcerated women was 74,730 in 1996, a
threefold increase from 1985 (Bureau of Justice Statistics, 1997). The prevalence
of HIV infection among incarcerated women is far higher than in the general
community: 4% of female state prison inmates nationwide are known to be HIV-
positive, with the proportion exceeding 10% in nine states. Women are more
likely than men to be incarcerated for drug offenses. In Rhode Island, for in-
stance, nearly half of incarcerated women are imprisoned for drug-related charges
(Flanigan, 1998). Consequently, they generally serve shorter sentences and re-
turn to the community, where many will re-offend.

The proportion of pregnant women in correctional settings who are HIV-
infected is not known, but can be inferred to be higher than that in the general
community. The median age of incarcerated women (31 years) places them
squarely in the reproductive period. Furthermore, 6.1% of women in state prisons
in 1994 were pregnant upon admission. Women in correctional settings thus
represent an important population for targeted prevention efforts. Despite the
relatively high-prevalence of HIV and pregnancy, only 85% of pregnant women
received a gynecological exam related to pregnancy upon admission, and only
69% received any prenatal care while incarcerated.

Many interventions could be introduced in correctional settings either for
general primary prevention of HIV transmission or for prevention of perinatal
transmission among HIV-infected pregnant women in particular. Interventions
could focus on HIV testing and treatment, drug testing and treatment, prenatal
care, and efforts to ensure continuity of care for HIV-positive patients who leave
the correctional setting. Given the realities of the correctional system, however,
utmost care must be taken so that interventions are seen to be in the best interest
of those incarcerated. Interventions that take advantage of prisoners to protect
others, especially if the interventions lack confidentiality and may put prisoners
at risk for harm, can be counter productive.

The Rhode Island prison system provides a model comprehensive HIV test-
ing and care program that is integrated with the community. The proportion of
HIV-positive women in Rhode Island prisons at any given time is between 8%
and 12% (Flanigan, 1998). As outlined to the committee at one of its workshops,
Rhode Island mandates HIV testing for all individuals upon prison intake. For
infected individuals, complete HIV care is available, and HIV patients are suc-
cessfully linked to follow-up care in the community (Appendix D; see also
Flanigan, 1998). The Rhode Island program has had a tremendous impact on HIV
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diagnosis statewide: 28% of HIV-infected women in the state were tested through
the correctional system. An even higher percentage (39%) of HIV-infected injec-
tion drug-using women were identified through the correctional system.

Development of Rapid HIV Tests

Because reporting of conventional HIV tests takes about one to two weeks, an
accurate rapid test, with results available in hours, might have applications in prena-
tal, labor, and delivery settings to prevent perinatal transmission in some groups of
patients (Minkoff and O’Sullivan, 1998). Women and newborns identified with a
rapid test late in pregnancy or intrapartum could receive the intrapartum or postpar-
tum component of the ACTG 076 regimen, respectively. A truncated version of the
ACTG 076 regimen appears to be effective in reducing perinatal transmission, al-
though to a somewhat lesser extent than the full regimen (see Chapter 4).

While there is one commercially available Food and Drug Administration
(FDA) approved rapid test, its rate of false positives is regarded as too high for
use in most settings, though it may be beneficial in settings of high-prevalence
(CDC, 1998g). The CDC is currently developing guidelines on the implementa-
tion and quality assurance of rapid HIV testing. New rapid tests are expected to
become commercially available in the near future and, when used in conjunction
with existing rapid tests, would have lower false positive rates.

In the prenatal setting, a rapid test might be especially valuable for women
who are unlikely to return for test results. According to the committee’s site visits
and workshops, these women are more likely to be adolescents, drug users,
undocumented immigrants, and/or homeless. In the labor and delivery setting, a
rapid test might be valuable for women who have not been tested previously or
have not received prenatal care. There is a higher prevalence of HIV infection in
women who have not received prenatal care (Lindsay et al., 1991c; see also
Chapter 6). The labor and delivery setting offers the last opportunity to interrupt
HIV transmission via administration of intrapartum therapy and advice to avoid
breast-feeding. Since this is not an ideal time to obtain consent to testing and to
discuss the implications of a positive result, program design and implementation
would need to address these issues.

Bellevue Hospital Center in New York City has applied for permission from
the state department of health to launch a voluntary, rapid testing demonstration
program (as an alternative to the mandatory newborn testing program). Under
this program, all women in labor and delivery who previously have not been
tested for HIV will be offered a test. Since women who do not agree to prenatal
testing at this public hospital are considered to be a population with higher HIV
prevalence, the positive predictive value of a test is higher than in other settings.
When the test is positive, antiretroviral therapy is to be offered beginning imme-
diately in the intrapartum period, even though the woman’s status must be con-
firmed by more definitive tests.
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A rapid test also may have broader application for HIV prevention in gen-
eral, because many individuals fail to return for test results with conventional
testing. In 1995, for example, 25% of individuals testing HIV-positive at publicly
funded clinics did not return for their test results (CDC, 1997b). Sexually trans-
mitted disease clinics and drug abuse treatment programs are among the sites that
should introduce an accurate rapid testing program for the purpose of primary
HIV prevention (CDC, 1998g).

POPULATION GROUPS THAT MAY FACE
ADDITIONAL BARRIERS

The following section focuses on the issues involved with testing and coordi-
nating care for HIV-positive pregnant women who are adolescents or immi-
grants. Another important special population is drug-using pregnant women, a
topic covered later in this chapter. While there certainly are problems in the
coordination of their care, the larger problem is drawing drug-using women into
prenatal care in the first place. As documented in Chapter 6, drug users are
substantially less likely than others to receive prenatal care. Women in prisons
and jails are another population requiring special attention, and these issues have
been taken up earlier in this chapter.

Adolescents

Adolescents are a critical, yet underrecognized, population that needs coor-
dinated HIV services. An estimated 25% of HIV-infected adults nationwide ac-
quired their infection as adolescents (Rosenberg et al., 1994). Among the barriers
to accepting and complying with HIV treatment are the lack of linkages between
testing and treatment programs; adolescents’ perception of invincibility and diffi-
culty understanding the abstract concepts of disease latency and probabilities of
transmission. Adolescents may also be injection drug users, which makes them
more likely to become HIV-infected, and more difficult to reach. In additon,
some adolescents have chosen to leave their home or have been forced out. Apart
from the multiplicity of problems created by homelessness, frequent changes of
address or no home address jeopardize Medicaid eligibility.

A nationally recognized comprehensive treatment program for adolescents
in New York City, the Adolescent AIDS Program of Montefiore Medical Center,
has been successful in treating HIV-positive adolescents who are pregnant and
reducing perinatal transmission of HIV. The program attributes its success in
prevention of perinatal transmission to these features: labor-intensive outreach to
adolescents and health care professionals to encourage testing with linkage to
treatment; lack of financial barriers to testing and treatment through sliding fee
scales and help with obtaining Medicaid and other public financing programs;
accessibility to the program through subsidized transportation; a “one-stop shop-
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ping” approach enabling teenagers to receive counseling, testing, treatment, and
medications for HIV at the same site—both during and after pregnancy (although
obstetrical services are available through referral); and understanding the special
needs and fears of adolescents.

Immigrants

Although they do not have higher HIV infection rates, many immigrant
women face multiple barriers to the prevention of perinatal HIV transmission
(Appendixes E, G, and H). The most formidable are cultural, financial, and legal,
including potential loss of U.S. residency rights or citizenship. Many immigrants,
particularly those who are undocumented, are reluctant to seek prenatal care
because they distrust the health care system and fear being reported to the Immi-
gration and Naturalization Service, which may lead to deportation. The foreign-
ness of the language and the institutional atmosphere also lead to avoidance.
Some minority groups equate hospitals with death. The cost of prenatal care is
another obstacle. Many providers and programs provide free care or care at
reduced cost, but federal law explicitly prohibits undocumented immigrants from
receiving Medicaid.

Finally, the cost of treatment is yet another barrier. Few immigrants have
private insurance or Medicaid, so the only avenues for uninsured women to pay for
care is through programs such as health department clinics and community health
centers that serve low-income, Medicaid-ineligible people. Children born to un-
documented immigrants, however, are covered under Medicaid by virtue of being
born in the United States, which confers U.S. citizenship. Nevertheless, in South
Texas, undocumented mothers of children born in the United States do not seek
care for their children because their use of Medicaid would interfere with other
family members’ residency or citizenship petitions in the future (Appendix G).

Even with the new program of federally funded state child health insurance
programs (CHIPs, described in Chapter 5), a substantial fraction of low-income
women and children will remain uninsured and HIV-infected children will be
born ineligible for Medicaid. Continued support for public health clinics and
neighborhood health centers and innovative insurance programs can help to pro-
vide prenatal and HIV testing care for these populations. The committee has seen
examples of perinatal HIV centers that have been able to provide care for unin-
sured women, using combinations of private and governmental resources.

CONCLUSIONS

If the promise of the ACTG 076 findings—that perinatal transmission of
HIV can largely be prevented—is to be fulfilled, the United States needs to adopt
a goal that all pregnant women be tested for HIV, and those who are positive
remain in care so that they can receive optimal treatment for themselves and their
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children. To meet this goal, the United States should adopt a national policy of
universal HIV testing, with patient notification, as a routine component of
prenatal care. Adopting this policy will require the establishment of, and re-
sources for, a comprehensive infrastructure that includes education of prenatal
care providers; the development and implementation of practice guidelines; the
implementation of clinical policies, the development and adoption of perfor-
mance measures and Medicaid managed care contract language for prenatal HIV
testing; efforts to improve coordination of care and access to high-quality HIV
treatment; interventions to overcome pregnant women’s concerns about HIV
testing and treatment; and efforts to increase utilization of prenatal care, as de-
scribed above.
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sence, and related subjects. She is a graduate of Cornell University and the
Harvard School of Public Health. In 1996, she received the American Public
Health Association’s Martha May Eliot Award for exceptional health services to
mothers and children.

Katherine Luzuriaga, M.D., graduated from the Massachusetts Institute of Tech-
nology (S.B. in applied biology and M.S. in nutritional biochemistry) and the
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Tufts University School of Medicine (M.D.). After a research fellowship in infec-
tious diseases at the University of Massachusetts Medical School, Dr. Luzuriaga
joined the faculty there and is currently associate professor of pediatrics. Dr.
Luzuriaga’s research activities have focused on understanding the viral and
immunopathogenesis of early vertical HIV-1 infection. She has also been active
in the development of antiretroviral therapies for children through the Pediatric
AIDS Clinical Trials Group. Dr. Luzuriaga is a 1997 recipient of the Elizabeth
Glaser Scientist Award from the Pediatric AIDS Foundation.

Ellen J. Mangione, M.D., M.P.H., is director of the Disease Control and Envi-
ronmental Epidemiology Division of the Colorado Department of Public Health
and Environment. She received a B.A. from Smith College; has an M.D. from the
College of Physicians and Surgeons, Columbia University; and has an M.P.H.
from the University of California, Berkeley. She completed her training in inter-
nal medicine at the Boston University Medical Center and a fellowship in infec-
tious diseases at the University of Colorado Health Sciences Center (UCHSC).
She is a graduate of the Epidemic Intelligence Service and the Preventive Medi-
cine Residency of the Centers for Disease Control and Prevention (CDC), Public
Health Service. She is board-certified in internal medicine, public health, and
general preventive medicine, as well as infectious diseases. She is an assistant
clinical professor in the Infectious Disease Division and the Department of Pre-
ventive Medicine and Biometrics, UCHSC. Dr. Mangione has been a consultant
to the Office of Technology Assessment and is a member of an Environmental
Protection Agency Science Advisory Committee. She has been involved in dis-
ease control projects in Liberia, Burkina Faso, and North Yemen. In addition to a
strong interest in environmental epidemiology and international health, she has
responsibility for statewide disease control activities in Colorado, including tu-
berculosis, immunization, and STD/HIV control and surveillance programs.

Douglas Morgan, M.P.A.,* is assistant commissioner, Division of AIDS Pre-
vention and Control, New Jersey Department of Health and Senior Services. He
received his undergraduate degree, a B.A. in chemistry, from Rutgers, the State
University, Newark, New Jersey, and his masters in public administration from
New York University. From 1989 to 1990, he was executive director of the
Minority Health Institute, University of Medicine and Dentistry of New Jersey.
He was formerly assistant secretary for medical care programs with the Maryland
Department of Health and Mental Hygiene. He is a member and former chair of
the National Alliance of State and Territorial Directors. He serves on the U.S.
CDC’s Advisory Committee for HIV/STD Prevention and the Columbia School
of Public Health’s Advisory Committee for the Public Health Community Schol-

*Resigned from the committee on April 20, 1998.
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ars Program. On April 1998, he accepted a position with the Division of Service
Systems, HIV/AIDS Bureau, Health Resources and Services Administration.

Stephen B. Thomas, Ph.D., graduated from the Ohio State University (B.S. in
health education), Illinois State University (M.S. in community health), and
Southern Illinois University (Ph.D., in community health). Currently he is a
tenured associate professor of community health in the Department of Behavioral
Sciences and Health Education, and director of the Institute for Minority Health
Research at the Rollins School of Public Health of Emory University in Atlanta.
From 1986 to 1993, he was on the faculty of the Department of Health Education
at the University of Maryland in College Park. His research is focused on com-
munity-based interventions to prevent AIDS, substance abuse, and violence
among racial and ethnic minority populations. He has written extensively on the
social construction of AIDS in the African-American community. He represented
Emory University at the White House for the Presidential Apology to Survivors
of the Syphilis Study at Tuskegee. He has served as evaluation consultant to the
Southern Christian Leadership Conference, the Walter Reed Army Institute of
Research, the Baltimore County Public School System, the United Methodist
Church Office of the Resident Bishop, Kaiser Permanente, and numerous com-
munity-based organizations serving minority populations. He has given testi-
mony before the Presidential Commission on HIV and Senator Paul Coverdale’s
Commission on Drug Interdiction. He has served as a legislative intern for Sena-
tor Paul Simon. He was a consultant to the IOM-NAS Study Committee on
Preventing HIV Transmission: The Role of Sterile Needles and Bleach. He cur-
rently serves on the editorial boards of Health Education and Behavior and the
Journal of Health Education. At Emory University he is on the Board of Direc-
tors for the Center for Ethics in Public Policy and the Professions. Dr. Thomas
believes that we must become more skilled in the use of community-based social
change strategies as a primary means to advance health promotion and disease
prevention programs that are scientifically sound, ethnically acceptable, and cul-
turally competent.

Sten H. Vermund, M.D., Ph.D., is professor of epidemiology, medicine, and
pediatrics at the University of Alabama at Birmingham. He also serves as Direc-
tor, of the Division of Geographic Medicine. His training is from Stanford Uni-
versity (human biology), Albert Einstein College of Medicine (medicine),
Columbia University (pediatrics and epidemiology), and the London School of
Hygiene and Tropical Medicine (tropical public health). From 1988–1994, he
served as the chief of the Vaccine Trials and Epidemiology Branch in the Divi-
sion of AIDS at NIAID where he helped launch initiatives in perinatal transmis-
sion prevention, women’s health, and prevention clinical trials. His current re-
search activities include the natural history of HIV among adolescents; STD
control and HIV prevention in high-risk but low-HIV-prevalence areas of Asia,
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Central America, and the Caribbean; HIV prevention studies in Zambia; clinical
epidemiology of HIV in Alabama; molecular epidemiology of Pneumocystis
carinii; and several non-AIDS infectious disease epidemiology projects includ-
ing the study of bacterial vaginosis and early preterm birth. Dr. Vermund serves
on the Prevention Research Advisory Committee for the Office of AIDS Re-
search at NIH, on the Centers and Programs Scientific Review Committee of the
National Institute on Drug Abuse, and as a scientific adviser to the Pediatric
AIDS Foundation, the Catalonia Ministry of Health AIDS Research Institute, the
Center for Urban Epidemiologic Studies of the New York Academy of Medicine,
and the Columbia University Center for AIDS Research.

Liaison to the Board on Health Promotion and Disease Prevention

Robert Fullilove, Ed.D., is currently the associate dean for community and
minority affairs at Columbia University’s School of Public Health. He is also an
associate professor of clinical public health and codirector of the Community
Research Group at the New York State Psychiatric Institute. Prior to joining the
Faculty of Medicine at Columbia, Dr. Fullilove was the assistant director of
multicultural inquiry at the University of California, San Francisco, and the
Bayview Hunters Point Foundation, which was headed by his wife, Dr. Mindy
Fullilove. The Fulliloves have made numerous presentations on HIV disease
among people of color and have published extensively. Their research encom-
passes a wide range of topics including crack cocaine use and sexually transmit-
ted disease in the AIDS era; trauma-related disorders and their impact on sexual
risk taking; and science, mathematics, and medical education for African Ameri-
cans and other students of color. Dr. Robert Fullilove received his B.A. from
Colgate University (1966), his M.S. from Syracuse University (1972), and his
Ed.D. from Columbia University (1984). Since 1995, he has served on the IOM’s
Board of Health Promotion and Disease Prevention. Since 1997, he has served as
a member-nominee to the CDC’s Advisory Committee on HIV and STD Preven-
tion. He is also a widely exhibited painter and a self-described “francophile.”

Staff

Michael A. Stoto, Ph.D., is a senior staff officer of the Institute of Medicine, and
was formerly the director of the Division of Health Promotion and Disease Pre-
vention. Dr. Stoto directed the IOM’s effort in support of the U.S. Public Health
Service’s Healthy People 2000 project and has worked on IOM projects address-
ing a number of issues in public health, health statistics, health promotion and
disease prevention, vaccine safety and policy, environmental health, and AIDS.
Dr. Stoto led the staff responsible for the reports Veterans and Agent Orange:
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Health Effects of Herbicides Used in Vietnam; HIV and the Blood Supply: An
Analysis of Crisis Decisionmaking; Healthy Communities: New Directions for
the Future of Public Health; and Improving Health in the Community: A Role for
Performance Monitoring. Dr. Stoto received an A.B. in statistics from Princeton
University and a Ph.D. in statistics and demography from Harvard University,
and was formerly an associate professor of public policy at Harvard’s John F.
Kennedy School of Government. He is an adjunct associate professor of biosta-
tistics at the Harvard School of Public Health and, at the completion of the
perinatal transmission project, will become professor and chair of the Department
of Epidemiology and Biostatisics at the George Washington University School of
Public Health and Health Services.

Donna A. Almario, B.A., is the project and research assistant on the perinatal
transmission of HIV study. Ms. Almario joined the Division of Health Promotion
and Disease Prevention in October 1997. Prior to joining the Institute of Medi-
cine, she worked as a research assistant studying breast cancer at Georgetown
University Medical Center’s Lombardi Cancer Center. Ms. Almario graduated
from Vassar College with a biopsychology degree in May 1996.
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Barbara Aliza

The development of new opportunities to substantially reduce the risk of
perinatal HIV transmission and more effectively treat those already infected not
only has significant implications for improving maternal, fetal, and infant health,
but places new demands on the health care system with respect to how services
are funded and delivered. The introduction of new, more potent drugs, more
effective therapeutic regimens, new tools for monitoring and assessment, and
knowledge of how and when perinatal HIV transmission takes place has brought
intensified efforts in both the public and private sector to reach out to all women
of reproductive age with information, counseling, testing, and treatment services.
At the same time that the need to simplify access to these services has become
critical to maximizing prevention and treatment opportunities, the organization
and funding of needed services has grown even more complex.

This appendix identifies the range of services available on the community
level to women and children affected with HIV disease in order to provide a
framework for understanding the opportunities for treatment and prevention.
After describing the population of women and children affected by HIV and
discussing what we know about where women and children go for care, the
appendix profiles a variety of providers offering services to this population. It
then discusses the major sources of funding for HIV-related services and the
implications of a number of policy issues, including welfare reform, changes in
Medicaid, public and private sector managed care, the Health Insurance Portabil-
ity and Accountability Act, and the Americans with Disabilities Act.

APPENDIX

B

Context of Services for Women and
Children Affected by HIV/AIDS
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SOURCE OF CARE FOR WOMEN, CHILDREN, AND ADOLESCENTS

Women’s access to the health care system varies by income, ethnicity, and
education (Wyn et al., 1996). How and where women seek health care reflects
both the structure and the organization of the health care system, as well as
women’s awareness or knowledge of health care practices and their satisfaction
with health care professionals (Falik, 1996). The majority of women and children
in the United States receive care in a private provider’s office. The more affluent
and educated a woman is, the more likely she is to use two providers—an obste-
trician–gynecologist and an internist or family care practitioner (Weisman, 1996).
Most adolescents receive health care at community teen clinics, school-based
clinics, community family practices, private family practices, and private pediat-
ric practices (Blum et al., 1996).

The poor or nearly poor, the population most affected by HIV infection, is
more likely to use publicly funded providers or programs (public and nonprofit
hospitals, community health centers, family planning clinics, and public health
clinics (Lyons et al., 1996). Most children, youth, and families affected by AIDS
depend on these “safety net” programs for their care. While more than 61% of
women in care for HIV (Rand, 1998) and 90% of children (under 18) with AIDS
(DHHS, 1998) receive care paid for through the Medicaid Program, the rapid
growth of public managed care programs for those on Medicaid is moving ser-
vice delivery into the managed care setting.

The significant developments in prevention and treatment for women and
children and the efforts to promote the application of these developments have
taken place in the context of a health care system that is undergoing a revolution
in structure and funding. Significant changes in Medicaid and welfare programs,
the growing presence of managed care in both the public and private sector, the
growing number of uninsured, and the recently introduced Children’s Health
Insurance Program are having a significant impact on our health care system,
affecting not only the availability of quality services, but also access to services.

The lack of a unified set of goals or policies that guides how health care
services in the United States are organized challenges our ability to respond
optimally to an epidemic as complex and challenging as HIV/AIDS. An array of
federal, state, and local laws, regulations, policies, institutions, and funding
mechanisms not only shapes the services in any given locality (Hess, 1994) but
determines who has access to those services. The current mix of public and
private services and funding streams not only varies significantly from state to
state and community to community, but is undergoing rapid change and is finan-
cially vulnerable. In addition to a growing number of uninsured and a reduction
in public funding of health care services, the rapid growth of managed care is
competing for clients in both the public and the private sector and reduces the
ability of public programs, and private sector programs using public funds, to
subsidize care through Medicaid reimbursement (Davis, 1997).



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

APPENDIX B 157

Women and children with, or at risk for HIV/AIDS must rely on a broad
array of preventive, diagnostic, treatment, and support services to maximize their
health and quality of life. The current mix of service delivery structures available
on the community level can be organized into two somewhat arbitrary categories:
public and nonprofit providers and private providers, neither of which is purely
private or exclusively public. Some private providers receive differing amounts
of public funding for their patients, and many public and nonprofit providers use
a combination of public and private providers to deliver services. This section
describes community-level providers listed in Table B.1.

Public and Nonprofit Providers

State and Local Public Health Services and Clinics

Local Health Departments1 These administrative and service units of local
and/or state governments employ at least one full time person and carry some
responsibility for the health of an area smaller than the state. The estimated total
local health department (LHD) expenditure is $8 billion. Most of the nearly 3,000
LHDs are located in 47 states and fall under the authority of local government
and health boards rather than state public health infrastructure. As the locus of
public health and prevention services in a community, the majority of LHDs play
an important role in providing or assuring maternal and child health services and

TABLE B.1 Community-Level Health Care Providers

Private Providers Public and Nonprofit Providers

Obstetricians/gynecologists State and local public health clinics
Pediatricians Public and nonprofit hospitals
Family practice practitioners Community health centers
Nurse midwives Family planning clinics
Nurse practitioners WIC clinics
Managed care organizations STD clinics
AIDS service organizations Healthy Start sites
Home testing/counseling School-based health centers

Prisons
Drug treatment facilities
State HIV testing/counseling centers

NOTE: STD = sexually transmitted disease; WIC = Special Supplemental Nutrition
Program for Women, Infants, and Children.

1Data in this section from the National Profile of Local Health Departments, Washington, D.C.,
1993 and 1995.
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many provide services that target communicable diseases such as HIV, tubercu-
losis, and sexually transmitted diseases (STDs).

Population served: By definition, the population served by an LHD includes
all persons within the unit’s jurisdiction. The provision of personal health ser-
vices varies considerably from community to community; 68% offer such ser-
vices to all persons in their jurisdiction, while 32% limit those services to a target
population.

Services provided: Services offered directly or by contract include such
population-based services as health education and risk reduction, community
outreach and education, and communicable disease screening. Services relevant
to maternal and child health are listed in Table B.2.

Funding: Local health departments access a variety of funding sources, in-
cluding, for example, state funds (including maternal and child health program
funds), local community funds, Medicaid, federal government program grants,
patient fees, and private foundations.

State Title V Maternal and Child Health and Children with Special Health
Care Needs Clinics and Service: These clinics and services are operated directly
by the State Title V Maternal and Child Health (MCH) Program, which is funded
by the Title V Maternal and Child Health Services Block Grant (Title V of the
Social Security Act). Although some state Title V MCH programs directly run
clinical services in a community or on a regional basis, most support care indi-
rectly through grants and contracts to local health departments and community-
based providers and facilities. For this reason the program is an important source
of funding for services for women and children and is detailed in the discussion
of funding sources.

TABLE B.2 Percentage of Local Health Departments Providing
Specific Services

Services Percentage Services Percentage

WIC services 78 HIV/AIDS treatment 33
Prenatal care 64 Well-child clinics 79
Obstetrical care 33 EPSDT services 72
STD testing and counseling 71 Child sick care 39
Family planning 68 Children with special needs 65

services
STD treatment 66 School health services 60
HIV counseling and testing 68

NOTE: EPSDT = Medicaid’s Early Periodic Screening, Diagnostic, and Treatment Program;
STD = sexually transmitted disease; WIC = Special Supplemental Nutrition Program for
Women, Infants, and Children.
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Public and Nonprofit Hospitals

Public Hospitals. There are more than 100 public hospitals and health sys-
tems in large metropolitan areas, mostly under the authority of state or local
governments or agencies. The exact number of public hospitals in smaller towns
and communities is unknown. Public hospitals are referred to as “safety net
providers” and are major referral centers, teaching hospitals, and providers of
care for low-income populations and populations who are poor and uninsured.

Population served: More than 90% of patients served are either Medicaid
recipients, Medicare beneficiaries, or the uninsured. Although public hospitals
traditionally serve many patients that other hospitals will not serve, they have
experienced a reduction in obstetrical patient volume in recent years, owing in
great part to competition from public and private sector managed care.

Services provided: These include preventive and primary care, specialized
health services, emergency and trauma care, high-risk pregnancy services, HIV/
AIDS care and neonatal intensive care. Many of the public hospitals have created
a network of primary care clinics through the community and sometimes provide
mobile health units and outpatient hospital units.

Funding: Funding sources include Medicaid, state and local subsidies, pri-
vate insurance, and foundations.

Nonprofit Hospitals. In many communities without public hospitals, non-
profit hospitals, especially university-affiliated facilities, serve the poor, provid-
ing the same safety net as public hospitals. In 1996, there were over 3,000 non-
profit hospitals across the country with more than 2.6 million births.2 These
facilities .often provide the same range of health care services to women and
children, including those affected by HIV/AIDS, and experience many of the
same pressures as public hospitals related to adequate reimbursement by public
and private third party payers and the burden of uncompensated care. Nonprofit
hospitals are under the authority of community boards and are open to all resi-
dents of a community.

Funding: Funding sources often include Medicaid, state and local grants,
private insurance, and grants from foundations.

Community Health Centers3

These public and private nonprofit community-based organizations directly
or indirectly, through contracts and cooperative agreements, provide primary

2Data from the American Hospital Association (1998).
3Data provided in this section come from the Analyses from the 1996 Uniform Data System

conducted by MDS Associates, Inc. and Stickgold and Associates. Principal authors were Deborah
Lewis-Idema and Beverly Wiaczek.
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health and related services to residents of a defined geographic area, specifically a
medically underserved area. Located in 55 states and territories, there are more than
685 federally qualified community-based organizations receiving federal money
that serve more than 10 million people a year with a network of 5,500 primary care
providers. Under the authority of the Federal Bureau of Primary Health Care and
community boards, these organizations fund 3,032 service delivery sites, including
freestanding health clinics (1,889), shelters (298), schools (195), social service
centers (123), health departments (106), mobile vans (80), substance abuse treat-
ment facilities (71), HIV/AIDS clinics (41), mental health clinics (38), migrant
camps (37), hospitals (37), and public housing (36). There are more than 100 clinics
that meet the statutory requirements for a health center but do not receive federal
funds. These clinics qualify for the same cost-based reimbursement from Medicaid
and are referred to as federally qualified health center (FQHC) “look-alikes.” There
are an additional 200 nonprofit community-based clinics that do not receive federal
money and have not applied for “look-alike” status.

Population served: Although this varies from community to community, the
target populations are the medically underserved, the poor, and disadvantaged,
including minorities, women of childbearing age, infants, persons with HIV in-
fection, substance abusers and/or homeless individuals and their families. Women
of childbearing age constitute almost one-third of the population served; children
account for 42%. In 1966, 10% of females (age 13–44) served were known to be
pregnant with less than 1% known to be HIV-positive; 65% were below the
federal poverty level and 20% fell between 100% and 200% of poverty.

Services provided: These also vary according to the needs of the community.
The most common services are those that target mothers and children, including
the provision of such enabling services as case management, education, outreach,
interpretation, transportation, child care, and discharge planning. Obstetrical and
gynecological care is provided by 90% of grantees; 75% provide perinatal ser-
vices and less than 50% provide labor and delivery services. Less than l% of
patient encounters included HIV testing, although 85% of grantees report provid-
ing this service.

Funding: Sources of funding for community, migrant, and homeless health
centers include, in order of frequency, the Bureau of Primary Health Care, Med-
icaid, the Ryan White CARE Act, state and local grants, private insurance, Medi-
care, patient fees, and foundation grants and contracts.

Family Planning Clinics4

Under the authority of the Office of Population Affairs (OPA), Department
of Health and Human Services (DHHS), this national network of clinics is funded

4Data from the National Family Planning and Reproductive Health Association (1998).
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by Title X of the Public Health Service Act through grants to approximately 80
public and private nonprofit grantees for the provision of family planning infor-
mation and services. In 1994 the health department was the sole grantee in 27
states and seven territories and a primary grantee in another ten states (Kaesar et
al., 1996). Clinic sites include state and local health departments, hospitals, uni-
versity health centers, Planned Parenthood affiliates, independent clinics, and
other public and nonprofit agencies. Title X clinics are community-based, located
in every state and in three-fourths of U.S. counties. They serve as an important
entry point into care and, for some, the only source of service.

Population served: Among those served are approximately 4 million women
of reproductive age. The majority of clients are young, have never borne a child
(Kaeser et al., 1996), have incomes below 150% of the federal poverty level
(FPL), are uninsured, and do not qualify for Medicaid.

Services provided: These include community education and outreach, con-
traceptive information and services, pregnancy testing, gynecological examina-
tions, basic lab tests, and other screening services for STDs and HIV, high blood
pressure, anemia, and breast and cervical cancer.

Title X clinics operate under uniform federal regulations and guidelines that
“often serve as the blueprint for state family planning programs.” A 1987 direc-
tive from the federal OPA, requires clinics to “offer, at a minimum, education on
HIV infection and AIDS, counseling on risks and infection prevention, and refer-
ral services.” They may also provide risk assessment, counseling, and tests. The
directive further notes that if testing is done, it should be targeted. It emphasizes
the importance of “offering effective methods of family planning to sexually
active HIV-infected women who run a high risk of perinatal transmission in
pregnancy and who run a significant risk of transmitting HIV to other sexual
partners.” Guidelines for Title X grantees are currently under development, in
collaboration with the Centers for Disease Control and Prevention (CDC).

Funding: Sources of funding for family planning clinics may include Title X
funds, state funds (including state maternal and child health program funds),
Medicaid, private insurance, and patient fees. There is no charge for patients
under 100% of the FPL and a sliding scale fee for patients up to 250% FPL.

Special Supplemental Nutrition Program for
Women, Infants, and Children5

Supplemental foods, nutrition education, and health care referrals provided
to low-income pregnant, postpartum, and breast-feeding women, and to infants
and children up to their fifth birthday. Administered on the federal level by the

5Data in this section were provided in the fact sheet, WIC: Building a Better future for America’s
Children, National Association of WIC Directors and from the WIC Program Office, Food and
Nutrition Service, U.S. Department of Agriculture (1997).
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Food and Nutrition Service, U.S. Department of Agriculture (USDA), funds are
provided directly to state health agencies which, in turn, distribute them to local
agencies. Special Supplemental Nutrition Program for Women, Infants, and Chil-
dren (WIC) programs are located in every state, most Indian Reservations and in
all U.S. territories. There are 1900 local agencies and approximately 10,000
clinic sites. Local agencies often have multiple satellite sites throughout the
community.

Population served: Eligibility is based on nutritional risk and an income less
than or equal to 185% of FPL. This includes 7.4 million to 7.5 million infants,
children, and women, of whom approximately 1.7 million were pregnant or post-
partum women. Approximately 20% of all pregnant women in the United States
are in WIC, 40% of whom enroll within the first trimester of pregnancy. Two-
thirds of participants live at or below the poverty line and one-third do not
participate in other federal assistance programs.

Services provided: These include a food package determined by the partici-
pants’ specific needs and designed to provide high levels of protein, iron, calcium,
and vitamins A and C. For women who cannot or should not breast-feed, iron-
fortified infant formula is available for their infants. WIC also provides nutrition
education and counseling, and referrals for pre- and postnatal health care (such as
HIV testing), drug abuse education, and promotion of immunizations.

The USDA is expecting to issue formal (written) directives on working with
HIV-positive women sometime this year, in addition to a policy document issued
by the USDA and DHHS in November 1997 on the contraindications to
breast-feeding. The National Association of WIC Directors (NAWD) is also in
the final stages of drafting a policy paper on working with HIV-positive women
and is expecting to finalize it in the fall of 1998. New York and New Jersey have
established specific guidelines related to HIV for WIC programs in their state that
have been used as models in a recent conference for WIC programs. Both the
guidelines developed by USDA and NAWD will suggest that WIC agencies
advise women to know their HIV status, and if HIV-positive, not to breast-feed.

Sexually Transmitted Disease Clinics

Funded in partnership between CDC’s Division of Sexually Transmitted
Disease (STD) Prevention and state and local health agencies, more than 3,000
clinics provide dedicated services to prevent and treat STDs. Although some are
located at family planning clinics and hospitals, most are located in state and
local public health departments. These clinics are the primary source of HIV
testing in public facilities. Authority is shared by CDC and state and local health
agencies.

Population served: This includes both men and women, although men use
these clinics in far greater numbers than women. The population is most often
poor, uninsured, and experiencing symptoms.
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Services provided: Among these are pre- and post-test counseling for HIV
and safe sex, testing and treatment for a variety of STDs, partner notification, and
education and training for community providers.

Healthy Start Sites

Funded by the Maternal and Child Health Bureau in the Department of
Health and Human Services, this national demonstration program was founded in
1991 to reduce infant mortality and low birthweight, especially in high-risk popu-
lations. The program was founded on the principle that strategies developed by
the community were needed to address the causes of these problems. Located in
60 selected communities, the program focuses on (1) increasing community
awareness (2) coordinating services between public and private agencies, and (3)
building partnerships.

There are no available data on the numbers of women served who have been
counseled and/or tested for HIV or who are HIV-positive. Although some indi-
vidual sites may have developed policies related to HIV counseling, testing, and
risk reduction, there is no formal guidance from the federal agency related to HIV
perinatal transmission, except for the Public Health Service (PHS) guidelines.

School-Based Health Centers6

Found in more than 900 schools across the country, school-based health
centers provide a comprehensive range of physical and mental health services to
children and adolescents. Although they vary from community to community, all
centers are located in schools and operated by health professionals, usually a
multidisciplinary core team of primary care professionals—often a nurse practi-
tioner or physician assistant, possibly a part-time pediatrician or family practi-
tioner, and a social worker. Centers focus on assuring that patients are linked to a
continuum of care, as needed, often establishing a network with community
providers.

Population served: School-age children are served, although individual
schools may limit or target specific age groups. Usually about half the students in
a school use the services, especially those with limited access to care.

Services provided: These include a range of preventive and primary care,
counseling, and linkage to a continuum of care in the community. There is no
available information on what percentage of these health centers provides HIV
counseling and/or linkage to testing and treatment services, but these centers are
often the first and may be the only contact with medical services for adolescents.

6Data provided by “School-Based Health Centers. Making the Grade.” Washington, D.C., George
Washington University, 1998.
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Data for 1993 indicate that 16% of services are for reproductive health and 23%
are for preventive health.

Funding: Funding sources may include the state maternal and child health
program, other state funding, local funds, foundations, and reimbursement from
public and private insurance.

Prisons7

A range of health care services is available through the prison system to the
1.725 million persons in prisons and jails throughout the country at any one time.
Approximately 5% to 7% of prisoners are women (120,000). AIDS incidence
among state and federal prisoners is 20 times the rate in the population at large.
Ninety-two percent of female prisoners are of childbearing age (under 45) and a
greater percentage of female prisoners are HIV-positive. Access to health care
services and testing, counseling, and therapeutic regimens for HIV varies signifi-
cantly from jurisdiction to jurisdiction. The fact that roughly 700,000 women are
released from prisons each year highlights both the importance and the difficulty
in establishing and maintaining good access to needed HIV services.

Services provided: Services provided in the city and county jail systems and
the state and federal prison systems are difficult to characterize because of their
variability. While many prisons directly provide health care services by their own
staff, the practice of contracting with outside agencies is rapidly increasing.
Contracts generally are arranged with university medical schools and correc-
tional health care companies, the latter on a capitated basis. The policy for HIV
testing of pregnant females is the same as for other inmates in most systems.
Seven state systems and the federal prison system have mandatory or routine
testing of incoming pregnant women, but provide voluntary or on-request testing
for other inmates. There are no data about routine counseling of pregnant inmates
regarding testing. A survey conducted by ABT Associates, Inc. revealed that
90% or more of prisons report the availability of prenatal care, ZDV therapy and
combination therapies. Information on how accessible these services are to in-
mates is not available, nor is there any information about follow-up and referral
once a prisoner is identified and/or treated and then released.

Drug Treatment Facilities8

Funded primarily through the Federal Substance Abuse, Prevention, and
Treatment Block Grant, totaling $1.3 billion, and state and local funds, this public

7Much of the data in this section was obtained in an interview with Theodore Hammett, ABT
Associates, Boston, MA, April 9, 1998.

81995 funding sources obtained from state Resources and Services Related to Alcohol and Other
Drug Problems: Fiscal Year 1995, National Association of State Alcohol and Drug Abuse Directors,
Inc.
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system of drug treatment facilities consists of approximately 10,000 treatment
sites. Funds are distributed to 60 entities, including all states, the District of
Columbia, Puerto Rico, the Virgin Islands, and the Pacific Trust, for the purpose
of planning, carrying out, or evaluating related activities. States distribute the
funds through a county or regional intermediary, which in turn distributes the
funds to treatment facilities. The state is almost always a purchaser of care and
sometimes a manager, but rarely provides the service directly, especially within a
community.

Population served: 28% to 30% of those served are women. States are re-
quired to set aside a minimum of 5% of the funds for treatment of pregnant
women and women with children. Pregnant women are also given priority enroll-
ment in all treatment services, and states are required to maintain spending for
treatment at the FY 1994 levels. All states with ten or more AIDS cases per
100,000 population must carry out one or more projects that make early interven-
tion services for HIV infection available on-site.

Services provided: States are required to provide primary care, prenatal care,
and child care to the women served under the 5% set-aside. Most grantees contract
with primary care providers for such care. There is no requirement to do HIV
testing and counseling, although many conduct risk assessments for tuberculosis
(TB) and HIV as part of their protocol. In addition to the regular block grant
activities, there are 54 demonstration projects specifically targeting pregnant and
postpartum women, and in these projects, pre- and post-test counseling are re-
quired. Most of these projects are ending this fiscal year and the remaining 18 end
in FY 1999.

The Substance Abuse and Mental Health Services Administration (SAMHSA)
has disseminated guidance regarding screening and assessment issues for projects
focusing on specific populations. The Center for Substance Abuse Treatment
(CSAT) has disseminated guidance related to HIV counseling and testing through a
protocol developed for treatment providers and primary care providers (Series 11),
a protocol for screening for infectious disease for patients in treatment (Series 6),
and for a protocol improving treatment for drug-exposed infants (Series 5). The
movement of Medicaid recipients into managed care has resulted in a reduction of
coverage for substance abuse treatment services. There has also been an increase in
cases of criminal prosecution for pregnant women who are substance abusing and
in mandatory testing, reporting, and treatment (Chavkin et al., 1998).

Funding: Additional funding comes from Medicaid, other federal programs
(Ryan White CARE Act and the Department of Justice), and private insurance.

State Testing/Counseling Centers

Administered by state AIDS directors, approximately 10,000 testing and
counseling centers (including anonymous testing sites) throughout the country
receive the bulk of their funding from the CDC through a cooperative agreement
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with the state. In states with a high incidence of HIV, additional money is more
likely to be provided. Thirty percent of the sites are dedicated, mostly anony-
mous, and are frequently linked to medical facilities; 30% are located in STD
clinics, and the remainder are a mix of provider sites, including community
health centers, hospitals, prisons, family planning clinics, drug treatment centers,
and, occasionally, private providers.

Private Providers

The following providers are important sources of primary care and obstetri-
cal care for women.

Obstetricians/Gynecologists

More than 37,000 physicians in the United States specialize in obstetrics and
gynecology, 28,000 of whom are actively involved in providing obstetrical care.
Obstetrician-gynecologists are often used by women for both specialty care re-
lated to reproductive health and primary care (Weisman et al., 1996). Ninety
percent of obstetricians-gynecologists are affiliated with the American College of
Obstetricians and Gynecologists (ACOG), a professional association.

ACOG has disseminated the PHS guidelines for counseling and antibody
testing to prevent HIV infection and AIDS, as well as specific information to its
members related to prevention of perinatal HIV transmission, including (1) an
educational bulletin in January 1997 that discussed clinical, legal, and ethical
issues and recommended that all pregnant women be counseled and encouraged
to be tested by the provider; (2) ethical guidance for patient testing (October
1995); and (3) a Committee on Ethics “opinion” related to physician’s responsi-
bilities. ACOG has also produced patient education materials for providers, spe-
cifically recommending counseling and testing.9

Pediatricians

There are approximately 53,000 members of the American Academy of
Pediatrics (AAP), an estimated 75% to 80% of board-certified pediatricians (not
all of whom practice in the United States). Pediatricians are concerned with the
physical and psychosocial growth, development, and health of the individual
child beginning prior to birth throughout infancy, childhood, adolescence, and
early adulthood. Surveys of academy membership indicate that 90% to 95%
provide direct patient care and 75% provide health supervision or primary care
for at least some of their practice time. Thirty-five percent of children visiting a

9Data and information provided by ACOG, April 10, 1998.
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pediatrician in a typical week are 2 or under, while only 17% of the cases are
adolescents (ages 12–21.) No data are available to indicate what percentage of
pediatricians are conducting HIV counseling and testing or what percentage of
the cases seen are HIV-positive.10

The AAP has issued several statements to its members that follow the lead of
the PHS guidelines: (1) The Role of Pediatricians in Prevention and Intervention
(1993); (2) Perinatal Human Immunodeficiency Virus Testing (1996); (3) Evalu-
ation and Medical Treatment of the HIV-Exposed Infant (1997); and (4) a joint
statement with ACOG on testing for HIV (1997).

Family Practice Practitioners11

There are more than 84,000 practicing family physicians, family practice
residents, and medical students with an interest in family practice. Family physi-
cians (FPs) and general practitioners (GPs) are responsible for more outpatient
medical visits than any other specialty and place a high priority on preventive
health services. More than 30% provide obstetrical care in their practice and more
than 90% provide pediatric care. The National Ambulatory Medical Care Survey
of 1993 revealed that 0.12% of all office visit conditions in family practice were
for HIV; counseling in HIV transmission was given in 0.54% of visits by GPs-
FPs; HIV testing was included in 0.13% of visits.

The American Academy of Family Physicians has adopted as its policy the
section “Guidelines for Counseling and Testing for HIV Antibody” from the
CDC’s (1987) PHS guidelines. The academy recommends universal HIV coun-
seling and voluntary testing for all pregnant women and supports the enactment
of state laws providing for reporting HIV.

Nurse Midwives12

There are more than 5,000 nurse midwives in clinical practice in the country
and more than half are employed in a hospital or physician practice.
Nurse-midwifery practice is legal in all 50 states and the District of Columbia.
Certified nurse midwives (CNMs) are educated in nursing and midwifery and
provide primary care to women of childbearing age, including prenatal, labor,
and delivery care, postpartum care; gynecological exams; newborn care; assis-
tance with family planning decisions; preconception care; menopausal manage-
ment; and counseling in health maintenance and disease prevention.

Nurse midwives attended more than 205,000 births in the United States in

10Data provided by the AAP.
11Information provided by the American Academy of Family Physicians.
12Information in this section provided by the American College of Nurse Midwives, Washington, DC.
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1994, more than 5% of all the nation’s births. Ninety percent of visits to CNMs
are for preventive and primary care; 20% for care outside the maternity cycle.
Seventy percent of women seen by a CNM are “considered vulnerable by virtue
of their age, socioeconomic status, education, ethnicity, or location of residence.”

The American College of Nurse Midwives first issued a statement on HIV/
AIDS in 1991 with revisions in 1996 and 1997. The statement calls for all women
to be counseled on HIV risk behaviors and risk reduction strategies and, follow-
ing counseling, to be offered HIV testing with informed consent.

Nurse Practitioner13

There are approximately 50,000 nurse practitioners in the United States. A
nurse practitioner is a registered nurse who has advanced education and clinical
training in a health care specialty area, including women’s health, neonatal/
perinatal health, family practice, and pediatrics. Practice settings include private
offices, community health centers, public health clinics, hospital clinics, and
family planning clinics. Approximately 67% of nurse practitioners practice in a
private setting and 33% work in a public setting. Many of their patients have
incomes below the federal poverty level.

The American Academy of Nurse Practitioners published the PHS guide-
lines in its journal and disseminated a joint letter with CDC calling members’
attention to the guidelines.

Managed Care Organizations

These organizations provide health services through a single point of entry
and formal enrollment and manage patient care to assure an emphasis on preven-
tive and primary care and a reduction in inappropriate utilization and costs (Aliza
et al., 1996). A variety of managed care arrangements now play a major role in
providing health care, including full risk plans (health maintenance organizations
[HMOs] or health insurance organizations [HIOs]), limited risk prepaid health
plans (PHPs) and fee for service primary care case management (PCCM). Man-
aged care organizations (MCOs) either employ or contract with providers for
patient care services. The number of persons enrolled in such plans is growing
rapidly in both the public and the private sector, but especially among women,
children, and youth enrolled in Medicaid, the predominant payer for the popula-
tion affected by HIV. In 1996, 13.3 million Medicaid beneficiaries were enrolled
in some form of managed care, a fourfold increase since 1991; 90% of HIV-
positive mothers are covered by Medicaid (Kaiser Family Foundation, 1998).

13Information in this section provided by the American Academy of Nurse Practitioners, Washing-
ton, DC.
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All states, except Alaska, are pursuing some type of managed care initiative.
Enrollment of Medicaid recipients averages almost 50% across states, and ranges
from less than 10% to 100%. The Balanced Budget Act of 1997 allows state
Medicaid programs to: (1) convert to managed care without obtaining waivers;
(2) require enrollment for most beneficiaries; and (3) permit MCOs easier entry
into the Medicaid managed care market. Managed care contracts, like traditional
insurance contracts, do not typically identify specific conditions. In 1996, 18
states referenced counseling and testing as a covered service, usually only in the
context of family planning services, and one state (Florida), assured access to the
AIDS Clinical Trials Group protocol number 076 (ACTG 076) (Wehr et al.,
1998).

AIDS Service Organizations14

AIDS service organizations (ASOs) can be loosely defined as nonprofit
community-based organizations offering a range of services to the affected popu-
lation. Because of the range of services offered and funding received by these
organizations, not only is it difficult to define them, but there is no precise count
of the number of organizations. Most ASOs are located in cities receiving funds
from the Ryan White Title I Emergency Relief Grant Program for Eligible Met-
ropolitan Areas—areas with a high incidence of HIV/AIDS—although there are
also many in smaller cities and towns throughout the country.

Population served: This generally includes the affected population as a whole,
although some organizations may focus their efforts on a particular segment of
the population (homosexual men, minorities, women).

Services provided: These range from referral to counseling and testing, and
education, to the full range of comprehensive clinical and support services of-
fered by a handful of organizations in major metropolitan areas. Approximately
90 ASOs receive funding directly from the CDC to provide health education/risk
reduction services defined as outreach, risk reduction counseling, prevention case
management, and community-level intervention to change perceptions of risk.

Home Testing/Counseling 15

The first home collection HIV test was approved in 1996 and was available
from two manufacturers until June 1997. There is currently only one manufac-
turer, Home Access Health Corporation, that provides testing kits. The kits costs
$40–$50 and allow users to remain anonymous; results are obtained by telephone

14Information provided by the AIDS Action Council, Washington, DC.
15Data from Home Access Health Corporation (1996). Home Access: HIV Counseling and Testing

Report. Home Access Health Corporation 1(1) September 1997.
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using a code number. The home user collects blood spots at home and sends the
specimens by mail for laboratory testing. Users are required to telephone for
recorded pre-test counseling and are offered the opportunity to speak with a
trained counselor. Positive results are provided by a counselor and negative re-
sults are received through a recorded message, with the option to speak to a
counselor.

Supporters of home testing expected that it would increase access to testing
and encourage individuals who might not be tested otherwise. Manufacturers
agreed to report data to the CDC. For home test data, see Box B.1.

SOURCES OF FUNDING FOR HIV/AIDS SERVICES FOR WOMEN,
CHILDREN, AND ADOLESCENTS

The number of Americans who do not have health insurance coverage has
continued to grow. Nearly 41 million persons under age 65 were without public
or private health insurance in 1996 (Kaiser Commission on Medicaid and the
Uninsured, 1998). Approximately 19% of women of child-bearing age (18–34
years) and 10% of children under 18 are not insured (Kaiser Commission on
Medicaid and Uninsured, 1998). There are a number of reasons for this growth in
the uninsured, not the least of which is the cost of coverage for the employer, the
employee, and the individual purchaser. The fact that an individual or family
does not have health insurance significantly influences their access to health care
services and, therefore, the ability to access important preventive health services
such as counseling and testing for HIV. The uninsured are less likely to see a

BOX B.1
Data Reported by Home HIV Testing Kit Manufacturers

• Tests submitted from 50 states, D.C., Puerto Rico, and the Virgin Islands;
• 97% of users called for results, compared to 44% in STD clinics and 83% in

voluntary counseling and testing clinics (CDC, 1997)
• Prevalence rate of 0.9% was three times the general U.S. prevalence of 0.3%,

but less than that of individuals tested at publicly funded test sites (1.6%);
• 5% of samples were unsuitable;
• Women comprised of 37% of home testing kit users, with 17% testing positive;
• Home kits are being used by many individuals who have not been previously

tested;
• Many of those testing positive expected their tests to be negative;
• 65% of HIV-positive clients received referrals for services;
• 23% refused referrals citing an existing source of care, and 5% hung up upon

receive a positive result; 10% called back for additional counseling; and 8%
asked the counselor to discuss the results with their partner.
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doctor and three to four times more likely to report having problems accessing the
health care they need. They are also more likely to delay or go without medical
care, even if the lapse in coverage was only temporary. The uninsured are twice
as likely as those with private insurance to be hospitalized for avoidable compli-
cations (Kaiser Family Foundation, 1998).

Maximizing prevention of HIV/AIDS and its transmission requires a broad
array of services at the community level—outreach, education, counseling, test-
ing, access to treatment and medications, and support services. Many services at
the community level receive funding and/or support from multiple federal, state,
and both public and private local sources, including philanthropy.

Private Insurance

Most women of childbearing age (70%) and children (66%) have their health
care paid for through private insurance.16 Private insurance is usually obtained
directly through employment or as a dependent of an employed person. Private
health insurance on an individual basis is much more expensive, and the percent-
age has declined steadily over the past decade (EBRI, 1997). In 1996 only 15% of
women in care with an asymptomatic HIV diagnosis (CD4 count of 500 or above)
had private insurance; 60% had public insurance (Medicaid and Medicare); and
25% had no insurance (Rand, 1998). The number with private insurance declined
as the disease progressed to AIDS (CD4 count below 200), while the number
with public insurance increased to 70% (Rand, 1998).

With developments in HIV prevention and treatment options and the pro-
mulgation of PHS guidelines by the CDC in 1994, local, state, and federal agen-
cies have made multiple efforts, especially in states and communities with a high
incidence of HIV infection, to inform providers and the public and to promote
counseling and testing of pregnant women wherever services are offered. Federal
monies flow into the community either directly through grants to public and
private providers or indirectly, through state agencies, which in turn allocate
funds in a manner specific to their mandate.

Federal funds consist of project or program dollars that support administra-
tive and/or clinical and support services (e.g., Ryan White Comprehensive AIDS
Resources Emergency (CARE) Act, Title V MCH, Community Health Centers),
and reimbursement dollars for specific services (Medicaid) and pharmaceuticals
(ADAP). State funding consists of matching fund contributions required by a
specific program (e.g., Title V MCH services), shared funding (e.g., CDC pro-
grams) or supplemental funds used to expand service support. Community pro-
viders also often receive grants from foundations and local governments to pro-

16Unpublished estimates from the Kaiser commission on Medicaid and Uninsured. Based on the
March 1996 Current Population Survey, using ages 18-44 for women and under 18 for children.
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vide services, and some engage in fund-raising from the individuals and busi-
nesses in their community.

The following discussion presents a brief description of the major sources of
federal funding reaching the community. A number of smaller funding sources
are scattered throughout federal agencies in the form of grants to the providers
discussed in the previous section or in the form of demonstration grants.

Medicaid

Medicaid (Title XIX of the Social Security Act), the second largest publicly
financed health care program, provided health and long-term care coverage to
approximately 36.8 million Americans in 1996—the elderly, the disabled, women,
and children (DHHS, 1998). Over 61.5% of women in care for HIV are insured
by Medicaid (Rand, 1998). Medicaid also pays for the care of about 90% of
children with AIDS (DHHS, 1998). Medicaid is the largest single payer of direct
medical services for people with AIDS, totaling approximately $3.5 billion in FY
1998 (DHHS, 1998).

Medicaid is an entitlement that guarantees eligible individuals access to a
minimum level of benefits, established by the federal government, regardless of
where they live, but individuals must meet state income and resource criteria and
fall within specific categories. States have the option, however, of adding eligibles
and services to their Medicaid program from a federally established list and still
receiving a federal match. Thirty-four states offer a “medically needy” option that
permits those with too much income to otherwise qualify by offsetting their excess
income with medical or remedial expenses. Medicaid covers only 62% of the poor,
and since the 1996 legislation, coverage for legal immigrants, children with dis-
abilities, and individuals with substance abuse and alcoholism has been either
eliminated or restricted (AIDS Action Council, 1998b). In most states, persons
eligible for SSI disability benefits are automatically eligible for Medicaid.

States share the cost of the program with the federal government, paying
between 20% and 50% of the cost. The full range of Medicaid services identified
in a state plan must be provided to persons with HIV disease. Some states offer
optional services, such as targeted case management, preventive services, and
hospice care. Medicaid currently covers all Food and Drug Administration (FDA)
approved prescribed drugs, including those used for prophylactic treatment of
AIDS-related opportunistic infections, and drugs for treatment of HIV disease
and prevention of perinatal HIV transmission. Although states are required to
cover these drugs for people on Medicaid and can participate in Medicaid’s drug
rebate contract, many states have imposed limitations by restricting the number
of prescriptions a patient can purchase in a month, the number and terms of
refills, a requirement for prior authorization, and a determination of “medical
necessity.” Medicaid has issued a directive to states requiring that those which
include drugs and cover the HIV population in managed care, and to ensure that
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those drugs are available in managed care formularies. Medicaid covers the pro-
vision of ZDV to HIV-positive pregnant women and their infants to prevent the
transmission of HIV. Medicaid’s Early and Periodic Screening, Diagnostic, and
Treatment (EPSDT) Program provides services to children and adolescents (un-
der 21) that are “medically reasonable and necessary,” whether they are identi-
fied in the plan or not.

The dramatic growth in Medicaid’s use of managed care over the last decade
has moved many of those with HIV into the managed care setting and placed
increased demands on states to monitor and assure access to the full range of
quality services needed for management of HIV within managed care organiza-
tions (see the discussion of Medicaid issues in the section Important Issues Af-
fecting Services).

Social Security

Social Security has two programs that can offer benefits to eligible persons
with HIV/AIDS. For persons who work, Social Security Disability Insurance
(SSDI) provides monthly benefits to persons disabled by a medical condition that
is expected to last at least a year or end in death and is serious enough to prevent
them from doing substantial work. The amount of the monthly benefit depends
upon how much was earned while working. After 24 months on SSDI, the recipi-
ent becomes eligible for Medicare, which helps pay for hospital and hospice care,
lab tests, home health care, and other medical services.

Supplemental Security Income (SSI) is intended for those who have not
worked enough to qualify for Social Security or whose benefits are low and
resources limited. Children with disabilities who live in low-income families may
qualify for the SSI Disabled Children’s Program (SSIDCP). In most states, eligi-
bility for SSI makes one eligible for Medicaid coverage.

Child Health Insurance Program

Recently enacted, Child Health Insurance Program (Title XXI-Social Secu-
rity Act) (CHIP) is intended to enable states to expand health insurance coverage
to low-income children up to age 19. About $40 billion in federal funds will be
provided over the next 10 years with a requirement for matching state funds.
States may expand the Medicaid program and/or create or expand a separate state
health insurance program. States must submit a state plan (17 states had filed
plans as of February 1998) that includes standards and methods for establishing
and continuing eligibility and for finding and enrolling eligible children. Eligibil-
ity is limited to children whose families have incomes at or below 200% of the
poverty level or 50% above the state’s current Medicaid eligibility limit and who
are not eligible for Medicaid or covered by other health insurance. States may
choose how to determine family income.
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States that choose to expand their Medicaid program must provide the same
benefits under CHIP. States that do not expand Medicaid can either choose popu-
lar benefit packages or develop equivalent ones. In response to the information
that 11 million infants, children, and adolescents were uninsured last year, 3
million of whom were estimated to be eligible for Medicaid, CHIP requires and
supports outreach to Medicaid-eligible children.

There are important implementation issues that will affect eligibility and
services for the HIV-infected population. If a state chooses to expand Medicaid
with CHIP funds, the comprehensive Medicaid benefit package would be avail-
able to children and become an entitlement. Choosing a separate health insurance
program that uses commercial plan packages may not meet the multiple special
needs of a child with HIV/AIDS and the benefits can be capped by the state’s
allocation. A separate plan would also allow for premiums and cost sharing,
while a Medicaid expansion would preclude passing on costs to families in the
form of cost sharing. Some state Medicaid plans, however, have received waivers
for cost sharing. No matter which plan a state chooses, it has considerable flex-
ibility in determining family incomes and which groups of children to cover.

Health Resources and Services Administration17

Health Resources and Services Administration (HRSA) is located within the
DHHS and contains four bureaus, three of which directly support services that
benefit individuals and families affected by HIV/AIDS—the HIV/AIDS Bureau,
the Bureau of Primary Health Care, and the Bureau of Maternal and Child Health.
The following are the major HRSA programs supporting service delivery on the
community level.

Ryan White Programs (Titles I, II, III, IV, and Part F)

The Ryan White CARE Act, administered by the HIV/AIDS Bureau, funds
the delivery of HIV/AIDS care, services, and training. The purpose of the act was
to improve the quality and availability of care for people with HIV/AIDS and
their families. Total appropriations for the CARE Act for FY 1998 were $1.15
billion. Amendments to the Ryan White CARE Act in 1996 intensified the focus
on prevention of perinatal HIV transmission and provided additional funding to
states adopting the new CDC guidelines for offsetting costs related to such activi-
ties as outreach, voluntary testing for HIV, and mandatory testing of newborns.

Title I: HIV Emergency Relief Grant Program for Eligible Metropolitan
Areas. Formula and supplemental grants to Eligible Metropolitan Areas (EMAs)

17Information on Ryan White titles from HRSA (1997a,b). Data provided by the HIV/AIDS Bureau.
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disproportionately affected by the HIV epidemic. Grants are awarded to the chief
elected official of the city or county that administers the health agency providing
services to the greatest number of people living with HIV in the EMA. An HIV
health services planning council representative of providers and people living
with AIDS sets priorities for the allocation of funds. Services may include outpa-
tient health care, support services, and inpatient case management. Providers may
be public or nonprofit entities. There are 49 EMAs in 19 states, Puerto Rico, and
the District of Columbia.

At a minimum, the city must allocate a percentage of grant funds for provid-
ing services to women, infants, and children, including treatment measures to
prevent perinatal transmission of HIV, equal to the percentage of women, infants,
and children with AIDS in the total AIDS population. HRSA FY 1995 data
indicate that overall, 34% of those served by Title I grantees were women and
children.

Title II: HIV Care Grants to States. Formula grants are given to states and
territories for health care and support services. Grants are awarded to the state
agency designated by the governor, usually the health department. Services may
include home- and community-based health care and support services, continua-
tion of health insurance coverage, and pharmaceutical treatments through the
AIDS Drug Assistance Program (ADAP). HRSA data indicate that in 1995, 25%
of those served by Title II grantees were women and children.

ADAP provides funds to states to make protease inhibitors and other thera-
pies available to uninsured and underinsured individuals with HIV. These funds
are available in all 50 states, the District of Columbia, Puerto Rico, the Virgin
Islands, and Guam. Administered by state AIDS directors, each state sets its own
financial and medical eligibility criteria, and determines the type and number of
drugs covered and their purchase and distribution. In 1996, 83,000 persons with
HIV disease were served; $52 million in supplemental funds were appropriated in
1996 to supplement the $53 million committed by states from their Title II
awards. The total national ADAP budget for FY 1997 was $385 million, a 221%
increase from FY 1996, with the majority of funds coming from federal sources,
including the $167 million designated for ADAP (Doyle et al., 1997).

ADAP is the second largest source of payment for HIV/AIDS drugs and is a
“last resort” payment program that varies significantly from state to state as to
who has access. Fifteen states have waiting lists for ADAP enrollment and/or for
access to protease inhibitors (AIDS Policy Center for Children, Youth, and Fami-
lies, 1998). The demand for ADAP funds has increased dramatically as the num-
ber of persons with HIV has grown and new therapeutic regimens have been
developed. In 1997, four state programs did not cover protease inhibitors and two
states covered only one. Five states did not cover any of the prophylactic drugs
strongly recommended in the 1997 guidelines, and only two states had the full
complement recommended. (CDC, 1997; Doyle et al., 1997).
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Title III: HIV Early Intervention Services. Grants are awarded for early
intervention services for low-income, medically underserved people in existing
primary care systems. To date, 166 facilities in 34 states, Puerto Rico, and the
District of Columbia have been awarded funds. Nearly half of the funds have
been given to community and migrant health centers; the other half have been
distributed to homeless programs, local health departments, family planning pro-
grams, diagnostic and treatment centers for hemophilia, federally qualified health
centers, and private nonprofits. In FY 1995, 39% of the programs targeted ser-
vices to women and children.

Title IV: Coordinated HIV Services and Access to Research for Children,
Youth, Women, and Families. Grants are awarded to (1) promote the develop-
ment and operation of systems of primary health care, social services, and out-
reach that benefit children, youth, women, and families in a comprehensive,
community-based, family-centered system of care; (2) emphasize prevention
within systems to reduce the spread of HIV infection; and (3) link comprehensive
systems of care with HIV/AIDS clinical research trials and other research activi-
ties, thereby increasing access to care. There are currently 65 projects funding
350 care sites in 27 states, Puerto Rico, and the District of Columbia, serving
mostly poor, minority families with limited access to transportation and housing.
Data from 1996 indicate that 11,200 adolescents were served, 14% of whom were
pregnant. Approximately 100,000 adolescent and adult women were served
through Title IV prevention, outreach, and education efforts.

In collaboration with the Special Projects of National Significance (SPNS)
program, Title IV funds the Women’s Initiative for HIV Care and Reduction of
Perinatal HIV Transmission. Three-year cooperative agreements have been
awarded to ten sites in ten states to develop models of care that enhance outreach
and HIV counseling and testing services for women of childbearing age, espe-
cially during pregnancy. The program also offers perinatal ZDV prophylaxis and
ongoing care for mothers with HIV and their children. Program goals include (1)
facilitation of early identification through outreach, counseling, and voluntary
testing; (2) facilitation of access to and utilization of a comprehensive system of
care that includes ZDV prophylaxis to reduce perinatal HIV transmission; (3)
promotion of consumer education; (4) training of providers; and (5) evaluation of
the efficacy of strategies and models.

Title V (formerly Part F). SPNS funding supports the development of models
of HIV/AIDS care designed to address hard to reach populations and to be repli-
cable. In 1996 there were 62 grantees focusing on a variety of issues—including,
for example, managed care, infrastructure development, training, reduction of
barriers for rural residents, women, adolescents, and children, integration of men-
tal health and primary care services, and services for correctional populations.
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Three of the grantees were women centered programs. The SPNS program has
collaborated with the SAMHSA and the National Institute of Mental Health, to
co-fund eleven mental health services demonstration projects for people living
with HIV/AIDS.

The HIV/AIDS Dental Reimbursement Programs assist dental schools and
post-doctoral dental programs with uncompensated costs incurred in providing
oral health treatment to HIV-positive patients.

The AIDS Education and Training Centers is a national network of 15 cen-
ters that conduct education and training programs for health care providers who
want to learn more about the counseling, diagnosis, treatment and management of
care for individuals with or at risk for HIV/AIDS. These centers work with
community-based HIV/AIDS organizations, health professions schools, hospi-
tals, health departments, community health centers, medical societies, and other
organizations.

Maternal and Child Health Services Block Grant

Administered by the Maternal and Child Health Bureau (MCH), the Title V
(Social Security Act) MCH Services Block Grant enables state health agencies to
establish a state-level program consisting of both the MCH and Children with
Special Health Care Needs (CSHCN) programs to form the locus of responsibil-
ity in each state for health-related services to mothers and children. The State
Title V MCH program is a federal–state partnership in which states are allowed
considerable discretion in determining how to use federal funds to meet the
unique needs of their respective jurisdictions. Although activities vary from state
to state and depend upon how the state is organized, MCH and CSHCN programs
engage in such core public health activities as assessment, policy development,
and assurance. Assurance activities include, but are not limited to direct and
indirect support of clinical and support services for women and children, includ-
ing those affected by HIV/AIDS. While some states directly provide services in
the community or on a regional level, the bulk of support for service delivery is
provided indirectly through grants and contracts with community-based provid-
ers, including local health departments, community health centers, hospitals, uni-
versity medical centers, school-based and school-linked health clinics and pro-
grams, public and private community agencies, and private providers. Total Title
V appropriations for FY 1998 were $683 million, with $564.9 million allocated
to states on a formula basis in the form of a block grant.

States must match federal funds $3 for every $4 and must dedicate 30% of
block grant funding to preventive and primary care for children, and 30% for
children with special health care needs. Most of the remaining funds are used for
pregnant women and infants. Title V programs serve more than 17 million women
of reproductive age, infants, children, and youth. Roughly one-third of all preg-
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nant women in the United States receive Title V-supported prenatal care. A 1995
survey of Title V programs (Brown and Aliza, 1995), indicated that children with
HIV/AIDS are eligible for preventive and primary care services in all Title V
MCH, programs and for CSHCN services, including case management, in 90%
of the programs reporting. A high degree of collaboration related to HIV/AIDS
was noted with family planning programs, state AIDS offices, STD programs,
local health agencies, and Ryan White activities, particularly the Title IV pro-
gram for women, children, youth, and families.

In November 1995, the Association of Maternal and Child Health Programs
developed and distributed to all state Title V MCH and CSHCN programs, a
document entitled Opportunities for Reducing Transmission of HIV to Infants:
Guidelines for State Title V Program Leadership (Kagan and Aliza, 1995).

Federal Health Center Programs

Administered by the Bureau of Primary Health Care, the four federal health
center programs (Section 330 of the Public Health Service Act) consist of the
migrant health centers program, health care for the homeless, health services for
residents of public housing, and the community health center program. These
programs, formerly authorized under Sections 329, 330, 340, and 340A, have
been consolidated under one section, Section 330, and are an important source of
funding for services in specific geographical areas designated as underserved.
The total appropriation for FY 1998 is $826 million.

Services required of health centers includes primary care services, diagnostic
laboratory and radiologic services, preventive health services (prenatal and peri-
natal services, screening for breast and cervical cancer, well child services, im-
munizations, screening for communicable diseases, elevated blood lead levels
and cholesterol, pediatric eye, ear, and dental screenings, family planning ser-
vices, preventive dental services), emergency medical services, and pharmaceuti-
cal services. Health centers also are required to provide referrals to providers,
including substance abuse and mental health services, patient case management
services, support services, and education of patients and the general population.

Centers for Disease Control and Prevention Programs

The CDC is an agency of the DHHS. Its purpose is to promote health and
quality of life by preventing and controlling disease, injury, and disability. The
CDC encompasses eleven centers, institutes, and offices. The National Center for
HIV, STD, and TB Prevention is the major locus for HIV prevention activities.
The Center for Chronic Disease Prevention and Health Promotion also plays a
role in HIV prevention and the Division of Adolescent and School Health sup-
ports counseling related to HIV/AIDS in the school health setting.
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Division of HIV/AIDS Prevention18

Located in the National Center for HIV, STD, and TB Prevention, the divi-
sion has 65 cooperative agreements (CAs), totaling $250 million, with all states,
territories, the District of Columbia, and Puerto Rico, and with six cities (New
York City, Houston, Chicago, San Francisco, Los Angeles, and Philadelphia).
These projects fund 10,000 counseling and testing sites. Part I of the CA provides
funds for counseling, testing, referral, and partner notification; Part II supports
health education and risk reduction, including street and community outreach,
risk reduction counseling, prevention case management and linkage to other
services, and community-level intervention to change perceptions of risk. The
CAs require a community planning process whereby health departments, affected
communities, providers, and scientists get together to plan the health department’s
application to the CDC.

In addition to cooperative agreements with states, the CDC offers competi-
tive funding grants and demonstration grants. Examples of these vehicles are: (1)
20–40 grants to minority organizations within communities to provide services to
meet unmet needs related to HIV/AIDS; and (2) 5–6 demonstration project grants
to health departments that emphasize prevention and linkage to care with a par-
ticular focus on reducing perinatal transmission.

Division of STD Prevention19

Located in the National Center for HIV, STD, and TB Prevention, this divi-
sion has 65 funded projects totaling $80 million dollars, with all states, territories,
the District of Columbia, Puerto Rico, and with six cities (New York City, Chi-
cago, Los Angeles, Philadelphia, San Francisco, and Baltimore). These projects
fund 3,000 STD clinics, most of which are located in state and local public health
departments. Other sites include some family planning clinics and hospitals.
These clinics are the primary source of HIV testing in public facilities, although
the population using these clinics is primarily male, poor, uninsured, and experi-
encing symptoms of an STD. Every patient using clinic services gets pre- and
post-test counseling for HIV and education concerning safe sex practices. Be-
cause of the demand for services, most of the effort in providing follow-up
involved those who test positive; 82% of those who test positive are brought back
for follow-up.

There are three sources of funding for STD clinics: (1) CDC funds can be
used for management, consultation, technical assistance, some staff, and travel;

18Information provided by the Division of HIV/AIDS Prevention, CDC.
19Information provided by the Division of STD Prevention, CDC.



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

180 REDUCING THE ODDS

(2) state funds can be used for medical supplies, laboratory services, disease
intervention, and some staff; and (3) local funds usually provide the facilities and
primary staff for the clinic.

Division of Adolescent and School Health

In addition to monitoring the incidence and prevalence of risks among youth,
this division supports every state and territorial education agency and 18 local
education agencies that serve cities with the highest number of reported AIDS
cases. Division of Adolescent and School Health’s (DASHs) efforts in this area
focus on assisting these agencies to develop and implement HIV-related school
policies and student curricula and training teachers to carry out prevention ef-
forts.

Substance Abuse and Mental Health Services Administration Programs

An agency under the Department of Health and Human Services, Substance
Abuse and Mental Health Services Administration (SAMHSA) has three centers
that provide substance abuse and mental health services, with a FY 1997 budget
of approximately $1.4 billion. The three centers include: the Center for Mental
Health Services (CMHS), the Center for Substance Abuse Prevention (CSAP),
and the Center for Substance Abuse Treatment (CSAT). There are two offices
within the agency that coordinate services related to women and AIDS—the
Office for Women’s Services and the Office on AIDS. CSAT administers the
block grant program supporting the 10,000 substance abuse treatment facilities
throughout the country that receive federal funds, and is responsible for residen-
tial and treatment programs for pregnant and postpartum women; demonstration
projects that target special populations, including those with HIV; and programs
that address the needs of people under the criminal justice system. CSAP has a
number of projects focused on women that are ending this year. No new targeted
programs are planned.

The Prevention and Treatment of Substance Abuse Block Grant Program is
funded at $1.3 billion and is intended to address substance abuse in states and cities.
It requires that 35% of funds be spent on alcohol prevention and treatment; 35% on
drug prevention and treatment; 20% on supporting primary prevention; and 10%
for pregnant and postpartum women and women with dependent children.

State AIDS Programs

State agency staff have programmatic responsibility for administering HIV/
AIDS health care, prevention, education, and supportive service programs funded
by the state and federal governments. All 50 states, the District of Columbia,
Puerto Rico, the U.S. Virgin Islands, and the U.S. Pacific Islands have AIDS
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programs at the state or territorial level. The bulk of funding for HIV/AIDS
services administered through state AIDS directors comes from the CDC. CDC
prevention dollars are provided for testing, counseling, and outreach; Ryan White
Title II dollars are provided with the requirement that community planning groups
determine how funds are to be distributed; and state funds are provided at state
discretion. State AIDS programs fund testing and counseling services, education,
and outreach services in existing community-based service settings through grants
and contracts; some testing and counseling centers are run directly by the state.

National Institutes of Health Research Programs20

One of eight health agencies of the PHS, DHHS, the National Institutes of
Health (NIH) is comprised of 24 separate institutes, centers, and divisions. In
addition to supporting intramural research, NIH uses 81% of its funding to sup-
port the research of non-federal scientists in 1,700 research settings throughout
the country and abroad, including universities, medical schools, hospitals, and
research institutions.

Extramural research grants related to HIV are provided to institutions across
the country to conduct peer-reviewed research. These research efforts offer
women and children affected by HIV, who meet the protocol criteria, important
opportunities to access care through participation in research protocols. One of
the Ryan White Title IV program mandates is to assist women and children with
HIV in accessing research protocols. The three major clinical trial networks are
the Pediatric AIDS Clinical Trials Group (PACTG), the AIDS Clinical Trials
Groups (ACTG), and the Terry Beirn Community Programs for Clinical Re-
search on AIDS (CPCRA). ACTG research focuses translating basic research
discoveries into clinical research, while the PACTG evaluates interventions to
prevent perinatal transmission and to improve the quality of life of HIV-infected
infants, children, and adolescents. The CPCRA enrolls adults to studies in pri-
mary care settings. The two institutes noted below work closely together and
provide the bulk of NIH-supported ACTG research for women and children.

National Institute of Child Health and Human Development

In FY 1997, the National Institute of Child Health and Human Development
(NICHD) budget dedicated almost $23 million to pediatric ACTG research in an
independent network of 30 to 40 clinical centers located in 15 states, the District
of Columbia, and Puerto Rico. A subset of eleven centers specifically conducts

20Information provided by the National Institute of Child Health and Human Development, Na-
tional Institute of Allergy and Infectious Diseases, and the Office of AIDS Research, National Insti-
tutes of Health.
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research that includes obstetric and newborn patients in addition to pediatric
patients. Research funds support individual clinic budgets for staff and patients
and care-related services, including enhancement of recruitment and retention of
patients. Pregnant women access clinical trials research through the PACTG arm;
there are limited opportunities to access treatment unrelated to pregnancy (e.g.,
cervical dysplasia). Grantees are almost all university, hospital-based clinics and
some community-based providers. There is currently a new collaboration with
the Ryan White Title IV grantees to establish linkages to research sites related to
nutrition research.

National Institute of Allergy and Infectious Diseases

National Institute of Allergy and Infectious Diseases (NIAID) is the institute
that expends the majority of NIH funding for extramural PACTG research. In FY
1997, NIAID dedicated $32 million to PACTG research (32% of which was
targeted specifically to women), and $69.6 million to adult ACTG research (ap-
proximately 22.5% of which was specifically targeted to women). NIAID has 21
clinical sites (or main units) with multiple subunits, located in 14 states, the
District of Columbia, and Puerto Rico. Research dollars are provided in the form
of long term cooperative agreements, and grants and are expended for a core of
fixed costs related to staffing based on the number of patients in a given period.
NIAID conducts the CPCRA described above.

AUTHORITY FOR POLICY DECISIONS AND OVERSIGHT

A description of the agencies and bodies that may exercise general or spe-
cific authority over some or all of the services provided by providers profiled on
the community level accurately reflects the complexity of our health care system.
An individual provider may have one or many agencies and/or government and
community bodies that have oversight responsibilities and guide policies for
service delivery. Providers in the private practice setting are responsible to their
licensing boards and the policies and oversight of the organizations with whom
they contract to deliver services. Public providers tend to use multiple funding
streams and so must respond to the authority of each of the funders, as well as
state and local governing bodies.

By law and custom, responsibility in health affairs is shared by federal, state,
and local authorities. As a result, there is often an effort on the part of federal and
state entities to avoid from issuing too many regulations or offering what might
be perceived by their respective constituents as “excessive” guidance. Many of
these authorities “recommend” rather than “require.” The degree to which re-
sponsibility or authority is shared among these authorities  has fluctuated. The
locus of responsibility for decisions about public benefits has clearly shifted over
this decade. Recent welfare legislation embodies this fundamental change in how
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and where decisions are made about public benefits. Decisions on who should get
what benefits and for how long has devolved from the federal to the state level
and, in many states, to the local level to varying degrees. The variability that has
always existed from community to community in the organization, structure, and
funding of health care services has increased accordingly, creating important
challenges to mounting an effective effort to reduce HIV perinatal transmission.

IMPORTANT ISSUES AFFECTING SERVICES

There are a number of important issues that significantly affect the structure,
funding, and the delivery of services to women, children, and youth affected by
HIV. Although some of these issues have been briefly touched on in the sections
that describes the health care system and funding mechanisms, they can be exam-
ined as part of the larger picture of significant public policy and health care
system changes that have taken place during this decade.

Welfare Reform

Welfare reform legislation is probably the most sweeping of the changes that
have important implications for the health of women and children affected by
HIV. The Personal Responsibility Work Opportunity Reconciliation Act
(PRWORA), referred to as welfare reform, passed in 1996 and included changes
not only to welfare but to the SSI program, food stamps, Medicaid, and immi-
grant eligibility for means-tested benefits. The welfare program, which almost
exclusively served women and children, was replaced by the Temporary Assis-
tance to Needy Families (TANF) block grant program, effectively ending the Aid
for Families with Dependent Children (AFDC) entitlement to a guarantee of cash
assistance to all eligible individuals. Briefly,

• recipients may receive benefits for no more than five years over a lifetime
and must adhere to work requirements; states may apply even stricter limits.

• TANF recipients who would have qualified under former AFDC rules are
guaranteed Medicaid and pregnant women retain Medicaid eligibility during preg-
nancy, even if they lose their eligibility for TANF benefits.

• although states have the option of serving “current” qualified legal im-
migrants (those residing in the United States on August 22, 1996), the defini-
tion of “qualified immigrants” has been narrowed as has their access to certain
benefits; disabled and elderly immigrants who fall in this category and were
receiving SSI and derivative Medicaid benefits on the above date may maintain
those benefits;

• new immigrants (those entering the country after passage of the bill) will
not be eligible for “federal means-tested public benefits” such as food stamps,
TANF, or Medicaid, for their first five years in the United States, but may be
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served in community health centers and state MCH programs and receive public
health assistance (not Medicaid) for immunizations and testing and treatment of
the symptoms of communicable disease;

• undocumented immigrants are barred from federal public benefits, and
from state and local programs, and their presence must be reported to the Immi-
gration and Naturalization Service (INS); and

• cash assistance is not available to individuals convicted of drug felonies,
even if they are seeking drug treatment (Children’s Defense Fund, 1997; San
Francisco AIDS Foundation, 1997).

The impact of these changes on access to care and, therefore, primary and
secondary prevention opportunities for reducing perinatal transmission is signifi-
cant and complex. Most women with or at risk for HIV have low incomes, are
uninsured, and/or often rely on government programs to support their access to
health care. Women with HIV disease may become impoverished because the
disease itself prevents them from working or because of the expenses associated
with it. Women’s traditional linkage with the Medicaid program often came with
their enrollment in AFDC (the former welfare program). With reduced access to
welfare due to changes in eligibility and the imposition of time limits and sanc-
tions, women may not be aware of their potential eligibility for Medicaid or how
to access the program. Although many states have attempted to ease access to
Medicaid for those applying for TANF benefits by creating a single application
for TANF and Medicaid, access has been made more complicated for those not
eligible or interested in TANF benefits because separate routes to Medicaid have
not been effectively established in many jurisdictions. With access to both wel-
fare and health care services restricted to certain categories of legal immigrants
and unavailable for the undocumented, opportunities for prevention and treat-
ment are more limited. Many undocumented women are fearful of accessing care
because of INS reporting requirements. Women seeking drug treatment may not
have the financial support they need because of the prohibition on benefits for
those with a prior conviction.

While there are still opportunities for many women to access health services,
the PRWORA is new and so sweeping that there is still much confusion on the
part of potential recipients and those administering the new law. States are just
beginning to develop the capacity and systems needed to appropriately inform
and educate staff and reach out to potential recipients with information and
mechanisms for linkage to appropriate services.

Medicaid

Some important policy changes affect this program’s relationship to HIV
prevention and treatment services for women and children. As previously noted,
Medicaid plays a critical role in providing health care for low-income people
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living with HIV/AIDS, with more than 61.5% of women in care for HIV (Rand,
1998) and 90% of children with AIDS (DHHS, 1998) relying on this program for
health care coverage. The costs associated with Medicaid have been rising and
there have been several efforts to change the entitlement status of the program,
impose per capita caps, and change the structure of payments to providers. While
the program remains an entitlement, passage of the Balanced Budget Act of 1997
resulted in several important changes:

• Medicaid has experienced funding cuts in two important areas that affect
HIV services. In response to abuses by states, the disproportionate share hospital
(DSH) payments, which compensate hospitals serving a large volume of unin-
sured and Medicaid patients, have been curbed and reporting requirements im-
posed. The DSH program is important to health care access for people with HIV
and AIDS by supporting such safety net providers as outpatient HIV clinics at
public and nonprofit hospitals across the nation. The second cut in Medicaid
comes from repeal of the Boren Amendment, which established a standard for
reimbursement to hospitals and nursing homes. States must now provide public
notice of their rates and how they were calculated.

• States now have the authority to mandate that beneficiaries enroll in man-
aged care plans without application to the federal government; plans can consist
of only Medicaid beneficiaries, and states can impose cost sharing charges al-
lowed under fee for service plans. These changes may well affect the ability of
persons with HIV to access services needed for their care (see comments in
following section, below.)

• States now have the option to extend Medicaid coverage for 12 months
for all children, whether or not they continue to meet income eligibility tests. This
provision is expected to expand coverage by up to one million children.

• States have the option of creating a Medicaid “buy-in” for persons whose
income is under 250% of poverty and who would be eligible for SSI, if their
income were not too high. This has important implications for increasing access
to Medicaid for women with HIV (Families USA Foundation, 1997).

Managed Care

Enrollment in managed care arrangements has increased dramatically in this
decade. The percentage of employees enrolled in managed care plans increased
from 48% in 1992 to 855 in 1997 (Employee Benefit Research Institute, 1998).
Almost 50% of Medicaid recipients were enrolled in managed care in 1997, with
two states reporting 100% enrollment and five states reporting more than 80%
enrollment (HCFA, 1997). The movement into managed care represents a funda-
mental change in the way health care services are delivered in both the public and
the private sector, raising issues of access to care and quality of care.

• Through public sector managed care arrangements, women, children, and
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youth are the population moving most quickly into managed care. This popula-
tion as a whole and those with or at risk for HIV/AIDS have unique and complex
needs requiring a broad array of multidisciplinary medical and support services.
Many of the managed care organizations (MCOs) may not have the experience or
expertise necessary to work with low-income populations or populations with the
complex medical and social needs of those with HIV. They also may not have
experience working with multiple public and private providers to assure access to
specific services.

Some of the problems encountered by persons with HIV enrolled in MCOs
include reduced access to specialty care providers, including HIV specialists;
reduced access to specific drug formularies and specific services; clinical deci-
sions with the appearance of cost as the dominant factor; limitations placed on the
information providers can provide; and insufficient time to meet with providers.
Relationships need to be built with the type of providers that adolescents seek
out—teen clinics, school health clinics, community family practice sites, and
family planning clinics. More time is needed to gain experience providing HIV
specialty services and to build systems that can monitor and evaluate the quality
of care in the managed care setting and provide oversight. One strategy that some
states have chosen is to carve out specific services or populations, such as those
with disabilities, so as to ensure a focus on the multiple and special needs of the
population.

• Medicaid managed care arrangements compete for public providers and
private community-based providers serving the uninsured and publicly insured.
Before the advent of managed care, these providers were frequently the only
providers for the poor or nearly poor patient. Reimbursement from Medicaid for
eligible populations gave these providers the ability to cross-subsidize the unin-
sured or underinsured patient (Davis, 1997). Medicaid competition is threatening
the ability to support services to those without adequate insurance coverage. In
addition, “many public hospitals and . . . providers of care to the poor with a
mission to render care to the uninsured are being sold to private, for-profit orga-
nizations without a comparable mission to provide uncompensated care” (Wehr
et al., 1998).

The movement towards managed care has important implications for all
those served, particularly for those who have a high level of need. Work is in
progress on the national level to establish a patient’s bill of rights for managed
care settings and to establish oversight mechanisms that include monitoring and
evaluation.
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Health Insurance Portability and Accountability

The Health Insurance Portability and Accountability Act (HIPAA), passed in
1996, attempts to address a number of issues for people with pre-existing condi-
tions, including those with HIV/AIDS. The law prohibits group health plans,
insurers, and managed care organizations from denying coverage because of pre-
existing conditions if the person had been insured for an uninterrupted 12 month
period prior to the application. In addition, the law

• limits to 12 months the time a person can be subject to a pre-existing
medical condition exclusion if they had no previous health care coverage;

• guarantees the availability of individual health insurance policies for those
who leave jobs and maintain previous coverage;

• prohibits denial of coverage in group plans to persons in poor health; and
• requires insurers to sell plans to small employers and guarantees renewal

for both small group and individual coverage.

The law did not specify what benefits a health plan must include and did not
guarantee that health insurance coverage would provide adequate care or be
affordable. In addition, there are a number of issues involving AIDS and private
insurance coverage that remain unresolved at this time. These include questions
about whether health plans can exclude from coverage individuals who have
received a diagnosis of HIV infection before coverage; whether an employer can
restructure a health plan to reduce benefits for a specific type of illness after a
claim has been filed; and whether specific services will be considered “medically
necessary” and, therefore covered under insurance plans.

Americans with Disabilities Act

The Americans with Disabilities Act (ADA) of 1990 protects against dis-
crimination in the workplace, housing, and public accommodations for people
with disabilities, including people living with HIV/AIDS. On June 25, 1998 the
decision by the U.S. Supreme Court has important implications for
anti-discrimination protections for individuals with asymptomatic HIV disease in
employment, insurance, and services offered by business and government (AIDS
Action Council, 1998a). The ruling determined that “HIV infection satisfies the
statutory and regulatory definition of physical impairment during every stage of
the disease.” This means that persons with asymptomatic HIV cannot be ex-
cluded under the ADA and should have access to non-discriminatory and high
quality health care. The decision also determined that reproduction was a major
life activity for the purposes of the ADA and that HIV infection limits the ability
to reproduce.
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CONCLUSION

The current revolution that is taking place in our health care system, as well
as the complexities in its structure and funding, both challenge our efforts to
institute effective policies for reducing perinatal HIV transmission and provide
new opportunities. While multiple efforts have been made to inform providers
and promote strategies for reducing perinatal transmission, more needs to be
done. There is a need for a broader dissemination of more explicit guidance, the
development of incentives for prevention efforts, and identification and maximi-
zation of opportunities for intervention.
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Workshop I Summary

The Institute of Medicine (IOM) Committee on Perinatal Transmission of
HIV held a workshop on February 11, 1998, to explore the rationale for, and
response to, the 1995 Public Health Service (PHS) guidelines for universal coun-
seling and voluntary testing of pregnant women for HIV (CDC, 1995). This
summary covers workshop topics on the origin of the PHS guidelines; the posi-
tions of medical organizations; state policies and laws to implement the PHS
guidelines; and the history and implementation of a mandatory newborn testing
law in New York State. Workshop speakers and participants represented a broad
spectrum of public health organizations at the federal, state, and local level.
Health care providers and patients also participated.

THE ORIGIN OF THE PUBLIC HEALTH SERVICE GUIDELINES

The development of the 1995 PHS guidelines was triggered by the results of
the AIDS Clinical Trials Group protocol number 76 (ACTG 076) demonstrating
a two-thirds reduction in perinatal transmission with zidovudine (ZDV) (Connor
et al., 1994). Prior to 1995, PHS guidelines recommended counseling and testing
only of high-risk women or of women from high-prevalence geographic areas.
When initial guidelines on counseling and testing were issued in 1989, HIV-
positive pregnant women were advised merely to consider avoiding pregnancy
until more was known and to avoid breast-feeding. At that time, effective means
of treatment and prevention had yet to be developed, according to Dr. Martha
Rogers of the PHS, one of the principal authors of both the old and the new
guidelines.
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Over the next decade, the policy climate changed dramatically with medical
and scientific advances in early treatment of HIV and prevention of perinatal
transmission. In 1994, the PHS formally inaugurated policy development to re-
vise its earlier guidelines. After seeking broad input, especially from HIV-posi-
tive women and their advocates, the PHS proposed new guidelines in the Federal
Register. The guidelines were revised in accordance with comments received
during a 45-day comment period and were issued in final form on July 7, 1995.
The guidelines proposed universal counseling and voluntary testing, in lieu of a
more targeted approach to either high-risk women or high-prevalence states. The
rationale for universal counseling was that many HIV-infected pregnant women
and newborns in low-risk groups and low-prevalence states still were not being
tested and treated. The universal approach was seen by the PHS, according to Dr.
Rogers, as a means of stimulating the development of a counseling, testing, and
treatment infrastructure in low-prevalence states and regions.

The PHS adoption of voluntary, as opposed to mandatory, testing was rec-
ommended for the following reasons: the policy had widespread support, particu-
larly from patients for whom adherence to a demanding drug regimen is essential
for prevention of transmission; mandatory testing was thought to be a deterrent to
prenatal care; the risks of testing positive (e.g., discrimination and domestic
violence) would outweigh the benefits in some cases; and experience had indi-
cated that a high rate of acceptance was achievable since more than 90% of
women accept testing when offered in several reported studies. Although the
guidelines did not explicitly specify how patient consent to testing was to occur,
Dr. Rogers pointed out that two types of patient consent are consistent with the
intent of the PHS guidelines: the “right of refusal” (in which women are tested
routinely unless they expressly refuse) and the “recommended with consent” (in
which testing is recommended by the health care provider but performed only
after explicit consent).

POSITIONS OF MEDICAL ORGANIZATIONS

Four professional organizations shared with the IOM committee their re-
spective positions on HIV counseling and testing of pregnant women. The Ameri-
can Medical Association was the only one of the four to endorse mandatory
testing of pregnant women and newborns. The other three organizations were in
accord with the PHS in supporting universal counseling and voluntary testing of
pregnant women. None of the organizations is actively monitoring the impact of
its policies on member attitudes and practices.

American Medical Association

The American Medical Association (AMA) supports mandatory testing of
all pregnant women and newborns. This policy, according to Dr. John Henning of
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the AMA Department of STD and HIV, was adopted in June 1996 after conten-
tious debate by the AMA House of Delegates, its policy setting body. The formal
policy states, “The American Medical Association supports the position that
there should be mandatory HIV testing of all pregnant women and newborns,
with counseling and recommendations for appropriate treatment.” Dr. Henning
observed that the debate centered upon medical benefits to the infant versus
protecting the rights of the patient (i.e., the pregnant woman).

Because the voting was very close and not all of the 550 delegates were
present for the vote, the delegates reconsidered the policy at the next meeting in
December 1996. They began by considering a resolution to rescind mandatory
testing, but, again after heated debate, the recision resolution was successfully
reversed to reaffirm the need for mandatory testing. The AMA’s position on
mandatory testing is an outgrowth of its earlier policy that testing should be
voluntary, unless the benefits of newborn testing are demonstrated sufficiently to
warrant mandatory testing.

Participants reacted to the AMA position by questioning the effectiveness of
mandatory testing and the procedural impact of the AMA position. Workshop
participants expressed surprise with mandatory testing in light of its possible
deterrence to prenatal care; experience suggesting that women overwhelmingly
agree to be tested voluntarily; and the possibility of harm to women from their
partner if they proceed with testing. Dr. Henning said that the overriding impetus
for the passage of the policy was the life of the newborn. In later discussion, the
terms of the AMA’s debate, which pit the life of the newborn against the rights of
the mother, was criticized as a false dichotomy by Mr. Tim Westmoreland, a
representative of the Elizabeth Glaser Pediatric AIDS Foundation. Instead, the
debate over mandatory versus voluntary testing should be cast, in his view, as
“what doesn’t work” versus “what works.” In response to other questions, Dr.
Henning cited the AMA’s position as a policy, not a law or mandate, for physi-
cian behavior; consequently, AMA members are not monitored for their compli-
ance. The policy remains in force unless further action is taken by the House of
Delegates.

American College of Obstetricians and Gynecologists

The American College of Obstetricians and Gynecologists (ACOG) endorses
voluntary, as opposed to mandatory, HIV testing of pregnant women. Its position,
passed in August 1995 and reaffirmed in 1996, advocates (1) routine counseling
of all pregnant women as part of prenatal care; (2) voluntary testing with consent;
and (3) documentation of refusal of testing in the patient’s chart. Dr. Michael
Greene, an ACOG representative, also noted that ACOG recommends that pre-
test counseling should include information about high-risk behaviors, vertical
transmission, availability and effectiveness of therapy, and the potential social
and psychological implications of testing positive. ACOG also recommends, on a
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voluntary basis, contacting sexual partners of HIV-positive patients, as well as
sharing test information with health care professionals, including pediatricians.
ACOG policies are developed by one of its standing committees, which then
forwards its recommendations to the ACOG executive committee for a vote to
establish policy. ACOG members provide an estimated 85% of all obstetrical
care in the United States; the remainder is provided mostly by midwives and
family practitioners.

Discussion of the ACOG position focused on why some obstetricians appear
to be failing to routinely counsel pregnant women. While ACOG does not moni-
tor obstetrician practices in relation to its policies, Dr. Greene speculated about
the possible reasons: obstetricians view counseling as time- and resource-con-
suming and as engendering unnecessary patient anxiety among many patients at
low risk. They also may not have developed channels of referral to specialty care
for those testing positive. One participant pointed out that screening for alpha-
fetoprotein testing for birth defects provides a model, embraced by practicing
obstetricians, of pre- and post-test counseling and linkages to genetic counseling
and specialty care.

American Academy of Pediatrics

The American Academy of Pediatrics (AAP) favors universal counseling
and voluntary testing of pregnant women. It also recommends testing of all
newborns whose mothers either are HIV-positive or have unknown HIV status.
The AAP’s recommendations include the following key points: (1) Routine HIV
education and routine testing, with consent, should be performed for all pregnant
women. Consent can take the form of the right of refusal in order to facilitate
rapid incorporation of HIV testing into routine practice. (2) All testing programs
should evaluate the percentage of women who refuse testing. In cases of poor
acceptance rates, programs should analyze why and make changes. (3) Newborn
testing should be performed, with maternal consent, when the mother’s HIV
status is unknown. If the newborn tests positive, the mother should be notified
and receive referral for her testing and treatment. (4) Results of maternal testing
should be provided to the pediatric health care provider. (5) Comprehensive HIV-
related medical services should be available to all infected mothers, infants, and
other family members (AAP, 1995). These recommendations were developed by
a standing committee, the Committee on Pediatric AIDS. The AAP committee’s
recommendations were forwarded to the executive committee of the AAP and
were approved for publication.

During the discussion, Dr. Gwendolyn Scott was asked why the AAP fa-
vored voluntary testing and what evidence it considered about the deterrent ef-
fects of mandatory testing for women seeking health care. She replied that per-
sonal experience, rather than hard data, was pivotal in persuading the AAP
committee to embrace voluntary testing. The committee viewed voluntary testing
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as critical to ensuring a pregnant woman’s compliance with the complex course
of treatment needed for herself, her child, and possibly her older children.

National Medical Association

The National Medical Association (NMA) position on HIV testing of preg-
nant women, presented by Dr. Rani Lewis, asserts that (1) all health care profes-
sionals should offer counseling and voluntary HIV testing to all pregnant women
on a confidential basis; (2) health care professionals should offer ZDV therapy to
pregnant women and newborns without attempting to coerce treatment; (3) am-
niocentesis, fetal scalp electrode placement, or measures that lead to prolonged
rupture of the fetal membranes should be avoided, as should breast-feeding; and
(4) confidentiality, while extremely important, should not extend to withholding
test information from other health care workers, such as pediatricians, for whom
the information has medical significance. Dr. Lewis also observed that women
who refuse testing are most likely to refuse treatment for themselves and their
children. Some low-income and minority women view testing as threatening
because, in their eyes, the diagnosis and the hospital experience in general are
equated with death. She expressed concern that mandatory testing would leave
women who refuse treatment for their children vulnerable to allegations of child
abuse. She also noted that the NMA is very concerned about heightening dis-
crimination against a population that already experiences a disproportionate share
of discrimination. In view of the public health emphasis on testing, she stressed
the importance of providing equal emphasis on funding for counseling and treat-
ment. The NMA position was developed by its AIDS Task Force and adopted by
its Executive Committee. The NMA is a 175-year-old organization for physicians
of color and physicians who primarily care for patients of color.

Most of the discussion centered on NMA’s support for disclosure of test
results to other health care professionals, despite the importance of confidential-
ity. Some participants claimed that disclosure would act as a deterrent to testing,
to which Dr. Lewis responded that NMA accepted the fact that some women
would be deterred, but felt that disclosure to the pediatrician was paramount.

Response to the Positions of Medical Organizations

Mr. Tim Westmoreland, the Washington representative of the Elizabeth
Glaser Pediatric AIDS Foundation, served as the respondent to the panel of
medical organizations. His foundation favors counseling and voluntary testing of
all pregnant women. He pointed out that mandatory testing not only discourages
women from testing, but also ushers in the possibility of mandatory treatment. He
described mandatory testing of newborns as a bad opening to what necessarily
will become a complicated relationship between the physician and the family.
The test itself is the simplest part of the newborn’s HIV diagnosis and treatment.
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If the mother declines the test and is overruled by a mandatory policy, the initia-
tion of a good doctor/patient interaction over the long and complex regimen of
drugs and monitoring will be difficult. Yet without such a treatment regimen, the
test itself is pointless unless the state is prepared to take every child away from
parental custody. In addition, he made several legal, financing, and policy obser-
vations. He stated that none of the positions of the medical organizations carries
the force of law, except for the PHS guidelines, which are required of recipients
of certain federal funds under Title II of the Ryan White Comprehensive AIDS
Resources Emergency (CARE) Act. He noted that the PHS guidelines, by virtue
of establishing a standard of care, also may have legal consequences: physicians,
even those in private practice and thus not technically covered by the guidelines,
who fail to offer counseling and testing may be subject to malpractice under
certain circumstances. He expressed his concern over the inadequacy of counsel-
ing, testing, and treatment practices and evaluation in Medicaid managed care
plans, whose enrollment is burgeoning. He also expressed concern that discrimi-
nation against asymptomatic HIV-infected people may surge if the Supreme
Court decides this term that the Americans with Disabilities Act does not extend
protections to HIV-infected, yet asymptomatic, individuals until they progress to
AIDS. Finally, he observed that support for mandatory testing provides a false
sense of accomplishment for policy makers, because it may absolve them of
responsibility to address the more complicated issues of financing research, treat-
ment, and other forms of patient care.

STATE LAWS AND POLICIES ON HIV TESTING OF
PREGNANT WOMEN AND NEWBORNS

Preliminary results were summarized from a survey of state laws and poli-
cies to implement the PHS guidelines or prevent perinatal transmission through
other measures. The results, presented by Zita Lazzarini of the Harvard School of
Public Health, were available from 43 states and 2 territories, with at least 7
others expected (Gostin et al., in press).

The survey found that most states have moved quickly to implement the PHS
guidelines. Eighty-seven percent had policies on counseling and testing of preg-
nant women, the vast majority of which require voluntary testing with informed
consent. Several states have routine testing with the right of refusal. No states
require mandatory testing of pregnant women. Several states indicated that ap-
proximately 90% to 95% of pregnant women are willing to be tested when testing
is offered, but not all pregnant women (50% to 75%) were actually offered
testing. Seventy-seven percent of states had policies on treatment, none manda-
tory, and 44% had policies on testing of newborns. New York is the only state
that mandates newborn testing. In general, states responded mostly with policies
rather than laws or regulations, and policies were mostly voluntary. In light of
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state actions, the authors concluded that policy makers should consider ongoing
evaluation data from the states before changing existing state efforts.

Response to State Survey

One overarching sentiment expressed by participants was the need to moni-
tor and evaluate states’ implementation of their laws, regulations, and policies.
State surveillance efforts were seen as crucial in examining the full impact of
policies in reducing transmission rates. In addition, monitoring of individual
service sites, especially those under Medicaid managed care, was deemed to be
important. Given the dynamic financing environment, participants expressed con-
cerns about testing without consent, undertreatment, or denial of treatment to
patients in managed care. A Health Care Financing Administration (HCFA) rep-
resentative observed that implementation of the PHS guidelines to reduce perina-
tal transmission requires coordination at many levels and between providers and
payers. State laws that require providers to offer HIV counseling and testing to
pregnant women may be more effective if there are laws or requirements to report
on compliance. A state’s Medicaid agency can require Medicaid-contracting
managed care organizations (MCOs) to report on rates of HIV counseling and
testing of pregnant women. Quality assurance measures related not only to coun-
seling and testing, but to actual delivery of all components of treatment to reduce
perinatal transmission (antepartum, intrapartum, postpartum), can be developed
and tracked. National Committee for Quality Assurance (NCQA), Joint Commis-
sion for Accreditation of Healthcare Organizations (JCAHO), and other organi-
zations may be able to help in developing measures. AIDS Education and Train-
ing Centers (AETCs) can train providers. These organizations are in a position to
offer incentives to encourage counseling, testing, treatment, and record keeping.
They also can sanction organizations that fail to do so. Some participants sug-
gested the utility of a program-by-program scorecard of performance, indicating
the percentage of pregnant women who are offered counseling and pursue test-
ing, and the percentage who fill ZDV prescriptions (as recorded by the pharmacy)
for themselves and their children. One participant commented that the provider
infrastructure is in place, but the incentives are not.

Some of the participants were disappointed by states’ disproportionate em-
phasis on counseling and testing, rather than on treating. They saw treatment of
the mother as essential for her health, as well as for her ability to care for, and
administer treatment to, the newborn. An HIV-infected woman at the workshop
criticized the inequity of state and federal policies that seemed to focus so much
attention on the mother and seemingly insufficient attention on the father, who, in
her case, had infected seven other women besides herself. She expressed her
frustration that policies not only failed to protect these women, but also made
them feel solely responsible for the plight of their infants.

After the workshop, it was reported that all states have certified, as required
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by the Ryan White CARE Act Amendments of 1996, that they have appropriate
partner notification activities in place for known HIV-infected individuals.

HISTORY AND IMPLEMENTATION OF NEW YORK’S
NEWBORN TESTING LEGISLATION

New York has the highest pediatric AIDS caseload in the nation. The State of
New York passed legislation in June 1996 mandating that all newborns be tested
for HIV. The sponsor of the legislation, Assemblywoman Nettie Mayersohn,
described its origins. From 1987 to the mid-1990s, Centers for Disease Control
and Prevention (CDC) had established a surveillance system for monitoring the
spread of HIV among heterosexual women and infants. This system included
anonymous testing of all newborns in New York and other states. Even after
CDC terminated the program, New York continued the surveillance system with
its own funds until 1997, when the program was converted from monitoring/
surveillance function to a programmative function involving mandatory newborn
testing. Prior to the legislation, about 1,500 to 1,800 newborns had tested positive
each year, out of approximately 185,000 births. Neither the mother nor the health
professionals knew of the mother’s infection. According to Ms. Mayersohn, the
HIV-positive newborns were being discharged without referral for treatment that
could have prolonged or saved their lives. Ms. Mayersohn saw the situation as
“criminal to deny the most innocent and the most helpless victims of the epi-
demic the care to which they are entitled.” She successfully advocated for manda-
tory newborn testing, but she did not support mandatory testing of pregnant
women.

Dr. Guthrie Birkhead of the New York AIDS Institute described implemen-
tation of the New York legislation. All women in the state are required to be
informed in the labor and delivery setting of the imminent HIV testing of the
newborn. When the woman’s HIV status is unknown, full-fledged pre-test coun-
seling is required. Newborn test results are returned to the hospital by two to three
weeks after birth. If the women are identified then, there is sufficient time to
begin newborns on Pneumocystis carinii pneumonia (PCP) prophylaxis at four to
six weeks of age, but insufficient time to advise women against breast-feeding.
New York has established a referral network of AIDS centers where newborns
and mothers can be treated. Of the more than 185,000 newborns tested over a
nine-month period from February 1997 to October 1997, 60 HIV-positive infants
were born to mothers who were unaware of their infection. Before the legislation
was implemented in 1997, New York State instituted, by regulation, a consented
testing program. This earlier program had two components: (1) voluntary notifi-
cation to mothers of their newborn test results, and (2) mandatory prenatal coun-
seling (with recommended HIV testing) in all state-regulated facilities (e.g., hos-
pitals, clinics, and staff model HMOs, but not in private offices of physicians).
While the subsequent mandatory newborn testing legislation superseded the first
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component of the program, it did not affect the mandatory prenatal counseling
component for state-regulated facilities. Since the vast majority of HIV-positive
women receive prenatal care in these facilities, many pregnant women still are
required to receive counseling about perinatal transmission.

Reaction to the New York Legislation

Reaction to the New York legislation was offered by several designated
respondents as well as by workshop participants. Most disagreed with the New
York legislation and were skeptical about the effectiveness of mandatory new-
born testing in reducing perinatal transmission.

Dr. Amitai Etzioni, a professor at George Washington University, was the
only respondent to offer qualified support for mandatory newborn testing (Etzioni,
1998). He framed the question of mandatory versus voluntary newborn testing as
one that weighs the potential harm to the mother, in terms of her privacy and
autonomy, against the interests of the child. He preferred voluntary testing, per-
formed in the prenatal setting and with consent, to mandatory newborn testing.
But he did not feel that voluntary testing alone would completely eliminate the
problem of perinatal transmission because a small proportion of women would
not agree to be tested. He emphasized that privacy is not an absolute legal right
and there are circumstances in which legislation is justified to violate privacy
concerns. He viewed mandatory newborn testing as appropriate because the in-
terests of the newborn should take priority; however, at the same time, he argued
for policies to improve counseling when test results are released, to increase
voluntary prenatal testing, to increase penalties against unauthorized disclosure
of test results, and to increase penalties for discrimination against those who test
positive. He likened New York’s conversion from the anonymous to the manda-
tory program to a clinical trial that is halted because early signs of success make
it unethical to continue the study in a blinded fashion.

Dr. Alan Fleischman, with the New York Academy of Medicine, articulated
his fervent opposition to the New York legislation. He disagreed with the premise
that mandatory testing prevents HIV transmission for two fundamental reasons: (1)
test results are not available in sufficient time for the mother to avoid HIV transmis-
sion through breast-feeding, and (2) mandatory testing discourages women from
obtaining prenatal care from a health care system they see as punitive.

Dr. Fleischman argued instead that mandatory testing may increase the likeli-
hood of HIV transmission. He suggested that the specter of mandatory testing of
newborns discourages obstetricians from counseling women in pregnancy, when
prevention would be far more effective, because of the assurance that the newborn
eventually will be tested. Likewise, pediatricians may also be discouraged from
advising women against breast-feeding when the newborn’s HIV status is unknown.

Dr. Fleischman also presented results from his national surveys of neona-
tologists’ attitudes towards HIV-infected babies. The surveys revealed neonatolo-
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gists, the physicians who care for critically ill newborns, to be a somewhat unex-
pected source of discrimination against HIV-positive newborns. Surveys conducted
in 1991 and 1996 probed neonatologists’ attitudes about lifesaving procedures for
HIV-infected infants through a series of hypothetical vignettes about how they
would treat these infants’ non-HIV-related conditions, such as surgery for intestinal
blockage and correction of a heart defect. Results from the 1991 survey found
neonatologists’ recommendations for lifesaving procedures to vary with HIV sta-
tus: neonatologists were less likely to recommend lifesaving procedures for infants
who were HIV-infected or whose mothers were HIV-infected (with infants’ status
unknown) than for infants with no known HIV risk (Levin et al., 1995). Neonatolo-
gists in the survey also placed very low value on the quality of life for at-risk or
HIV-infected infants, a valuation that was consistent with their willingness to with-
hold treatment recommendations. The results from the 1996 survey were virtually
identical, despite widespread knowledge of progress with ZDV for HIV prevention
and treatment. Results did not vary by location or region. Neonatologists held the
same attitudes about withholding treatment for HIV-infected or at-risk infants in
1996 as they did in 1991. In the discussion, a number of participants expressed
shock of the results and the implications of withholding treatment from HIV-
exposed infants who later proved to be HIV-negative. One participant speculated
that neonatologists’ attitudes might have been colored by their own fear of perform-
ing invasive procedures on infants with HIV. The participant recommended revis-
ing the survey to include vignettes with non-invasive procedures to test whether
fear shaped neonatologists’ attitudes.

Theresa McGovern of the HIV Law Project, an organization that provides
advocacy and legal services for low-income women in New York City, stated that
her organization favors voluntary testing during pregnancy. It joined other orga-
nizations in a lawsuit to block implementation of mandatory newborn testing.
Their opposition was predicated upon the law’s ineffectiveness, flawed imple-
mentation, and its premise that women would not be receptive to testing during
pregnancy. Ms. McGovern referred to studies showing that women overwhelm-
ingly accept testing. In her experience, women were not being offered the test.
She stated, “Frankly, I was angry at the notion of [how] after years of provider
failure to recognize and treat this disease in women and children, legislation
would be passed as if the women were negligent.” She echoed concerns about the
receipt of test results being too late to prevent transmission through breast-feed-
ing. She was distressed about the quality of pre-test counseling at the time of
delivery, and about women not receiving appropriate care and treatment once
they had been identified through the program as HIV-positive.

One of the women whom Ms. McGovern represents, a 25-year-old woman
who is also the mother of a six-month-old daughter, relayed her own experiences
with the mandatory newborn testing program in New York. Having received no
prenatal counseling about HIV, she learned that she and her daughter were HIV-
positive two weeks after her daughter’s birth and after she had begun breast-
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feeding. She said, “This diagnosis caused me a great deal of pain and anguish. I
considered suicide, I considered killing my baby and myself because I was just so
upset that I was HIV-positive, my baby was HIV-positive, what was I going to do
with this baby, we both were going to die, who was going to raise her if she
wasn’t positive and I was the only one positive. . . . My daughter has had two
positive PCR (polymerase chain reaction) tests since birth. I am destroyed that I
breast-fed and that I continued to expose my daughter to HIV through breast
milk. . . . I am deeply disturbed and angry about the lack of information that I was
given during my pregnancy. I know that if I had been well informed I would have
made choices that were best for myself and my child.”

Some participants questioned the cost-effectiveness of the New York legisla-
tion and asked how funds might better be spent on improving rates of voluntary
testing among pregnant women. Dr. Birkhead noted that the incremental cost of
newborn HIV testing is relatively low (about one dollar for each screening test)
because HIV is only one of a panel of tests run on newborn blood samples
collected for other purposes. The PCR follow-up test is more expensive ($50 to
$100 each), but is only performed on about 1,000 out of 185,000 samples. These
are the collective costs of identifying approximately 60 infants statewide whose
mothers’ HIV-positive status was unknown before delivery. Dr. Etzioni argued
that programs to educate providers and pregnant women were likely to be more
expensive than New York’s newborn testing program, but the costs alone should
not determine whether the approach is voluntary or mandatory.

Much of the discussion surrounded the importance of voluntary testing of
pregnant women, with greater attention to the role of the provider. A number of
participants felt that providers’ disinclination to counsel and offer testing pre-
sented the greatest barrier to pregnant women’s getting tested. The question was
raised as to how to create the conditions in which providers are encouraged to test
and promote testing to every pregnant woman. Participants suggested these ele-
ments to be essential: trust between provider and patient; continuity of care and
repeated opportunities to discuss testing during pregnancy in the event the patient
refuses; financing of counseling; and provider education. One program adminis-
trator at the workshop attributed her program’s success with voluntary testing to
the education and endorsement of the provider, who “. . . has been the fulcrum.
The provider has been the motivating force at getting women to test . . . it
required a lot of education on our part . . . for an extended period of time to
sensitize providers. Once we did that, we have providers who actually signed on,
some sooner, others later, but we eventually had them all sign on.”
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WORKSHOP AGENDA

Washington, D.C.
February 11, 1998

9:00–9:15 a.m. Welcome and introductions

9:15–11:00 Scientific and clinical perspectives on the efficacy of inter-
ventions for pregnant women and newborns and the accuracy
of HIV testing

Counseling, testing, diagnosis of HIV infection in pregnant
women

Ruth Tuomala

Determinants of vertical transmission and efficacy of preven-
tive strategies, including retrovirals

Lynne Mofenson

Diagnosis, viral and immunopathogenesis, and therapy in the
newborn

Catherine Wilfert

11:00–11:15 Break

11:15–1:00 p.m. Institutional positions regarding prenatal/newborn HIV
testing and counseling

Public Health Service
Martha Rogers

American Medical Association
John Henning
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American College of Obstetrics and Gynecology
Michael Greene

American Academy of Pediatrics
Gwendolyn Scott

National Medical Association
Rani Lewis

Reactions

Pediatric AIDS Foundation
Tim Westmoreland

1:00–2:00 Lunch

2:00–3:15 State policies/laws regarding prenatal/newborn HIV testing
and counseling

Presentation of survey results
Zita Lazzarini

Reactions

AIDS Policy Center for Children, Youth and Families
David Harvey

Health Care Financing Administration
Theresa Rubin

National Alliance of State and Territorial AIDS Directors
Joseph Kelly

3:15–3:30 Break

3:30–5:00 History and implementation of New York’s newborn testing law

New York State Assembly
Nettie Mayersohn

New York AIDS Institute
Guthrie Birkhead

New York Academy of Medicine
Alan Fleischman

HIV Law Project
Theresa McGovern

George Washington University
Amitai Etzioni

5:00 Adjourn
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APPENDIX

D

Workshop II Summary

On April 1, 1998, the Institute of Medicine (IOM) Committee on Perinatal
Transmission of HIV held a public workshop focusing on the impact of the 1995
Public Health Service (PHS) Guidelines for universal counseling and voluntary
testing of pregnant women for HIV. The workshop agenda included five panels,
covering the following topics: results from the Centers for Disease Control and
Prevention (CDC) surveillance and enhanced surveillance systems; results from
the Health Resources and Services Administration (HRSA) data systems; pro-
vider practices; results from provider and patient surveys and state data systems;
and patient perspectives. Findings and discussion are summarized below.

RESULTS FROM CDC SURVEILLANCE AND ENHANCED
SURVEILLANCE SYSTEMS

A panel from CDC—including Pascale Wortley, Martha Rogers, Mary Lou
Lindegren, and R.J. Simonds—provided an overview of CDC surveillance find-
ings, including presentation and analysis of basic trend data and an analysis of the
chain of events needed to achieve prevention success. Most of the data from the
presentation are from six CDC studies: (1) The Survey of Childbearing Women
(SCBW) is a 1989–1994 population-based survey conducted in 45 states and the
District of Columbia. It is based on anonymous newborn heel-stick blood sample.
(2) National Pediatrics AIDS Surveillance is conducted in all states and territories
and Pediatric HIV Surveillance is conducted in 31 states. Both are population-
based surveillance systems. Pediatric HIV surveillance includes information on
perinatally exposed infants and monitors their subsequent HIV infection and
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AIDS status. (3) The State Enhanced Pediatric HIV Surveillance Program (STEP)
is an enhanced pediatric surveillance system that is conducted in four states (New
Jersey, South Carolina, Michigan, Louisiana) with adult and pediatric HIV re-
porting. This system also includes data on HIV-exposed and HIV-infected chil-
dren. (4) The Pregnancy Risk Assessment Monitoring System (PRAMS) is a
population-based surveillance system based on a sample of women with a recent
live birth. Information is gathered through a mailed questionnaire with a tele-
phone follow-up. In 1996, 11 states participated. (5) The Perinatal Guidelines
Evaluation Project (PGEP) is an in-depth, ongoing four-site project (Connecticut;
North Carolina; Brooklyn, New York; and Miami, Florida) using medical chart
reviews and interview data of pregnant and postpartum women. The prenatal
study population is restricted to women whose health care providers had dis-
cussed HIV with them within the previous 60 days. The postpartum study popu-
lation was a cross section of women delivering in the study’s site hospital. (6)
Pediatric Spectrum of Disease (PSD) is an eight-site medical record review of
HIV-exposed and infected children in care at participating sites since 1989.

HIV/AIDS Trends in Women

The HIV/AIDS epidemic in women is concentrated in the Northeast and in
the South, with the highest rates found in New York, New Jersey, Florida, Mary-
land, Connecticut, and Puerto Rico. States with the greatest number of cases
include New York, New Jersey, Florida, California, and Texas. While the highest
rates were first observed in the Northeast, during the past five years the greatest
increase in rates has been in the South. African-American and Hispanic women
are disproportionately affected. Over time, the number of cases among women
attributable to injection drug use has declined, while the proportion attributable to
heterosexual contacts has increased.

It is estimated that from 6,000 to 7,000 HIV-infected women delivered in-
fants each year from 1989 to 1995. Trend data from the SCBW showed a rela-
tively steady national rate of HIV seroprevalence for childbearing women be-
tween 1989 and 1994. There are, however, important regional variations. In the
Northeast, where the epidemic started and peaked earliest, there was a 22%
decline in the rate of HIV-infected childbearing women giving birth between
1989 and 1994. In the South, where the epidemic started later, there was a 25%
increase between 1989 and 1991, which then leveled off. The West and Midwest
have had stable and relatively low rates.

HIV/AIDS Trends in Infants and Children

Perinatal transmission accounts for virtually all new HIV infections in chil-
dren. It is estimated that more than 15,000 HIV-infected children have been born
to HIV-infected mothers in the United States. By the end of 1997, more than
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7,000 perinatally acquired AIDS cases were recorded nationwide, the vast major-
ity of which were among African-American and Hispanic children. The distribu-
tion of perinatally acquired AIDS is highly concentrated, with three-quarters of
cases diagnosed in eight states/jurisdictions: New York, Florida, New Jersey,
California, Puerto Rico, Texas, Maryland, and Pennsylvania. Many states have
very low prevalence: 23 states account for a total of less than 2% of reported
perinatal AIDS cases.

The number of pediatric, perinatally acquired AIDS cases rose rapidly in the
late 1980s and early 1990s, peaked around 1992, and subsequently declined 43%
by 1996. According to the CDC, this dramatic decline, coupled with other recent
trend data, point to the conclusion that preventive efforts in this country have
been successful in reducing perinatal AIDS transmission.

Trends by age at diagnosis show that the largest declines are among children
diagnosed as infants, with substantial declines also among children diagnosed at
ages one to five years. However, for older children, similar levels of decline have
not been observed. These findings are consistent with the expectation that efforts
to prevent perinatal transmission would be reflected earliest in infants because
older children were born before ACTG 076 (AIDS Clinical Trials Group protocol
number 76).

PCP (Pneumocystis carinii pneumonia) is the most common AIDS-defining
condition in children, occurring most prominently in infancy. Since recommen-
dations regarding PCP prophylaxis were evolving during the same period that
dramatic declines occurred in perinatally acquired pediatric AIDS cases, it is
useful to look at whether declines in pediatric AIDS reflect more than declines in
PCP. CDC surveillance findings show substantial declines in AIDS among in-
fants—not only in those with PCP as the presenting diagnosis, but also in those
with other opportunistic infections. This indicates that the decline in pediatric
AIDS cases is not being driven solely by changes in PCP, but rather appears to
reflect declining perinatal transmission rates.

In order to estimate the impact of the ACTG 076 results, Byers and col-
leagues (1998) compared two sets of estimates of children born with HIV infec-
tion and children diagnosed with AIDS by year through 1997. The first series is
based on extrapolating data through 1994 from the SCBW, and assumes a gradual
decline in the number of HIV-infected women giving birth. These “SCBW”
estimates, however, assume a constant transmission rate of 21.43%, representing,
as a base case, the effect of no progress in preventing transmission. The second
series of estimates is based on the number of children reported with AIDS,
adjusted for incubation time and reporting delays. This “surveillance” series,
therefore, estimates the number of children born with HIV infection or diagnosed
with AIDS that could eventually be observed. The surveillance and SCBW esti-
mates are similar through 1990, but taken together indicate a 42% decrease in the
number of HIV-infected births in 1995 and a 65% decrease in 1997. In terms of
AIDS diagnoses, the estimates suggest a 16% decrease in 1995 and a 29% de-
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crease in 1997. Byers and colleagues feel that these decreases are consistent with,
and in large part reflect, widespread implementation of the ACTG 076 regimen.

CDC scientists feel that, collectively, these trend data point to the conclusion
that declines in pediatric AIDS, particularly among infants and particularly since
1994, are principally related to declines in perinatal transmission rates with in-
creasing use of maternal and newborn zidovudine (ZDV). While the declines
actually precede some of the PHS recommendations, they likely reflect the im-
pact of pregnant women using ZDV for their own health. In addition, since
ACTG 076 results were published in February 1994, four months before the PHS
recommendations for use of ZDV to reduce perinatal transmission (published in
August 1994), some women may have received ZDV in early 1994 based on the
clinical trial findings. Also, women were treated for their own health in the
1990s, including as many as 20% of pregnant HIV-infected women. Other factors
such as increasing use of therapy among HIV-infected children may also be
playing a role by delaying the onset of AIDS; however, it should be noted that the
use of combination therapy with potent protease inhibitors was not the standard
of care for children during the period of rapid decline.

Chain of Events for Prevention Success

As a framework for understanding the impact of efforts to prevent perinatal
HIV transmission, CDC representatives presented its data in terms of a chain of
events or steps that must be taken to ensure prevention success. The chain is
based on ensuring timely and complete implementation of the ACTG 076 regi-
men and includes the following steps: (1) receipt of early prenatal care (depends
upon access to and utilization of care); (2) provider offering of counseling and
testing (depends upon health care provider knowledge, attitudes, beliefs, and
practices); (3) client acceptance of testing; (4) HIV-positive client acceptance of
ZDV (depends upon provider offering therapy); (5) ZDV adherence (requires
taking ZDV during the antepartum, intrapartum, and postpartum periods); and (6)
follow-up care for both mother and baby.

Prenatal Care

Compared to the general population, HIV-infected women are much more
likely to receive late or no prenatal care. Provisional STEP data indicate that only
63% of HIV-infected women giving birth received prenatal care prior to the third
trimester. This compares to 95% to 97% of women in the general population
(based on National Center for Health Statistics 1994 natality data and PRAMS
data from 11 reporting states). As in the general population, prenatal care use
among HIV-infected women varies by race and ethnicity, with African-American
and Hispanic women likely to have fewer prenatal visits. The strongest predictor
of inadequate prenatal care among HIV-infected women, however, is illicit drug
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use in pregnancy. Preliminary STEP data indicate that the proportion of HIV-
infected pregnant women who receive no prenatal care is 35% for illicit drug
users but only 6% for non-drug users.

Testing Offered

Among childbearing women responding to the PRAMS survey in 1996,
approximately 75% said their health care worker talked to them about HIV test-
ing during pregnancy (based on the median for the 11 participating states). PGEP
data indicate that pregnant women were offered counseling and testing at an even
higher rate: overall 88%. The range for the four sites was from 82% to 92% of
women reporting that they were offered testing during prenatal care. Multivari-
able modeling within each site for factors associated with not being offered an
HIV test during pregnancy did not find any predictors except in North Carolina
where African-American ethnicity and prior testing history were found to be
significant. Finally, a preliminary analysis of PRAMS data indicate that certain
groups are more likely to be offered testing than others: African Americans and
Hispanics (versus whites); young women aged 15 to 19 (versus women over 35);
women with less than a high school education (versus more than 12 years of
school); women cared for in public care settings (versus private settings); and
Medicaid-eligible (versus non-Medicaid-eligible) women.

Testing Accepted

PRAMS data indicate a high test-acceptance rate among childbearing women,
with 83% of women offered testing actually receiving the test (median of data
from five states). Preliminary data from PGEP provide some information on the
reasons women give for not being tested, despite receiving counseling from a
health care provider. Overall, women who perceived that the provider gave test-
ing little to no importance were three times as likely to not get tested as women
who thought the providers were neutral to supportive of getting a test. Among
1,142 interviewees in public prenatal clinics, the most common response among
women who did not get tested focused on timing (i.e., not a good time to be tested
or to hear results). In a separate study of 1,134 postpartum women, most of whom
delivered in university hospitals, the most common reason given by the 212
women who did not get tested was the woman’s assessment that she was not at
risk, and the second most common reason given was that the woman had already
been tested. Women in the prenatal sample were more likely to have attended a
public clinic; women in the postnatal sample were more representative of the
general public. Other less common reasons cited in the two surveys were fear of
certain components of the test (the needle, blood drawing); fear of discrimination
or consequences related to health and life insurance; and belief that the woman’s
partner did not want her to get tested.
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Overall, STEP project findings indicate that in 1996, 79% of HIV-infected
women giving birth in four states had been identified as infected by the time of
their delivery (numerator based on state surveillance data; denominator based on
newborn data from survey of childbearing women).

Acceptance and Receipt of ZDV by HIV-Infected Women

Findings from an enhanced version of the SCBW, which tested blood spots
for ZDV, include the following: (1) the prevalence of ZDV use among childbear-
ing women in the eight study states increased substantially between 1994 and
1995, indicating that treatment was widely adopted soon after it was recom-
mended in 1994; (2) on average, in 1995, more than half of all HIV-positive
women giving birth in the eight survey states received perinatal treatment with
ZDV during labor/delivery or the newborn period (this is a minimum estimate
because only ZDV intrapartum or postpartum was measured); (3) if the transmis-
sion rate in women receiving ZDV was reduced from 25% to 8% (as in ACTG
076), more than 150 perinatal HIV infections were prevented in these eight states
alone in 1995. Population-based pediatric HIV surveillance data from 29 report-
ing states for 1993 to 1996 shed further light on the extent to which ZDV is being
accepted and received among mothers who were diagnosed as HIV-positive be-
fore giving birth. These data show that between 1994 and 1996, the proportion of
prenatally diagnosed mother–infant pairs receiving some part of the ACTG 076
regimen increased from 36% to 86%. Preliminary STEP project data based on
1995–1996 chart abstractions for approximately 500 HIV-infected women indi-
cate that only 5% of women offered ZDV refused treatment and another 6%
discontinued ZDV during pregnancy. Their reasons for discontinuing included
non-compliance, toxicity/side effects, and inability to pay. Data from both the
PSD study and STEP point to the conclusion that a major reason for not receiving
intrapartum ZDV appears to be that the woman’s status is unknown at the deliv-
ery hospital. A second reason is insufficient time to administer ZDV at the hospi-
tal. Finally, with regard to why newborns do not receive ZDV even when their
mothers test positive, in preliminary data from the PSD project it appears the
most common cause is that providers are not aware of the mother’s test result and
the second most common cause is parent refusal.

CDC Summary and Recommendations

In summary, CDC representatives highlighted the following points. Since
shortly after the PHS recommendations were published, there have been rapid
implementation by health care providers and acceptance of therapies by HIV-
infected women, as borne out in several different surveillance studies. This, in
turn, has affected perinatal AIDS transmission. Overall, approximately two-thirds
of pregnant HIV-infected women are on the ACTG 076 regimen. Among those



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

APPENDIX D 209

not receiving ZDV, lack of prenatal care is the major cause, with illicit drug use
being the greatest contributor to the lack of prenatal care. The next biggest reason
for not receiving ZDV is that not all women are being offered testing (women in
certain high-risk categories are more likely to be offered). This points to the need
for education and training to improve provider knowledge, attitudes, and beliefs.
While the relative contribution is smaller, some women do refuse to be tested,
and some of their reasons—such as fears about potential discrimination or not
perceiving themselves at risk—could be addressed. Once women are identified as
HIV-positive, there does not appear to be a major problem with providers offer-
ing therapy or with women accepting it. Finally, while there is not much data yet
on adherence to the ZDV regimen, this is a major concern, especially since there
is a move to more complicated regimens.

The CDC is currently pursuing two systemic interventions that it hopes will
improve the success of prevention efforts: (1) providing states with model Med-
icaid managed care contract language on prenatal HIV counseling and testing and
(2) adding prenatal testing as a HEDIS quality assurance measure for managed
care entities.

To achieve greater success in preventing perinatal HIV transmission, CDC
presenters recommended that efforts be undertaken to (1) improve prenatal care
access and utilization, especially for substance-using women; (2) improve pro-
vider knowledge, attitudes, and practices, especially in private care and managed
care settings; (3) improve client perception of risk and need for testing, and
address fears about testing; and (4) develop interventions to improve adherence
to medications.

Discussion

Among the issues raised in the participant discussion was the need to test all
women, regardless of their apparent risk, particularly given the increasing num-
bers of women who become infected through heterosexual relations. This, in fact,
is what CDC is working toward. One participant noted that even if the woman
herself does not engage in risky behavior, her partner might. Another participant
noted the need for a greater focus on factors such as drug use, other addictive
behaviors, and multiple partners, all of which can affect infection rates.

A participant pointed out the need to go beyond a focus on the individual
woman’s behavior to address broad policy issues that might affect the ability of
women who use drugs to access prenatal care; for example, state laws that call for
jailing pregnant drug users or that take the baby away if the mother screens
positive for drugs. In response, Dr. Rogers suggested a multitiered approach to
perinatal AIDS issues, which would address (1) political/social/legal factors; (2)
health delivery system factors; and (3) client behavioral factors. There was a
discussion of the need to review policies outside the public health system that
could affect the availability of and access to prenatal care—especially for illicit
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drug users, but for others as well. For example, national welfare reform legisla-
tion may have added more barriers to the ability of women to receive care. A
concern was raised about the impact of a shift to Medicaid managed care, which
moves women out of public sector prenatal care clinics (where counseling and
testing are more likely) and into the private sector, where women may be less
likely to receive counseling or testing. A multivariate analysis of factors associ-
ated with the receipt of counseling and testing would be helpful in projecting the
impact of managed care.

Noting that from a public health perspective, testing prior to pregnancy
would be ideal, a participant asked about CDC surveillance data and efforts to
promote pre-pregnancy testing. Dr. Rogers noted that a very large percentage of
CDC’s prevention program goes to publicly funded counseling and testing cen-
ters, which include family planning, prenatal care, sexually transmitted disease
(STD) prevention, and drug treatment clinics. Dr. Wortley noted that for the
STEP project, 33% to 40% of the women who delivered were tested prior to
pregnancy.

Discussion focused next on the impact of state statutes on overall outcomes.
Are laws that require prenatal counseling and offering of HIV testing rigorously
enforced? Perhaps a more salient question is whether the statutes establish a
standard of care to which a physician can be held (i.e., does the statute permit
lawsuits against the physician?). One participant noted that the California law has
resulted in more testing, probably because providers think testing is mandatory.
Another participant noted that as cases are litigated, state law and PHS guidelines
are both used to establish a standard of care, so that passing state laws gets a
message to private providers. The same participant further noted that in many of
the cases in litigation, the issue is really perception of risk.

Turning to the impact of prenatal ZDV use on infants, another participant
asked if there is any information indicating whether HIV-infected infants born to
women who took ZDV in pregnancy actually progress to AIDS more slowly. Dr.
Simonds noted that there was not yet enough data from observational cohort
studies to really address whether prenatal ZDV exposure prevents or has an effect
on the natural history of those children who do become HIV-infected. Ongoing,
long-term follow-up studies will provide some of these answers.

It was noted that there is confusion in the field regarding how the guidelines
apply to treatment for HIV-exposed infants who did not receive ZDV in the
prenatal or intrapartum periods. Discussion focused on the guidelines and what is
known about the efficacy of newborn treatment that only begins after delivery.
Dr. Simonds responded that both the older and the newer guidelines allow—and
in a sense encourage—beginning treatment as soon as possible after delivery, but
the efficacy of this approach is not yet known.

Discussion focused on confidentiality being a deterrent to treatment. It was
noted that in some policy discussions there is a sentiment that this is a non-issue.
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Participants noted, however, that there are instances in which confidentiality
makes a critical difference; for example, in one case where a woman was mur-
dered by her boyfriend after finding out she was infected with HIV. Dr. Simonds
reported that PGEP will have some data on adverse events such as loss of job,
loss of relationships, and domestic violence.

HRSA DATA

Michael Kaiser and Karen Hench presented information from the Health
Resources and Services Administration (HRSA), including an overview of
HRSA-funded AIDS prevention and treatment; essential components of a care
system to reduce perinatal HIV transmission; findings from a range of HRSA-
funded projects; and a more detailed review of the Women’s Initiative for HIV
Care and Reduction of Perinatal Transmission project (WIN). HRSA is the ser-
vice branch of the Department of Health and Human Services (DHHS), that
reaches historically underserved populations, including low-income populations,
and racial/ethnic minorities. Among the HRSA programs are Maternal and Child
Health Services Block Grant Programs, Healthy Start, Community and Migrant
Health Centers, Health Care for the Homeless, Rural Health Programs and HIV/
AIDS Programs. Among HRSA’s HIV/AIDS Programs are the Ryan White Com-
prehensive AIDS Resources Emergency (CARE) Act Programs (Titles I–IV),
Special Projects of National Significance (SPNS), and AIDS Education and Train-
ing Centers (AETCs), which provide training on implementation of PHS guide-
lines.

While HRSA does not have surveillance data, it does have site-specific
service delivery findings that complement surveillance findings presented by
CDC. Overall, data from HRSA-funded project sites across the country indicate
that (1) with adequate counseling, women accept HIV testing, particularly during
pregnancy; and (2) significant advances have been made by HRSA-supported
programs in reducing perinatal HIV transmission through voluntary, non-regu-
lated HIV counseling, testing, and perinatal ZDV prophylaxis. Examples were
given from select HRSA-funded project sites where 93% to 97% of HIV-infected
pregnant women accepted ZDV and where perinatal transmission had been re-
duced so dramatically that at least three of the project sites have reported no cases
of perinatal transmission for periods ranging from six months to four years.

Essential Components of the Care System

Similar to the chain of prevention events noted in CDC’s presentation, HRSA
outlined “essential components” of the care system to reduce perinatal HIV trans-
mission. These include early identification of HIV infection for women of child-
bearing age, providing HIV counseling and voluntary testing, linking HIV testing
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sites and primary care, ensuring access to care, offering ZDV prophylaxis, and
maintaining women and infants in care.

Acceptance of Counseling and Voluntary Testing

Findings from a range of HRSA-funded project sites indicate there is a high
testing acceptance rate among women in prenatal care. A small survey of obste-
tricians and gynecologists in New Orleans found that more than three-fourths of
providers reported at least 90% acceptance of HIV testing. Of all women who
received pre-test counseling through SPNS adolescent care projects, 91% ac-
cepted testing, and 94% of pregnant women accepted testing. At one Cook County
site, a 1996 survey indicated that 70% of prenatal and postpartum women were
offered HIV testing. Of those offered pre-test counseling, 82% accepted testing,
compared to 61% acceptance among those without prior counseling.

Access to HIV Care

Successful models of care funded by HRSA include: one-stop shopping
models in St. Louis, Missouri and Miami, Florida; co-location of a birthing center
and a comprehensive care center in New York City; and a publicly funded case
management program in northern Virginia that allows women to receive care in a
private provider setting.

Offering ZDV

All HRSA-supported programs are expected to routinely offer ZDV prophy-
laxis to pregnant women living with HIV. In one rural Wisconsin project, 100%
of women receiving prenatal case management accepted and received ZDV.

Maintaining Women and Infants in Care

Post-delivery care maintenance is essential both for the mother and for the
infant. Some successful strategies include home visits by nurses or case manag-
ers, family appointments that allow mother and infant to get care at the same time
or place, transportation assistance (bus tokens, cab vouchers, rail passes), and the
use of peer advocates to help negotiate the care system.

Reaching Providers

Even if universal access to care is achieved, much would still depend on the
provider. HRSA has therefore focused considerable resources on provider pre-
paredness, including provider training and technical assistance, and dissemina-
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tion of provider and consumer educational materials, including step-by-step pro-
tocols for each phase of the ZDV regimen and a guide for perinatal HIV counsel-
ing and testing.

Focus Group Findings

Various HRSA-supported focus groups have identified barriers to optimal
reduction of perinatal HIV transmission. Clients have identified the following
barriers to HIV counseling and testing: distrust of providers, concerns about
confidentiality of test results, fear of discrimination, fear of losing custody of
children, previous negative HIV test, and the perception of not being at risk. With
regard to the use of ZDV, client-identified barriers include: concerns about ef-
fects of ZDV during pregnancy, mistrust of information from health care provid-
ers, judgmental responses from providers when women elect not to take ZDV,
fear of providers pressuring women to take ZDV, fear of legal/social conse-
quences of refusing ZDV, and lack of timely availability of ZDV. Systemic
barriers identified include: lack of transportation, child care, awareness or under-
standing of resources, and linkages between providers; limited client knowledge;
limited provider knowledge; and a sense of helplessness or hopelessness. Finally,
barriers identified by providers include: lack of perceived risk among “private”
patients, lack of time, lack of reimbursement for counseling time, and lack of
knowledge or training.

Women’s Initiative for HIV Care and Reduction of
Perinatal Transmission

HRSA’s WIN, which includes ten sites across the country, was developed in
FY 1995 in response to ACTG 076 findings. WIN goals include encouraging
women to learn their HIV status as early as possible, linking women with a
continuum of ongoing comprehensive care services, and facilitating strategies
that reduce perinatal HIV transmission. Very preliminary WIN data from 1997
client interviews and 1996 provider interviews, along with some medical chart
reviews, provide some interesting information on a range of topics. All clients
interviewed were HIV-positive and pregnant. On the issue of quality and content
of HIV counseling, 72% of clients reported that they were aware the test was
going to be done prior to being tested; 6% reported feeling forced to take the test;
56% of clients reported that they received post-test counseling, and of these, 53%
felt it was non-directive/non-coercive; and nearly 75% felt counseling informa-
tion was clear. Among WIN clients, the ZDV acceptance rate has been very high:
92% for prenatal use, 95% for intrapartum use, and 94% for the use in neonatal
period. About three-fourths of respondents said they had been counseled about
not breast-feeding their babies; however, none of the WIN mothers did breast-
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feed. The five most needed medical and support services identified by WIN
participants include: (1) prescription services; (2) help with money, food, and
clothing; (3) transportation; (4) housing; and (5) dental care. Of these, the ser-
vices least likely to be received were housing, dental care, and help with money,
food, and clothing.

Summary

Based on descriptive information from a range of HRSA-supported projects
and on preliminary qualitative and quantitative data from WIN, HRSA represen-
tatives reported the following conclusions and recommendations: (1) with ad-
equate counseling, women accept HIV testing, particularly during pregnancy; (2)
there has been significant progress in reducing perinatal HIV transmission through
voluntary, non-regulated responses; (3) an ongoing, comprehensive system of
care is critical; (4) services must be provided in settings that are accessible, as
well as culturally, age, and gender appropriate; (5) different strategies should be
employed for different settings and target populations; (6) provider training op-
portunities related to reducing perinatal HIV transmission should continue to be
offered to assist providers in ensuring the availability of quality, appropriate care;
(7) providers must involve clients in personal health care decisions and program
planning, implementation, and evaluation; and (8) the perceived barriers of pro-
viders and consumers need to be identified and addressed to further reduce peri-
natal HIV transmission.

PROVIDER PRACTICES

The provider panel included representatives from: the American Academy of
Family Physicians (Marshall Kubota); the Association of Women’s Health, Ob-
stetric and Neonatal Nurses (Maureen Shannon); the American College of Nurse
Midwives (Jan Kriebs); the Association of Maternal and Child Health Programs
(Deborah Allen); and the American Association of Health Plans (Johanna Daily).
Joseph Thompson from the National Committee for Quality Assurance and Timo-
thy Flanigan from The Miriam Hospital also made presentations.

American Academy of Family Physicians

The American Academy of Family Physicians (AAFP) is the medical spe-
cialty organization representing more than 84,000 practicing family physicians,
family practice residents, and medical students with an interest in family practice.
AAFP representative Marshall Kubota highlighted the following points: (1) fam-
ily physicians and general practitioners are responsible for more outpatient medi-
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cal visits than any other specialty; (2) a significant proportion of family physi-
cians include obstetrics and pediatrics in their practices (30.5% provide obstetric
care and 91.5% pediatric care); and (3) preventive health services are a high
priority for AAFP.

Incorporation of Guidelines

AAFP policies regarding HIV disease have closely followed those set forth
by PHS. The academy recommends universal HIV counseling and voluntary
testing for all pregnant women, and has adopted as policy the section “Guidelines
for Counseling and Testing for HIV Antibody” from the CDC statement “Public
Health Service Guidelines for Counseling and Antibody Testing to Prevent HIV
Infection and AIDS.” In addition, the AAFP supports the enactment of state laws
providing for (1) reporting to the appropriate public health authorities of all
individuals testing positive for HIV, and (2) public health agencies to conduct
appropriate confidential contact identification, notification, and counseling. This
does not preclude the physician or patient from notifying the contacts. Finally,
HIV education is part of state association meetings, and the two AAFP publica-
tions also cover HIV issues.

Implementation

Data from the National Ambulatory Medical Care Survey indicate that in
1993, HIV accounted for only 0.12% of all family practice office visit conditions,
and that counseling on HIV transmission was included in 0.54% of office visits.
While Dr. Kubota noted that these data are somewhat old, he still felt they
reflected important trends. Dr. Kubota offered several observations about why
family practice physicians may not be offering counseling and testing. First, he
said, family practice physicians’ standards are high, so if they include HIV test-
ing they would want to do appropriate pre- and post-test counseling; yet the
yield—the number of HIV-positive patients—is low. Time pressures are even
greater now with the move to a highly penetrated managed care market. Although
other tests, such as phenylketonuria (PKU) and galactosemia, also have a low
yield, they do not require intensive pre-test counseling. There is also an issue of
mixed messages about whom to test: while in the past, the model has been risk-
based testing, suddenly in the area of prenatal care, risk stratification does not
matter. This is a contradiction. The rapid changes in HIV treatment also add a
new complexity to counseling, so that the models of treatment and care are
moving much faster than the average family physician can keep up with. Finally,
in many towns there is a lack of expert backup help should a patient test positive.
All of these factors mediate against family physicians routinely providing testing
and counseling for HIV.
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Discussion

During the discussion a participant remarked on the importance of recogniz-
ing that pretest counseling recommendations may deter providers from testing. In
response, Dr. Kubota pointed out that if the goal is to recommend prenatal test-
ing, then putting HIV on a checklist for routine prenatal tests is probably what
physicians want and is likely to be most effective.

Association of Women’s Health, Obstetric, and Neonatal Nurses

Maureen Shannon spoke based on her clinical expertise working as a nurse
midwife at the Bay Area Perinatal AIDS Center (BAPAC) at San Francisco
General Hospital and her participation in the development of guidelines address-
ing the HIV counseling, testing, and clinical care of women. BAPAC offers
“state-of-the-art” services to HIV-infected women and infants by combining ac-
cess to clinical trials with primary, perinatal, pediatric, and social support ser-
vices. Services are family-centered, offering integrated maternal/infant/child clini-
cal care, a model that works well for maintaining the health of both mother and
child. Since May 1995, only one of sixty-two infants born to HIV-infected women
receiving ongoing prenatal care through BAPAC has tested positive. This repre-
sents a perinatal transmission rate of less than 2%. Ms. Shannon offered the
following observations.

Incorporation of PHS guidelines in California

California statute has incorporated PHS guidelines, requiring every prenatal
care clinician to counsel women about HIV and to offer voluntary testing. These
activities must be documented in the woman’s medical record. The state has also
developed and widely disseminated comprehensive clinician education and re-
source materials (including interactive teaching materials for use with patients)
and has made a toll-free clinician help line available. Ms. Shannon noted that the
resource materials were of very high quality and recommended that they be
evaluated for use in other states, as in the California Perinatal HIV Testing
Project described below.

Implementation in California

Clinical implementation of the guidelines is very uneven. In one large HMO
(health maintenance organization), there is more than 95% testing in prenatal
clinics, but it is not clear how informed these clients are about the test and its
implications. In another large medical center in the same area, only about half of
the women using a well-known physician-based practice receive testing. Yet in
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the same center, more than 90% of the women seen by nurses, nurse practitioners,
or nurse midwives receive testing. The difference has been attributed to a number
of factors, including interactive counseling of women by the nurses compared
with a more passive approach by the physician group (which uses an information
sheet in the prenatal packet given to all new prenatal clients), and the more
consistent incorporation of clinical practice guideline recommendations into prac-
tice by nurses compared to physicians. Later, during the discussion, Ms. Kriebs
observed that another reason is differing roles and responsibilities, with nurses
having more time to devote to counseling and patient education in some settings
(this may be decreasing in many centers due to the impact of managed care).

Monitoring Compliance and Updating Guidelines

Ms. Shannon observed that it is reasonable to hold providers, practices, and
health plans accountable for HIV guidelines and statutes through the Joint Com-
mission on Accreditation of Health Care Organizations (JCAHO) and National
Committee for Quality Assurance (NCQA) mechanisms. Tracking HIV testing
rates, however, is problematic because: some hospitals prohibit recording HIV
testing in patient charts, some clients opt for anonymous testing, and targeting
acceptable rates for HEDIS might lead to coercive testing. In her opinion, it
would be preferable to track rates of counseling and make efforts to understand
variations in testing rates. She also urged professional organizations to regularly
update and disseminate clinical guidelines to their membership.

Primary Care Model

Ms. Shannon advocated a primary care prevention model for women, chil-
dren, and families. From a prevention perspective, HIV counseling and voluntary
testing should be offered well in advance of pregnancy and should be incorpo-
rated into primary care for all sexually active individuals (female and male) as
part of STD risk reduction, screening, and early treatment. Ms. Shannon noted
that while a primary care philosophy is endorsed by American Women’s Health
Organizaton of Neonatal Nurses (AWHONN) and many other professional orga-
nizations, very few programs actually offer this kind of approach to clinical
services. An example is the sole targeting of pregnant women for HIV counseling
and testing, without providing adequate HIV counseling and testing, access to
clinical services, and psychosocial support to other family members. In addition
to clinical services that focus on reducing perinatal transmission, it is essential
that we expand services in order to provide for the health needs of the mother
during and after pregnancy in a continuous and comprehensive fashion. Too
often, the health needs of the mother are inadequately addressed after she gives
birth.
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Clinical Care and Clinical Trials

Ms. Shannon made the following points. (1) Pre-conception counseling
should be part of the clinical services offered to HIV-infected women. (2) Partici-
pation in clinical trials should be offered to all HIV-infected women, since some
of the current investigations may further reduce vertical transmission of HIV and
improve maternal health status. (3) Counseling of the HIV-infected pregnant
woman should be non-directive regarding the continuation or termination of
pregnancy and the use of antiretroviral therapy; ultimately, it is the woman’s
decision. Experience shows that judgmental or coercive counseling leads to alien-
ation from care and mistrust of the health care system, thus delaying the initiation
of therapeutic interventions. (4) HIV-infected pregnant women should be coun-
seled and offered antiretroviral and other HIV therapy as determined by their
disease status. The PHS guidelines for the use of antiretroviral drugs in HIV-
infected pregnant women should be incorporated into the clinical care of these
women. Clinicians with limited knowledge regarding these treatment strategies
should establish ongoing collaborative relationships with specialists in the man-
agement of perinatal HIV. (5) Regionalization of perinatal HIV services should
be seriously considered, so that all women have the opportunity to access state-
of-the-art clinical care provided by perinatal experts and to enroll in perinatal
clinical trials.

California Perinatal HIV Testing Project

Mori Taheripour and Gail Kennedy provided a brief overview of the Califor-
nia Perinatal HIV Testing Project, funded by the California Department of Health,
Office of AIDS, and the Health Care Financing Administration (HCFA) Medic-
aid Office in March 1997. A direct response to the California law mandating HIV
counseling and promoting voluntary testing, the program combines the develop-
ment and dissemination of provider resource materials with implementation as-
sistance to providers, including managed care programs. It has succeeded in part
because of buy-in from programs such as the state Maternal and Child Health
Program, which has helped disseminate materials. The project is based on the
understanding that for providers, a major barrier to offering counseling and test-
ing is the lack of educational resource materials. The project’s resource packet
includes a flip chart for providers, a brochure that mirrors the flip chart (available
in several languages), and testing and counseling guidelines. The project has been
realistic about the limited amount of time providers have for counseling by pro-
viding a checklist for an abridged counseling session. Materials went out to
approximately 7,000 providers in February 1998. Response has been very posi-
tive, with more than 300 requests for additional materials and for Spanish lan-
guage versions. Work is now under way to help HMOs implement the program’s
guidelines. The program is being evaluated: data from a provider satisfaction
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survey should be available in June 1998, along with statewide data on the impact
of the California law on HIV testing rates.

American College of Nurse Midwives

Jan Kriebs spoke on behalf of the American College of Nurse Midwives
(ACNM), which represents approximately 6,500 certified nurse midwives in prac-
tice or in school in this country. Nurse midwives practice in every state as well as
in the District of Columbia and Puerto Rico. While nurse midwifery is usually
thought of as care for low-risk women, two-thirds of U.S. midwives care for
women who are at-risk—socioeconomically, demographically, or medically.

Incorporation of PHS Guidelines

The ACNM has incorporated PHS recommendations into its “ACNM Posi-
tion on HIV/AIDS,” which calls for universal counseling and offering of HIV
testing, with informed consent. In addition, the statement specifically (1) opposes
mandatory testing; (2) calls for non-directive counseling regarding reproductive
choices and pregnancy care; (3) advises that all HIV-positive women should be
counseled regarding risks of prenatal ZDV and should be offered the medication;
and (4) recommends that all HIV-positive women with access to adequate for-
mula supplies should be advised to avoid breast-feeding. The current ACNM
statement is likely to be amended to include a discussion of more complex
antiretroviral therapies.

Implementation

Nurse midwives have good compliance with counseling programs because
they are taught that risk status alone cannot identify all HIV-infected women,
which means that every woman needs to hear the basics of counseling. The
ACNM also has a program of continuing education for members, which regularly
includes topics relating to HIV.

Clinical Experience

Using universal counseling and voluntary testing, two Baltimore area prac-
tices with which Ms. Kriebs has been affiliated have achieved a greater than 95%
acceptance of testing and 100% acceptance of ZDV use by HIV-positive preg-
nant women. As a result, transmission has been less than 10% over four years.
The success rate has been attributed to a well-coordinated multidisciplinary team
effort that provides smooth transitions between counseling, testing, and follow-
up care. Within these practices, there is a growing trend for HIV-positive women
to plan pregnancy. These women, like other high-risk mothers, want to minimize
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the risks for themselves and their infants. Ms. Kriebs noted that comprehensive
HIV services are resource intensive, an issue that will need to be addressed
particularly in an era of managed care.

Ethical Issues

Ms. Kriebs stated that in her opinion, it is not ethical to screen for a chronic,
potentially fatal disease in a vacuum, or by imposing a gender bias in responsibil-
ity by testing only pregnant women. Rather, providers have a responsibility to
empower women to make good decisions for themselves; then, virtually all will
accept testing as part of good care for themselves and their children.

Discussion

Discussion focused on the similarities and differences between counseling
and testing for HIV versus other diseases. Ms. Kriebs noted that HIV is different
from other STDs because it is still life-threatening. HIV counseling should there-
fore be more extensive than for other STDs and more comparable to that for heart
disease, diabetes, or other chronic, fatal diseases.

Association of Maternal and Child Health Programs

Deborah Allen spoke on behalf of the Association of Maternal and Child
Health Programs (AMCHP), which represents state maternal and child health
programs. Established under Title V of the Social Security Act, these programs
are responsible for the health of all women and children in the state, including
children with special health care needs. Responsibilities are met through assess-
ment, policy and program development, and assurance of care.

Incorporation of PHS Guidelines

AMCHP has incorporated PHS guidelines into its policy on HIV counseling
and testing, which supports early and routine counseling to enable all pregnant
women and others of reproductive age to understand the risk of HIV infection and
the benefits of early testing, identification, and treatment. In addition, the state-
ment calls for voluntary testing with informed consent as the standard of practice.

Implementation

State MCH programs are engaged in planning and delivery of appropriate
HIV/AIDS-related services through activities such as provider training; incorpo-
ration of HIV services into Title V clinical services for pregnant women and
children; conducting outreach; providing family support services; and linking
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specialty care to community-based programs. Title V programs work colla-
boratively with many other state agencies and programs to build an infrastructure
that addresses HIV/AIDS prevention and care.

Massachusetts Title V Program Experience

As in many states, the Massachusetts Title V program uses a range of ap-
proaches to address HIV/AIDS, including conducting a needs assessment to iden-
tify gaps in services, and developing and obtaining Ryan White Title IV funding
for a regionalized care system. Under this system, pediatric HIV specialists pro-
vide care in community sites once a month in conjunction with local pediatric
primary care providers. This allows families to receive high-level services in
their own communities, an approach that reflects the Title V mandate and com-
mitment to providing family-centered, community-based care. One of the lessons
learned from interviews conducted by the Massachusetts Title V program is that
families say their greatest need is for assistance in dealing with HIV/AIDS-
related discrimination and stigma.

Barriers

Among the barriers faced by state Title V programs as well as other provid-
ers are organizational/agency “turfism”; the tendency to focus on public provid-
ers (where there is more direct clout); and not recognizing the power of the “bully
pulpit” in persuading private providers of the value of universally offering coun-
seling and testing.

American Association of Health Plans

Johanna Daily, an infectious disease consultant with a New England HMO,
spoke based on her experience and that of colleagues working in managed care
environments. She made the following points. (1) Strategies to change managed
care practices need to take into account the fact that within any given practice,
guidelines of the managed care organization with which they contract may vary
tremendously. While some of the larger HMOs have enough staff to write HIV
protocols and have nurse practitioners to implement them, others do not. (2) The
cost-effectiveness issue needs to be addressed. For many HMOs, decisions are
made based on whether universal counseling and testing are cost-effective, and
for many the impression is they are not. It would be useful to have data compar-
ing the costs of care for an HIV-infected infant with the cost of offering universal
counseling and testing. (3) Dr. Daily noted that in her own HMO, the initial
prenatal visit is carried out by nurse midwives, who use a checklist approach to
testing and uniformly counsel all pregnant women. This approach seems to work
well. (4) HMO collaboration with the NIH or other research programs is very



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

222 REDUCING THE ODDS

important to clinical practice because it allows HMOs to refer HIV-infected
pregnant women to specialized care, including antiretroviral therapy, without in-
curring additional expenses. (5) Among the centers contacted by Dr. Daily, coun-
seling is consistently offered; however, test acceptance varies, depending upon the
“pitch.” Patients are less likely to accept testing if they feel it means they are
identifying themselves as high risk. They are more likely to accept testing if they
see the test as a means of helping providers to better manage their care. It may be
helpful to provide specific language to be used in counseling. (6) There is a need for
additional HIV funding, since good, comprehensive services are expensive.

Discussion

During the discussion, Dr. Kubota pointed out that in his experience, physi-
cians who treat HIV are frozen out of HMO provider panels, since their care is
seen as too expensive.

National Committee for Quality Assurance

Joseph Thompson represented the National Committee for Quality Assur-
ance (NCQA), a private, non-profit organization located in Washington, D.C.
The mission of NCQA is to maintain and improve the quality of care within the
managed care environment by holding managed care organizations (MCOs) ac-
countable and providing purchasers of care with information on quality. This is
accomplished through two NCQA activities: on-site accreditation and the use of
standardized HEDIS measures to compare plans. Using HEDIS measures, NCQA
last year provided information to the public on the care of 37 million commercial
enrollees, all Medicare enrollees, and Medicaid enrollees in 35 states.

In his presentation, Dr. Thompson focused on the clinical measures within
HEDIS as the area in which there is the greatest opportunity for NCQA to affect
the quality of HIV/AIDS care. In general, NCQA evaluations show great varia-
tion across plans in the quality of clinical care. While there are HEDIS measures
in place to reflect primary prevention of vaccine-preventable disease (immuniza-
tion) or early detection of breast cancer (mammography), there are gaps in HEDIS
with regard to measures for several chronic diseases, including HIV/AIDS.

With funds from the Kaiser Family Foundation, NCQA has started to look at
HEDIS measures for HIV/AIDS care. An expert panel has targeted three potential
measures: (1) HIV evaluations, either counseling or screening; (2) PCP prophy-
laxis; and (3) adequate antiretroviral therapy. Dr. Thompson noted that measures
for PCP prophylaxis and adequate antiretroviral therapy are problematic because
they require identification of people with HIV/AIDS and therefore run into confi-
dentiality issues. In addition, from the HEDIS perspective, there is a sample size
issue because of the small number of HIV-infected individuals in any given plan.
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From the perspective of perinatal transmission, the HEDIS focus on HIV
evaluations is most relevant. Current thinking within NCQA is that in the absence
of universal counseling with a universally accepted and documentable counseling
event, it may be very difficult to focus on counseling as a measure. It is possible,
though, to document testing, since there are clear CPT-4 codes and there are lab
data that can be tracked. Dr. Thompson cautioned, however, that HEDIS is a “two-
edged sword.” If HIV testing is implemented as a HEDIS measure, there will be
financial incentives for the plans to increase testing rates, but this might also lead to
coercive testing or testing without informed consent. Concerns about this possible
impact may be mitigated if an HIV testing measure is implemented only in those
states where counseling is legislatively mandated, so that there is a legal imperative
for plans to provide and document that pre-test counseling has occurred.

Discussion

Asked to elaborate on the potential for coercive testing, Dr. Thompson noted
that if HIV testing is added as a HEDIS measure, plans with higher percentages
of tested women will be viewed by purchasers as providing better care. If univer-
sal counseling is not required and limited to testing, some plans may focus only
on increasing the numbers tested and ignore the importance of informing the
woman and obtaining her consent. Dr. Thompson reiterated the importance of
legal requirements for counseling as a means of assuring that plans adequately
counsel and inform. Ms. Shannon asked whether there has been any consider-
ation of a HEDIS measure focusing on counseling and testing of men, as a
primary prevention measure. Dr. Thompson replied that HEDIS screening mea-
sures are limited to those with clear scientific evidence linking primary screening
to a specific intervention outcome. Since this is not yet the case for populations
other than pregnant women, it is unlikely that HIV testing in the general popula-
tion would become a HEDIS measure.

Rhode Island State Prison System

Timothy Flanigan, an infectious disease specialist who directs an HIV clini-
cal care practice at The Miriam Hospital in Providence, Rhode Island, and also
directs HIV care for the Rhode Island State Prison System, spoke about the
relationship of HIV to the correctional system. He focused on the importance of
reaching incarcerated populations as a means of dramatically reducing perinatal
AIDS transmission both in incarcerated populations and in the community at
large. Dr. Flanigan made the following points:

1. Incarcerated men and women represent a substantial portion of HIV-
infected individuals in this county. Mainly due to the large number of injection
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drug users (IDUs), AIDS is 14 times more common in correctional systems than
in the U.S. population overall. There are more drug users in correctional facilities
than in all drug treatment centers combined. Nearly half of incarcerated women
are in for drug-related charges, which accounts for the fact that among those who
are incarcerated, the HIV infection rate among women is almost three times that
of men. Correctional populations continue to increase. Between 1980 and 1996,
the number of women incarcerated increased threefold.

2. Incarceration offers a unique opportunity to reach hard-to-reach popula-
tions. Prevalence of HIV among incarcerated women ranges from less than 1% to
25%. Women tend to have short lengths of stay, and frequently move from
incarceration to the community and back again. Generally, these women have
little access to health care in the community, so incarceration offers a unique
opportunity to counsel, test, initiate treatment, and link to community services.

3. The Rhode Island Prison System provides an example of how a correc-
tional based system of HIV care can impact the broader community. Within the
Rhode Island system, all incarcerated individuals are routinely tested upon in-
take. For infected individuals, comprehensive HIV care is available, including
antiretroviral agents, viral load testing, gynecological care, substance abuse coun-
seling, and psychological support. In addition, HIV patients are successfully
linked to follow-up care in the community: after release, 83% of HIV-infected
women link with initial medical follow-up, and 68% make the initial contact with
a community-based drug treatment service. The Rhode Island State Prison HIV
program has had a tremendous impact on HIV diagnosis in the state overall: over
the past five years, 32% of all persons identified by the health department as
HIV-infected were tested through the correctional system. More specifically,
28% of women, 39% of women IDUs, and 38% of all persons with heterosexual
HIV infection were identified through the correctional system.

Finally, Dr. Flanigan recommended that: (1) HIV testing and diagnosis of
incarcerated individuals always be linked to comprehensive HIV care during
incarceration and community care after release; (2) HIV-positive persons be
integrated within the incarceration setting without segregation, and institutional
confidentiality maintained; (3) “turf wars” between the National Institute of Jus-
tice, the corrections system, state departments of health, and Ryan White pro-
grams be overcome so that Ryan White resources can be used to initiate diagnosis
and treatment within the correctional setting (it may be possible to mandate Ryan
White programs to work with the incarcerated population); and (4) standards be
promulgated for comprehensive HIV care to incarcerated individuals. At the
federal level, this could be done by the National Institute of Justice.
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RESULTS FROM PROVIDER AND PATIENT SURVEYS AND
 STATE DATA SYSTEMS

This panel included presentations from Massachusetts, North Carolina, and
New Jersey and from the federal Health Care Financing Administration (HCFA).

Massachusetts

Deborah Allen, from the state’s Title V program, reported on the Massachu-
setts experience.

Incorporation and Implementation of PHS Guidelines

The State of Massachusetts has used a variety of interventions to educate
providers and promote counseling, testing, and the use of ZDV for HIV-infected
pregnant women: (1) soon after ACTG 076 results were published, the state sent
a clinical advisory to obstetric, pediatric, and women’s health providers; (2) a
pocket guide on counseling and testing has been disseminated; (3) provider train-
ing has been undertaken statewide; and (4) a media campaign has also been
launched. Provider materials are currently being revised to include additional
therapies and to promote a model of specialized HIV care for pregnant women
(previously, a primary care model was promoted). The Department of Public
Health currently provides HIV counseling and testing to 20,000 to 25,000 preg-
nant women per year.

Trends and Challenges

Data for 1992 to 1995 indicate two related but separate trends in Massachu-
setts: (1) the number of HIV exposed infants dropped approximately 44%; and
(2) the decline in the number of HIV-infected infants was even greater—approxi-
mately 75%. These trends reflect more women knowing that they are HIV-posi-
tive, accompanied by a move among HIV-infected women to forgo or delay
pregnancy; and the use of ZDV in pregnancy. Despite these gains, challenges
remain in the state: (1) in 1995, 15 HIV-infected babies were born in Massachu-
setts; (2) it is estimated that eight of their mothers did not know their status; and
(3) there may be an emerging trend of women opting to become pregnant or to
continue pregnancies now that therapies are available.

Provider Survey on Counseling and Testing

Ms. Allen reported the following findings from a 1996 survey of obstetric
and midwife practices in Massachusetts. (1) On average, these providers reported
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that in 1995, they offered testing to about 73% of their pregnant patients; they
counseled 67%; and they tested about 39%. It is interesting to note that despite
the fact that it is not legal to test in Massachusetts without counseling, clearly this
is happening in some practices. Also, it is clear that far fewer women are tested
than are counseled or offered testing. (2) Having an HIV clinical practice policy
in place is the single best predictor of whether a provider counsels, offers, or
performs a test. Client characteristics are also predictors of whether women are
offered or receive testing in Massachusetts. Specifically, African Americans are
more likely to be offered a test; Hispanics are more likely to be tested; and
privately insured patients are less likely to be tested. Ms. Allen noted that these
findings indicate that providers continue to use a risk assessment model. She
observed that providers do not seem to be getting a clear message about what the
PHS guidelines say: that is, they think they are following the guidelines when
they counsel based on risk. (3) Survey findings indicate that provider attitudes do
not seem to make a difference in whether the provider counsels, offers a test, or
tests; however, they do make some difference in the likelihood of the practice
having a policy in place.

Patient Survey on Counseling and Testing

In a separate but parallel study conducted among HIV-infected women who
had experienced pregnancy, women were asked whether they thought testing
should be mandatory. Nearly all—24 of 26 interviewees—said yes, “because of
the baby.” Ms. Allen noted that this finding should be taken as evidence of the
strong feelings HIV-infected women have about their babies, not necessarily as
the best public policy to pursue. The patient interview also indicated that HIV-
infected women want to have a good relationship with their providers and that
providers can greatly influence patients’ decisions. However, it appears that often
providers do not recognize the importance of this relationship. Finally, Ms. Allen
noted that having a case manager can influence women’s acceptance of testing,
particularly women who are not from the dominant culture.

North Carolina

Rachel Royce, an epidemiologist from the School of Public Health, Univer-
sity of North Carolina, presented an overview of efforts in her state to prevent
perinatal HIV transmission through prenatal HIV counseling and testing. She
presented results of a survey of prenatal care providers and a study of women
offered testing during prenatal care.

Incorporation of Guidelines

Immediately after the ACTG 076 results were reported, North Carolina’s
health officer sent a letter to all prenatal care providers in the state informing
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them of the results and giving them a list of consortium centers and providers that
could take care of HIV-infected women. In August 1995, North Carolina passed
a law requiring providers to counsel women as early in pregnancy as possible,
and to offer testing.

Study Findings/Implementation of Guidelines

Several recent evaluations indicate that around 70% of pregnant women in
North Carolina are tested for HIV during pregnancy. Data from the Pregnancy,
Infection and Nutrition (PIN) study—a prospective cohort study, based on a
sample of women attending prenatal clinics in North Carolina teaching hospitals
and health department clinics—indicate that 89% of women interviewed were
offered an HIV test during pregnancy. Based on study findings, the researchers
project that had testing been universally offered, the proportion tested would
have increased from 68% to 75%. PIN data also show that women’s perceptions
of provider recommendations clearly influence the decision to accept or reject
testing. Women who perceive that their provider thinks it is important to get
tested are much more likely than others to accept testing. Reasons women gave
for refusing testing include the following: they did not believe they had HIV/
AIDS (68%); had been tested recently (24%); or did not want to know results
(5%). Very few women gave fear of the consequence of getting a test as a reason.
Finally, PIN study findings indicate that women are not naive about testing prior
to the index pregnancy. In fact, 67% in the study sample were tested prior to
pregnancy.

Findings from a July 1995 provider survey (conducted prior to passage of the
North Carolina law) indicate that while providers said they supported universal
offering of testing, their practice varied from this ideal. More specifically, while
93% of respondents said they support universal offering of testing, only 82% of
practices had a policy of offering testing to all; 67% of providers reported that
they offered testing to all women; and only 54% said they would recommend
testing to women with no identifiable risk. The 1995 survey also indicated that
providers’ HIV testing recommendations and practices are influenced by practice
setting and patient’s insurance status. Private providers and HMOs were least
likely to recommend testing; public health providers were most likely, followed
by providers at tertiary care centers. Providers were most likely to recommend
testing to public/uninsured and self-pay patients and least likely to recommend
testing to privately insured patients.

New Jersey

Sindy Paul, medical director of the Division of AIDS Prevention and Con-
trol, New Jersey Department of Health, presented an evaluation of implementa-
tion in her state. In addition to CDC surveillance data, findings from four other



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

228 REDUCING THE ODDS

sources were highlighted: the Survey of Childbearing Women (SCBW); the STEP
project; a provider survey; and an assessment of pregnant women’s knowledge,
attitudes, and beliefs regarding the use of ZDV (convenience sample, 170 preg-
nant women).

Incorporation and Implementation of Guidelines

Since 1995, New Jersey has had a law requiring mandatory counseling and
voluntary testing of all pregnant women. The law stipulates three components:
HIV counseling, offering testing, and testing. A physician-to-physician peer edu-
cation program has been implemented in the state. The New Jersey Department
of Health and Senior Services (NJDHSS) funded and collaborated with the Acad-
emy of Medicine and the State Medical Society on a statewide symposium on the
prevention of perinatal HIV transmission in 1997. The NJDHSS also funds and
collaborates with the Academy of Medicine of New Jersey on roving symposia of
the topic. Finally, a public education campaign has been undertaken, including
the use of posters, postcards, videos, and public service announcements. These
discuss the benefits of ZDV in preventing perinatal HIV transmission.

Trends/Findings

Prevention of perinatal HIV transmission is a public health priority in New
Jersey, since it is the state with the highest proportion of women among its
cumulative AIDS case reports (27%), and it has the third highest number of
pediatric AIDS case reports in the nation (695 as of May 31, 1998). Virtually all
of New Jersey’s pediatric AIDS cases (94%) and HIV-infected pediatric cases
(98%) are the result of perinatal transmission.

In New Jersey, HIV seroprevalence among pregnant women peaked in 1991
at 0.56% and declined through 1997, when it was 0.27%. Cumulative seropreva-
lence rates among childbearing women in New Jersey since 1991 are 1.47% for
African Americans, 0.48% for Hispanic women, and 0.10% for whites. While the
rate is declining among all racial and ethnic groups, the state’s African-American
women are disproportionately affected, with rates 14.7 times that of their white
counterparts and 3 times greater than that of Hispanic women.

Results from New Jersey’s Survey of Childbearing Women (SCBW) indi-
cate that the percentage of HIV-infected pregnant women receiving ZDV in-
creased significantly between 1994 and 1995, from 13% to 48%. An analysis of
factors associated with ZDV use indicates that women less than 30 years old were
more likely than those 30 and older to have used ZDV in pregnancy. It is esti-
mated that ZDV use in New Jersey prevented perinatal HIV transmission to 28
children in 1995.

STEP provides information on the use of ZDV during the three perinatal
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phases (prenatal, intrapartum, and postnatal/newborn) and also provides follow-
up data on outcome. STEP data for the state indicate that between 1993 and 1996,
ZDV use during pregnancy increased from 7.6% to 47%; use during delivery
increased from 2% to 35%; and use in neonates increased from less than 1% in
1993 to 64% in 1996. Overall, the proportion of women/neonates who received
ZDV during pregnancy, delivery, or the neonatal period increased from 8% in
1993 to 67% in 1996.

Since a significant proportion of HIV-infected women still do not receive
ZDV in pregnancy, two surveys were undertaken to determine the reasons. A
provider survey of eligible physician members of the Academy of Medicine of
New Jersey (52% response rate) indicates that 94% of respondents offer HIV
testing to all or almost all of their patients, 90% discuss the benefits of testing,
and 77% offer counseling. Overall, only 59% offer all three components. Re-
spondents were more likely to offer counseling if they felt: it fit into the office
routine; it resulted in better outcomes; it was easy; they were confident in coun-
seling; the patients appreciated it; it was the standard of care; or it had been
actively promoted by the medical community. Dr. Paul noted that findings from
the provider survey lead to the conclusion that improved diffusion and implemen-
tation of HIV counseling and testing among obstetrician–gynecologists could be
accomplished through peer education.

A survey of pregnant women also focused on factors associated with ZDV
use. Among a convenience sample of largely young, African-American and His-
panic pregnant women, 57% said they would use ZDV, 41% were unsure, and
only 2% indicated they would not use ZDV. Among the factors associated with
intention to use ZDV to prevent HIV transmission are positive beliefs about
ZDV; recommendation by a doctor or nurse; access to ZDV through the clinic or
doctor; and sufficient information to make an informed decision. Evaluators
found that conspiracy theories about ZDV were not associated with respondents’
reported intention to take ZDV. Based on these findings, Dr. Paul and her col-
leagues concluded that pregnant women are willing to consider ZDV use if they
are given adequate, accurate information.

Dr. Paul summarized as follows: (1) there has been a marked improvement in
efforts to prevent perinatal HIV transmission in New Jersey; (2) physicians do
offer counseling and testing; (3) pregnant women are willing to use ZDV; (4)
surveillance and seroepidemiology studies have documented ZDV use; and (5)
mandatory counseling and voluntary testing appear to be working in New Jersey.

Health Care Financing Administration

Theresa Rubin, a regional AIDS coordinator for the Health Care Financing
Administration (HCFA) presented information on implementation and evalua-
tion efforts undertaken by the agency.
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Incorporation and Implementation of PHS Guidelines

Below are examples of HCFA efforts to incorporate and implement PHS
guidelines:

•  In March 1994, less than a month after ACTG 076 results were pub-
lished, HCFA sent a letter to its regional AIDS coordinators informing them of
the study results and recommending improved outreach to pregnant women so
that they can be evaluated and offered ZDV as early in the pregnancy as possible.

• In a July 1994 “Medicaid Letter,” HCFA conveyed its policy of providing
an enhanced federal match of 90% for HIV testing and counseling claimed as a
family planning service.

• In March 1998, HCFA sent a notice to state Medicaid agencies and wel-
fare offices informing these agencies about Ryan White CARE Act provisions
relating to counseling and testing of pregnant women for HIV/AIDS. The notice
urged Medicaid agencies to work closely with Ryan White grantees to assure
optimal counseling and testing.

• In May 1996, HCFA conducted a survey of regional AIDS coordinators
that looked at: state laws addressing HIV counseling and testing of pregnant
women; access to HIV testing, counseling and treatment in the state; the nature of
HIV provisions in Medicaid managed care contracts; and state Medicaid agency
collaboration with other state agencies, providers, and consumers in implement-
ing PHS guidelines. One of the goals of this survey was to help raise awareness of
the role of state Medicaid agencies in promoting the PHS guidelines and the need
to work with others in the state toward this end.

• Finally, HCFA also has undertaken a consumer information program
(CIP), which started with a four-state pilot in January 1996. In its CIP, HCFA has
focused on (1) developing informational materials to alert Medicaid-eligible HIV-
infected women, pregnant women, and women of childbearing age to the benefits
and implications of ZDV therapy; (2) assisting women in making an informed
decision about ZDV therapy and (3) informing women that they may be eligible
for Medicaid, which covers this treatment. As part of the campaign, HCFA has
developed and disseminated consumer information materials in several languages,
including posters, videos, and brochures. A preliminary evaluation of the cam-
paign has been undertaken in the pilot states and results are being analyzed.

PATIENT PERSPECTIVES

Laquitta Bowers and Kay Armstrong provided preliminary findings from
focus groups they are conducting as part of the AIDS Policy Center for Children,
Youth and Families (APCCYF) study on HIV testing of pregnant women and
newborns. Joseph Kelly provided an update on a review of state efforts. Rebecca
Denison provided her perspective as an HIV-positive woman.
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AIDS Policy Center for Children, Youth and Families

Ms. Armstrong briefly reviewed the methodology used in APCCYF focus
groups. Efforts were made to get geographic diversity, with representation from
areas with high and moderately high incidence rates. Seven of the eight groups
include women only; the other group includes men. Participants are of reproduc-
tive age and are sexually active. HIV-positive women, Hispanic women and
those at high risk for drug and alcohol use are included and targeted for some of
the groups. Ms. Armstrong highlighted the following preliminary findings, based
on completion of five of the eight focus groups.

• When asked about availability and accessibility of HIV counseling and
testing, most participants felt that knowing their HIV status could help them
improve their own health and that of their child and partner. There appear to be
some gender differences in this response, which will be further explored.

• There appears to be a complex set of factors that influence women’s
receipt of prenatal care, including current drug and alcohol use and past experi-
ence with health care providers. Participants are very concerned about their own
health and that of their babies.

• The way in which HIV testing is conducted is very important. Participants
told “horror stories” about receiving HIV-positive results over the phone or not
being informed in advance that they were being tested. Only a few found out they
were infected with HIV during pregnancy. Others discovered their HIV status
while seeking other medical care. Participants emphasized the emotional impact
of such negative experiences.

• Among participants there is a great fear of HIV disclosure. They do not
want to be labeled as HIV-infected. There is stigma and distrust as to how infor-
mation might be used. Most participants did not trust the government in issues
associated with HIV testing. Gender and partner issues were often discussed,
with women participants worried about partner and family rejection, as well as
partner violence.

State Activities Update

Joseph Kelly reported that in March 1998, as part of the APCCYF study,
NASTAD sent a questionnaire to state health departments to update information
on four areas of interest: (1) developments in new state legislative policy, regula-
tion, and practice standards; (2) availability of trend/surveillance data on perina-
tal HIV transmission; (3) availability of follow-up evaluations/surveys on pro-
vider practices, HIV counseling and testing acceptance, and implementation of
PHS guidelines; and (4) state contacts for further information.

Mr. Kelly also briefly highlighted new information on state legislation, not-
ing that as of April 1, 1998, there was legislation pending in Delaware, Alabama,
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South Carolina, and New York that could change existing statutes on the issue of
prenatal or newborn testing and counseling. In Indiana, legislation passed in late
February that explicitly allows physicians to order confidential HIV testing of
newborns if the mother has not been tested and refuses the test and if the physi-
cian believes that the test is medically necessary for the newborn. The state health
department has been instructed to issue implementation guidance. One conse-
quence of the legislative debate on this topic is a new awareness in Indiana that
physicians are not providing HIV counseling to all pregnant women and are not
offering tests. As a result, the health department is now pursuing an emergency
rule that would try to ensure or compel physicians to counsel pregnant women.
Mr. Kelly said it is likely that other states will try to implement similar newborn
screening legislation.

Discussion

During discussion, it was noted that Louisiana may have a similar stipulation
that allows physicians to test infants or children if they believe it is medically
necessary. One participant noted that in New York, before newborn screening
became mandatory, physicians testified that they did not need this kind of law
because they had the legal right to test in any case.

Rebecca Denison, Respondent

Ms. Denison spoke from her perspective as an HIV-positive woman. She
chose to become pregnant and is now the mother of two-year-old twins who are
HIV-negative. Ms. Denison directs Women Organized to Respond to Life-threat-
ening Diseases (WORLD), an organization started by and for HIV-positive
women. In this capacity, she has worked closely with and assisted many HIV-
positive women.

Ms. Denison started by noting that it is remarkable and heartening to hear
meeting participants take seriously the notion of providing medical care to HIV-
positive women who want to become pregnant or continue pregnancy. She ob-
served that this is a moving tribute to those who have been willing to look beyond
the conventional wisdom and understand what is in the hearts of people who want
to become parents. She also reminded participants that beyond all the statistics,
there are a lot of emotional issues tied into HIV/AIDS that will never be captured
in numbers, but that profoundly affect people’s lives.

Ms. Denison followed with a series of observations on a number of issues:

• Expanding therapy options: Ms. Denison noted that it is important to
recognize that in practices such as BAPAC in San Francisco, treatment options
go well beyond the ACTG 076 protocols. For example, in the past two years,
BAPAC has provided clinical care that incorporates the clinical evaluation of



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

APPENDIX D 233

pregnant women for evidence of disease progression with the offering of appro-
priate combination therapy. In addition, as a pediatric ACTG site, BAPAC has
been able to offer pregnant women and their infants access to perinatal/neonatal
research trials that improve maternal health and further reduce perinatal transmis-
sion rates.

• Mandatory versus universal testing: It is important to define terms. It is
Ms. Denison’s impression that most women will accept testing and most prefer
being asked rather than being forced. She believes testing should still remain
voluntary, even though this is an imperfect approach.

• Standards of care needed: For many basic obstetric procedures, there is no
standard of care established for HIV-infected women; for example, there are no
standard recommendations or cost-benefit analyses on cesarean sections, amnio-
centesis, and fetal scalp monitoring for the HIV-positive mother.

• Testing does not equal care: Ms. Denison cited several examples of known
HIV-positive women receiving unacceptable care from poorly informed physi-
cians.

• ZDV issues: There are many issues around the use of ZDV, including
women’s fear of long-term side effects. Ms. Denison noted that of all the women
she has talked to, none was told about the National Cancer Institute study find-
ings on potential long-term risks to the children whose mothers took ZDV prena-
tally. She stressed that women need to be told about the study and then be told
that the potential benefit outweighs the risk. It is also important to acknowledge
that some infants are still becoming infected even though their mothers took ZDV
during pregnancy.

• Violence: Issues around domestic violence need to be taken seriously.
Disclosure can lead to a life-or-death situation for some women with violent
partners.

• Prevention gaps/men’s role: There are serious gaps in prevention, particu-
larly with regard to the male role. Current efforts put the burden for prevention on
the woman, which is unfair. There is also a need for support groups for hetero-
sexual men who are HIV-positive or who have HIV-positive partners.

• WIC: The WIC program can be a source of infant formula for some HIV-
infected mothers; however, it does not pay the full cost of formula. A more
significant problem is that WIC programs “push” breast-feeding, but do not
adequately screen for or counsel regarding the HIV status of the mother. Ms.
Denison noted that this approach is frightening and needs to be addressed.

• Welfare reform and immigrants: With welfare reform, undocumented
immigrants are cut off from publicly assisted prenatal care. Ms. Denison cited an
example from California of an HIV-positive pregnant immigrant who was afraid
that accessing care would lead to deportation.

• Trust is essential: Ms. Denison stressed the importance of trust in the
provider-patient relationship. Providers can be extremely judgmental in their
attitudes toward HIV-positive women. Women need to feel comfortable going to
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their providers when they have problems with complex therapies for themselves
or their babies. They need to be supported in the difficult process of caring for
themselves and their children.

• Funding: Finally, noting the importance of access to high quality, spe-
cialty care, Ms. Denison stressed the need for sustained and increased funding for
comprehensive perinatal HIV/AIDS services such as those provided by BAPAC
in San Francisco.
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WORKSHOP II AGENDA

Washington, D.C.
April 1, 1998

8:30–8:45 a.m. Welcome and introductions

8:45–10:15 Impact of the Public Health Service voluntary testing
recommendations: Results from CDC’s surveillance and
enhanced surveillance systems

Pascale Wortley
Martha Rogers
Mary Lou Lindegren
R.J. Simonds

10:15–10:30 Break

10:30–11:30 Results from CDC’s surveillance and enhanced
 surveilance systems, (continued)

11:30–12:30 p.m. Impact of the Public Health Service voluntary testing
recommendations: Results from HRSA data systems

Michael Kaiser
Karen Hench
Moses Pounds
Lori DeLorenzo
Amelia Birney
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12:30–1:30 Lunch

1:30–3:00 Provider practices
American Academy of Family Practitioners, Marshall

Kubota
Association of Women’s Health Obstetric, and Neonatal

Nurses, Maureen Shannon
American College of Nurse Midwives, Jan Kriebs
Association of Maternal and Child Health Programs,

Deborah  Allen
American Association of Health Plans, Johanna Daily
National Committee for Quality Assurance, Joseph

Thompson
The Miriam Hospital [prison health], Timothy Flanigan
California, Mori Taheripour
California, Gail Kennedy

3:00–3:15 Break

3:15–4:30 Impact of the PHS voluntary testing recommendations:
Results from provider and patient surveys and state data
systems

Massachusetts, Deborah Allen
North Carolina, Rachel Royce
New Jersey, Sindy Paul
Health Care Financing Administration, Theresa Rubin

4:30–5:30 Patient perspectives: AIDS Policy Center for Children,
Youth and  Families focus groups

APCCYF, Laquitta Bowers
APCCYF, Kay Armstrong
NASTAD, Joseph Kelly

Respondent:
WORLD, Rebecca Denison

5:30 Adjourn
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APPENDIX

E

New York/New Jersey Site Visit Summary

INTRODUCTION

The Institute of Medicine (IOM) Committee on Perinatal Transmission of
HIV visited five HIV prevention programs in the New York metropolitan area to
obtain a firsthand account of the implementation of the Public Health Service
(PHS) guidelines. The New York metropolitan area accounts for 38% of all
perinatal AIDS cases in the United States (see Chapter 3). The programs were
selected to illustrate a variety of approaches to prevention of perinatal HIV trans-
mission. As publicly supported health care providers in urban settings, their
pregnant patients were predominantly low-income women of African-American
or Hispanic origin. Many were immigrants with poor command of the English
language.

The programs that were visited reported dramatic success at preventing peri-
natal transmission of HIV. This summary highlights what program administra-
tors judged to be the elements of their success, as well as the barriers they
encountered. These publicly supported programs were required either by law
(New Jersey) or by regulation (New York) to counsel all pregnant women.*  This
summary also delves into the more intractable problems posed by special popula-
tions, such as adolescents and immigrants. Finally, it presents experiences with
implementation of the mandatory newborn testing legislation in New York State.

*New York State requires its state-regulated facilities, such as hospitals, clinics, and HMOs, but
not its private practices, to counsel pregnant women about HIV and perinatal transmission. New
Jersey requires all pregnant women to be counseled regardless of where their treatment is rendered.
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SUCCESSES WITH IMPLEMENTATION OF
PUBLIC HEALTH SERVICE GUIDELINES

The programs attributed their success to the following elements: infrastruc-
ture and research funding; counseling emphasis on newborn and maternal health;
health care financing; and routine incorporation of counseling into care. These
elements are discussed further below.

Infrastructure and Research Funding

Programs repeatedly ascribed their success to the vigorous efforts of spe-
cially trained counseling staff (i.e., nurses, counselors, and social workers). These
were the professionals responsible for the bulk of HIV counseling to encourage
patients to accept testing and treatment. Counselors’ work was often time-con-
suming because they were trained to approach patients, repeatedly if necessary,
and not be deterred by the patient’s initial refusal of an HIV test. It was not
uncommon for some patients to delay for months the decision to accept testing or
treatment (see patient profiles). The duration of a typical counseling session was
reported to vary greatly, but consumed up to one hour for some high-risk women.
A number of programs reported that the effectiveness of their efforts—in terms of
patients’ acceptance of testing and treatment—depended greatly upon the experi-
ence, training, and motivation of individual counselors.

To be effective, prenatal counseling generally includes outreach, because the
women who are hardest to reach are considered to be at highest risk for HIV. An
illustration of how labor-intensive outreach and counseling can be was provided
by the Francois Xavier Bagnoud Center at the University of Medicine and Den-
tistry of New Jersey. When a pregnant patient misses an appointment, the center’s
policy is to mount an elaborate outreach effort. First, staff call the patient, then
send a letter, followed by a registered letter. If there is still no reply, they send an
outreach worker to the patient’s home who is instructed to wait until the patient
comes home. Their last option is to track the mother through the child, if the child
receives medical care at their center, or to pursue the mother through her insurer.
A program administrator summed up the program as “going through extraordi-
nary lengths to get these women in.”

Obtaining funds to hire counseling staff was a dominant concern of many
programs. Federal research funds were deemed to be essential. Since programs
had many of their patients actively enrolled in ongoing research, they were able
to use counselors hired with funding for research, patient recruitment, and related
purposes. At one program, for example, two of the four HIV counselors were
hired with research funds. In light of the pivotal role played by counselors and
other staff, program administrators were continually concerned that cutbacks in
research or program funds would force them to scale back on their staff. One
administrator remarked, “We have created a house of cards . . . as we lose
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research components, we are not prepared financially. If we don’t have research,
we don’t have resources.”

Counseling Emphasis on Newborn and Maternal Health

Counselors reported finding pregnant women to be generally receptive to
HIV testing, even more receptive than women who are not pregnant. In their
experience, the most persuasive arguments for patient acceptance of testing and
treatment emphasized health benefits, first to the newborn and then to the
mother. One counselor said, “We tell them [the pregnant women] that it’s right
for their baby, and what’s best for the baby is also best for you.” The experience
of the counselors was confirmed by the patients who were interviewed. Virtu-
ally all patients described their newborn’s health, before their own, as their
overarching reason for proceeding with testing and treatment (see patient pro-
files). They described their experience as mothers as the best time of their lives.
A number of them chose to proceed with subsequent pregnancies despite being
HIV-positive.

Financing of Health Care

Most programs reported state and federal programs to be indispensable to
financing health care. For low-income pregnant women, Medicaid was the pre-
mier program that paid for medications and medical care. Medicaid financed
laboratory tests, antiretroviral therapy and other medications, primary care, and
hospitalizations, including labor and delivery. Medicaid is relatively easy for
pregnant women to obtain, if they meet federal and state eligibility requirements.
Most programs helped their patients to fill out applications. Low-income women
who are awaiting Medicaid approval or who do not qualify for Medicaid are
eligible for supplementary coverage through a program called ADAP (AIDS
Drug Assistance Program) that receives funds under the federal Ryan White
Comprehensive AIDS Resources Emergency (CARE) Act. This program covers,
free of charge, HIV-positive patients’ medications, primary care, and home care.

Routine Incorporation of Counseling into Care

Programs regarded another ingredient of their success to be the incorporation
of counseling, testing, and treatment procedures into routine clinical practice.
Well-established clinic policies and management support were seen as key. Pro-
grams understood that counseling, while labor- and time-intensive, was pivotal to
patient acceptance of testing and treatment. Some programs also had policies for
repeat testing to ensure that patients did not seroconvert later in pregnancy. One
program reported testing patients every three to four months if the patient was
seen early in the prenatal period.
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BARRIERS TO IMPLEMENTATION OF PHS GUIDELINES

The programs encountered the following barriers to implementation of the
PHS guidelines: lack of prenatal care; lack of perceived risk; lack of rapid HIV
test; family ostracism and domestic violence; some resistance to antiretroviral
therapy; and resistance to HIV counseling by private physicians. These topics are
discussed further below.

Lack of Prenatal Care

The lack of prenatal care was seen as one of the greatest barriers to the
prevention of perinatal transmission of HIV. Without prenatal care, there simply
is no opportunity to counsel, test, and treat women prior to labor and delivery. For
instance, there were four HIV-positive newborns born at Bellevue Hospital Cen-
ter in 1997, to mothers whose HIV status had not been known until the baby was
identified. Three of the four were born to mothers who had not received prenatal
care. The fourth was born to a mother who had declined to be tested prenatally.
These four infants were part of a cohort of 20 HIV-positive newborns born that
year, 16 of whom were born to mothers whose infection was detected during
pregnancy.

Programs estimated that about 10% to 15% of women giving birth did not
receive prenatal care. Lack of access was not considered to be a major factor,
because New York and New Jersey heavily subsidize prenatal care and outreach
activities. One administrator described his program’s outreach efforts as an “on-
going battle” to bring women into care. Most programs deemed injection drug
use as the overriding explanation for women not accessing prenatal care. Injec-
tion drug users (IDUs) are considered to be the most difficult to reach group of
pregnant women. They are thought to avoid prenatal care out of a mixture of
apathy, shame over their drug use, and fear that their children may be removed
from their custody. The lack of prenatal care is one of the key factors fueling the
demand for a rapid HIV test for use in the labor and delivery setting. Bellevue
Hospital Center, for example, has proposed a rapid testing program, with results
available within hours (see below). The availability of a rapid test paves the way
for intrapartum administration of zidovudine (ZDV) and continued treatment of
the mother and infant.

Lack of Perceived Risk

Women who do not perceive themselves to be at risk are believed to account
for a large share of those who refuse HIV testing during pregnancy. For instance,
at New York’s Bellevue Hospital Center, where prenatal HIV counseling is man-
datory under the state’s health regulations, about 20% of pregnant women refuse
HIV testing.



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

240 REDUCING THE ODDS

The single greatest reason appears to be the lack of perceived risk. Many of
the women are undocumented immigrants in what they perceive to be monoga-
mous relationships. They view HIV as affecting only prostitutes and homosexu-
als, not themselves. Other women who do not view themselves at risk may be in
denial about their own risky behavior.

Lack of Rapid HIV Test

An accurate, rapid test, with results available in hours, is considered to be an
important HIV prevention tool. While a Food and Drug Administration (FDA)
approved rapid test is commercially available, its rate of false positives is re-
garded as too high for widespread use. Conventional HIV testing, using enzyme-
linked immunosorbent assays (ELISA) and confirmatory testing takes about one
to two weeks for results. This is a crucial gap for adolescents and other groups of
patients who commonly do not return to receive test results in the prenatal setting.
It is seen as an even more crucial gap in the labor and delivery setting, which
offers the last opportunity to interrupt HIV transmission via administration of
intrapartum antiretroviral therapy and advice to avoid breast-feeding.

Bellevue Hospital Center has applied for permission to launch a voluntary,
rapid testing demonstration program for all women in labor and delivery who
previously have not been tested for HIV. Since women who do not agree to
prenatal testing, or who did not obtain prenatal care, are considered to be an
“enriched” population with high HIV prevalence, the commercially available
rapid test is less likely to be beset by false positives. When the rapid test is
positive, antiretroviral therapy is to be offered beginning immediately in the
intrapartum period, even though the rapid test must be confirmed by more defini-
tive tests. If such tests later find the mother not to be infected, the protocol
permits the interruption of therapy to mother and infant. Program administrators
acknowledged that the labor and delivery setting is not an ideal time to obtain
informed consent and hoped to counsel patients in as sensitive and thoughtful a
manner as possible under the circumstances.

Family Ostracism and Domestic Violence

Many pregnant women fear taking an HIV test for the devastating impact of
disclosure of positive results on their sexual partner or families. Many are single
women often living at home with a parent(s). One HIV-positive mother admitted
that if her family learned of her HIV status, she would be evicted (see patient
profile). She would lose more than just shelter, since families often provide
emotional, economic, and baby sitting support. Programs also spoke of patients’
fears of domestic violence committed by sexual partners. Males who are ignorant
of their own HIV status or are unwilling to be tested may blame the woman for
having sex with someone else, however true or untrue, and may be prone to
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violence from jealousy. Alternatively, if males are HIV-positive, they may be-
come violent toward the woman they blame for infecting them—again, whether
or not this is true. For women who are striving to conceal their HIV status, the
fear of family desertion or domestic violence affects far more than their decision
to be tested. It extends through the treatment period and affects their ability to
comply with a demanding medication regimen, as discussed below.

Resistance to Antiretroviral Therapy

While programs described pregnant patients’ overwhelming acceptance of
antiretroviral therapy, this was not universally true. Some patients needed persis-
tent encouragement by motivated counseling staff. These patients were often in
such shock or denial after the diagnosis that it sometimes took them months to
confront the need for and accept the medication. This was especially true of
adolescents (see later section).

Among the reasons given for patients’ reluctance to accept, or comply with,
antiretroviral therapy were concerns that it was a “poison” and might have long-
term effects on the child; the side effects; the demanding regimen of administra-
tion, especially for babies; and fear of disclosing their HIV status to family
members by virtue of the frequent administration of medications for themselves
or their newborn. Patients sometimes resorted to removing prescription labels.
One patient, a former injection drug user, admitted to the IOM visitors her fears
that the medication was addictive and actually caused AIDS, although she real-
ized in retrospect that her fears were unjustified (see patient profiles).

Managed Care

The advent of managed care, in both public and private health insurance
programs, was considered to be detrimental to the prevention of perinatal trans-
mission of HIV. While program administrators acknowledged that managed care
is receptive to prevention in general, the reality was more ominous because of
competing priorities. Their major concern was with managed care’s emphasis on
shorter hospital stays. The labor and delivery process has become so compressed
that program administrators complained of the difficulty of finding the appropri-
ate time to counsel and test women who never received prenatal care. Even if the
program had succeeded in motivating the mother to be tested, test results would
not be back in sufficient time before patient discharge. Outreach efforts seemed
futile because in many cases, patients were not reachable, having provided a false
address.

Another problem is encountered in the prenatal setting, where there are
strong pressures to increase patient load by reducing the time spent with each
patient. This is seen as leaving insufficient time or financial incentives for HIV
counseling by physicians who receive flat fees per patient or are on salary. Many
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program administrators expressed concerns that if managed care organizations
established HIV counseling requirements, counseling would be done too hastily,
or testing might be performed without consent.

Resistance to HIV Counseling by Private Physicians

Through their active outreach efforts and professional contacts, many of the
programs were able to shed light on why HIV counseling does not seem to be
occurring in private obstetrical practices. Program administrators confirmed the
widespread failure on the part of private physicians to offer HIV counseling, even
in New Jersey where counseling is mandatory for all patients. The most common
explanation was that counseling is seen as too burdensome, particularly when
most of their patients are not at risk. One program administrator relayed the
experiences of a colleague in private practice who had counseled and tested about
600 pregnant patients without finding one to be HIV-positive. In the judgment of
private physicians, HIV counseling consumes too much time in relation to the
rarity of infection. While other administrators acknowledged pre-test counseling
to be unnecessarily onerous, they thought it presented an important opportunity
to educate the patient more generally about HIV rather than perinatal transmis-
sion per se.

Physician discomfort was deemed to be another important factor deterring
counseling in private offices. Not only did physicians seem to be uncomfortable
discussing sexual practices with patients, but they also were uncomfortable with
the possibility of implying—however erroneously—to a patient that she might be
at risk. One administrator put it starkly, “Doctors don’t want to offend private
patients. In a competitive health care environment, they’re afraid of losing them.”
Another administrator, however, observed that patients’ reactions depend upon
the manner in which testing is offered. He noted that patients would not be
offended when the testing message is presented as a policy that applies uniformly
to all patients. The singling out of at-risk patients was what offended patients,
according to this view.

Other reasons offered for private physicians’ disinclination to counsel preg-
nant patients and encourage HIV testing were lack of financial incentives for
counseling; lack of physician knowledge about complex HIV therapies and side
effects; lack of referral networks; discomfort with counseling in general; and
ignorance of the details of their state’s counseling, testing, or consent laws and
regulations.

SPECIAL POPULATIONS

This section examines the additional problems in preventing perinatal HIV
transmission in adolescents and immigrants. Two of the programs visited by the
IOM specialized in counseling and/or caring for these special populations. Other
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special populations, touched upon throughout this summary, are the homeless
and IDUs.

Adolescents

Adolescents are a critical, yet underrecognized, population for the preven-
tion of perinatal HIV transmission. Although the nationwide seroprevalence of
HIV infection among adolescents appears to be relatively low, urban areas are
disproportionately affected: New York, for example, is estimated to have 20% of
the nation’s adolescents with AIDS. An estimated 25% of HIV-infected adults
nationwide acquired their infection as adolescents (Rosenberg et al., 1994). Ado-
lescents infected with HIV pose unique problems in identification, consent to
testing, and entry into care. Traditional HIV “risk assessment” by health care
providers misses a significant percentage of cases. There is also a lack of ready
access to systems of care by the most disenfranchised adolescents who are most
vulnerable to HIV. Consequently, many teenagers are unaware of their HIV
infection, having neither been recommended for, nor received, testing. And an
HIV-positive test does not ensure access to care. All of these problems may be
compounded in pregnancy because of the added social stigma against adolescent
pregnancy.

A comprehensive treatment program for adolescents in the Bronx visited by
the IOM, the Adolescent AIDS Program of Montefiore Medical Center, has been
successful at reducing perinatal transmission of HIV in adolescents. At any given
time about one-third of the adolescents in this referral program are pregnant, and
virtually all accept antiretroviral therapy. Of 12 babies born to HIV-positive
adolescents in 1997, 11 were HIV-negative. The one baby who did test positive
was born to a mother in the late stages of AIDS who was non-compliant with the
ZDV treatment. The program attributes its success to these features: labor-inten-
sive outreach to adolescents and health care professionals to encourage testing
with linkage to treatment; lack of financial barriers to testing and treatment
through sliding fee scales and help with obtaining Medicaid and other public
financing programs; accessibility through subsidized transportation to the pro-
gram; a “one-stop shopping” approach enabling teenagers to receive counseling,
testing, treatment, and medications for HIV at the same site—both during and
after pregnancy (although obstetrical services are available through referral); and
understanding the special needs and fears of adolescents.

Among the barriers to HIV testing of pregnant adolescents are physicians’
discomfort with discussing sexuality; physicians’ lack of awareness that consent
to testing (in New York and many other states) can be given solely by the
adolescent and need not require the parent; and adolescents’ fears of being re-
ported, despite assurances of confidentiality. Among the barriers to acceptance
of, and compliance with, treatment are the lack of linkages between testing and
treatment programs; adolescents’ perception of invincibility and difficulty in
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understanding the abstract concepts of disease latency and probabilities of trans-
mission; and injection drug use and homelessness. Apart from the multiplicity of
problems created by homelessness, frequent changes of address or no home
address jeopardizes their ability to receive Medicaid.

Immigrants

Immigrant women face a number of barriers in relation to prevention of
perinatal HIV transmission. The most formidable are cultural, financial, and
legal, including denial of residency or citizenship, as discussed further below.
Insight into the experiences of Hispanic immigrants was offered to the IOM
committee by a community organization serving Dominicans, the Community
Association of Progressive Dominicans (ACDP). This organization counsels
women and refers them to testing and treatment, among its other services to the
community.

With a population approaching 500,000, Dominicans represent the second
largest Hispanic group in New York City. The vast majority (68%) are immi-
grants whose flight from the Dominican Republic was the result of deteriorating
economic conditions over the past decade. In New York City, 46% of Domini-
cans live below the poverty rate, a proportion higher than that of any other ethnic
group in New York City (Hernandez and Rivera-Batiz, 1997). The proportion of
undocumented Dominicans is not fully known, but was estimated in 1994 by the
U.S. Immigration and Naturalization Service at less than 1% (Hernandez and
Rivera-Batiz, 1997). From the perspective of ACDP, however, which serves the
neediest, the figure is much higher.

For many Hispanic women, motherhood represents the pinnacle of their
lives. It is a sacrosanct right of passage that imbues women with a sense of
purpose, achievement, and bolsters their self-esteem and optimism about the
future. Children are viewed as a “creation of God,” according to one program
administrator. With this cultural and religious mindset, the idea of prenatal test-
ing for HIV is thought, in some cases, to verge on the preposterous.

The problem is exacerbated early in pregnancy by women’s reluctance to
seek prenatal care. Prenatal care is seen as a lesser priority than housing and
employment, which frequently are more problematic. Further, many immigrant
women distrust the health care system. The foreignness of the language and the
institutional atmosphere inspire fears of deportation and death. Equating hospi-
tals with death is not uncommon among other minority groups as well (see patient
profiles, and workshop testimony from the National Medical Association from
Appendix C). Another obstacle is the women’s perceived inability to pay for
prenatal care. Many providers and programs offer free care or care at reduced
cost, but federal law explicitly prohibits undocumented immigrants and certain
categories of legal immigrants from receiving Medicaid. Instead of seeking pre-
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natal care, women often engage in self-care, through home remedies, or seek the
aid of unlicensed doctors who are paid in cash.

Those bold enough to seek prenatal care are commonly resistant to counsel-
ing and testing for HIV. Many Hispanic women are uncomfortable discussing
sexual matters. Sometimes the subject is fraught with shame and guilt, especially
for women who prostituted themselves to secure the funds to emigrate to the
United States. For these women, discussion of sexuality is not only taboo, but it
is also laden with fear about a husband or partner learning of their past. “It’s even
difficult to admit this to other women,” observed a program administrator, who
claimed that women who are not pregnant, yet seeking his organization’s help,
took an average of two and a half years to talk openly about their sexuality and
the possibility of HIV testing. The program’s policy is not to ask, but to wait for
women to raise the subject on their own, a policy designed not to disenfranchise
them. The consequences of disclosure of HIV test results to the husband or
partner are dire: women are concerned about domestic violence, abandonment,
and divorce. Divorce is feared because it may affect their immigration status and,
consequently, their eligibility for Medicaid. Furthermore, HIV-infected individu-
als, by federal law, are excluded from entry into the United States (Immigration
and Nationality Act, Section 212a).

Denial of HIV risk abounds. Women do not see themselves at risk, either
because they do not engage in risky behavior or because they deny the possibility
of their partners being at risk. From their perspective, “If a man is clean, then he
can’t be positive,” according to a program administrator. Denial extends to the
HIV status of their offspring. Under the assumption that children are God’s
creation, they can only be seen as perfectly healthy. Therefore, testing for HIV is
viewed as completely unnecessary. Yet the women who ultimately agree to HIV
testing and treatment do so out of motivation to help their child—not them-
selves—according to program administrators.

Paying for treatment is yet another deterrent to prevention efforts. Few of the
women seen by the programs have private insurance or Medicaid. Being barred
from Medicaid eligibility, the only avenue for undocumented women to pay for
the exorbitant costs of care is through programs such as ADAP in New York
(described earlier), designed for low-income, Medicaid-ineligible people infected
with HIV. Newborns born to undocumented immigrants, however, are covered
under Medicaid by virtue of being born in the United States, which confers U.S.
citizenship.

IMPACT OF NEW YORK STATE
MANDATORY TESTING LEGISLATION

In New York, unlike New Jersey, newborn testing for HIV is mandatory
under State law. The New York testing program has been in effect since February
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1997. Program administrators at New York sites shared with the IOM committee
their experiences with the first year of the mandatory testing program.

Programs inform pregnant patients during standard prenatal HIV counseling
that their newborns will be tested for HIV. They nevertheless find their patients’
retention to be erratic. At postpartum visits, many seem unaware of the law,
either because they had forgotten or because they were not told at another site
where they had received prenatal care. The information was devastating, espe-
cially for those women unaware of their HIV-positive status until newborn test-
ing. Programs described women being so traumatized from the news that they
were unable to cope. For some, it took months to agree to treatment for them-
selves, but they agreed to medication for their infants much sooner (see patient
profiles).

Because of the seeming lack of widespread knowledge of newborn testing,
programs did not find the newborn testing law to deter women from receiving
prenatal care or from delivering in a hospital. They noted, however, the difficulty
of drawing this conclusion because they have such limited, if any, contact with
these women. Their patients did express concerns about a breach of confidential-
ity to agencies outside the health care system and about being intimidated in
taking their medication. These women were concerned that if they declined
therapy for themselves or their infant, even out of legitimate concerns over long-
term effects, they might be coerced through the courts.

PATIENTS’ EXPERIENCES

Patient 1: Tanya

Tanya (a pseudonym) is an African-American woman who describes herself
as a former injection drug user (IDU) with four children. She learned of her HIV
infection seven years ago when she was pregnant with her second child. Her first
child had been removed from her custody as a consequence of her drug use. It
took two to three months of active encouragement from a dedicated Bellevue
Hospital nurse to convince her to be tested. She elected to be tested because of the
nurse’s assurances that she was not alone and could get help for herself and her
baby. Tanya declared, “If it weren’t for my nurse, I wouldn’t have gotten tested.”

Upon learning she was HIV-positive, she was reluctant to accept medication.
She was afraid of the medication because she linked—mistakenly she now real-
izes—her brother’s death from AIDS to his medication, rather than to the disease.
Having been a former IDU, she also was fearful of the medication being addic-
tive. She ultimately accepted medication, again after vigorous counseling, and
has since given birth to two children who are uninfected. She takes a cynical view
of IDUs and sees drug abuse treatment as a necessary prerequisite for HIV testing
and treatment of IDUs. When she was under the influence of drugs, she claims to
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have been even more eager to get high as an escape from the possibility that she
might be infected with HIV. In her judgment, testing of pregnant women should
be voluntary for all women except those using drugs. “If you’re on drugs,” she
said, “I think they should just test without asking. . . . When I was on drugs, I
didn’t want to find out.”

Patient 2: Rita

Rita, an African-American mother of two girls, was diagnosed with HIV
around the time she learned of her second pregnancy. Her health clinic asked her
to take an HIV test immediately after they diagnosed the pregnancy. Rita agreed
to the HIV test thinking that the results would be negative. “I was so surprised by
the results that I spent one to two months in denial. . . . Once I adjusted, I was able
to cope, take my medicine.” With the support of her counselor at Bellevue, she
started antiretroviral therapy at five months of pregnancy and encountered no
side effects. Her decision to proceed with therapy was based on her concern for
her child. Her newborn daughter is HIV-negative, as is her older, nine-year-old
daughter.

She felt compelled to conceal her HIV status from her family, with whom
she lives, for fear of “being thrown out of the house.” To disguise the true
purpose of the medication for her newborn daughter, she told her family that it
was for sickle cell disease. She did, however, notify the father and unsuccessfully
urged him to get tested. Said Rita, “I told him to get the test, but he won’t.”

Patient 3: Janet

Janet is an African-American woman who was told she was HIV-positive
early in her first pregnancy. She was stunned by the news because she did not
know she even had been tested. “I would have preferred them to ask me,” she
reflected, “because I would’ve said yes.” Despite the receipt of antiretroviral
therapy before, during, and after delivery, her one-year old child is HIV-positive.
Janet became pregnant again soon after the birth of her first child. Her second
child also received an aggressive regimen of antiretroviral therapy. The HIV
status of the second child, who was only three weeks old at the time Janet spoke
to the committee, is not yet known. The father of her children died of AIDS, as
did her sister. When advising her friends to get tested for HIV, she said, “They get
offended. They say, ‘You’re crazy, girl.’ ”

Patient 4: Elina

Elina is a 26-year-old Hispanic mother of two daughters. Her first child, born
five years ago, is autistic. She found out that she and her second daughter were
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HIV-positive through New York State’s mandatory newborn testing program.
She was called back to the hospital one month after the delivery. The news was
incomprehensible to her, for she had no reason to think she was infected, having
gone regularly for prenatal care. She had even taken a breast-feeding class. She
said, “I was never counseled about HIV, never offered an HIV test, never told
about the risk of HIV transmission, and never told my baby would be tested.”
After absorbing the news, she rushed to put her daughter on antiretroviral therapy.
Her baby’s health, not her own, was foremost on her mind. It took her months to
come forward and get treated herself. She reflected, “Women won’t come in for
themselves, only for their child.” She is anguished to think she might have pre-
vented infection by avoiding breast-feeding. “My biggest concern is that my
daughter could have been infected with HIV unnecessarily,” said Elina.

Patient 5: Maria

Maria is a Hispanic immigrant and former obstetrician in her home country
who sees herself as having been victimized twice: once by her American hus-
band, who infected her with HIV, and a second time by the legal system that bars
her not only from U.S. residency (owing to her HIV status), but also from receiv-
ing her husband’s benefits as a veteran. She nursed her husband for two years
before he died of AIDS, only to learn that he had infected her. Upon applying for
his veteran’s benefits, she discovered that six months before her marriage he had
married another woman, whom he also infected. The marriage licenses had been
issued in the same building and same office. The first marriage invalidated her
claim for widow’s benefits, leaving her virtually penniless.

Because of her HIV status, she has faced discrimination in housing and
employment. Her salvation has been New York’s ADAP program which pro-
vides medications and medical care for HIV-positive people. As difficult as it has
been in the United States, returning to her country would be far worse. Speaking
through an interpreter, she said, “If I returned to my country it would be sure
death.” Her family has rejected her, and medications and services are unavailable
to those in her country without the means to pay for them.

She has devoted herself to educating other Latina women to prevent them
from spreading infection. Despite fears of deportation, she is determined to speak
out about the plight of undocumented immigrants. “We need help for the sake of
human rights,” Maria lamented. “We live in limbo. . . . We have nothing to be
able to survive.”

POLICY OPTIONS

The following policy options were recommended by programs that were
visited by the IOM committee.
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Prenatal Period

• Shorten pre-test counseling for all patients, yet expand post-test counsel-
ing for those who test positive.

• Make counseling procedures routine for all patients.
• Ensure continued funding for prenatal HIV counseling staff (without reli-

ance on grants).
• Make available an accurate rapid test for use with select patients deemed

unlikely to return for results (e.g., adolescents, IDUs, patients with disordered
lives, etc.).

• Support case finding of adolescent infected with HIV.
• Provide skills training to women to help them avoid high risk behaviors.
• Ensure availability of culturally and linguistically appropriate informa-

tion and materials for immigrant women.

Labor and Delivery

• Make an accurate rapid test available for at-risk women whose HIV status
is unknown.

Training of Private Physicians

• Disseminate educational materials for physicians and patients including
an interactive CD-ROM (already developed for another purpose) and laminated
card for breast pockets that indicates the key points to convey to patients.

• Seek help from medical malpractice insurers in educating physicians to
make HIV counseling a routine part of care for prenatal patients.
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Donna Almario, and Miriam Davis (consultant).



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

250 REDUCING THE ODDS

Community Association of Progressive Dominicans
2268 Amsterdam Ave.
New York, NY 10033

Carmen Chavez, Director of HIV/AIDS Services
Felix Rivera, Coordinator of HIV/AIDS Services
Rosa Benitez, Health Educatior
Mildred Zeno, Outreach Worker, Women’s Project
T. Givins, Director HIV Prevention Services, Iris House Inc.
Carla Basinat-Smith, Director SSHP, Iris House Inc.
Hilda N. Melore, Volunteer, Latina Roundtable on Health and Reproductive

Rights
Kimberly Hutchenson, Kirkland and Ellis Fellow, HIV Law Project
Maria Luisa Mirando, Obstetra Peer Educator, Latino Commission on AIDS
Seydi Vazquez, Clinical Coordinator, Columbia Presbyterian Medical

Center
Julio Dicent-Talpierre, Director, Alianza Dominicana

The Francois Xavier-Bagnoud Center
University of Medicine and Dentistry of New Jersey
University Hospital
150 Bergen St.
Newark, NJ 07103

Mary Boland, MSN, RN, FAAN, Director, Francois Xavier Bagnoud Center
James Oleske, M.D., MPH, Director, Division of Pulmonary, Allergy, Im-

munology and Infectious Diseases
Theodore Barrett, M.D., Director, University OB/GYN Associates
Joseph Apuzzio, M.D., Director of Maternal-Fetal Medicine
Tzong-Jer Wei, M.D., Acting Director, Division of Neonatology
Paul Palumbo, M.D., Principal Investigator, CDC HIV Perinatal Cohort

Study
Deborah Storm, Ph.D., RN, Research Program Manager, Pediatric-Perinatal

HIV Studies
Judy Barros, MSN, CPNP FXB Center
Ruth Fleshman, MSW, LCSW, Director of Social Work Services

Lower New York Consortium for HIV-Affected Families
Bellevue Hospital Center
First Avenue and 27th Street
New York, NY 10016

Keith Krasinski, M.D., Director
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Model Comprehensive Health Care Program for Adolescents/ Adolescent AIDS
Program

3514 Wayne Avenue
Bronx, NY 10467

Donna Futterman, M.D., Director
Neal D. Hoffman, M.D., Medical Director
Alice Myerson, N.P., Primary Care Coordinator
Mayris Webber, Ph.D., Montefiore Hospital, AIDS Research Program, De-

partment of Epidemiology and Social Medicine

Northern Manhattan Women and Children HIV Demonstration Project
Columbia School of Public Health
600 West 168th St. and Broadway on 168th
New York, NY 10032

Dr. Mahrukh Bamji, M.D., Metropolitan Hospital
Cyra Borsy, Columbia School of Public Health
Chris Cynn, HIV Law Project
Danielle Greene, M.P.H., Columbia School of Public Health
Cheryl Healton, Dr.P.H., Columbia School of Public Health
Lynn Jackson, Metropolitan Hospital
Mary Ellen Kelly, M.P.H., Metropolitan Hospital
Stephanie Taylor, M.P.H.. Columbia School of Public Health
Nancy VanDevanter, Dr.P.H., Columbia School of Public Health
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Alabama Site Visit Summary

On April 27, 1998, a site visit to Alabama was conducted on behalf of the
Institute of Medicine (IOM) Committee on Perinatal Transmission of HIV. Its
purpose was to seek input from public health officials, practitioners, and patients
on the implementation of the Public Health Service (PHS) recommendations on
perinatal HIV transmission and on any additional efforts/means to reduce perina-
tal transmission. Alabama was chosen for a site visit because it is a southern state
with a large rural population, and, as such, represents the region with the greatest
recent increases in perinatal HIV transmission rates. Site visit discussions were
held both in Birmingham (in Jefferson County) and in Eutaw (a small community
in rural Greene County). Participants included representatives from the Univer-
sity of Alabama at Birmingham’s 1917 Clinic, the University of Alabama’s De-
partment of Obstetrics and Gynecology, the Alabama Department of Public
Health, Jefferson County Department of Health, the Children’s Hospital of Ala-
bama, St. George’s Clinic at Cooper Green Hospital, and patients and staff of
West Alabama Health Services.

HIV/AIDS TRENDS IN ALABAMA

The number of reported HIV/AIDS cases in Alabama rose dramatically in
the 1980s, and has since peaked, or at least plateaued, in the mid-1990s, with
approximately 1,100 cases reported annually between 1995 and 1997. A total of
9,646 HIV/AIDS cases (5,028 AIDS cases and 4,618 HIV infections) had been
reported statewide through May 25, 1998. While HIV/AIDS cases have been
reported in all but one county in the state, infection rates in southern Alabama are
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about twice those in the northern part of the state. In general, the epidemic in the
southern part of the state reflects a disproportional HIV/AIDS frequency among
African-American women, while in the northern part of the state it is more an
epidemic among white, homosexual men.

Through May 25, 1998, a total of 1,933 female HIV/AIDS cases were re-
ported in Alabama. HIV/AIDS seroprevalence rates among childbearing women
in the state are approximately 1/1,000, similar to the national rate. Among Afri-
can-American childbearing women, however, the seroprevalence rate is 1/250,
considerably higher than national rates. Thus, the state’s racial disparity among
HIV-infected women is particularly large. The rate of HIV/AIDS infection among
women has increased steadily since 1986.

A total of 105 pediatric HIV/AIDS cases have been reported in Alabama since
1985. In contrast to trends for the adult population, the annual number of reported
pediatric cases in Alabama peaked in the early 1990s (with 17 HIV/AIDS cases
reported in 1990 and 16 in 1991), declined to 11 cases in 1995, and then to 4 cases
in 1996 and 1 in 1997. It is important to note that reported pediatric HIV/AIDS
cases have declined, even though the number of infants reported as perinatally
exposed to HIV has continued to increase steadily—from 51 in 1994 to 67 in 1997.
Among those infants known to be perinatally exposed, the proportion receiving
zidovudine (ZDV) at delivery has increased from approximately 6% in 1994 to
63% in 1997. The number of infants receiving ZDV after delivery rose as well,
from 20% in 1994 to 96% in 1997. These findings are consistent with the imple-
mentation of PHS recommendations for perinatal HIV exposure. One emerging
trend cited by perinatal care providers is that over the past 18 months there has
been an apparent increase in the number of HIV-infected women who choose to
continue their pregnancies, rather than opt for termination.

In Alabama in 1997, the greatest percentage of reported HIV counseling and
testing was performed in family planning clinics (41%), followed by STD (sexually
transmitted disease) clinics (35%), and prenatal care sites (12%). Prisons accounted
for only 3% of counseling and testing performed, community health centers for 2%;
TB (tuberculosis) programs for 2%, and private physicians for only 4% of the total.

Data on receipt of prenatal care indicate that in 1996, 5.6% of live births in
Alabama were to mothers who received inadequate prenatal care, as measured by
the Kessner index. Adequacy of care varied considerably between the two coun-
ties visited by the committee, with 12% of births in rural Greene County consid-
ered to have had inadequate care, but only 4% of births in urban Jefferson County.
These data are important in considering potential barriers to and solutions for
improving perinatal HIV transmission rates.

IMPLEMENTATION OF PHS GUIDELINES

The site visit team sought information on the extent to which the July 1995
PHS recommendations for universal counseling and voluntary HIV testing of
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pregnant women have been implemented in Alabama. More specifically, partici-
pants reported on (1) incorporation of PHS guidelines into other guidelines or
protocols; (2) provider implementation of counseling and testing guidelines; (3)
the proportion of pregnant women tested at different sites and reasons for varia-
tions; (4) acceptance of treatment and reasons for refusal; and (5) reactions to
possible variations in guidelines.

Incorporation of Guidelines

Participants noted that Alabama Department of Public Health (ADPH), the
Jefferson Country Department of Health (JCDH), and West Alabama Health
Services (WAHS) (a private, non-profit community health provider), have all
incorporated the PHS guidelines into their own guidelines or protocols. The
ADPH has undertaken several measures. First, shortly after the AIDS Clinical
Trials Group protocol number 76 (ACTG 076) was published, the state health
officer and the state perinatal advisory committee sent out a joint letter to all
health care providers in Alabama recommending that they follow the PHS recom-
mended protocol. The ADPH has also incorporated PHS guidelines into guide-
lines for public health clinics throughout the state. (Local public health clinics
throughout the state are actually operated by the ADPH. Only Mobile and
Jefferson counties have relatively autonomous local health departments.) The
ADPH guidelines, Comprehensive Health Record Instruction Manual (CHR),
require HIV counseling and the offering of HIV testing within the first two
prenatal visits. Additional HIV testing will be offered in later visits if clinically
indicated. During the postpartum visit, offering of HIV test and counseling are
required. Finally, the ADPH supported legislation being considered by the Ala-
bama legislature at the time of the IOM site visit. The legislation, which did not
come up for a vote during the recent legislative session, would have given the
state board of health the authority to require routine testing for specified notifi-
able diseases. If the law had passed, then the board of health would likely have
required routine HIV testing of all pregnant women, with the patients having the
right to refuse testing.

The JCDH has incorporated the PHS recommendations into its clinical man-
agement protocols for care of its maternity patients. The JCDH protocol currently
in use was developed in June 1995 and includes the following components: (1) a
risk assessment at the initial visit for all maternity patients, with risk status
recorded in the county’s automated record system maintained by the JCDH and
the University of Alabama at Birmingham Department of Obstetrics and Gyne-
cology; (2) a strong recommendation that all prenatal patients receive HIV serol-
ogy testing; (3) routinely obtained written informed consent for confidential HIV
serology testing on admission; (4) clear notification to patients that any HIV
information obtained will be shared with the hospital responsible for delivery and
with the high-risk obstetrics clinic; (5) required pre-test counseling, with compo-
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nents specified; (6) required post-test counseling, regardless of results; and (7)
referral of all HIV-infected women to the county’s special HIV prenatal clinic.

The WAHS provides an example of how PHS recommendations have been
incorporated in clinical guidelines for a private, non-profit agency serving a large
number of pregnant women in a rural setting. WAHS offers a comprehensive
prenatal care program that incorporates routine HIV/AIDS education/counseling
and voluntary testing.

Guideline Implementation and Test Acceptance

Despite incorporation of guidelines at state and county levels and within
some parts of the private sector, those interviewed were in agreement that pro-
vider implementation of HIV counseling and testing appears to be quite uneven
in both the public and the private sectors, and that this variation is probably the
most important factor in determining test acceptance. Participants believed that in
clinics where providers routinely offer testing and educate women about the
health benefits, particularly for the baby, the proportion of women tested was
extremely high. Participants, however, thought that some providers offer testing
based on assessed risk while other providers (particularly within the private
sector) routinely test without pre-test counseling or informed consent. Some
providers routinely provide a comprehensive HIV education/counseling program,
while others inform patients by leaving brochures in the waiting room.
Interviewees reported that some physicians refuse to see maternity patients un-
less they are tested for HIV, thus making the test mandatory. At the other ex-
treme, some physicians refuse to treat women once they test positive.

Participants expressed the opinion that further provider education is needed to
make practice more consistent with the PHS guidelines. In addition, some believed
that routine testing (i.e., including HIV as part of a regular prenatal test panel, with
patient opt-out provisions) was the best way to improve test rates. Finally, partici-
pants agreed that although current implementation of the PHS recommendations on
counseling and testing is less than ideal, the trend is favorable.

With regard to test acceptance, participants felt that if properly counseled,
the overwhelming majority of pregnant women would accept testing. Barriers to
acceptance include lack of trust in the provider, fear of blood tests, late entry into
prenatal care, religious beliefs, fear of the disease itself, and the legacy of the
Tuskegee syphilis study.

Proportion of Childbearing Women Tested

Public health officials noted that statewide, only 55% to 65% of public
health maternity patients were tested or knew their HIV status. In several coun-
ties, maternity patients are referred to STD clinics for HIV counseling and test-
ing. Asked whether this might be a barrier to testing because of the stigma
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associated with STDs, they responded that it may be a barrier and this is a local
decision.

In Jefferson County, testing among the county’s eight clinic sites has been
uneven as well. The percentage of JCDH maternity patients tested increased from
45% in July 1995–June 1996, to 69% in November 1997–March 1998; however,
rates vary by site. Recent data from the county’s Obstetrical Automated Record
(OBAR) system indicate that among the eight clinic sites, the proportion of
maternity patients not tested ranges from 2% to 66%. To address variations in
testing across sites, in November 1997 the health department held an in-service
education program aimed at changing provider behavior.

It is important to note that on an annual basis, clinics provide maternity care
to about 5,000 pregnant women in Jefferson County, and to 30,000 women state-
wide (roughly half of all childbearing women in each jurisdiction). Changes in
implementation of counseling and testing practices in the public sector could thus
have a profound impact on overall perinatal HIV transmission in Alabama.

With regard to testing at WAHS, the director stated that under its compre-
hensive counseling/education program, 99% of WAHS maternity patients volun-
tarily accept testing. Finally, although no data were available on the proportion of
private maternity patients in Jefferson County or in the state who received HIV
counseling and testing, public health officials noted that private providers clearly
are testing, using state labs, and reporting cases to the state.

Acceptance of Therapy

On the issue of acceptance of ZDV and other, complex therapies (combina-
tion, protease inhibitor-containing regimens), all those interviewed agreed that
once HIV-infected pregnant women receive test results, most accept therapies.
Reasons given for non-acceptance include fear of loss of confidentiality for those
being in small communities; fear of domestic violence; and fear, denial, and
depression about the disease itself. Participants noted the importance of provid-
ing a smooth transition from testing to treatment, offering comprehensive pri-
mary care to the HIV-infected woman and her infant, establishing a trusting
provider–patient relationship, and providing needed mental health and social
services.

Participants indicated that both ethical and resource issues impact whether
mono- or combination antiretroviral therapy is offered. In Jefferson County, while
the HIV high-risk centers are offering complex therapies, the JCDH reimburses
only for ZDV, primarily because of resource constraints. Some providers also are
concerned that multiple therapies may be considered experimental, and so are
reluctant to prescribe them for ethical reasons or fear of liability.

Participants pointed to a growing need for resources to sustain care. They
were particularly concerned about insufficient funding to pay for care and medi-
cations (especially combination therapies) for HIV-infected mothers once they
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are six weeks postpartum and no longer Medicaid-eligible. Interviewees stressed
that federal Ryan White funds had been essential to building and maintaining
current services and to meeting future need.

On the issue of general barriers to care, particularly among poor, rural Afri-
can Americans, the following observations were offered. There is not a culture of
accessing primary care in general and maternity services in particular. Rather,
birthing is something that “mama and grandmama” used to assist with; family
members’ attitudes continue to have substantial influence over whether or not a
woman seeks prenatal care. In addition, for many, educational levels are very
low, so health education must be tailored to make sure patients can understand
and follow through with care.

Reactions to Possible Variations in Guidelines

At several points during the site visit, participants were asked their opinions
regarding possible changes in the PHS guidelines. Most providers felt that man-
dated testing is not desirable. One participant said, “I don’t think we have to
resort to that.” Others noted that mandatory testing could exacerbate the problem
of women being tested without their knowledge, which in turn could seriously
undermine patient–provider trust.

It was pointed out that the real focus should not be on mandatory testing, but
rather on how the term “voluntary” is defined and implemented. Most partici-
pants preferred maintaining a voluntary approach through routine testing (as part
of a standard prenatal test panel), with a patient opt-out provision. The Emory
University protocol calls for universal counseling and routine testing, with an
exclusion consent. One participant expressed concern that if offered a list of tests
from which they could opt out, some patients would refuse syphilis testing. In
rural Alabama, people refuse some testing because of the Tuskegee history. Oth-
ers refuse prenatal genetic testing because they will not terminate the pregnancy
regardless of the test outcome. Finally, one participant suggested that financial
incentives or disincentives might prod providers to routinely include HIV testing.

MODELS THAT WORK

Throughout the site visit, participants provided examples of how innovative
programs are successfully addressing perinatal HIV transmission. Among the
highlights are the following:

• In Jefferson County, through a concerted outreach effort to the faith com-
munity, a network of AIDS care teams has been established. The Care Team
Network project has a two-pronged focus: (1) intensive education and outreach to
local clergy (aimed at changing the role of church communities from “among the
least supportive” of people with HIV/AIDS to among the most supportive); and
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(2) organizing church/synagogue-based AIDS care teams to provide emotional
support and assistance to people with AIDS. Recently, the AIDS teams have been
“mainstreamed” into a general care team network that assists victims of other
chronic conditions such as Alzheimer’s disease.

• Again in Jefferson County, a broad range of HIV care providers working
in a variety of clinical settings has developed a well-coordinated system of care
for HIV-infected women and their children. These programs serve local HIV/
AIDS patients as well as those referred from northern and southern Alabama.
Patients travel as much as four to five hours to receive integrated care in
Birmingham’s HIV centers. For all patients, whether local or referred, attention
has been given to assuring smooth transitions from testing to primary and spe-
cialty care; providing long-term follow-up care; and providing an array of sup-
port services including transportation, emotional support, and funding for needed
medications. Included among the collaborating institutions are the “1917 Clinic”
at the University of Alabama at Birmingham, the JCDH, St. George’s Clinic at
Cooper Green Hospital, and the Children’s Hospital of Alabama.

• In rural Greene County, WAHS has integrated HIV/AIDS education,
counseling and testing into a well-developed comprehensive prenatal care pro-
gram. Using a model developed under a Ford Foundation grant, program compo-
nents include outreach and home visiting, the use of clearly laid out educational
protocols, and monitoring of quality assurance. WAHS achieves near universal
prenatal testing among its maternity patients.

SITE ADDRESSES AND PARTICIPANTS

The IOM committee members who visited the programs in Alabama were
Lorraine Klerman and Sten Vermund. Others present from the IOM were Michael
Stoto, study director, Donna Almario, and Amy Fine (consultant).

1917 Clinic
908 South 20th Street
189 CCB
Birmingham, AL 35294-2050

Malcolm L. Marler, Chaplain Education Specialist, Infectious Disease
Phyllis Percy, NP
Michael Saag, MD, 1917 Clinic Director, Professor, Infectious Disease
Kathleen Squires, MD, Associate Professor, Infectious Disease

Alabama Department of Public Health
201 Monroe Street, Suite 1400
Montgomery, AL 36104

Jane Cheeks, MPH, Director, Division of HIV/AIDS,
Richard Holmes, MPH, Director, HIV/AIDS Surveillance
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St. George’s Clinic, Cooper Green Hospital
1515 6th Ave. S.
Birmingham, AL 35233

Jane Mobley, MD

University of Alabama at Birmingham
618 South 20th Street
560 OHB
Birmingham, AL 35294-7333

Robert L. Goldenberg, MD, Professor and Chair, OB/GYN

West Alabama Health Services
P.O. Box 599
Eutaw, AL 35462

Sandral Hullett, MD, MPH, Director
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Donna Almario

APPENDIX

G

South Texas Site Visit Summary

On May 10, 1998, the Institute of Medicine’s Committee on Perinatal Trans-
mission of HIV visited San Antonio, Texas, to examine issues regarding the
perinatal transmission of HIV in South Texas. Compared to previous site visits in
New York, New Jersey, and Alabama, South Texas had similar issues with regard
to providing care for pregnant women and their babies. Unlike the other sites,
though, South Texas encountered additional barriers in providing care because of
its vast area, low prevalence of HIV in women, and proximity to Mexico.

DEMOGRAPHICS OF HIV IN SOUTH TEXAS

Geographically, South Texas is a large yet sparsely populated area that in-
cludes 54,000 square miles (about the size of New York State). Included in this
area is the region around the Texas-Mexico border, also known as La Frontera.
The population includes about 55% to 60% Mexican Americans and 7% African
Americans. Economically, this area has an unemployment rate of 20% to 25%,
and three of the poorest counties in the nation.

The primary mode of HIV transmission in women in this area is through sex.
Few cases (less than 2%) are directly due to injection drug use. HIV-positive men
usually do not know they are infected and some are closeted bisexuals. When
families come in for care, fathers are rarely seen.

IMPLEMENTATION OF PHS GUIDELINES

Prior to 1995, about two-thirds of children diagnosed with AIDS had moth-
ers who were identified previously as being HIV-positive. Since the release of the
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Public Health Service (PHS) guidelines, birth certificates record whether or not
an HIV test was done prenatally and during delivery. Additionally, the Texas
State legislature passed a law in February 1996 requiring routine HIV testing
with notification of all pregnant women at the first prenatal visit and during
delivery, except for those who specifically opt out. Since 1995, the number of
children diagnosed with AIDS has dropped.

A provider from the University Health Center who cares for diabetic and
other complicated pregnancies reported that about 99% of these women are tested
for HIV. In Centro del Barrio, a clinic that provides services to poor women in
San Antonio and Bexar County, ten women (95%) are tested per month, and so
far no one has tested positive. Family Health Services, part of the city’s health
department, delivers 4,000 of the 20,000 births in the county. They report that all
pregnant women are offered the HIV test and 90% to 95% of these women accept
testing. However birth certificates record that only 85% of pregnant women were
tested. One of the physicians who provides care for HIV-infected women re-
ported that 95% of women who are offered the test accept it. The other 5% refuse
to be tested because of stigma, discrimination, fear of breach of confidentiality,
and belief that they are not at risk.

Of the pregnant women tested and notified of their positive result, 5% re-
fused zidovudine (ZDV) therapy during pregnancy and very few refused postna-
tal ZDV treatment for their babies. Most physicians use ZDV alone, although an
increasing number use triple combination therapy.

When informed of the danger of breast-feeding to the baby, most HIV-
positive women refrain from breast-feeding. The WIC program provides formu-
las to HIV-positive mothers.

Overall because of the AIDS Clinical Trials group protocol number 76
(ACTG 076), more HIV-infected women are having babies. They are aware of
the ACTG 076 results and believe they can safely deliver the baby.

PROGRAMS REPRESENTED

Unlike Dallas and Houston, San Antonio has little local tax funding for HIV
care so it relies heavily on Title I–IV funding. Because of the low prevalence of
HIV in South Texas, there is strong competition for a small pot of federal money.
One participant mentioned that there is no strong will to direct the money into
prevention. However, despite this, there are connections that enable the present
system to work. HIV-infected women in San Antonio are getting into care.

Many people who are HIV-infected are referred to the following sites: South
Texas AIDS Center for Children and Families (STAIDS), Valley AIDS Council
(VAC), Community First Health Plans, Centro del Barrio, and the San Antonio
Metropolitan Health District. All except for Community First Health Plans (an
HMO, health maintenance organization) receive federal funding from Health
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Resources and Services Administration (HRSA’s) HIV Bureau (Title I-IV) and/
or the Centers for Disease Control and Prevention (CDC). Besides providing
care, STAIDS also conducts research.

The following are programs in South Texas that provide care for HIV-posi-
tive people. STAIDS was established at Santa Rosa Children’s Hospital in San
Antonio in 1988, primarily to treat hemophiliacs. Within a few years, children
infected perinatally were increasingly being admitted and more children from the
surrounding areas were coming in for care, even as far south as the Lower Rio
Grande Valley (LRGV), which is about 270 miles away. Eventually, additional
service sites were established in the towns of McAllen, Harlingen, and Corpus
Christi in the LRGV.

STAIDS is part of the Division of Community Pediatrics of the Department
of Pediatrics, University of Texas Health Science Center at San Antonio. It was
founded in the late 1980s as part of the original 17 Title IV sites. In the last four
to five years, the center has received funding to conduct several projects:

• The Salud y Unidad en la Familia is a SPNS (Special Projects of National
Significance) project that is intended to develop the delivery system of care for
children and mothers in South Texas. The project works with organizations that
provide HIV services in Corpus Christi and the LRGV; it collects data on fami-
lies to study the quality of life for HIV-positive women and barriers to care.

• La Frontera is another SPNS project that includes working with VAC
(located at the Texas-Mexico border) and the United Medical Center (in Maver-
ick County). The project studies the migrant and rural population to better under-
stand the patterns of HIV disease, transmission, and case finding in these areas of
the state.

• The Texas Department of Health funds a project to study education and
prevention for youth in detention facilities.

• Two other grants provide funds to study the management of chronic dis-
eases in the valley and the impact of Medicaid managed care of children with
special health needs.

VAC is the primary AIDS clinic in the LRGV. Since 1995, it has expanded
to include a medical clinic. The program has provided an array of services,
including medical services, case managers, referrals to dental services, and trans-
portation to help people keep their medical appointments. Case managers assist
families so that children reach appointments on time. They also have funds to
provide emergency medication, care for migrant women, and an educational
program on HIV testing in the valley. There is a walk-in testing clinic where
turnaround is fast. VAC also works with other nearby hospitals.

Much of the obstetric care in the valley for HIV-infected women is provided
by the Family Residency Program. Private obstetricians initially did not treat
these women, but the situation has improved. Now a limited but increasing num-
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ber of physicians are demonstrating an interest in helping out. Most of the women
treated do not have the resources to pay for care.

Community First Health Plans is the first public HMO in Texas. It was
established in 1997 and is a tax-exempt Texas corporation sponsored by the
University Health System. The HMO was established in response to the changing
marketplace, especially the move to managed care for Medicaid populations.
Community First Health Plans tries to identify plan members who are at risk for
HIV infection through their claims data. Members with HIV infection are as-
signed a case manager who facilitates members into infectious disease services
and tracks health status. Members with HIV are allowed to choose their infec-
tious disease provider as their primary care physician.

Centro del Barrio is a private non-profit community health center that pro-
vides HIV testing and offers free obstetric and gynecologic services. Counselors
are registered nurses, educators, certified nurses, and social workers. HIV testing
is free, and an on-site laboratory provides results within two or three days. More
than 95% of the women who receive prenatal care through the Centro del Barrio
are tested. Pregnant women who are in shelters have outreach workers who link
them to care. The center also collaborates with the hospital district.

The San Antonio Metropolitan Health District’s Family Health Services
Bureau sees 4,000 prenatal patients per year out of the 20,000 births in Bexar
County. Most of the women are indigent, and since 1996, four women have been
diagnosed with HIV.

BARRIERS TO CARE

Some of the barriers to implementing the PHS counseling and testing guide-
lines in South Texas are: counseling and informing patients in a low prevalence
area, obtaining and correctly analyzing test results, notifying patients of the test
results, the distance some must travel to obtain care, providing care for undocu-
mented residents, and cultural stigma.

The low prevalence of HIV in the South Texas region makes it difficult to
educate physicians to counsel and inform their patients of HIV. Patients with HIV
make up less than one percent of the typical physician’s workload. Because of the
low percentage, keeping up to date with the current literature can be considered
inefficient, counseling may impede a doctor’s workload, and seeing fewer pa-
tients may decrease revenues. There are training classes for HIV counseling
offered at the AIDS Training Center in Houston, but few physicians attend;
instead, social workers and nurses usually attend. One participant recounted an
incident that demonstrates providers’ lack of training: a medical resident who
notified a pregnant patient of her positive result was unable to answer the patient’s
questions about HIV, the effect of the medication on the baby, or refer her to
STAIDS. When the patient asked for a retest, the resident incorrectly answered,
“the tests are accurate and there is no need for retest.”
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Obtaining and analyzing test results can also be very difficult. In one system,
the physicians themselves must call the lab directly to obtain test results. Some
tests may not be returned because the physician forgets or the patient forgets to
remind the doctor to obtain the results. At one site to counteract this problem, a
nurse practitioner obtains all the lab results and reads through them to find an
HIV-positive result. Once she finds a positive result, she determines which phy-
sician has seen the woman most often and then asks the doctor to contact the
woman.

The analysis of the test results are sometimes misinterpreted. In a number of
cases, women with a positive ELISA and indeterminate Western blot were incor-
rectly informed that they were HIV-positive. Although all were eventually re-
tested, this lack of attention to important facts about HIV testing may result in the
patients’ mistrust of their care providers and may contribute undue stress in the
women’s lives. In one such situation, a woman told her husband of her positive
status, and he left her immediately. When her initial results were found to be false
positive, it was already too late.

Some doctors seem misinformed of the standard procedure for administering
the ACTG 076 regimen or assume that pharmacies automatically have injection
ZDV in stock. For example in Harlingen, one physician requested administration
of ZDV during labor of an HIV-positive woman, not knowing that the Harlingen
hospital did not automatically stock ZDV. Unfortunately by the time the medica-
tion arrived from San Antonio, the woman had already delivered the baby. The
participants believed that this situation is seen in many other smaller towns where
there is a low prevalence of HIV/AIDS. Some doctors do not know the proper
administration of ZDV during labor. One doctor reportedly said, “We don’t use
injection form here.”

The distance to travel for health care is also an issue. For example, one
grandmother must travel 150 miles both ways so an infant can take part in a drug
trial. One of the patients interviewed said that if she were to take public transpor-
tation to her clinic, it would take her two hours. Considering the importance of
complying with the ZDV regimen, transportation can be considered a barrier
when caring for HIV-positive pregnant women. Some providers around the LRGV
must travel 1400 miles in less than a month to deliver the results to people.
Transportation is “expensive, labor intensive, and time consuming.”

Finally, there is difficulty in notifying the woman of a positive result. Many
women are lost because they provide false addresses (often because of immigra-
tion concerns). Others are lost because of the effects of a provider’s unsympa-
thetic notification of the positive result.

Texas Law

In response to the lack of preparation in dealing with HIV and delivering
medications, the Texas legislature passed a law in February 1996 that requires
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routine HIV testing with notification of all pregnant women at the first prenatal
visit and during delivery, except for those who specifically opt out. Counseling is
supposed to be offered and pamphlets about HIV/AIDS from the Texas Depart-
ment of Health given to all women in prenatal care.

The participants saw a number of benefits of the law. Most importantly,
more women, especially those considered at low risk, were getting tested. How-
ever although more women were being tested, the participants cited several gaps
in the law’s implementation. First, there is no tracking system to know which and
how many women stayed away from care because of the testing policy. Second,
although the law requires counseling, no funds are set aside for counseling nor is
counseling tracked. Third, although testing is required, there is no enforcement of
the law. Remarkably, many providers and patients, even those interested enough
in perinatal HIV to attend the committee’s site visit, seemed ignorant of the law’s
specific provisions.

Special Populations

Undocumented Women

Because of Texas’ close proximity of the Mexican border, many Mexican
women cross the border to deliver their babies in South Texas. Many of these
women have not received prenatal care because they are ineligible for Medicaid.

Several dilemmas may arise for these women. One is providing care for other
sick family members who are not U.S. citizens. According to one participant,
there was a case where an HIV-infected Mexican woman delivered her baby in
the United States. The woman has six other children who are not U.S. citizens, all
who have tested positive for tuberculosis (TB), and one who is HIV-positive. The
provider must then decide between treating other sick family members despite
their lack of U.S. citizenship or not treating them at all, which may lead to death
or in the cases of the TB infected individuals, be a threat to others. In these
situations providers must be creative, often relying on limited charity funds, in
finding solutions to treat sick family members.

Another dilemma arises when providing care for a baby who is a U.S. citizen
and dealing with a mother who is not. In one such situation, there was a choice
between deporting the mother along with the baby, thereby depriving U.S. care
for the HIV-infected baby or deporting only the mother and leaving the baby
behind to be enrolled into a drug trial. Luckily, the baby was able to remain in the
United States with her grandmother.

South Texas also has a large migrant population. To access health care and
since they do not have a permanent address, migrants must return to the state
where they originally applied for Medicaid. If they access their health care else-
where they risk losing their Medicaid eligibility. Thus, pregnant migrant women
living in Texas who are HIV-infected must deliver in the state where they origi-
nally applied for Medicaid. That state may not have routine HIV testing during
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pregnancy, and then the women ends up returning to Texas without accessing
HIV care.

Culture

The family unit is very important and highly regarded in the Hispanic cul-
ture. HIV infection, however, is seen as a threat to the cohesiveness of the family.
One patient noted that the worst thing for a Hispanic family is having a member
who is homosexual, uses drugs, or is promiscuous. In the Hispanic culture, HIV
encompasses those aspects and so one who has HIV is considered “not good.”
Some positive women, then, are reluctant to tell their families of their HIV
infection. Single women who are pregnant and have HIV must also deal with the
additional stigma of being a single unwed mother.

Since “family” is so important in the Hispanic culture, many women do not
use birth control. For instance, women feel that they cannot ask a man to put on
a condom because as his wife or partner, she would not be satisfying him. Be-
cause of the importance of the family, on the other hand, a pregnant woman will
work out of her culture and seek early prenatal care and take medications if she
understands there is a benefit to her baby. Usually, the women are more compli-
ant in using formula if they know that breast-feeding may harm the baby. All of
the patients who were interviewed stressed the importance of taking the medica-
tion “because of the baby.”

PATIENTS

Patient 1: Theresa

Theresa (a pseudonym) is a Hispanic woman who was tested for HIV in
1994 and was negative. In 1998 she was tested again after signing forms for a test
she thought was routine. She was 6.5 months pregnant at time of diagnosis, and
she had never received information on how HIV transmission from mother to
child can be prevented.

Upon receiving the positive test result from her provider, who is a medical
resident, Theresa at first did not believe it. She asked questions about HIV, the
medication, its side effects and potential harm to the baby, yet the resident was
unable to answer the questions or refer her to specialized care in San Antonio.

Theresa felt “dirty, not worthy, trashy, and filthy.” She perceived that HIV-
positive people were prostitutes and drug users, and that people would see her in
the same light. Luckily a nurse practitioner overheard the conversation between
Theresa and the resident, consoled Theresa, and told her about Community Pedi-
atrics. Unfortunately Theresa was still distraught and contemplated suicide on her
way home. However the counselors at Community Pediatrics were very helpful
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and caring and referred her to other providers. She did not want to return to her
first provider.

Initially she went to the Family Focus AIDS Care Treatment and Services
Clinic (FFACTS), found that it primarily treated homosexual men, and conse-
quently felt uncomfortable. There were also HIV/AIDS signs in the clinic, and
she believed that her confidentiality was being threatened.

Two months prior to delivery, she developed shingles and was hospitalized.
Her providers wore full masks and gowns when they entered the room, and she
assumed that they were protecting themselves from HIV, not the shingles. No one
had told her why.

Her mother knows her HIV status, and both are learning more about the
disease. Theresa used the HIV brochures that she received from her providers to
explain the disease to her mother, who is very supportive. On the other hand,
Theresa’s two sons do not know her HIV status, and she fears that they will
discover it. When she administered the ZDV to her newborn, Theresa told her
sons that they were vitamins. There are support groups in the evenings, but it is
difficult for her to attend since her children do not know she has HIV. She also
has a roommate who helps support her and the children. Without him, she and her
family would be out on the streets. She does not receive support from the baby’s
father because she believes that he feels guilty.

After her diagnosis, she began to lose her concentration at work, and her
performance deteriorated. She believed that having her baby in daycare while she
was at work and administering ZDV would put her confidentiality at stake. She
quit her job but eventually found a new one. Upon bring hired, though, she will
have to relinquish her Medicaid status since her salary is now over Medicaid’s
earning requirements. She is concerned that people will find out at work. At a
previous job, one woman knew and treated her differently. She is afraid of getting
sick at her job or even cutting herself.

Theresa’s providers helped her find a pharmacy where no one knew her. She
is now on triple therapy and is very compliant to the medication regimen. Her
doctor told her two months before the site visit that she would live five or ten
more years. Two weeks before the site visit, the doctor said that she will live eight
to twenty more years. He said that as long as she takes her medication, she would
live longer.

She reports that she “takes the medication for her [baby] and myself. . . . I
may not see her wedding or prom, but will see her everyday until it [death]
comes.”

Patient 2: Loretta

Loretta was five months pregnant when she was diagnosed with HIV. She
did not know about the HIV testing law, and her nurse told her that it was
mandatory. However, when Loretta questioned the nurse about the informed
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consent form which had boxes of “yes” and “no,” the nurse restated, “It’s the
law.”

Her private obstetrician/gynecologist (she’s covered by Medicaid) told her
on the phone that her tests came back abnormal and that it was important to see
both her and her husband immediately. Once in the office, the doctor told Loretta
that she had HIV and showed her the lab results. She was in disbelief and thought,
“I’m no lab technician, how am I supposed to read this?” The doctor then gave
her a prescription of ZDV and a copy of several pages from a book about AIDS.

Her first thought was that she was going to die immediately, and both she
and her husband were distraught and overcome by tears. Loretta’s second con-
cern was for her baby. Her husband demanded a retest, but the doctor at first
refused but later relented. The doctor referred her husband to the Health Depart-
ment to be tested.

At the Health Department, they began to get answers and support. The coun-
selors explained the test procedures, the medication, and then referred them to the
FFACTS clinic. When she returned to her private obstetrician/gynecologist to get
the second test results, she felt uncomfortable with him and thought that he did
not know how to handle her situation. He asked if she was taking ZDV, and
Loretta replied that she had not started because she did not know what it was.

What she initially knew of ZDV was through a homosexual friend who had
HIV. He took ZDV, still deteriorated, and later died. She believed that ZDV
caused her friend’s death and so assumed that HIV led to AIDS with ZDV, and
that led to death.

Her first thought was how were people going to treat her. She believed that
only homosexuals and drug users were infected with HIV. She felt alone,
ashamed, and dirty. She thought that people would not want to be around her and
no one would take care of her baby if she was not around.

However once Loretta began seeing her current physician from the FFACTS
clinic, she began to understand the benefits of ZDV. When she began learning
more about the disease, she informed her family. Her baby is negative and now
she is on triple therapy.

Patient 3: Olivia

Olivia was diagnosed with HIV after donating blood. One month later, the
blood drive’s sponsor tracked her down and informed that she had HIV. She
contacted her mother, but at that point, she felt she had nowhere to turn. Her
fourteen-year-old son and her partner were both found negative.

Upon notification, physicians in her hometown of Seguin where the blood
bank was located, told her that they “didn’t know how to help.” They referred
Olivia to other several places. She finally contacted the health department in
Seguin, and they referred her to the FFACTS clinic. At that point, one month
after she donated blood, the physician told Olivia that she was four months



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

APPENDIX G 269

pregnant. Olivia wanted to have an abortion, but the doctor said that she was too
far along in her pregnancy and could not have an abortion. At that point she
started feeling scared.

Olivia was immediately placed on ZDV and informed that the ZDV was to
benefit the baby’s health. She was very compliant with treatment and kept every
appointment. Her baby is negative.

Her partner’s family reacted negatively because of her status. She, however,
was not afraid to tell her own family and receives strong support from her family,
which she attributes to the family’s closeness. When Olivia’s younger niece
worries that Olivia would die and would not be able to take care of the baby or
that the baby would die, Olivia responds, “You just have to pray.”

She is now on triple therapy and Prozac because of her depression.

Patient 4: Tina

Tina who is six months pregnant, originally grew up in Puerto Rico and was
probably infected there by an abusive boyfriend who later died of AIDS. After
being tested while still living in Puerto Rico, a nurse called to say “you have to
come down. It doesn’t look good.” She hung up, and did not get retested until
after moving to San Antonio.

After complaining about migraines, she was admitted to the hospital, where
it was determined that she was pregnant. For her prenatal care, she visited the
health department and found out that she was 2 weeks pregnant and had HIV. She
began to cry upon receipt of the news, but the physician comforted her by saying
that “a positive status doesn’t mean you’re going to die.” This gave Tina some
hope.

Tina told her cousin about her HIV status, and her cousin told her whole
family. Her family was not supportive, and Tina felt they were treating her like
“trash.” Her father, though, was very supportive.

Tina’s partner also attended the meeting and reported that Puerto Rico is
backwards compared to the United States in HIV care and understanding of the
disease. HIV patients are not treated with dignity and there is condescension of
the lifestyle these patients have led. Most people, he thinks, believe, “You did it,
you deserve it.”

Tina did not know that medications can help her baby until she saw her
partner taking his medication.

She does not like being pushed and if testing were mandatory, she would go
somewhere else for prenatal care.

SITE ADDRESSES AND PARTICIPANTS

Representing the committee were Katherine Luzuriaga and Stephen Thomas
and IOM staff were Michael Stoto (study director) and Donna Almario.
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Michael Stoto

APPENDIX

H

Florida Conference Summary

On April 16, 1998, the Institute of Medicine (IOM) Committee on Perinatal
Transmission of HIV held a public hearing in conjunction with the Florida HIV
Conference in Orlando. Florida Title IV program directors and others were noti-
fied about the hearing in advance of the meeting, and others were told of the
hearing at the meeting itself. The comments and views expressed below are those
of the participants.

COUNSELING AND OFFERING OF HIV TEST

In October 1996, Florida enacted a law requiring that all women in prenatal
care be counseled and offered an HIV test. For those who refuse, a document of
the patient’s refusal and signature must be obtained and entered into the patient’s
record. The offering and acceptance of an HIV test are different in the public and
private sector. Almost all women in public sector prenatal care are offered an
HIV test, and less than 5% of these women refuse testing. Women who receive
prenatal care in the private sector, on the other hand, are less likely to be offered
a test.

According to the participants, prenatal tests are offered in the private sector,
but in different ways. Some women are given a blanket consent form for all
prenatal tests, including the HIV test, although this practice is illegal according to
one participant. In other areas, nurses counsel women about the HIV test, as part
of the setup for their first prenatal care visit with a physician.

One participant said that she had mixed feelings about such “routine” test-
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ing; pre-test counseling is important, she says, but so is getting tested. She sug-
gests a shortened version of pre-test counseling, covering only essential points.

A Ryan White-funded program in the Tampa area provides nurse case man-
agers, and has 100% compliance with HIV testing in public settings. In contrast,
85% to 90% of the women in the private sector accept the test. The program also
works with private sector physicians and group practices to improve compliance
with the state law. The nurses visit offices, do chart audits, and make recommen-
dations on how to improve testing rates. Only about ten group practices have
been visited to date, but these were chosen because of the large number of births
they are responsible for. The nurses are viewed partly as people who can help the
practices with HIV testing and link them with specialized HIV care when neces-
sary, and partly as government auditors. The program also provides services to
pregnant women in the private sector. It provides case management services for
private prenatal patients (two patients so far), programs to help the baby’s transi-
tion into a Title IV program, and supplementary services in conjunction with care
from their private prenatal providers.

MANDATORY NEWBORN TESTING

One participant suggested that mandatory newborn testing to detect babies
whose mothers were not tested under the voluntary system be considered. An-
other responded that a colleague of hers from New York had said that the
“unblinding” of newborn tests in that state was supposed to expand access to care
for both mothers and babies, but that resources were not available for this pur-
pose.

UNDOCUMENTED WOMEN

“Undocumented” women (illegal aliens) make up a substantial part of the
prenatal HIV caseload. At the University of Miami Hospital, every woman
giving birth is offered an HIV test, and many of the HIV-positive women
identified in this way are undocumented women who were not tested in preg-
nancy. Such women do not seek out prenatal care because they presume that
they are not eligible for services and, more importantly, they fear discovery of
their status. In Miami, they are no longer covered by Medicaid. Some cities,
however, are making an effort to provide care for undocumented women. Offi-
cials in Miami have found ways to get most of these women into care through
Ryan White resources, drug companies’ compassionate care programs, and
charitable organizations. The Title IV program in Orlando brings undocumented
women into care through community fund-raising, churches, the United Way,
and so on. The Tampa program, in contrast, does not have resources to treat
undocumented women.
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PRISONS

Florida prison officials make a special effort to ensure that all pregnant
women are tested for HIV, and believe that almost all of them are tested. Testing
is not, however, strictly required. Incarcerated women are given pre-test counsel-
ing in a group before their first physician visit.

BARRIERS TO CARE

Participants said that domestic violence is one of the most important barriers
to testing. Many women do not disclose the results of their HIV test to their
partners. They fear the results and lack the skills to negotiate sexual behavior, and
there are no resources to guarantee women a safe environment. One participant
said there needs to be consideration of whom to tell and how to tell them, and an
escape plan for when partners become violent.

Participants feel that few HIV-positive mothers in Florida are injection drug
users, although many of their partners are. Some use non-injection drugs such as
crack.

Outside of the Miami and Tampa areas, perinatal HIV care is less intense
than in other areas. In the Gainesville area, for instance, one small HIV center
deals with cases from 13 counties. The doctors in this area rarely see HIV cases,
and hence are not proficient at pre-test counseling. There are, however, two or
three new HIV cases (in adults) per week, about one quarter of whom are seen by
private physicians. Despite the presence of a state university medical center, the
system has nothing to offer to these private patients.

There is an increasing number of repeat pregnancies in HIV-infected women
in Florida, according to participants, and some of these are planned. Women see
themselves as having more options since the ACTG 076 (AIDS Clinical Trials
Group protocol number 76) results have been made public. In Orlando, there are
few abortions among HIV-infected women, in large part because there are no
resources to pay for them.

SITE ADDRESSES AND PARTICIPANTS

Representing the committee were Ezra Davidson, Jr., committee vice-chair,
and Michael Stoto, study director.
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APPENDIX

I

HIV Testing and Perinatal Transmission:
Thoughts from an HIV-Positive Mother

Who Am I and Why Am I Here?

I am the HIV-positive mother of 2-year-old HIV-negative twin girls. I don’t
have data, graphs, or slides to present. What I do have is my own experience of
having HIV for 15 years, and seven years’ experience listening to the experiences
of other women with HIV/AIDS.

In November 1995 I went public at a conference and in the WORLD newslet-
ter about being a pregnant woman with HIV. Since then, I have spoken with over
100 HIV-positive women about HIV and pregnancy. Some were positive and newly
pregnant or considering pregnancy. Others were pregnant and had just been diag-
nosed HIV-positive. I hope that what I share here can help us all focus on how we
can improve the health and welfare of HIV-positive women and their babies.

The Case for Universal Testing

Every pregnant woman should be offered an HIV test. Whether or not a
provider perceives a woman to belong to a “high-risk group,” the fact that she is
pregnant should be evidence enough that she has engaged in high-risk behavior.
Even if she is monogamous and has never shared needles, there is no way to
know the sexual history of her current or previous partners.

*Ms. Denison is the founder and executive director of the Women Organized to Respond to Life-
Threatening Diseases (WORLD). The following statement was presented on April 1, 1998 to the
Committee on Perinatal Transmission of HIV, Institute of Medicine, National Academy of Sciences.
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In my experience, many providers are still thinking in terms of high-risk
groups rather than behaviors. The data presented today bear this out, in the
number of women who were educated and counseled by their doctors, yet chose
not to test because they did not perceive themselves to be at risk.

The majority of positive women I’ve talked to were told by a medical pro-
vider that they were not at risk, only to discover their infection when they became
severely symptomatic. Most women accept their providers’ assessment of risk.
During the first seven years of my own infection, from 1983 to 1990, no medical
provider ever brought up the subject of HIV or testing. Had I not gone to a test
site (to support a friend who was afraid to get tested), I likely would not have
been tested until I was pregnant. It frightens me to think that even then, I might
have been discouraged from testing.

Voluntary Versus Mandatory Testing

Whenever I am around HIV-positive women and the issue of mandatory test-
ing during pregnancy comes up, they usually say, “It should be mandatory.” This
should be explored further, however, because the average person does not distin-
guish between “universal” offering of “voluntary” testing and “mandatory” testing.

I recently sat in a group with three HIV-positive mothers. One was diag-
nosed HIV-positive when her ex-husband died of AIDS, one was diagnosed
when she and her baby were simultaneously hospitalized with PCP [Pneumocystis
carinii pneumonia], and the third was diagnosed during her pregnancy upon the
death of her first child due to a “mysterious” illness. All said they believed testing
should be mandatory. When I asked these women if they would have accepted
testing if it had been offered during pregnancy, all three said “yes.” When I ask if
they’d rather be invited or told to test, they say they’d rather be invited.

Positive women, whether pregnant or not, tell me they feel more comfortable
when their doctor offers choices, listens, and responds to their questions and con-
cerns, and respects their treatment choices. Likewise, those whose doctors tell them
what to do without soliciting or acknowledging the patient’s concerns, consistently
tell me that they don’t like going to the doctor and that they are afraid to tell (and
don’t tell) when they aren’t following the treatment regimen prescribed.

Testing is not an end in itself. For testing to save lives, it must lead to care.
My concern with mandatory testing is that it may lead the minority who don’t
want to be tested to avoid prenatal care altogether, while undermining the doctor–
patient relationship for the majority who do want to know their status. If the
majority of women are going to agree to be tested, isn’t it better that the woman
and doctor work together as a team? In my opinion, universal offering of volun-
tary testing is the best way to identify infected mothers and at-risk babies while
enhancing the woman’s trust in the medical provider and system.

It’s interesting to note that many women with infected children have told me,
“I’ll always wonder if I’d been tested during pregnancy if my child would have
AIDS now.” Universally they say they would have taken AZT [azidothymidine;



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

APPENDIX I 277

now called zidovudine (ZDV)] if offered. Occasionally, a mother will tell me,
“I’m glad I didn’t know, because I might have had an abortion and even though
my child has AIDS, I’m glad he/she was born.”

Reasons Why Women Might Not Test

Why would any woman choose not to test? If we want to save lives, we need
to understand the reasons women might not test, and seek ways to address these
concerns.

• Some think they are not at risk. (“I’ve only ever been with my husband.”)
We need them to understand that by virtue of being pregnant, they have engaged in
a high-risk behavior with someone whose history cannot be known with certainty.

• Some fear that the anxiety of waiting for results (or of testing positive)
will drive them to use drugs or alcohol. I have met many women who gave up
drugs or alcohol when they found out they were pregnant, but whose ability to
abstain was not very stable. If such a woman begins to use drugs but also takes
AZT, how will this affect the fetus? If the woman begins to use drugs and avoids
prenatal care altogether, how will this affect the fetus?

• Some fear violence, rejection or abandonment by a partner or family
members if their HIV status is discovered (which it likely would be if she started
taking AZT five times a day). One woman in our community did in fact die when
she fell from a fourth story window while trying to escape an abusive partner.
Another told us, “My husband hasn’t touched me at all or shared dishes with me
in the two years since my baby and I were diagnosed.” Another became destitute
(her baby was born into poverty) when her partner abandoned her.

• Some fear that their babies will be taken away by the authorities because
of their HIV status. Whether this fear is perceived or real, it needs to be ad-
dressed. One woman I know went through six pregnancies that all ended in
miscarriage. She did not seek prenatal care for the first five, afraid that being
homeless and HIV-positive would result in her child being taken away at birth.

• Some fear that they will be forced to take AZT against their will. While
most women are grateful that a drug exists that can reduce transmission, there is
also a lot of fear and mistrust of AZT in many communities that can’t be dis-
missed. There have been rumors of a woman who was required to take AZT
during pregnancy as a condition of her parole, and of others reported to Child
Protective Services for refusing AZT.

Testing Does Not Equal Care

Identifying positive women during pregnancy will save lives only to the
degree that identification leads to care for both mother and baby. Unfortunately,
I know of many examples of gaps in connecting testing to care.
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• For example, in the “East Bay,” we have no obstetrician or perinatologist
specialized in the care of HIV-positive pregnant women. This means that if a
woman from Oakland, Richmond, Berkeley, or Fremont (all high-incidence cit-
ies) wants specialty care, she must travel; across the Bay Bridge to BAPAC [Bay
Area Perinatal AIDS Center] at San Francisco General Hospital (an hour by
public transportation).

• “Sandra” delivered her baby in a high-incidence city to a doctor and
medical team who knew she was HIV-positive. They—not just the doctor, but—
the entire team forgot to administer intravenous AZT.

• “Alicia” recently delivered a baby prematurely, in her seventh month of
pregnancy.  Her HIV status and pregnancy were known to medical providers, but
she did not keep medical appointments. As of the date of delivery, she had never
taken any antiretrovirals.

• “Meg” tested positive at five months of pregnancy in a rural town. Her
doctor handed her the results of her blood work and said, “You’re HIV-positive.
I can’t treat you. Here are your lab results (T-cell counts, etc.) but I can’t tell you
what they mean.”

• When “Kim” asked her doctor if he knew how to manage an HIV preg-
nancy he said, “Oh, yes. Don’t worry. We use gloves during the delivery with
everyone.” This same doctor, who knew she was HIV-positive, asked her three
times, “Now, tell me again why you’re not planning to breast-feed?”

• “Natalie” had an undetectable viral load on a combination of two drugs
when she found out she was pregnant. An obstetrician who had no experience
with HIV told her to go off her drugs immediately because she was in her first
trimester. Almost immediately her viral load went from undetectable to over
130,000 [copies/mL].

• “Kelly” tested positive at age 22, during a planned pregnancy. Within an
hour of her diagnosis she was told, “We can schedule the abortion today.” It was
only after she terminated her pregnancy that she learned that there would have
been a good chance of the baby being born HIV-free.

• “Sheila” knew she was HIV-positive when she became pregnant by acci-
dent. Her doctor put her on AZT and d4T (a combination that is contraindicated
in any HIV-positive person, pregnant or not). When her baby was four weeks old,
her doctor administered the RNA PCR [polymerase chain reaction] test (which
gives a number value) for the baby instead of the DNA PCR test (Which shows
“positive” or “negative”). The viral load count of 100 that was reported by the lab
may be a false positive, or it may not. Because of her doctor’s lack of experience
and knowledge, she has either gone through an unnecessary scare, or lost valu-
able time in which she could have had the option of intervening with a combina-
tion of antiviral drugs.

• “Andrea” asked me if she should go to BAPAC and pay out of pocket
because she was concerned that her HMO [health maintenance organization] was
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not qualified to manage her pregnancy. I told her I thought specialty care was
valuable, but that I could not assess for her whether she could afford it. She
stayed with her HMO. At the delivery, there were problems, which she believes
BAPAC could have handled. The baby died a few days after birth, having tested
negative by DNA PCR.

• “Celeste” begged for a C-section [cesarean section] after her bag of wa-
ters had been ruptured for over eight hours, but her doctor refused. The baby was
born after 22 hours’ labor, with two broken bones.

• “Karen” called me two days after her diagnosis, in the fifth month of
pregnancy. She already had her AZT but didn’t know what a T-cell was, or the
difference between HIV and AIDS. Given her overall lack of understanding of her
diagnosis, it is hard to imagine that the decision to start AZT was an informed one.

Specialty Care Does Save Lives, So Why Isn’t It Adequately Funded?

For me, all the political debate about testing pregnant women feels disingenu-
ous. During the past couple of years as universal offering of voluntary testing has
been implemented in California, BAPAC (the only specialty clinic providing care
to HIV-positive pregnant women in Northern California) has undergone cut after
cut after cut in their funding. It makes no sense. Here we have a program that we
know works, that we know saves lives, that we know has reduced transmission
rates to nearly zero, and yet they struggle for funding and staffing.

If the real goal is saving lives, then regional centers such as BAPAC need to
be adequately funded and staffed, to provide direct services to HIV-positive
pregnant women, and to provide training and consultation to providers of women
who choose to stay with their regular obstetrician or perinatologist.

Where Is the Procedural Standard of Care?

Finally we have guidelines on the use of antiretroviral therapy in pregnancy.
Women have been clamoring for them (for this reason we published a “transla-
tion” in the April 1998 WORLD).* But the guidelines leave much unsaid. What
about C-sections? Amniocentesis? Fetal scalp monitors? Rupturing membranes?

I know that the research is confusing and at times contradictory, but this
should not justify silence. Providers attempting to care for HIV-positive pregnant
women who cannot afford the luxury of being specialists need guidance.

*WORLD. HIV and pregnancy: The basics. WORLD Newsletter 84, April 1998.
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Where’s the Research?

There’s a lot we don’t know, that we need to know ASAP. Like how these
drugs will affect our babies, in the long and short term. Like how choosing a
strategy for reducing perinatal transmission will affect treatment choices for
ourselves.

One study presented at the National Women and AIDS Conference in May
showed that Viracept reduced certain hormones found in birth control pills. Does
this mean we may begin to see unplanned pregnancies in women taking Viracept
who use the pill for contraception? What about the seven “unplanned” pregnan-
cies reported in the new antiviral guidelines for women taking Delavirdine? We
may wish everyone was using condoms, but if in reality some are using “the pill”
and there are antivirals or other HIV drugs that reduce its effectiveness, we’d do
better to find out sooner than later.

Harm Reduction Models Are Needed for HIV-Positive People
Who Want to Be Parents

Medical providers consulted about HIV and pregnancy face an ethical di-
lemma. No one wants to feel responsible for encouraging a couple to take action
that could result in a child being born HIV-infected. However, we must come to
terms with the fact that many couples are determined to conceive a baby, and
acknowledge that there are ways to help them reduce the risk of partners or
infants from becoming infected. In my experience, many couples are desperate
for pre-conception counseling. They have questions like:

• “How can I conceive with the least risk of infecting my partner (or of my
partner infecting me, or of either becoming re-infected, possibly with a drug-
resistant strain)?” Some couples time ovulation and have sex only once a month,
others poke holes in the condom or have insertive sex only when the man is ready
to ejaculate; however, many who lack information about any other way just have
unsafe sex until the time the woman conceives.

• “Does my husband’s viral load affect the risk of the baby getting HIV?
(These women have rarely considered the risk that they might become infected
with a protease inhibitor-resistant strain of HIV.)

• “If my viral load is high, what’s the safest drug combination for me to be
on at the time of conception and during the first trimester?” (Wouldn’t it be better
for women to plan this ahead of time rather than experiment with switching drugs
during pregnancy?)

• “If my husband is HIV-positive but I am not, should I take AZT to prevent
becoming infected when we have sex to conceive? Should he take medications to
reduce his viral load to reduce the risk of infecting me?”
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Often providers are so uncomfortable about answering these questions that their
patients shut down, stop asking questions, and proceed with conceiving without
the benefit of potentially harm-reducing measures.

Other Prevention Needs

I support “universal” testing, because too many medical providers dismiss
the risk of their patients actually testing positive. This is evident in the very
common practice of telling wornen, “Don’t worry about it. We’ll call you if
there’s a problem.”

Well, I’ve spoken to the ones who were unexpected “problems.” All too
often they got a call from a shocked doctor’s nurse at 5 p.m. on a Friday afternoon
saying, “Your test is positive. You should see a specialist. I can’t see you.” Or a
nurse calls to say, “The doctor wants to see you right away.” Without saying
anything more, the woman knows her diagnosis, and all too often it comes when
she is at home caring for children, or at work surrounded by co-workers. Imagine
trying to “keep it together”—find a baby-sitter, drive a car, talk to your teenage
children arriving home from school—under these circumstances.

We want pregnant HIV-positive women to stop using drugs, but how many
programs allow them to keep custody of their children? How many are AIDS-
sensitive? I have heard of many in which staff require residents known to be
positive to use their own dishes and utensils. How appealing is that to a woman
who is HIV-positive, addicted, and scared?

Preventing Perinatal Infection Should Begin by Preventing HIV in Women

Most pregnant women are infected by men, yet there is very little social
marketing that clearly tells men who have sex with women that condoms are their
responsibility. Most prevention programs, posters, brochures, etc., tell women to
“make” men use condoms. Let’s be honest. Hasn’t society kind of given up on
men? If we hadn’t, we’d tell them to wear condoms, instead of their partners.

For men to take steps to protect women, they need to value their lives and the
lives of their partners. Yet there are few programs designed for men who self-
identify as heterosexual to get support to come to terms with their diagnosis (and
issues like drug use history or sexual orientation), and to take responsibility for
protecting their health and others.

Women Are Interested in Protecting Their Babies

When I first tested positive, I thought women who got pregnant knowing
they had HIV were selfish and irresponsible. It took a long time to admit that I
was jealous that they had the courage to do the one thing I wanted to do. Now that
I’ve done it, I get calls from women from all over the country and literally around
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the world. A small minority are in denial, but most are deeply concerned about
protecting the health of their babies. One couple saved up money to fly from the
Midwest to consult with BAPAC. In another case, my agency provided Grey-
hound tickets to a woman and her husband who traveled over 12 hours by bus so
that she could deliver at BAPAC. This woman had a substance abuse problem, no
money, no place to stay, and social workers who regarded her as an unfit mother,
but she was willing to do whatever it took to protect her baby from being born
infected.

Other Services Must Be Included in the Strategy to Reduce
Perinatal Transmission

Substance abuse is one of the main factors in women avoiding prenatal care.
To enhance the likelihood of HIV-positive pregnant women seeking care, we
need HIV-sensitive treatment programs that will take pregnant women.

Breast-feeding is contraindicated in the United States for HIV-positive
women. Yet when we go to WIC [Special Supplemental Nutrition Program for
Women, Infants, and Children] to get formula (my formula bill for twins was
$250 a month), we have to go through a nutrition class that pressures everyone to
breast-feed without acknowledging that those with HIV shouldn’t. My nutrition
consultation was held in a room with an open door, and 10 other women sitting
outside who could hear everything. I disclosed, but what would another woman
do? WIC should include HIV education and awareness in their program. Also,
WIC does not cover the full cost of formula. Perhaps in the case of poor HIV-
positive women who do not have other ways of feeding their children, it should.

Prenatal care is critical in reducing the risk of transmission. But it’s difficult
for a woman with no car or child care to trek across town (or across the state) with
her kids for medical appointments. Oakland did not allocate Ryan White funds to
respite care until after I moved to another city where family could help with child
care; and recently mothers who have since received that service have been in-
formed that the hours available have been cut.

Doctors Should Be Supported to Provide Universal Testing

I’ve been a trainer at several state-sponsored trainings on the new pregnancy
testing legislation. Doctors don’t come. They send nurses and secretaries. They’re
too busy. They don’t think their patients are at risk. They mostly want to know
how to comply with the law without losing a lot of time.

Who can blame them? They’ve been mandated to offer testing, but don’t
have a mechanism to get paid for what it really takes to do good pre-test counsel-
ing and education. It makes no sense to me. It’s like telling restaurants that sell
BBQ ribs, “You have to serve a dinner salad first, because it’s good for people’s
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health, but you can’t bill for it.” There needs to be a mechanism for reimbursing
the cost of HIV education and testing, with protections to avoid coercion. And
there needs to be widespread dissemination of educational materials for providers
and their patients. Toward this end, the flip chart and materials presented today
from California are very helpful.

Like It or Not, Everything Is Political

Health care is political. This could be a paper in itself, so let me just say that
threatening to turn HIV-documented women who seek health care in to the Immi-
gration and Naturalization Service, or to deny them prenatal care, can’t possibly
be in the best interest of the baby that will be born a U.S. citizen (and thus our
responsibility).

Trust Is the Foundation on Which All Else Is Built or Collapses

When we look at data, slides, and numbers, it is easy to lose track of factors
that are difficult to measure. In my experience, trust between a patient and pro-
vider is the most important element. With it, all things are possible. Without it,
the patient probably won’t even get prenatal care, let alone engage in other health
interventions. Whether a woman’s fears (of being judged, of having her child
taken away, of her confidentiality being violated) are true or false is irrelevant;
until proven otherwise, her fears are 100 percent real to her.

In many communities there is a great distrust of AZT. I have heard of provid-
ers who respond to a patient’s fear by saying, “OK, then, we’ll give you ZDV or
retrovir instead.” These are, of course, all the same drug. When the patients
discover what’s happened, trust is undermined.

I went eagerly to every prenatal appointment, despite tremendous inconve-
nience and having to travel from another city, because of my trust in my provid-
ers, and because of the respect I felt from them. Rather than treat me as a potential
vector or threat to my unborn child, they treated me as a woman with the power
to protect my child. In contrast, when “Angela” became pregnant, she told me she
was afraid to seek prenatal care because the doctor in the clinic who cares for her
HIV-infected child had told her she’d better not get pregnant again. He meant
well, but her fear of being judged or criticized by him led to a dangerous situation
for her unborn child.

When I couldn’t get any babies to take Septra, despite all kinds of tricks
including hiding it in formula during 2 a.m. feedings, I told my providers. At
BAPAC they were disappointed, but continued to work with me, and talked to me
about symptoms that should prompt an immediate call. In contrast, my regular
pediatrician treated me like a bad person, and refused to answer my questions or
discuss my concerns. When I eventually got my children’s files (it took over two
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months and $20 to get about six pages), all it said under family history was,
“Mother is HIV-positive” in big bold letters. When my child got sick, I was afraid
to take her in for care. Now that’s a dangerous situation.

I was honest about the fact that I gave up trying to give my babies Septra.
That’s just the kind of person I am. Well, a lot of women called me to say that
they had given up too, but that they had never shared this information with their
pediatricians. I encouraged them to discuss it with their providers, but most are
afraid.

What will happen to the babies that are positive whose mothers are afraid to
have a frank discussion about compliance with their pediatricians? Missing a
couple of doses of Septra is not a disaster, but with so few choices available to
children with AIDS, missing a few doses of a triple drug combination that in-
cludes a protease inhibitor could wipe out their treatment options for life.

Pregnancy is an emotional time in a woman’s life, a time of reflection, of
learning to trust one’s own body, and of having to trust one’s inner voice. Regard-
less of HIV status, the choice to become pregnant is rarely a rational one. (The
planet is not underpopulated. Few people suffer from too much free time or money.
Morning sickness is not pleasant. Neither are diapers.) Women who choose to
become pregnant or continue a pregnancy are usually acting mostly on their emo-
tions, and they will pursue prenatal care and treatment decisions in the same way. I
knew all the great facts about AZT’s ability to reduce perinatal transmission, but I
was afraid to take it until another woman with HIV told me how she did a blessing
ritual with hers first. Hokey as it sounds, that worked for me.

If I had been forced to take AZT before I was ready, I likely would have gone
running away from prenatal care rather than feel drawn to it. How many of you
like to be told what to do? How many respond to orders with an urge to do just the
opposite? I could be wrong, but I’m inclined to think that we should offer HIV
testing to every woman who is pregnant. I also think that rather than forcing her
to do it, we should focus our efforts and money on addressing the issues that will
motivate women to want to get tested and get prenatal care. Then, hopefully,
she’ll be drawn to the benefits of trustworthy and qualified prenatal care, and the
rewards that a respectful partnership between provider and patient can offer.

A poster I saw by the Pediatric AIDS Foundation provides a good example of
this. It shows all kinds of beautiful babies and the text reads: “All healthy. All HIV
free. It’s amazing what a mother can do.” It’s positive, encouraging, respectful, and
inspiring. When approached in this way, what woman wouldn’t want to test?

Planned HIV Pregnancies May Increase Along with
Increased Life Expectancies

In 1994 I enrolled in a study at the NIH [National Institutes of Health]. When
I was told that my PCR test came back “undetectable” a whole world opened up
for me. For years I had not dared to imagine a future beyond 6–12 months. When
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this test result led me to dream of actually having a future, the fact that I wanted
to be a mother more than anything else in the world became undeniable. In 1994,
“undetectable” viral load tests were practically unheard of, but in 1998 they are
very common. Women call me on a weekly basis who are having this same
experience. For many, if there’s a future awaiting them, they want a baby to be
part of it.

Conclusion

My pregnancy and prenatal care lasted 9 months. I threw up for 5 months,
and spent the other 4 on bed rest. I had a scare with premature labor that had to be
stopped with medicines that made me feel crazy. Big deal. It was only nine
months.

I’ll be a mother—rocking, dressing, teaching, feeding, nurturing, disciplin-
ing, and loving my children—for the rest of my life. There are lots of babysitters,
foster parents, grandparents, and adoptive families out there, but nobody will
ever love my children the way I do. And while my children deeply love and trust
many adults, none of them can take my place. So please, let’s remember as we all
work so hard to protect babies from being born with HIV, to work equally hard
for the health of their mothers, so we can be there for them, care for them, and see
them grow up.

Thank you for letting me share my thoughts with you today. I realize I didn’t
always focus directly on the issue of testing, but I felt compelled to share some of
the “real-life” stories that can tell us a lot about how to save lives. Make the best
decision you can about testing. But remember, when that decision is made there’s
a lot more that needs to be done to ensure that those who test positive have access
to the kind of care that will ensure the well-being of women and their children.
Thank you.
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APPENDIX

J

Human Immunodeficiency Virus Antibody
Testing Among Women 15–44:

Results from the 1995 National Survey of
Family Growth

Maria Hewitt

National estimates of the use of HIV tests among women of reproductive-age
are available from the 1995 National Survey of Family Growth (NSFG) conducted
by the National Center for Health Statistics (NCHS, 1997). As part of this survey,
10,847 women were interviewed in their homes from January to October 1995. The
survey response rate was 79%. Interviews lasted an average of 103 minutes and
covered the following topics: pregnancy and birth history, marriage and cohabita-
tion history, sexual partner history, contraceptive use, diseases related to fertility
(e.g., pelvic inflammatory disease, sexually transmitted diseases [STDs]), HIV-
related behaviors, and use of HIV tests. To ensure the confidentiality of responses
to potentially sensitive questions, a small part of the interview was self-adminis-
tered. Women listened over headphones to questions on topics such as abortion, sex
partner history, and HIV-related behaviors and entered answers directly into laptop
computers. This technique, called audio-CASI (computer-assisted self-interview-
ing), improves reporting of sensitive behaviors (NCHS, 1997).

The tables that follow show HIV test use among women of childbearing age
by selected sociodemographic characteristics, pregnancy status, and HIV risk
status. HIV test use is shown for women who were pregnant at the time of the
interview, had completed a pregnancy in the last year, or had received pre- or
postnatal care within the last year (1,472 women representing 13% of the popula-
tion were pregnant, or recently pregnant using these criteria; these women are
referred to as “pregnant” in the tables).

HIV test use is also shown by HIV risk status. A total of 691 women repre-
senting an estimated 6% of the population report specific risk behaviors (e.g.,
injection drug use or sex with an injection drug user), or a moderate to high self-
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perceived risk of being HIV-infected themselves or of having had sex with some-
one infected with HIV.

HIV test use is shown in three ways: (1) “all HIV tests” includes self-
reported HIV tests and any mentions of blood donation since 1985; (2) “any self-
reported HIV test” excludes mentions of blood donation when the respondent
does not specifically report having had an HIV test; and (3) “HIV test in last 12
months” is limited to self-reported HIV testing.

All rates and population counts are weighted to provide national estimates.
Variance estimates for these HIV test use rates and logistic regression model
parameters were calculated using the Taylor series method taking into account
the complex design of the survey (STATA statistical software).

PRELIMINARY FINDINGS

Self-Reported HIV Test Use Among Reproductive-Age Women

• From 1990 to 1995, self-reported HIV test use increased from 26% to
35% among reproductive-age women (Table J.1).

• In 1995, pregnant women were almost twice as likely as non-pregnant
women to have been tested for HIV (60% versus 31%) (Table J.2).

• Women at high-risk for HIV are almost twice as likely as those at low risk
to have been tested for HIV (64% versus 33%). Similarly, there are high rates of
HIV testing among women reporting at least one STD in their lifetime (53%) and
women reporting six or more lifetime sex partners (49%) (Table J.3).

• Nearly nine of ten pregnant women (87%) at high risk for HIV report
having been tested for HIV. HIV testing occurred within the year for two-thirds
of high-risk pregnant women (67%) (Table J.4).

Location of Self-Reported HIV Tests

• The most common sites of HIV testing among reproductive-age women
are private doctor’s offices or heath maintenance organizations (HMOs) (46%),
public health department or other clinics (27%), and hospitals (16%). Teenagers,
those with lower educational attainment, and the poor are more likely to use
public health department and other clinics than private doctor’s offices or HMOs
(Table J.5).

• Pregnant women are more likely than non-pregnant women to have been
tested in the last 12 months at a doctor’s office or HMO (62% versus 48%) (Table
J.8).
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TABLE J.3 Number of Women 15–44 Years of Age Reporting AIDS Risk
Behaviors, and Percent Ever Tested for HIV: United States, 1995

Percent Ever Tested

Number of Any Self-Reported
Women Testa All Testsb

Characteristic (thousands) (standard error) (standard error)

All women 60,201 34.7 (0.6) 47.9 (0.6)

HIV risk
Moderate/high HIV riskc 3,672 63.9 (2.0) 68.5 (1.8)
Low HIV risk 56,528 32.8 (0.6) 46.6 (0.6)

STD history
At least one STD reported in

lifetimed 6,218 53.2 (1.8) 66.2 (1.7)
No STD in lifetime 53,983 32.6 (0.7) 45.8 (0.6)

Number of sexual partners in
lifetime
None 6,196 6.8 (0.8) 20.0 (1.6)
One 13,838 25.3 (1.0) 39.1 (1.1)
Two–five 22,655 37.5 (0.9) 50.6 (1.0)
Six–more 16,209 48.9 (1.0) 62.2 (1.0)

aIncludes only tests reported in response to the question: “Have you ever had your blood tested for
infection with the AIDS virus?”
bCategory includes all tests for HIV infection, including those done in connection with blood dona-
tion (i.e., all reporting a blood donation since March 1985).
cWomen reported whether they had a high, moderate, low, or no chance of being currently HIV-
infected and whether they had a high, moderate, low, or no chance of having had sex with someone
HIV-infected. Anyone indicating “high” or “moderate” on either question was categorized as at
HIV-risk. In addition, during the audio-CASI portion of the interview, women reported whether they
injected drugs in the last year, shared needles in the last year, or had a sex partner in the last year who
had male partners, injected drugs, or shared needles. Any respondents answering yes to these ques-
tions were also categorized as at-risk. Using these criteria, 6% of women were categorized as at-risk
(i.e., either self-identified as at-risk or reporting risk behaviors).
dIncludes mention of gonorrhea, chlamydia, syphilis, genital warts, and genital herpes.

Reason for Self-Reported HIV Tests

• The most common reason for HIV testing among reproductive-age women
is “just to find out” (36%), as part of prenatal or pregnancy care (25%), and for a
hospital procedure, referral by a doctor or other health provider contact (16%)
(Table J.6).

• Two-thirds of pregnant women (67%) cite pregnancy as the reason for
HIV tests performed within the last 12 months (Table J.8).
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Source of Referral for Self-Reported HIV Tests

• When asked whose idea it was to get tested, 42% of reproductive-age
women report a doctor or other health care provider, 39% report self, and 7%
report an insurer (Table J.7).

• Pregnant women are more than twice as likely as non-pregnant women to
report that they were recently tested for HIV upon the recommendation of a
health care provider (70% versus 30%) (Table J.8).

Factors Contributing to Test Use among Pregnant and
Non-Pregnant Women

• According to multivariate analyses, different factors are predictive of
HIV test use for pregnant and non-pregnant women. Among women who are not
pregnant, being at HIV risk, African American, poor, living in a metropolitan
area, being age 20–39, highly educated, and having been formerly married in-
crease HIV test use. Decreased HIV test use occurs among teenagers and resi-
dents of the Northeast and Midwest. Being at HIV risk triples the odds of HIV
test use among non-pregnant women (Table J.9).

• Among pregnant women, many of the sociodemographic predictors of
HIV testing observed among non-pregnant women lose significance (i.e., age,
race, poverty, and metropolitan area residence). This suggests that pregnancy is
serving as a triggering event for testing, irrespective of the woman’s characteris-
tics. The role of education is reversed for pregnant women. Here, lower educa-
tional attainment is predictive of HIV testing. Different geographic patterns
emerge for pregnant women, with residents of the South more likely to be tested
than residents of other areas. Being at HIV risk quadruples the odds of HIV
testing among pregnant women (Table J.9).
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Wilson JB. Human immunodeficiency virus antibody testing in women 15–44 years of age: United
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TABLE J.7 Number of Women 15–44 Years of Age Self-Reporting Any
Test for HIV and Percent Tested by Referral Source for the Last Test, by
Selected Demographic Characteristics: United States, 1995

Referral source
(percent/standard error)

Number of
Women Health Care

Characteristic (thousands) Self Providera Insurer Otherb

All womenc 20,889 39.3 (0.9) 42.4 (0.9) 7.3 (0.5) 10.9 (0.6)

Race and ethnicity
Hispanic 2,606 40.5 (2.5) 42.7 (2.2) 6.7 (1.0) 10.1 (1.1)
Black, not Hispanic 3,734 44.0 (1.8) 44.2 (1.9) 4.0 (0.7) 7.7 (0.9)
White, not Hispanic 13,675 38.2 (1.1) 41.9 (1.1) 8.5 (0.7) 11.4 (0.8)

Education
Less than 12 years 4,533 38.5 (1.8) 49.2 (1.7) 1.8 (0.5) 10.5 (1.2)
12 years 7,015 40.0 (1.6) 44.4 (1.5) 6.5 (0.7) 9.1 (0.9)
13 years or more 9,244 38.9 (1.2) 37.8 (1.2) 10.7 (0.9) 12.5 (0.9)

Marital status
Never married 7,057 49.7 (1.5) 36.3 (1.6) 3.2 (0.5) 10.7 (1.0)
Married 10,148 26.8 (1.2) 49.9 (1.4) 11.5 (0.8) 11.8 (0.8)
Formerly married 3,683 54.0 (2.2) 33.2 (2.0) 3.8 (1.0) 9.0 (1.3)

Age
15–19 1,865 42.8 (3.0) 41.9 (3.0) 1.5 (0.8) 13.9 (2.3)
20–24 3,606 41.9 (2.2) 44.8 (2.3) 2.9 (0.7) 10.5 (1.6)
25–29 4,372 39.2 (2.1) 46.9 (2.3) 5.9 (0.9) 8.0 (1.0)
30–34 4,615 35.7 (1.7) 45.3 (1.8) 9.0 (1.0) 10.0 (1.0)
35–39 3,764 37.9 (2.3) 39.5 (2.2) 9.8 (1.3) 12.8 (1.4)
40–44 2,643 41.8 (2.4) 31.5 (2.0) 13.7 (1.7) 13.0 (1.7)

Residence in
metropolitan area

MSA, central city 7,378 42.4 (1.4) 41.6 (1.4) 5.9 (0.7) 10.1 (1.0)
MSA, other 9,803 38.8 (1.3) 40.9 (1.3) 8.7 (0.7) 11.5 (0.8)
Non-MSA 3,708 34.6 (2.3) 47.9 (2.1) 6.6 (1.2) 10.9 (1.4)

Region
Northeast 3,687 43.8 (2.1) 35.0 (2.0) 10.1 (1.2) 11.2 (1.3)
South 7,875 37.4 (1.3) 47.1 (1.4) 5.5 (0.7) 9.9 (0.9)
Midwest 4,268 33.2 (1.9) 45.3 (1.9) 7.4 (1.0) 14.0 (1.4)
West 5,057 44.2 (2.1) 38.0 (1.7) 8.1 (0.9) 9.8 (1.1)

Poverty-level income
0–149% 5,685 40.3 (1.6) 48.4 (1.6) 1.5 (0.4) 9.7 (1.1)
150% or more 15,203 39.0 (1.0) 40.1 (1.0) 9.5 (0.6) 11.4 (0.7)

NOTE: MSA = metropolitan statistical area.
a Includes women for whom the idea for testing came from a doctor, health department, and hospital
or medical policy.
b Includes employer or school, government policy, sexual partner, and family or friends.
c Includes women classified as “other” races, not shown separately because of small sample size.
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TABLE J.8 Number of Women 15–44 Years of Age by Pregnancy Status
and Percent Tested for HIV In Last 12 Months by Location of Testing, Reason
for Test, and Source of Referral for HIV Test: United States, 1995a

HIV Test Last 12 Months
(percent/standard error)

Pregnant Not Pregnant
(n = 3,266) (n = 7,139)

Location of test
Private doctor’s office or HMO 62.0 (2.1) 48.4 (1.6)
Public health or other clinicb 28.8 (1.9) 30.2 (1.5)
Hospital or emergency room 7.2 (1.2) 11.1 (1.0)
Other locationsc 2.0 (0.6) 10.4 (1.0)
Total 100.0 (0.0) 100.0 (0.0)

Reason for test (n = 3,265) (0.0) (n = 7,139)
HIV test only reason for test 19.3 (1.8) 49.5 (1.5)
Pregnant, prenatal care 66.9 (2.1) 3.4 (0.5)
Hospital procedure/doctor referrald 7.3 (1.1) 22.0 (1.4)
Health/life insurance 2.9 (0.8) 9.1 (0.8)
Other reasone 3.6 (0.8) 16.0 (1.1)
Total 100.0 (0.0) 100.0 (0.0)

Source of referral for test (n = 3,265) (0.0) (n = 7,139) (0.0)
Self 24.6 (1.8) 51.0 (1.5)
Health care providerf 70.0 (2.0) 30.1 (1.4)
Insurer 2.3 (0.7) 7.6 (0.8)
Otherg 3.1 (0.8) 11.3 (1.1)
Total 100.0 (0.0) 100.0 (0.0)

aA total of 1,472 survey respondents reported that they either were pregnant at the time of the
interview (430), had completed a pregnancy within 12 months of the interview (1,039), or had
received pre- or postnatal care in the last 12 months (1,140). Women referred to as “pregnant” in this
table are to women who were pregnant, or recently pregnant, at the time of the interview.
bIncludes community, family planning, public health, and other clinics.
cIncludes other places such as school or college, military facility, home, job site, laboratory, or
donation site.
dIncludes being part of routine or general physical exam, and to start or renew birth control.
eIncludes being part of a marriage license application, for employment, because potentially exposed
to HIV, for immigration or visa application, and for school or college.
 fIncludes women for whom the idea for testing came from a doctor, health department, or hospital or
medical policy.
gIncludes employer or school, government policy, sexual partner, and family or friends.
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TABLE J.9 Logistic Regression Model, Predictors of Any Self-Reported
HIV Test Among Women by Pregnancy Status, United States, 1995a,b

Odds Ratio
Coefficient (95 percent confidence interval)

Not Not
Model Parameter Pregnant Pregnant Pregnant Pregnant

Intercept −1.2975 −0.4283*

Race/ethnicity
Black 0.4234* 0.2025* 1.53 (1.33–1.76) 1.22 (0.86–1.74)
Hispanic 0.0777* −0.1010* 1.08 (0.89–1.31) 0.90 (0.61–1.35)
Other race −0.1686* −0.0903* 0.84 (0.59–1.21) 0.91 (0.50–1.68)
White, not Hispanic —* —*

Marital status
Never married −0.0476* 0.0857* 0.95 (0.82–1.12) 1.09 (0.77–1.55)
Formerly married 0.4834* 0.8050* 1.62 (1.42–1.86) 2.24 (1.36–3.68)
Married —* —*

Residence in metro area
MSA central 0.3227* 0.2823* 1.38 (1.16–1.65) 1.33 (0.88–2.00)
MSA other 0.2110* −0.0058* 1.23 (1.03–1.47) 0.99 (0.66–1.51)
non-MSA —* —*

Residence-region
Northeast −0.2373* 0.1695* 0.79 (0.66–0.94) 1.18 (0.80–1.74)
Midwest −0.3624* −0.0715* 0.70 (0.59–0.82) 0.93 (0.61–1.43)
South 0.0078* 0.5909* 1.01 (0.86–1.18) 1.81 (1.20–2.71)
West —* —*

Poverty
0–149% 0.1634* 0.0156* 1.18 (1.03–1.34) 1.02 (0.75–1.37)
150% or more —* —*

Years of education
Less than 12 years −0.2251* 0.4254* 0.80 (0.67–0.94) 1.53 (1.03–2.26)
12 years −0.2379* 0.1374* 0.79 (0.71–0.87) 1.15 (0.86–1.53)
13 years or more —* —*

Age
15–19 −0.4555* 0.2697* 0.63 (0.46–0.88) 1.31 (0.52–3.29)
20–24 0.5249* 0.1734* 1.69 (1.37–2.09) 1.19 (0.55–2.55)
25–29 0.6969* 0.1901* 2.01 (1.69–2.39) 1.21 (0.56–2.61)
30–34 0.5974* 0.4478* 1.82 (1.54–2.14) 1.56 (0.75–3.28)
35–39 0.3486* −0.2564* 1.42 (1.21–1.65) 0.77 (0.35–1.70)
40–44 —* —*
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TABLE J.9 Continued

Odds Ratio
Coefficient (95 percent confidence interval)

Not Not
Model Parameter Pregnant Pregnant Pregnant Pregnant

HIV risk
Moderate/high HIV risk 1.2189* 1.4694* 3.38 (2.77–4.13) 4.34 (2.25–8.41)
Low HIV risk —* —*

NOTE: MSA = metropolitan statistical area.

aBoth logistic regression models provide a significant fit to the data (p < .00001).  For not pregnant
women, the model classifies 71 percent of the observed values correctly.  For pregnant women, the
model classifies 63% of the observed values correctly.  Starred coefficients (*) denote statistical
significance at p = .05.
bA total of 1,472 survey respondents reported that they were either pregnant at the time of the
interview (430), had completed a pregnancy with 12 months of the interview (1,039), or had received
pre- or postnatal care in the last 12 months (1,140).  Women referred to as “pregnant” in this table
refer to women who were pregnant, or recently pregnant, at the time of the interview.



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

304 REDUCING THE ODDS

304

APPENDIX

K

Details of the Committee’s
Models and Assumptions

Michael Stoto and Maria Hewitt

The conclusions and recommendations in this report rely, partly, on statisti-
cal calculations of the predictive value of prenatal HIV testing, economic evalu-
ations of prenatal HIV screening programs, and process evaluations of strategies
to reduce perinatal transmission. This appendix is intended to provide detailed
information about the models and assumptions that the committee used to support
its conclusions in Chapters 6 and 7.

PREDICTIVE VALUE OF HIV TESTING AND
COST-EFFECTIVENESS OF HIV SCREENING AND

TREATMENT IN PREGNANCY

Although the methods for testing pregnant women for HIV are the same as
for other individuals, the relatively low prevalence of HIV in pregnant women in
most areas (compared to individuals who seek or are referred for testing) affects
the predictive value of the test—the lower prevalence rates correspond to higher
false positive rates. In addition, the low cost of HIV testing when done routinely
in the context of prenatal care (as recommended in this report) affects cost-
effectiveness calculations in this setting.

In support of the recommendations in Chapter 7, this appendix estimates the
predictive value of prenatal HIV testing, reviews existing economic evaluations
of prenatal screening programs, and develops a simple model to evaluate prenatal
HIV testing in clinical and economic terms. The primary difference between this
and existing models is that the costs of initial ELISA (enzyme-linked immuno-
sorbent assay) tests are limited to the marginal costs of including HIV in the
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TABLE K.1 Cost-Effectiveness of HIV Screening Incorporated into
Prenatal Care

Cost of ELISA (dollars)
Per 10,000 Women Tested

At $5/Test At $3/Test
TRUE Positive

Prevalence Positives ELISA PPV Total $/True + Total $/True +

0.0001 1 11 0.091 51,100 51,100 31,100 31,100
0.0002 2 12 0.167 51,200 25,600 31,200 15,600
0.0005 5 15 0.333 51,500 10,300 31,500 6,300

0.001 10 20 0.500 51,999 5,200 31,999 3,200
0.002 20 30 0.667 52,998 2,650 32,998 1,650
0.005 50 60 0.834 55,995 1,120 35,995 720

0.01 100 110 0.910 60,990 610 40,990 410
0.02 200 210 0.953 70,980 355 50,980 255
0.05 500 510 0.981 100,950 202 80,950 162

xxx

standard panel of prenatal blood tests with no additional blood samples, and there
is no cost for office visits or counseling (since the testing is done in the context of
prenatal care).

Predictive Value of Prenatal HIV Testing

The positive predictive value (PPV) of a test is the probability that an indi-
vidual with a positive test result is truly infected with HIV. The key assumptions
for this calculation are the following. First, a two-stage testing procedure is used,
as described by Pins and colleagues (1997). One specimen is subjected to an
initial ELISA test, and, if positive, to a second. If repeatedly positive, the same
specimen is subjected to a confirmatory Western blot test. Second, the sensitivity
of the repeated ELISA test is 100%, and the specificity is 0.999 (Pins et al.,
1997). Third, the prevalence of HIV in pregnant women ranges from 1 per 10,000
to 100 per 10,000 (or 1%). This range parallels the range of values found in the
1994 Survey of Childbearing Women.

Table K.1 displays the number of true positives (women truly HIV-positive)
and the number of positive ELISA tests that would result for every 10,000 preg-
nant women tested for a given HIV prevalence rate. The table also shows the PPV
for a range of prevalence values. As is generally the case, the positive predictive
value of the test is lower where the prevalence of HIV is also low. If the preva-
lence of HIV in the population tested is above 20 per 10,000 (as is the case in
about seven states, the District of Columbia, and Puerto Rico), the PPV exceeds
67%. If the prevalence is as low as 2 per 10,000 (as is the case in Utah or
Oklahoma), the PPV is only about 17%. This means that there is less than a one
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in five chance that a women with a repeatedly positive ELISA test is truly in-
fected with HIV. Note that these rates apply to repeated ELISA testing only.
When the original blood samples are subjected to Western blot confirmatory
testing, most of the false positive results would test negative. Some fraction of
Western blot results are indeterminate (depending on the testing procedure used
and the laboratory), but some of these indicate an early-stage infection (Pins et
al., 1997).

Economic Evaluations of HIV Testing and Treatment in Pregnancy

There have been numerous economic evaluations of HIV testing and treat-
ment in pregnancy, each with different assumptions and different specific ques-
tions. Taken as a group, however, they generally establish the cost-effectiveness
of prenatal HIV screening and treatment programs.

Mauskopf and colleagues (1996) have estimated the economic impact of
treating pregnant women who are HIV-positive with ZDV (zidovudine), and
have found that such treatment is cost saving over a wide range of assumptions.
They further find that voluntary prenatal HIV screening programs are cost saving
if the prevalence exceeds 4.6 per 1,000 (under certain assumptions). Under the
assumption that the prevalence rate is 1.7 per 1,000 (the national average), the
cost per case avoided of a voluntary screening program with comprehensive
counseling and 100% acceptance is $155,000. The same program with limited
pre-test counseling is actually cost saving.

In their base case analysis, assuming a prevalence rate of 1.7 per 1,000 in
pregnant women, Gorsky and colleagues (1996) find that implementation of the
Public Health Service (PHS) counseling and testing guidelines nationally would
prevent 656 pediatric HIV infections annually and would result in a medical care
cost saving of $105.6 million. Varying the maternal seroprevalence rate, they
find that screening is cost saving as long as the prevalence rate is above 1.1 per
1,000.

Myers and colleagues (1998) have determined the cost-effectiveness of man-
datory versus voluntary prenatal HIV screening. They conclude that mandatory
screening will prevent more cases of pediatric AIDS, but at a somewhat higher
cost than voluntary screening. Under their base assumptions, including a mater-
nal seroprevalence rate of 1.7 per 1,000, the cost per case averted was $255,000
for mandatory screening and $367,000 for voluntary screening. The incremental
cost-effectiveness of mandatory compared with voluntary screening was $29,500.

Cost-Effectiveness of Universal, Routine HIV Testing in Prenatal Care

Two additional assumptions are needed for this calculation. First, the mar-
ginal cost of including an HIV test in the standard prenatal panel is $3 to $5.
Costs of testing vary markedly according to the circumstances in which the
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testing is done. ELISA tests done by private laboratories range from $15 to $65,
but the cost to state laboratories is about $5. It costs the U.S. Army only $2.50 per
serum specimen in its routine screening of all recruits because of the number
tested and the established infrastructure for transporting specimens to the labora-
tory (all of these figures are from Mauskopf). In New York, the marginal cost of
testing infant heel-stick samples for HIV is only about one dollar (Birkhead,
1998). Second, the follow-up cost for a repeatedly positive ELISA test (including
the cost of the Western blot test and counseling those who are positive, but not
treatment costs) is $100.

Table K.1 also shows the marginal cost of prenatal testing (per 10,000 women
in prenatal care) and the cost per true positive case found. The results show that
in high-prevalence areas the cost per case found is extremely low—hundreds of
dollars. Even in low-prevalence areas the cost exceeds $50,000 per case found
only if the marginal cost per ELISA test is $5 and the prevalence is 1 per 10,000.
In a more reasonable low-prevalence scenario ($3 dollars per test and a preva-
lence of 2 per 10,000), the cost per case found is only $15,600.

While these numbers are not precise, they clearly indicate that universal
routine HIV testing integrated into prenatal care can be very cost-effective, even
in low-prevalence areas.

STRATEGIES TO REDUCE PERINATAL HIV TRANSMISSION

Inadequate prenatal care among women at high risk for HIV, health care
providers’ lack of adherence to PHS guidelines, and women’s rejection of HIV
testing and ZDV use all limit the ability to further reduce perinatal transmission.
This section provides estimates of each potential barrier to HIV transmission
reduction and presents a simplified model with which to assess the implications
of different intervention strategies.

If a hypothetical population of 7,000 HIV-infected pregnant women all ob-
tained early prenatal care; if their providers were in complete compliance with
PHS recommendations regarding counseling, testing, and ZDV treatment; and if
women all accepted HIV tests and ZDV treatment, and all pregnancies resulted in
a live birth—the committee estimates that 350 HIV-infected babies would be
born (i.e., the risk of transmission under optimal care is 5%). If, however, the
onset of prenatal care, provider behavior, or other factors affecting perinatal HIV
transmission are not optimal, the number of HIV-infected babies increases. Table
K.2 shows the effects of varying some of the factors affecting perinatal HIV
transmission. Column 2 shows the committee’s estimates of the current environ-
ment: an estimated 85% of HIV-positive women seek prenatal care, 75% of
women are counseled regarding HIV testing, 80% of women accept the test, 90%
of HIV-positive women are offered ZDV, and 90% of women accept and comply
with ZDV treatment when it is offered. Given this scenario, 1,172 babies would
be born to the hypothetical cohort of 7,000 HIV-infected women, a 235% in-
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crease over the currently achievable state (i.e., from 350 to 1,172 HIV-infected
babies).1 If we hold all but one condition constant, and change one parameter at a
time, the impact of changes in the current environment can be assessed.

TABLE K.2 Alternative Prenatal Transmission Scenarios for 7,000
HIV-infected Pregnant Women—Change Current Environment

Increase
Estimate of Increase Providers’

Currently Current Prenatal Care Offering of
Factors Affecting Achievable Environment Attendance Test
HIV Transmission Rates (1) (2) (3) (4)

Women with prenatal 100.00 85.00 100.00 85.00
care (%)

Women counseled (%) 100.00 75.00 75.00 100.00
Women accepting HIV 100.00 80.00 80.00 80.00

test (%)
Women offered ZDV 100.00 90.00 90.00 90.00

treatment (%)
Women accepting/ 100.00 90.00 90.00 90.00

complying with ZDV
treatment (%)

Babies exposed to low 100.00 41.31 48.60 55.08
transmission  rate
(.05) (%)

Babies exposed to high 0.00 58.69 51.40 44.92
transmission  rate
(.25) (%)

Expected number 350.00 1,071.66 1,069.60 978.88
HIV-infected babies

Reduction in number 70.13 NA 8.71 16.45
HIV-infected  babies
from current scenario (%)

Increase in number of NA 234.76 205.60 179.68
HIV-infected  babies
from achievable
scenario (%)

NOTE: Model assumes no fetal loss and two perinatal HIV transmission rates (.25 and .05);
NA = not applicable.

1The model assumes only two HIV transmission rates, .25 if women are not treated and .05 if they
are treated. These transmission rates actually vary according to the HIV-infected woman’s clinical
state, and the onset and completeness of treatment. The model also assumes that testing rates for
HIV-positive women are similar to those observed in the general population of pregnant women.
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• Increasing the receipt of prenatal care from 85% to 100% reduces the
number of HIV-infected babies by 9% (i.e., from 1,172 to 1,070) (column 3).

• Increasing the rate at which providers offer HIV tests from 75% to 100%
reduces the number of HIV-infected babies by 16% (i.e., from 1,172 to 979)
(column 4).

• Increasing women’s acceptance of HIV tests from 80% to 100% reduces
the number of HIV-infected babies by 12% (i.e., from 1,172 to 1,027) (column 5).

• Increasing the providers offering ZDV treatment from 90% to 100% re-
duces the number of HIV-infected babies by 5% (from 1,172 to 1,107) (column 6).

Increase
Increase Women’s Increase Increase

Increase Providers’ Acceptance Provider’s Women’s
Women’s Test Offering of/Compliance Offering of Acceptance of
Acceptance of ZDV with ZDV Test and ZDV Test/ZDV
(5) (6) (7) (8) (9)

85.00 85.00 85.00 85.00 85.00

75.00 75.00 75.00 100.00 75.00
100.00 80.00 80.00 80.00 100.00

90.00 100.00 90.00 100.00 90.00

90.00 90.00 100.00 90.00 100.00

51.64 45.90 45.90 61.20 57.38

48.36 54.10 54.10 38.80 42.63

1,027.08 1,107.40 1,107.40 893.20 946.75

12.34 5.48 5.48 23.77 19.20

193.45 216.40 216.40 155.20 170.50
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• Increasing women’s acceptance of ZDV treatment from 90% to 100%
reduces the number of HIV-infected babies by 5% (i.e., from 1,172 to 1,107)
(column 7).

Given the current environment, the most effective single intervention to
reduce perinatal transmission is to increase the number of providers offering HIV
tests (reduces perinatal HIV transmission by 16%). If providers were in complete
compliance with the PHS guidelines (i.e., they offered HIV tests and ZDV treat-
ment to all women), there would be a 24% decrease in the number of HIV-
infected babies (from 1,172 to 893) (column 8). Alternatively, if the current
environment remained the same, but all HIV-infected women accepted HIV test-

TABLE K.3 Alternative Prenatal Transmission Scenarios for 7,000
HIV-Positive Pregnant Women—Change Current Environment

Close Gap
Between

Estimate of Increase All but Current
Currently Current Prenatal Care and Achievable

Factors Affecting Achievable Environment Attendance by 10%
HIV Transmission Rates (1) (2) (3) (4)

Women with prenatal 100.00 85.00 85.00 86.50
care (%)

Women counseled (%) 100.00 75.00 100.00 77.50
Women accepting HIV 100.00 80.00 100.00 82.00

test (%)
Women offered ZDV 100.00 90.00 100.00 91.00

treatment (%)
Women accepting/complying 100.00 90.00 100.00 91.00

 with ZDV treatment (%)
Babies exposed to low 100.00 41.31 85.00 45.52

transmission rate (.05)
(%)

Babies exposed to high 0.00 58.69 15.00 54.48
 transmission rate (.25)
(%)

Expected number HIV- 350.00 1,171.66 560.00 1,112.70
infected babies

Reduction in number 70.13 NA 52.20 5.03
HIV-infected babies from
current scenario (%)

Increase in number of NA 234.76 60.00 217.91
HIV-infected  babies
from achievable scenario (%)

NOTE: Model assumes no fetal loss and two perinatal HIV transmission rates (.25 and .05);
NA = not applicable.
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Close Gap
Close Gap Close Gap Close Gap Close Gap Between
Between Current Between Current Between Current Between Current Current and
and Achievable and Achievable and Achievable and Achievable Achievable by
by 20% by 30% by 40% by 50% by 78%
(5) (6) (7) (8) (9)

88.00 89.50 91.00 92.50 96.70

80.00 82.50 85.00 87.50 94.50
84.00 86.00 88.00 90.00 95.60

92.00 93.00 94.00 95.00 97.80

92.00 93.00 94.00 95.00 97.80

50.05 54.92 60.14 65.74 83.56

49.95 45.08 39.86 34.26 16.44

1,049.26 981.10 907.97 829.62 580.17

10.45 16.26 22.51 29.19 50.48

199.79 180.31 159.42 137.03 65.76

ing when offered, and accepted and complied with ZDV treatment, there would
be a 19% reduction in the number of HIV-infected babies (i.e., from 1,172 to 947)
(column 9). If both providers and HIV-infected women had optimal rates (i.e., if
all but prenatal care is set to 100%), there would be a 52% decline in the number
of HIV-infected babies (i.e., from 1,172 to 560) (Table K.3, column 3).

This simplified model illustrates the need for multifaceted approaches to
significantly reduce perinatal HIV transmission. But even with a multifaceted
approach, significant further reductions in the number of HIV-infected babies
will be difficult to achieve. Table K.3 shows the effects of closing the gap be-
tween current and optimal rates by 10% to 50% (columns 4 through 8). Even if
the gap was reduced by 50% (e.g., prenatal care increases from 85% to 92.5%),
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there would be only a 29% decline in the number of HIV-infected babies (i.e.,
from 1,172 to 830). Here it is assumed that 92.5% of HIV-infected pregnant
women obtained early prenatal care, 87.5% of women were offered HIV testing,
90% of women accepted testing, 95% of HIV-positive women were offered
ZDV, and 95% of women accepted and complied with ZDV therapy. To achieve
a further 50% decline in the number of HIV-infected babies (i.e., from 1,172 to
580 infected babies) and be within reach of the currently achievable state (i.e.,
350 infected babies), the gap between observed and achievable rates would have
to close by 78%, and rates for factors related to transmission would have to be
very high (e.g., 96.7% of women with prenatal care) (column 9).
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L

Passing the Test: New York’s Newborn
HIV Testing Policy, 1987–1997

David Abramson

INTRODUCTION

This appendix traces the evolution of policy in New York State regarding the
screening of newborns for HIV antibodies, from the introduction of the blinded
newborn seroprevalence survey in November 1987 through the implementation
of the mandatory newborn testing and notification begun in February 1997. It is
intended to provide the reader with the context in which key policies were de-
bated or enacted and a sense of who the key players were. A caveat for the reader:
since this material spans over a decade’s worth of activity and discourse around a
highly charged emotional issue, as a chronological accounting it can only touch
upon key events and personalities. Moreover, an effort has been made to present
the issues and decisions objectively by outlining the arguments advanced for
certain decisions or policies, rather than arguing the merits of one point of view
over another.

Data for this appendix were collected through confidential key informant
interviews, literature reviews, and archival material review (such as program
documentation and newspaper reports). Because many of the informants are
currently involved in policy making and public health activities and might other-
wise feel constrained from being completely candid if their comments would be
publicly attributed, individuals’ insights and comments have been intertwined
within the narrative without identifiable attribution.

This particular case of newborn screening policy in New York offers insights
into the state’s broader politics and policy making surrounding HIV/AIDS. Sev-
eral of the key lessons include the following:
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• Policies and advocacy efforts from the 1960s through the 1990s produced
a confluence of the patients’ right movement, community engagement models,
and categorical funding streams that resulted in a public health environment far
more sensitive to individual privacy rights, patient autonomy, special interests
and particularized communities than the more traditional mandate of public health
operating solely for a majoritarian “public good.”

• Advocates for people affected by HIV/AIDS have consistently challenged
the traditional public health roles of surveillance, resource distribution, and case
finding—and particularly the consequences of these traditional policies and pro-
grams for disenfranchised populations—and in so doing have compelled
“exceptionalist” policies regarding HIV/AIDS that differ in many important as-
pects from other communicable or sexually transmitted diseases (STDs). New
York’s newborn screening debate embodied the struggle between the traditional
and the exceptionalist approaches.

• As the issue of newborn surveillance evolved from an insular public
health issue to one of political moment, who framed the issue and how the issue
was framed became the two most important predictors of public opinion.

• The locus of decision making shifted over the course of a decade, as did
the arena in which debate was engaged. Once public health policy was being
debated in a political arena (and particularly once it reached a certain crescendo),
the ultimate decisions and considerations were more often related to their politi-
cal consequences than to their health consequences. When the testing policy
changed in 1996 and 1997 (first with “consented” testing and then with manda-
tory testing), this occurred primarily because of shifting political winds and not
because of scientific sea changes.

• As originally conceived, the state’s newborn screening program addressed
“public health uncertainty” about the epidemiology of HIV, but could not resolve
the “medical uncertainty” of a clinician unaware of a patient’s status, and there-
fore reinforced the divide between the population orientation of the state and the
patient orientation of the clinician.

• Although New York’s initial newborn testing policy revolved around
surveillance and its epidemiological utility for charting the epidemic and for
program planning, the legislative battle focused on newborn testing for the pur-
poses of case finding. When the political debate was first engaged in 1993, there
was scant evidence that mandatory testing would result in any decrease in
perinatal transmission. Although there was a consensus regarding secondary
prevention of Pneumocystis carinii pneumonia (PCP) among infants using penta-
midine prophylactically, and the Centers for Disease Control and Prevention
(CDC) had issued guidelines regarding HIV-positive mothers abstaining from
breast-feeding (which might be delayed up to six weeks awaiting test results and
follow-up), the medical and public health communities were divided on the abso-
lute benefit of newborn testing as a means of reducing perinatal transmission.
Even as the scientific landscape changed (particularly concerning the clear evi-
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dence for intervening in the prenatal period) the terms of the newborn testing
debate remained fixed. Given the advent of rapid testing and the potential value
of zidovudine (ZDV) therapy antenatally, medical science is only now beginning
to demonstrate any evidence for proactively identifying HIV-antibody-carrying
infants at birth. The cornerstones of the political discourse on the testing policy,
though, were predicated on emotional and political issues, not scientific ones.
Furthermore, as a case finding tool, newborn testing was principally effective
only in identifying the mother. When the issue was first raised legislatively in
1993, there was no system of follow-up care or any reliable way to assure that all
HIV-positive babies were accurately identified when they seroconverted.

• Given the players, the program, and the shifting political environment, it
is likely that mandatory testing was inevitable in New York State. The mandatory
newborn testing policy has also facilitated the successful passage of other HIV
legislation in New York, such as mandatory partner notification and named HIV
reporting.

The chronology of newborn testing policy unfolded in a shifting context of
decision making and debate: from insular public health (the pragmatic era), to the
population/clinical split (the era of mounting clinical frustration), to the political
arena (marked by polarization, issue framing, and political “processes” of nego-
tiation and pressure), to clinical optimism (retroviral therapy and protease inhibi-
tors), and a return to public health pragmatism (the implementation of a political
decision).

There were two points of strong federal state interaction regarding newborn
screening, and the nature of each reveals a great deal about the shifting eras. In
1987, the CDC strongly supported New York’s surveillance efforts as a comple-
ment to its “Family of Surveys” and provided half the ongoing funding for New
York’s newborn screening program. This was clearly the era of public health
pragmatism, particularly in the face of uncertainty about the epidemic’s future
path. In 1995–1996, there was increasing political momentum at the federal level
(evidenced by amendments to the Ryan White Reauthorization Act proposed by
Congressmen Tom Coburn and Gary Ackerman) for mandatory newborn testing.
With the sweep of Republicans into U.S. Congress, and similar Republican in-
roads in the New York State legislature (and the change at the executive level
from a Democratic to a Republican governor), the Democratic-controlled Assem-
bly faced increasing political pressure to conform to the governor’s wishes for a
mandatory newborn testing program. In 1996, after quiet negotiations between
several key legislative players, the New York State Assembly speaker reversed
his three-year opposition to mandatory testing and helped pass the “Baby AIDS”
bill.

The framing and marketing of the issue of newborn screening and testing
played a significant part in the decisions and actions taken. The early blinded
screening program publicized its findings of high seroprevalence rates among
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women in inner-city communities, and the news was presented as that of epide-
miologic discovery. The emerging pattern of HIV transmission—with its grow-
ing impact on communities of heterosexual women and their offspring, in some
neighborhoods as high as 4%—served as the impetus for a number of prevention
and education efforts. In contrast, once the issue entered the political arena, the
debate was waged in the realm of public opinion. Those who favored mandatory
newborn testing presented the issue as one of villains and victims. The villain in
this case was “Big Brother” government, armed with specific knowledge about a
baby that could save his/her life, thwarting the victims—dedicated doctors and
caring mothers—from saving HIV-infected babies. The counterarguments were
far subtler, often relying upon biostatistical arguments, legal or ethical frame-
works, or advocacy on behalf of minority women. Although those opposed to
mandatory testing advocated a model of voluntary HIV testing, which presum-
ably worked to foster trust between a health care provider and a mother and
capitalized on maternal instincts to protect a baby’s welfare, the images could not
compete with those of HIV-infected babies being denied treatment by an uncar-
ing government.

Finally, what state public health officials had recognized early on—that
using the sentinel event of birth as a primary epidemiological marker because it
was universal, occurred in an institutional setting over which the state had con-
siderable regulatory power, and was built upon a successful newborn genetic
screening program—carried equal appeal for policy makers. Whether the state
was interested in HIV surveillance or case finding, the birth of a baby appeared to
provide a perfect opportunity.

THE PUBLIC HEALTH ENVIRONMENT, 1980–1986

New York’s city and state health departments confronted a number of sensi-
tive issues in the first few years of the AIDS epidemic: the regulation of sexual
behavior in commercial bathhouses, clean needle exchanges for injection drug
users, and the development of voluntary HIV testing programs, among others.
Each issue posed its own policy challenge. In considering bathhouse closures,
public health officials weighed the benefit of using their police powers against
the consequence of threatening a particular group’s civil liberties. With proposed
needle exchange programs, they tried to balance the moralism of antidrug poli-
cies and politics with the pragmatism of stemming an avenue of transmission. As
HIV tests became available in 1985, officials had the task of inspiring trust
among groups that were wary of a government’s ability to preserve an individual’s
privacy and confidentiality. From the debates that arose among public health
officials, interest groups and affected individuals, health care providers, and po-
litical leaders, a general strategy of voluntary risk reduction and HIV prevention
programs emerged. Rather than use their prerogative to close gay bathhouses,
bars, and other public venues, public health officials first sought voluntary com-
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pliance from the gay community. Only after the voluntary effort had failed did
the state compel the closure of commercial bathhouses. The health commission-
ers had less success with needle exchange programs. Although sequential New
York City Health Commissioners David Sencer and Stephen Joseph both en-
dorsed needle exchange programs, and New York State Health Commissioner
David Axelrod was also willing—albeit reluctantly—to experiment with such
approaches, the proposed programs generated too much political opposition. It
was not until 1989 that a limited needle exchange demonstration was approved
for New York City. The lessons reinforced by these two issues were clear: indi-
vidual rights matter and politics matter. To craft strategic programs, public health
officials had to appease civil libertarians and advocacy groups at one end of the
political spectrum and political conservatives at the other end.

The HIV antibody test developed in 1985 as a means of safeguarding the
blood supply raised the greatest specter of government intrusion into an
individual’s private domain. Although public health officials did not universally
endorse a voluntary HIV testing program initially (it was, in fact, opposed ini-
tially by the city health commissioner), by the end of 1985 most health officials
acknowledged the test’s utility for preventing transmission of the virus. The HIV
test, however, was regarded by its opponents as the linchpin for a number of
potentially intrusive measures—registries of HIV-infected individuals (which
could both stigmatize and lead to discrimination if the names were ever revealed),
mandatory partner notification programs, impingement of women’s reproductive
choices, and potential deportation of infected immigrants. In response to these
concerns, public health officials and policy makers reinforced the exceptionalist
nature of AIDS policy—rather than using the traditional reporting requirements
and contact tracing associated with sexually transmitted and other communicable
diseases, New York health officials carved out explicit informed consent require-
ments and voluntary HIV testing and notification policies. Behind such policies
was an implicit quid pro quo. In return for relying upon various risk groups’
voluntary compliance with these prevention strategies, public health officials
would withhold a compulsory approach. Given the absence of any reliable treat-
ment in the mid-1980s, public health officials’ reliance upon voluntary preven-
tion efforts seemed the most prudent course of action.

New York’s innovative administration of its AIDS programs further re-
flected its awareness that this disease required a different approach than others.
The AIDS Institute was established as an independent center within the state
health department in 1982, at first reporting to the director of the Center for
Community Health (an umbrella unit for all community-based public health ac-
tivities) and later reporting directly to the commissioner of health. The broad
mandate of the AIDS Institute included strategic planning, the oversight of com-
munity and clinical programs, the synthesis of epidemiological and evaluation
data for planning purposes, and policy development. The Bureau of HIV/AIDS
Surveillance operated separately from the AIDS Institute and worked as a com-
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ponent of the state’s epidemiology unit. The surveillance group was responsible
for analyzing data provided by the state’s Wadsworth Laboratory, which repre-
sented the third leg of the administrative tripod. Finally, the state legislature
created the AIDS Advisory Council (staffed by the AIDS Institute) as a forum to
provide the health commissioner with input from both health care providers and
communities affected by AIDS. The AIDS Advisory Council served as a buffer
between vocal community advocacy groups, program planners within the health
department, and the state legislature. Among the council’s roles were developing
proposed statewide AIDS budgets, identifying special needs populations, and
lobbying politicians on designated “Legislators Days.” According to one knowl-
edgeable observer, “The AIDS budget is unique. It is laid out in lines that are
more specific than the overall department’s budget, because of visibility and
political action. Each group of constituencies is represented in a separate line,
such as a budget line for ‘High risk women and children.’ ” Prior to the current
administration, which began in 1995, the AIDS Institute also had its own policy
office, distinct from the health department’s, which oversaw an interagency policy
committee that coordinated the AIDS policy work of a number of state agencies
and units. AIDS policy in New York was clearly exceptional and political, and
the locus of decision making was in the hands of Dr. David Axelrod, the state’s
health commissioner.

PUBLIC HEALTH PRAGMATISM, 1987–1990

At the Third International AIDS Conference in Washington, D.C. in the
summer of 1987, the State of Massachusetts reported on its anonymous newborn
screening program for HIV antibodies, which had been operational for a year.
The first state in the nation to conduct such surveillance, Massachusetts had
capitalized on its newborn screening program for genetic and metabolic disorders
in order to test for the presence or absence of maternal HIV antibodies in a baby’s
blood. Two high-ranking New York public health officials, Lloyd Novick, the
director of the Center for Community Health (which oversaw both the epidemiol-
ogy unit and the AIDS Institute at the time), and Donald Berns, the assistant
director of the state-run Wadsworth Center for Laboratories and Research, were
very impressed by Massachusetts’s presentation. Berns assured Novick that they
had the laboratory capacity to conduct such a surveillance effort in New York.
They returned to New York intent on developing an even more sophisticated
screening program. The two met with Health Commissioner David Axelrod and
Herbert Dickerman, the head of the Wadsworth Labs, and began planning the
newborn surveillance program. From the onset, the four determined to improve
on the Massachusetts surveillance program by also collecting demographic data,
including the zip code of the mother (or the hospital if the mother’s zip code was
unavailable), maternal age, and the race/ethnicity of the infant.

Although the planners’ principal concerns at first were those of logistics and
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capacity—securing a sufficient blood sample from a newborn heel-stick; design-
ing the data form for accurate coding; removing identifiers; developing the epide-
miological framework to use the data collected by the labs, conduct small- and
large-area analyses, and report findings—the health department officials acknowl-
edged in their meetings that the issue of dealing with HIV-positive results was of
some concern. The universal newborn screening program had to be built on
research conducted on anonymous blood samples. If mothers were approached
for consent to test their newborn’s blood it would raise issues of potential bias,
since not all mothers would consent and the resultant sample might not be repre-
sentative of the population of childbearing women. Since the surveillance there-
fore had to be conducted in anonymous fashion, “blinded” to those drawing the
blood and those analyzing the blood, the health department had no legal authority
or capacity to then identify those babies testing HIV-positive and notify the
mother. In addition to the planned newborn serosurvey, New York public health
officials were also designing serosurveys that provided epidemological data
among population “windows” for whom blood was routinely collected—drug
users, state prisoners, runaways and homeless teens referred to medical examina-
tions, and family planning and STD clients, in addition to newborns.

The decision to launch the blinded newborn seroprevalence survey and re-
lated serosurveys rested with these four public health officials, and principally
with Health Commissioner Axelrod. As one of Governor Cuomo’s most trusted
cabinet members, Axelrod was afforded a great deal of latitude in formulating
public health policy and was well respected by members of the state legislature.
Axelrod’s management style was such that he relied upon a close circle of high-
ranking deputies for their counsel, and all major decisions funneled up to him. To
assure himself that his strategies were sound both scientifically and ethically,
Axelrod often convened committees of outside experts to consider the effective-
ness, consequence, or significance of particular policies or programs. In mid-Sep-
tember 1987, Axelrod brought together clinicians and ethicists to review the gamut
of proposed seroprevalence surveys—the “windows” into various populations—
and particularly the newborn screening study. The Advisory Committee (composed
of Elaine Abrams of Harlem Hospital, Daniel Callahan of the Hastings Center,
Victor DeGruttola of Harvard School of Public Health, Richard Kaslow from the
National Institute for Allergy and Infectious Diseases, the CDC’s Magarite
Pappaioanou, and Warren Winkelstein from the University of California at Berke-
ley) unanimously supported the universal newborn screening program.

The blinded newborn seroprevalence study built upon the state’s established
Newborn Screening Program (NSP), which tested infants at hospital discharge
for seven inherited disorders (phenylketonuria [PKU], congenital hyperthyroid-
ism, and maple sugar urine disease, among others) by drawing blood through a
heel-stick. The NSP had been developed in New York State in the early 1960s by
a Buffalo microbiologist Dr. Robert Guthrie. He had watched in horror as his
niece had gone undiagnosed with PKU until she was 16 months old; she grew up
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retarded and schizophrenic, which he attributed to the initially undiagnosed PKU.
His impetus to develop the newborn screening was that if PKU was detected early
enough after birth, babies could be put on a special low-protein diet and go on to
lead perfectly normal lives. On average, New York screens over 300,000 infants
each year and identifies approximately 12 children with PKU. (In contrast, in a
nine-month period from February 1, 1997, through October 31, 1997, of 185,540
births there were 779 infants born with maternal HIV antibodies.)

The state health department began collecting newborn HIV seroprevalence
data on November 30, 1987. “What I recall quite vividly,” said one of the study
planners, “is that after the first two weeks we were taken aback by the results.
They had quite an impact on us.” Several earlier newborn studies conducted in
municipal hospitals in New York City had revealed seroprevalence rates of 2.4%
to 2.5%. The study planners expected to find similar data in high-risk neighbor-
hoods and were stunned to find rates of 4% seroprevalence in Harlem, the South
Bronx, and the Bedford Stuyvesant section of Brooklyn. “This meant that 1 of
every 25 women [delivering a baby] was infected,” noted a public health official,
“and when we reported that we expected a big outcry, and a large media push, for
us to immediately unblind the survey.” To their surprise, newspaper coverage
focused on the epidemiological significance of the findings—on the spread of
HIV infection across the state and the depth of HIV seroprevalence in particular
communities.

Within four weeks of starting the newborn seroprevalence study, the state
health department had amended the contracts of state-regulated family planning
programs and prenatal care clinics, which served over 300,000 women annually,
requiring them to provide on-site HIV counseling and testing services. The state
also stepped up its efforts to reach pregnant women in high-risk neighborhoods
through its Community Health Worker program and through targeted education
campaigns, and advised obstetricians and other physicians throughout the state of
the compelling need to provide HIV counseling and testing services to women of
reproductive age. In his State of the State message on January 6, 1988, Governor
Mario Cuomo told the assembled legislators, “There is no greater tragedy than
the birth of a child condemned to death, yet estimates indicate 1,000 infants will
be born with the AIDS virus in 1988. . . . The initial results of the prevalence
studies have only served to heighten our sense of urgency and to focus dramati-
cally upon our most vulnerable populations. Results on the first 11,000 newborn
blood specimens demonstrate an alarming statewide HIV seroprevalence rate of
almost 1% among women of childbearing age.”

At the same time that New York was beginning its seroprevalence studies,
the CDC was initiating its Family of Surveys seroprevalence sample studies in 45
states. The CDC funded states to conduct anonymous seroprevalence studies on
representative samples of injection drug users, STD and tuberculosis clinic pa-
tients, hospital admissions, patients at clinics serving women of reproductive age,
and newborns. New York public health officials decided to conduct universal,
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anonymous screening rather than sampled screening, since it was piggybacking
the study on the universal Newborn Screening Program and the additional cost
was warranted by the greater predictive power of conducting a universal test. The
CDC contributed funding that covered half of New York’s seroprevalence stud-
ies, and the state made up the difference (by 1996, the state was paying three-
quarters of the cost of the seroprevalence surveys, and CDC one-quarter of the $2
million program).

As Novick was to write later (Novick, 1991), the newborn seroprevalence
survey provided the state health department with three critical elements: cur-
rency, relevance, and focus. The “currency” allowed the state to monitor the real-
time spread of the infection without having to account for the lag time between
HIV infection and a reported AIDS case (and it enabled the state to conduct
analyses of HIV trends over time without adjusting for the CDC’s expanded
definition of AIDS in 1993); the “relevance” of the universal screening test
enabled the state to report actual, rather than projected, infection rates among
childbearing women and to closely estimate the rate among all women ages 15–
44; and the “focus” derived from the small-area planning that could be conducted
given the sociodemographic variables of maternal age, race/ethnicity, and zip
code. The last was perhaps the most important to state public health officials,
since it served as an early-warning system that alerted them to what communities
the virus was moving into, and thereby provided an opportunity for targeted
prevention and education efforts.

In March 1988, Commissioner Axelrod reconvened a special advisory com-
mittee to review the preliminary results of the newborn serosurvey. The commit-
tee (composed of Elaine Abrams and Margaret Heagarty of Harlem Hospital,
NIAID’s Richard Kaslow, the CDC’s Timothy Dondero and Margaret Oxtoby,
Myron Essex and Harvey Fineberg of Harvard School of Public Health, Keith
Krasinski of Bellevue Hospital, Peter Selwyn of Montefiore Hospita;, and Isaac
Weisfuse of the New York City Department of Health) strongly recommended
continuing the serosurvey, particularly for purposes of monitoring the epidemic.

Only days before the advisory committee met, an article in Newsday (a major
New York daily) featured an interview with Dr. Rodney Hoff, the architect of the
Massachusetts health department’s blinded newborn survey. Even as he pre-
sented the rationale for the blinded serosurvey, “. . . so that we can monitor HIV
infection trends in women,” he did sound a cautionary note, saying that, “there is
a trade-off here between the legal issue of consent and ethical issue of duty to
inform.” Since there was no accepted treatment at the time, Hoff said he consid-
ered it ethically acceptable to not identify individual patients (a position adopted
by Bayer and others (1986), and by the journal Nature’s editorialists in a 1987
article). “Once there is an effective treatment for infected infants,” he concluded,
“we will very quickly convert to a case-detection system.”

Between 1988 and 1990, the New York State health department pursued a
number of measures predicated on voluntary adherence to primary and secondary
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prevention practices. In the absence of a treatment or vaccine, public health
strategies focused first on preventing initial infection (primary prevention) by
modifying risk behaviors and, for those infected, on preventing further spread of
the virus (secondary prevention). Tertiary prevention efforts, focused on limiting
the progression of the disease within an infected individual, were for the most
part limited to PCP prophylaxis and experimental antiretroviral therapies. As has
been extensively documented, since HIV/AIDS raised so many issues of the
authority of the public health officials to intervene in the private affairs of se-
lected communities (e.g., gay bathhouse closures, mandatory partner notifica-
tion) and since there had been sufficient numbers of cases of HIV/AIDS discrimi-
nation in housing, public schools, and employment to warrant a genuine concern,
public health officials generally believed that the most expeditious prevention
strategy had to be voluntarily elicited, rather than coerced or mandated. Further-
more, such an approach followed the principle of the “least restrictive alterna-
tive” in gauging appropriate public health action.1 Particularly given some of the
early successes in persuading the homosexual male population to voluntarily
reduce risky behaviors, it seemed sensible to public health officials and legisla-
tors to pursue measures that educated and engaged the communities most at risk,
rather than potentially alienating these communities and driving them away from
the health care system.

In keeping with this approach, the state legislature passed New York State’s
confidentiality statute in 1988, which imposed strict penalties for disclosure of
confidential HIV information and required written informed consent prior to any
HIV testing. According to one of the key legislators involved in drafting the law,
“We recognized that there was an urgent public health need to have people come
forward and be tested, to be counseled, and to cooperate, and since there was no
lure of treatment we had to offer a guarantee of confidentiality.” One key provi-
sion of the statute gave physicians treating HIV-infected individuals the “power”
to warn others who might be at risk of HIV infection, but not the “duty” to warn.
This was in keeping with the balance between prevention and case finding, as
was the language of the informed consent. Rather than adopting a “directed”
approach that recommended HIV testing, the language of the informed consent
was “non-directed,” spelling out all the potential negative consequences of test-
ing and leaving the formulation of a decision entirely up to the individual. This
approach to informed consent was based on 20 years of success in the field of

1In one of the most cogent articles examining the legal capacity of public health authorities to
constrain individual behavior through the regulation of public meeting places or contact tracing,
Gostin and Curran (1987, p. 217) concluded in 1987 that, “even stricter scrutiny will be applied to
public health measures which affect liberty, autonomy, or privacy of human beings. These measures
should not be promulgated without searching examinations as to public health need, specificity of the
targeted population, and adherence to the principle of the least restrictive alternative.”
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genetic counseling and was driven by various consumer movements promoting
both patients’ rights and autonomy, and a shared medical decision making model
that regarded the patient as an active partner along with his or her health care
provider.

The state health department codified its strategy in two key planning docu-
ments: (1) the January 1989 five-year interagency plan, “AIDS: New York’s
Response,” which introduced a number of new initiatives aimed at education
(such as HIV/AIDS education incorporated into the core curricula of all public
schools and colleges), voluntary counseling and testing, expansion of health ser-
vices, and preservation of human rights through antidiscrimination legislation
and adherence to the principles of informed consent; and (2) the “New York State
Principles for the Care of Women and Children with HIV Infection,” (New York
State AIDS Institute, 1990) drafted after a three day symposium in 1990 at the
Mohonk Mountain House in New Paltz, and thereafter known as the “Mohonk
Principles.” The Mohonk symposium, led by the AIDS Institute’s Nick Rango,
brought together key staff from a number of state agencies, as well as health
professionals involved in AIDS-related services and women affected by the epi-
demic. The document clearly stipulated the state’s voluntarist approach. The
consensus document urged “routine counseling and voluntary testing of all
women of reproductive age,” which should be provided in all health care settings;
it asserted each woman’s right to make her own reproductive choices; and it
recommended a program of routine counseling and voluntary testing of postpar-
tum women who may not have received adequate counseling or testing opportu-
nities prior to giving birth. The document further clarified a consensus position
opposing mandatory newborn screening, arguing that involuntary testing of the
mother (the practical consequence of newborn testing) must be weighed against
the state’s interest in safeguarding the health and welfare of the infant. It pre-
sented the criteria that had to be met before unblinding the newborn screening:
“(1) substantial clinical benefit of treatment in HIV-infected newborns has been
demonstrated; (2) appropriate clinical services are available to all HIV-infected
family members regardless of family resources; (3) a definitive laboratory test
becomes available allowing for the detection of HIV infection in newborns (as
opposed to the presence of maternal antibodies), or the indicated clinical inter-
vention for infants with HIV infection has been proven to be sufficiently non-
toxic to uninfected infants who would receive it because of the presence of
maternal HIV antibodies; and (4) a system of voluntary counseling and testing of
all women of reproductive age has failed to be effective.”

The voluntary counseling and testing program at family planning clinics and
prenatal care programs was emblematic of this approach. The state intended that
every woman of reproductive age seen in a state-regulated facility would be
provided with sufficient information to protect herself from being infected and
that every woman would also voluntarily take the HIV test in an effort to inform
reproductive choices (such as whether to have an abortion or to pursue future
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pregnancies) and to encourage other secondary prevention efforts. In 1990, state
health officials also rejected the CDC’s 1989 recommendation for risk-based
assessments—which attempted to concentrate efforts on encouraging testing
among individuals in specific self-reported high-risk categories—in favor of a
broader, universal approach that sought to gain the consent to test among all
women at state-regulated clinics. In September 1990, the health department sent
out a “Dear Colleague” letter to all physicians in the state, urging them to counsel
any patient who had sex with more than one person in the last ten years, or who
had ever used illicit drugs, to be tested for HIV. Furthermore, the state launched
the OB Initiative in 1990, a postpartum program at 24 hospitals in high-
seroprevalence areas to counsel and test women who indicated they had not been
tested during their pregnancies.

The results of these voluntary programs, though, proved disappointing. Test-
ing rates in 1991 and 1992 ranged from 14% to 66% (Healton et al., 1996) at the
women’s clinics, and except for Harlem Hospital’s program, which persuaded
over 90% of postpartum women to test, the OB Initiative was equally ineffective.
Although the merits of case finding versus prevention were debated, it was in-
creasingly evident to public health officials in the early 1990s that such voluntary
case finding strategies needed strengthening.

At the same time that these programs directed at individual behavior change
were being initiated, a number of efforts were undertaken by the state health
department to more accurately focus community-wide prevention and treatment
efforts. One innovation developed by the AIDS Institute and the state’s epidemi-
ology unit was a Community Needs Index, which took into account newborn
seroprevalence rates and hospital discharge data in constructing a profile of
high-, medium-, and low-risk neighborhoods. The index was then used in pro-
gram development, the expansion of specially designated AIDS centers at hospi-
tals and community health centers, and the distribution of state funds to commu-
nity-based organizations in high-risk neighborhoods.

From an epidemiological perspective, universal newborn screening was still
regarded as effective and relevant. Beginning in 1990, though, as treatment options
for HIV-infected infants became more widely accepted, the tension between the
epidemiological and the clinical utility of newborn screening (in very broad terms,
the polarization of surveillance and prevention versus case finding and treatment)
grew within the state health department. These issues had percolated within the
larger health care community since 1988 (Krasinski et al., 1988), but now they were
gaining a wider audience. What began as an internal debate within the health care
community in the late 1980s evolved into a very public debate by 1993.

THE SEEDS OF DISCONTENT, 1990–1993

By 1990, Commissioner Axelrod was having second thoughts about the
state’s blinded seroprevalence study. The Fifth International AIDS Conference in
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Montreal the previous summer had featured a number of promising studies sug-
gesting the value of specific prophylactic therapies directed at infants, and the
CDC was in the process of formulating new guidelines for PCP prophylaxis for
infants and children that would be released in 1991. The efficacy of such treat-
ment, as with antiretroviral therapy in adults, was dependent upon early detection
of the viral infection. Axelrod convened his chief deputies and discussed the
possibility of replacing the blinded newborn screening program with one in which
newborns carrying the HIV antibody would be mandatorily identified and a par-
ent notified. Nick Rango, director of the AIDS Institute, was vehemently opposed
and urged Axelrod instead to redouble his efforts on the voluntary testing pro-
gram. As the data continued to show, though, women were not voluntarily step-
ping forward to be tested. In late 1990, Axelrod asked one of his key deputies to
assemble a small team and draw up a plan for unblinding the newborn study. The
plan was to include how notification would be made, how to bring women back
for comprehensive care and treatment, and how to assure sufficient capacity at
existing designated AIDS centers to care for the women and children. At first, the
team considered an approach that involved giving each woman the “right of
refusal,” but rejected that as having too many problems. It settled instead on a
plan of mandatory newborn testing and notification, along with assured treatment
for all who tested positive. The AIDS Institute’s Rango continued to object to the
approach.

In February 1991, Axelrod suffered an incapacitating stroke. Despite its
advocates within the health department, the plan to unblind the newborn testing
was shelved. “We had no commissioner,” said one veteran public health official
who favored the plan, “and no one with the political resources to pull it off.”

Outside the health department, indeed outside the medical community, there
was an increasing interest in revisiting the newborn testing issue. In mid-1991,
Gretchen Buchenholz, executive director of the Association to Benefit Children
(ABC), a New York City-based foster care agency, approached her legal counsel
to lead a lobbying campaign to unblind the newborn screening study. After sev-
eral cases in which foster children had gone undiagnosed with HIV infection
despite their caregivers’ interest in obtaining an HIV test for the infant, and which
was attributed to the restrictiveness of the state’s confidentiality statute in not
allowing foster parents to order an HIV test without the natural parents’ consent,2

the agency decided that the most effective strategy would be mandatory HIV
screening of all newborns, with a guaranteed provision of care for all who tested

2This was actually an artifact of rule making by the local governmental child welfare agency and
not the state statute, which in fact gave each local governmental child welfare agency the authority to
test foster children without the natural parents’ consent. The New York City Child Welfare
Administration’s policy was to require that every effort be made to acquire the natural parents’
consent prior to testing the foster child.
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positive. The special counsel and the executive director of ABC approached a
number of agencies to enlist them in the campaign. According to their published
accounting of these lobbying efforts, they were rebuffed by the state AIDS Insti-
tute, the Lambda Legal Defense and Education Fund, and the Gay and Lesbian
Rights Project of the American Civil Liberties Union. But they did receive posi-
tive support from certain children’s rights groups. For three years, ABC contin-
ued to seek common cause with other HIV/AIDS providers, and it was not until
1994 that ABC decided to use a litigation strategy to advance its position.

Some of the strongest dissenting voices opposed to blinded newborn screen-
ing study in 1992 came from Nassau County on Long Island, a predominantly
conservative area just east of New York City, and in the reportage of the area’s
leading daily newspaper, Newsday. In the summer of 1992, the Nassau HIV
Commission recommended to the local board of health that it petition the state to
allow mothers to consent to be notified if their infants tested positive for HIV.
The commission also lobbied the Nassau County Board of Health to recommend
to the state that all physicians throughout the state be required to offer an HIV test
to their pregnant patients. One Nassau County Board of Health member, Dr.
Larry Ravich, said during the board meeting at which the commission’s recom-
mendations were presented, “I think we are approaching this with little slippers
on.” He pressed for mandatory HIV testing of all pregnant women, a position
adopted by the board. Several days later, Newsday columnist Bob Wiemer en-
dorsed the board’s push for mandatory HIV testing. He referred to the 1988
confidentiality statute that stood in the way of such mandatory testing as “crimi-
nally foolish,” and argued that under the existing laws, “the rights of the carrier
are held superior to the rights of the uninfected.” Although the Nassau County
Board of Health’s recommendations did not alter state policy, they did demon-
strate a breach within the public health community. And the columnist’s senti-
ments, however inflammatory they appeared at first glance, would soon gain
currency in the legislative efforts to unblind newborn screening.

In January 1993, Newsday ran a series of articles by reporter Nina Bernstein
that documented the failure of voluntary partner notification to protect unsuspect-
ing women from HIV-infected husbands. The articles were powerful and dra-
matic, and the stories the reporter recounted of women learning their husbands’
diagnoses as they lay on their deathbeds—sometimes as a result of an inadvertent
slip by a social worker or physician caring for the husband—made a strong case
for stronger partner notification policies. The state health department and the
state legislature were implicated in the failure to protect these women, and it so
infuriated state Assemblywoman Nettie Mayersohn as she read the newspaper
series that she grew determined to change state law. Within weeks of reading the
newspaper articles, at the start of the legislative session, Mayersohn, a Demo-
cratic majority member of the Assembly’s Health Committee, proposed amend-
ing the public health code. Her proposed legislation would require named report-
ing of HIV-infected individuals to the local health department and mandatory
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partner notification if the infected individual voluntarily released the names of
sexual contacts. As a politician and community activist with a long history of
supporting women’s rights, Mayersohn perceived herself to be operating from a
similar position, that of protecting women from unfair policies and inequitable
relationships. She sought support for her position from a variety of women’s groups
and gay activists, and was surprised at their rebuff. Next, she went to the medical
community. After a presentation at the Medical Society of the State of New York,
a physician approached her and told her about the state’s policy of blinded newborn
screening. He presented it as the greatest travesty of the state’s confidentiality
statute—that the state knew the HIV status of infected babies, but would not let
either the mothers or the physicians know. Notwithstanding the inaccuracies of
such a portrayal—the state did not maintain the identities of the HIV-infected
babies, nor was it preventing or denying the ability of mothers to test or physicians
to strongly counsel their patients to test—this captured Mayersohn’s attention com-
pletely. After verifying the facts of the blinded newborn screening policy, she
decided to shelve her partner notification legislation and devote all her legislative
energy towards the passage of the “Baby AIDS” bill she introduced in May 1993,
which would unblind newborn screening and mandatorily notify the parents of the
baby’s status. “The secret is out,” Mayersohn wrote in one of her first newsletters
on the subject in 1993, “the State of New York has been using babies for statistical
purposes—but has been denying them treatment and the protection they need to
save their lives.” Her legislation was mirrored in the state senate in a bill spon-
sored by Guy Velella, a Republican from the Bronx.

Given the response to her partner notification legislation, Mayersohn was
hardly surprised by the vehement opposition she encountered from gay activists,
civil libertarians, and feminist groups. Still, she was confident that her constitu-
ency of middle-class, mostly Jewish homeowners in Queens would support her
position as one consonant with her “pro-family” stance. She set aside virtually all
other legislative business to focus on the newborn testing issue. According to
Mayersohn, “This was an issue that people would respond to. I was horrified. I
couldn’t focus on any other political agenda.” Her doggedness was not over-
looked by her fellow Assembly members, especially those who opposed her
legislation. According to one legislative leader, “It is rare to see a legislator focus
her career down to one question. She was irrelevant to the legislative process
[once she began pursuing the Baby AIDS legislation], but that fixation contrib-
uted to her success. It was clear to me from the start that it would be extremely
difficult to overcome her position.”

Mayersohn’s proposed legislation to mandate newborn testing proved to be a
turning point in the evolution of policy. Whereas the locus of decision making
control over newborn testing had resided within the state health department from
1987 through 1992, the debate and decision making over newborn testing now
entered the public and political realms. Public health officials had become sec-
ondary actors in the policy making process. Whatever their personal inclinations
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to advocate or oppose mandatory newborn testing, their role became that of
functionaries rather than trusted advisers. Public health officials would provide
the legislators and advisory committees with data, and would work on the imple-
mentation of the interim and final policies regarding newborn testing, but they
would no longer steer the process.

POLITICAL MANEUVERINGS, 1993–1994

Mayersohn introduced her 1993 legislation in the political environment of a
Democratic Assembly (100 of 150 seats); a Republican Senate; and a three-term
liberal governor, Mario Cuomo, as the state executive. Both state houses operate
under protocols of centralized leadership: the Assembly speaker and the Senate
majority leader each have the power to move legislation out of committee for a
floor vote or to block votes from coming up the floor. Until procedural reforms
were enacted in the 1998 legislative session, the legislative leaders also con-
trolled budgetary decisions; the state budget was determined by negotiation
among the Assembly speaker, the Senate majority leader, and the governor. In
1993, Mayersohn had little influence either with Speaker Sheldon Silver, a Man-
hattan Democrat, or with Governor Cuomo.

A former community activist who first ran for political office when she was
in her mid-fifties, Mayersohn’s greatest political assets were her persistence and
the image she presented of herself as a plain-speaking Jewish grandmother. In her
home district in Queens, Mayersohn had been a tenant organizer, president of the
PTA, and a Democratic district leader. She had returned to college after raising a
family and graduated from Queens College alongside her youngest son. Although
she had run against a Democratic incumbent to gain her Assembly seat,
Mayersohn fostered some key political ties amongst fellow Queens Democrats.
When she was a district leader, Mayersohn helped Gary Ackerman campaign
successfully for a state Senate seat, and the two kept in contact after he became a
U.S. Congressman. In 1995, Ackerman would play a pivotal role in the shifting
national debate about newborn testing when he introduced a bill modeled on
Mayersohn’s New York bill.

The populist image Mayersohn cultivated was that of an independent thinker,
not beholden to the party line, who was devoted to protecting those without
power (such as women and babies). Also, based on the relative homogeneity of
her home district and her strong record of constituent service, Mayersohn en-
joyed very strong electoral support. In order to bolster her position and gain the
endorsement of her fellow legislators, Mayersohn would photocopy relevant
medical journal articles and newspaper reports that supported her arguments and
circulate them to all of her colleagues.

Mayersohn was well aware that her bill faced an uphill battle, particularly
given what she called the “Manhattan constituency,” by which she meant legisla-
tors whose most vocal leftist constituents constrained the legislators from voting
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their consciences and who instead favored special protections and undue entitle-
ments. Chief among her opponents was Richard Gottfried, a Manhattan Demo-
crat who chaired the Assembly’s Health Committee. As one of the original draft-
ers 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 pend-
ing 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 test-
ing, “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 February 10, 1994, the Blue Ribbon panel issued its recommendations.
During its 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: (1) increasing the percentage of
HIV-positive women and infants who were tested and (2) increasing the rate at
which infected and exposed women and infants could be expected to enter treat-
ment. Given that HIV testing during the prenatal period provided greater oppor-
tunities for counseling and informing mothers, avoided the possibility of losing
as many cases to follow-up if HIV test results were delayed postpartum, and
offered the greater opportunity for preventing perinatal transmission if the ZDV
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 postpartum women. The panel further urged the development of
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intensive counseling programs similar to that of Harlem Hospital, which rou-
tinely 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 of the American Academy of Pediatrics, told the
New York Times, “Reliance on counseling that encourages voluntary testing ig-
nores 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 Trials Group protocol
number 076 (ACTG 076) when it became clear that ZDV administered to preg-
nant women and newborns could reduce vertical transmission of HIV by 69%.
Citing the dramatic, incontrovertible value to intervening prenatally, Cooper re-
versed his position and sided with the majority view of the panel to focus preven-
tion and case finding efforts on pregnant women rather than newborns.

On February 24, 1994, the AIDS Advisory Council adopted the Blue Ribbon
panel’s recommendation and advised the state to pursue universal voluntary test-
ing. 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 ZDV’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
from AIDS complications (Mayersohn, 1994a). In the column, he quoted pedia-
trician 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%.”

Throughout the early spring, there was considerable political discussion and
negotiation over possible terms of compromise between the Silver–Tully spon-
sors and the Mayersohn–Velella sponsors. One compromise being considered
was directed counseling that 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
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and its 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 June 6, 1994, only days before the lawsuit was to be filed, the
commissioner of social services announced new regulations that 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 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 (1994) 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 results of ACTG 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 re-
versed their positions on mandatory testing, favoring instead a policy of manda-
tory counseling for pregnant women and voluntary testing. Given the existence of
an effective treatment, a number of clinicians were loathe to institute a policy that
might drive any women from care, and a number had seen the clinical opportu-
nity shift from the delivery setting—which many regarded as too late for effec-
tive intervention—to the prenatal setting.

The Republican candidate for governor, State Senator George Pataki, an-
nounced 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, Governor 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
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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 likeli-
hood 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.”
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 November 1994, George Pataki narrowly defeated Mario Cuomo for gov-
ernor.

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’ 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 its 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 it felt that the state would not ad-
equately 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 gover-
nor. 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 Ackerman and Coburn introduced H.R.-1289, an
amendment to the Ryan White Comprehensive AIDS Resources Emergency
(CARE) Act which would require states to disclose the HIV status of newborns.
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The amendment gained broad bipartisan support, including from the congres-
sional 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 re-
sponse to that of the federal public health agency, “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 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. Ac-
cording 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 September 1995, the state attorney general approached ABC to settle its
lawsuit. Since the governor could not change the confidentiality statute by execu-
tive 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 a physician to conduct
HIV testing if he or she determined that an emergency existed. According to
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.”

Richard Gottfried, chair of the Assembly Health Committee, was not un-
happy 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, according to Gottfried, was that
the proposed rules would mandate directed HIV counseling only in state-regu-
lated facilities (such as hospitals, clinics, and certain HMO practices), whereas
the Silver–Tully bill he had cosponsored 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
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saying, “This is as far as we can go in the absence of legislative action.”
Mayersohn announced she would reintroduce her bill in January 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 the baby was 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 medi-
cal care. The facility providing maternity services would be responsible for iden-
tifying a physician to receive the HIV test results, preferably the baby’s pediatri-
cian. Post-test counseling would be provided at the time the woman was notified
of the test results, and the pediatrician was required to order a polymerase chain
reaction (PCR) test on the 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 five to six 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 emer-
gency 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 manda-
tory testing legislation reintroduced by Mayersohn and Velella gained consider-
able momentum. In late April, House and Senate negotiators came to an agree-
ment over mandatory testing as part of the Ryan White CARE Act reauthorization.
House Republicans agreed to support the position of the Senate conference com-
mittee, the American Medical Association, and the National Governor’s Associa-
tion calling for a five-year trial period of voluntary testing before instituting
mandatory newborn testing. As signed in June, the Ryan White CARE Reautho-
rization Act required states to demonstrate that they had satisfied one of the
following criteria, or face the loss of their Title II funding: either (1) a 50%
reduction in AIDS cases from perinatal transmission compared with 1993 data;
(2) HIV testing of at least 95% of pregnant women who had received at least two
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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 June 1996, Assembly Speaker Sheldon Silver reversed his position
on 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 U.S. 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 Re-
publicans. 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 June 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 de-
veloping regulations to put the mandatory newborn HIV screening program into
place, and on February 1, 1997, the Comprehensive Newborn Testing Program
was implemented.

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. According to one observer, “The success of the Baby AIDS program [man-
datory newborn testing] was a major arguing point in the efforts to pass partner
notification, and the lines of support were parallel.” A number of county health
officials, the state medical society, and a number of physicians supported the
effort; similarly, a number of community groups, civil libertarians, and physi-
cians opposed to mandatory newborn testing also opposed the partner notifica-
tion legislation. The case of Nushawn Williams, an HIV-positive Brooklyn man
who infected a number of underage teenage girls through sexual contacts in rural
Chautauqua County in 1997, further fueled public debate and interest in the
partner notification legislation. According to public reports about the case, al-
though Williams was aware of his HIV-positive status he did not disclose it to the
girls with whom he had intercourse. A number have since tested positive for HIV.

Mayersohn’s reintroduced bill requires providers to solicit the names of
sexual contacts and injection drug-using contacts from individuals who test posi-
tive for HIV. Physicians, laboratories, coroners, and medical examiners are re-
quired to report the names of individuals testing positive and their contacts (if
known) to the state health commissioner. In turn, the state will then forward the
information to the local health commissioner or district health officer. Local
health officers are required to trace the sexual and/or drug-sharing contacts of
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HIV-positive individuals, inform them of their risk, provide counseling, and
direct them to testing and treatment centers. Rigorous confidentiality standards
are required, and the identity of the index case may not be revealed to the partners
who are traced. Furthermore, a special protocol would be developed for individu-
als at risk of domestic violence. In addition to the “duty to warn,” the legislation
also allows the commissioner to establish a named HIV registry similar to that in
effect in 27 other states. Mayersohn’s bill was tabled for further discussion in
1997 and passed both houses of the legislature in the closing days of the 1998
session. The bill was signed into law by Governor Pataki on the last day of the
legislative session in June 1998. After regulations are drafted and comments
received, the law will go into effect on January 1, 1999.

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 individu-
als has tended toward the more traditional approaches of case finding, contain-
ment, 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 medi-
cal society in California, congressional staff, an Indiana-based children’s pub-
lisher, and a number of physicians who treat HIV-positive patients.

The state health department’s AIDS Institute is no longer entrenched in the
HIV policy arena, as it was under Axelrod and, particularly, Rango’s direction.
As one observer pointed out about the AIDS Institute, “There is no policy agenda
now.” All policy matters department-wide have been consolidated under a single
office reporting directly to the commissioner, such that there is no AIDS policy
distinct from that of the entire department.

Although the legislative battle over mandatory newborn testing in New York
State 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: (1) malpractice suits against providers and institu-
tions whose failure to carry out timely and appropriate testing and notification
represent an abrogation of the standard of care; and (2) a lawsuit against the state
health 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—is to implicate the law. Since a ruling
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on the HIV Law Project’s request for a preliminary injunction against the state
has not yet been issued, as of July 1998 New York remained the only state to
mandatorily test newborns for HIV and notify the mother of the results. Accord-
ing to data released by the state health department, in the first 11 months of the
newborn testing program (February through December 1997), 957 HIV-positive
infants were identified out of 236,663 tested. These 957 infants were born to 923
HIV-positive mothers, of whom 96 (10.4%) had not known their HIV status prior
to delivery.3 Seventy-seven cases were referred back to the state health depart-
ment for follow-up when the hospitals or physicians were unable to locate the
mothers or persuade them to return for follow-up care. Using AIDS Institute staff
in New York City and communicable disease specialists in upstate New York, the
state was able to directly locate and notify 68 of the 77 mothers; 5 mothers had
moved out of state, and 4 were lost to follow-up.
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Acronyms and Glossary

ACRONYMS

AAFP American Academy of Family Physicians
AAP American Academy of Pediatrics
ACNM American College of Nurse Midwives
ACOG American College of Obstetricians and Gynecologists
ACTG 076 AIDS Clinical Trials Group protocol number 076
ADA American with Disabilities Act
ADAP AIDS Drug Assistance Program
AETC AIDS Education and Training Center
AFDC Aid to Families with Dependent Children
AFP alpha-fetoprotein
AHEC AIDS Health Education Center
AIDS acquired immune deficiency syndrome
AMA American Medical Association
AMCHP Association of Maternal and Child Health Programs
APIDS AIDS Public Information Data Set
APPCYF AIDS Policy Center for Children, Youth and Families
AWHONN Association of Women’s Health, Obstetric and Neonatal

Nurses

BPHC Bureau of Primary Care
BRFSS Behavioral Risk Factor Surveillance System

CARE (Ryan White) Comprehensive AIDS Resources Emergency
(Act)
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CDC Centers for Disease Control and Prevention
CHIP Child Health Insurance Program
CIP consumer information program
CPCRA Terry Beirn Community Programs for Clinical Research on

AIDS

DHHS Department of Health and Human Services
DSH disproportionate share hospital

ELISA enzyme-linked immunosorbent assay

FDA Food and Drug Administration

HCFA Health Care Financing Administration
HEDIS Health Plan Employer Data and Information Set
HIPAA Health Insurance Portability and Accountability Act
HIV human immunodeficiency virus
HRSA Health Resources and Services Administration

IOM Institute of Medicine
IDU injection drug users

JCAHO Joint Commission on Accreditation of Health Care
Organizations

MCHB Maternal and Child Health Bureau
MCO managed care organization
MSA metropolitan statistical area
MSAFP maternal serum alpha-fetoprotein

NAS National Academy of Sciences
NCQA National Committee for Quality Assurance
NIH National Institutes of Health
NMA National Medical Association
NRC National Research Council
NTD neural tube defect

OPA Office of Population Affairs

PACTG Pediatric AIDS Clinical Trials Group
PCP Pneumocystis carinii pneumonia
PCR polymerase chain reaction
PGEP Perinatal Guidelines Evaluation Project
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PHS Public Health Service
PKU phenylketonuria
PRAMS Pregnancy Risk Assessment Monitoring System
PRWORA Personnel Responsibility and Work Opportunity Reconcilia-

tion Act of 1996
PSD Pediatric Spectrum of Disease

SAMHSA Substance Abuse and Mental Health Services Administration
SCBW Survey of Childbearing Women
SCD sickle cell disease
SPNS Special Projects of National Significance
SSDI Social Security Disability Insurance
SSI Supplemental Security Income
SSIDCP SSI Disabled Children’s Program
STD sexually transmitted disease
STEP Surveillance to Evaluate Prevention

TANF Temporary Assistance for Needy Families

WIC Special Supplemental Nutrition Program for Women, Infants,
and Children

WIN Women’s Initiative for HIV Care and Reduction of Perinatal
Transmission

WORLD Women Organized to Respond to Life-threatening Diseases

ZDV zidovudine, previously known as AZT

GLOSSARY

acquired immune deficiency syndrome (AIDS): an acquired, as opposed to
inherited (congenital), disease characterized by the progressive deterioration
of host immune defenses that renders the affected individual susceptible to
an array of infectious and malignant disorders that do not normally afflict
persons with intact immune systems. AIDS results from infection with hu-
man immunodeficiency virus, and is formally defined by a case definition
issued by the Centers for Disease Control and Prevention (CDC).

AIDS exceptionalism: phenomenon where HIV/AIDS is treated differently from
other diseases, especially with regard to clinical testing and public health
screening programs.

alpha-fetoprotein (AFP): normal fetal protein that is usually present in maternal
serum, used to diagnose neural tube defects and other conditions during
pregnancy.
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case finding: identifying a previously unknown or unrecognized condition in
apparently healthy or asymptomatic persons and offering presymptomatic
treatment to those so identified.

completely mandatory: situation in which a government agency requires citi-
zens to undergo a screening test, and sanctions those who do not comply.

conditionally mandatory: situation in which either government or a private
institution makes access to a designated service or opportunity contingent on
participation in a screening program.

counseling: communication process by which individuals and their family mem-
bers are given information about the nature, risks, burden and benefits of
testing, and the meaning of test results.

HIV: the retrovirus, human immunodeficiency virus, that is responsible for most
cases of AIDS worldwide.

Neural tube defect (NTD): major birth defect affecting the brain and spinal
column.

Non-directive patient choice: situation in which individuals are provided infor-
mation about a test and the choice is explicitly left to them.

phenylketonuria (PKU): hereditary metabolic disorder, in which a deficiency of
an enzyme leads to the accumulation of the amino acid phenylalanine, result-
ing in severe mental retardation if not appropriately treated.

routine with notification: situation in which individuals are informed that a
certain test is a standard part of prenatal care, and of their right to refuse
before the testing is done.

routine without notification: situation in which individuals are routinely and
automatically tested unless they expressly ask that a test not be done.

screening: application of a test to all individuals in a defined population.
sickle cell disease (SCD): an autosomal recessive hemolytic anemia occurring

most frequently in African Americans, but also in persons of Mediterranean
origin and others.

surveillance: monitoring the incidence or prevalence of a disease in a defined
population over time, or comparing the incidence or prevalence among dif-
ferent populations.

testing: application of a test or measurement to selected individuals for the
purpose of identifying a disease or medical condition.

zidovudine (ZDV) (also knows as AZT): antiretroviral drug found to signifi-
cantly reduce perinatal transmission of HIV.
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Index

A

Abortion, 17, 26, 45, 102-103, 269, 278, 324
Accountability

clinical policy performance measures, 18,
117-118, 125, 133, 196

health care plans/providers, general, 8, 62-
63, 65, 89, 187

state programs, federally funding criteria, 1,
4-5, 10, 16-17, 57, 59, 61, 122-123,
125-126, 173, 175, 177, 181, 343-
346

see also Cost and cost-benefit factors
ACTG (AIDS Clinical Trials Group)

ACTG 076 (AIDS Clinical Trials Group
protocol number 076) 34, 39, 48,
120, 127, 359

awareness of, 75, 114
compliance with, 96, 107, 121-122, 208,

209, 243, 264
general, 49, 62
impact of, general, vii, 1, 4, 5, 14, 15-16,

68, 106, 128, 213, 331
Medicaid managed care, 66
rapid testing, 13, 52
steps involved in implementation, 206
unintended pregnancies, 12
see also “counseling guidelines” and

“testing guidelines” under Public
Health Service

Adolescents, 103, 176, 180, 212, 242, 243-244
attitudes, 243-244
community-level services, 56, 62, 131-132,

156, 161, 243-244
injection drug users, 131, 244
Medicaid, 131, 244
rapid tests, 13, 130
testing of, 13, 117, 130, 131-132, 243-244
see also School-based programs

Advocacy, vii, 34, 314, 336
AFP, see Alpha-fetoprotein
African Americans

patient vignettes, 246-247
prenatal care trends, 74
prevalence, 3, 38, 40-41, 204, 228, 357
sickle cell disease, 19, 25, 27-28
testing of newborns, 333
testing of women, 34-35, 74, 87, 89, 93, 95,

207, 226, 288, 290, 293, 296, 298,
300, 302

Age factors
AIDS development in infants/children, 37,

205
epidemiology, 39, 41, 53, 321
incarcerated women, 129
polymerase chain reaction tests, 52
service provision, 214
testing of women, 87, 207, 289, 290, 293,

297, 299, 300
ZDV use, 238
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AIDS Drug Assistance Program, 175, 238
AIDS Education and Training Centers, 196,

211
AIDS exceptionalism, 32, 33, 314
AIDS Health Education Centers, 7, 114
AIDS Policy Center for Children, Youth and

Families, 73, 230-231
AIDS Public Information Data Set, 37
AIDS service organizations, 57, 157, 169
Aid to Families with Dependent Children,

reform of, 63, 184
see also Temporary Assistance for Needy

Families
Alabama, 19, 86-87, 100, 231, 252-259
Alaska, 86-87
Alcohol use and abuse

Medicaid coverage of abusers, 172
prenatal care use and, 231
testing of newborns, 30
testing of women, 30, 277
treatment for, 180
see also Substance abusers

Alpha-fetoprotein, 25-26, 29, 193
American Academy of Family Physicians, 72,

214-216
American Academy of Pediatrics, 1, 25, 27, 72,

193-194, 331
American Association of Health Plans, 221-222
American College of Nurse Midwives, 73, 219-

220
American College of Obstetricians and

Gynecologists, 1, 25, 29, 71-72,
166, 167, 192-193

American Medical Association, 72-73, 191-192
Americans with Disabilities Act, 155, 187, 195
Association of Maternal and Child Health

Programs, 220-221
Association of Women’s Health, Obstetric, and

Neonatal Nurses, 216-218
Attitudes

family members, 239, 240-241, 247, 248,
257, 269, 277

patients, 21, 81, 101, 120, 213, 231, 232
adolescents, 243-244
drug treatment, acceptance/refusal, 241,

243, 246-247, 248, 256-257, 261,
278, 284

immigrants, 244, 245
individuals, accounts of, 232-234, 246-

248, 266-269, 275-285

testing, acceptance/refusal, 5, 6, 14, 18-
19, 21, 31, 71, 72, 77, 85, 86-89, 92-
96, 105, 111, 120, 121-122, 133, 191,
207, 212, 222, 231, 233, 277, 363

ZDV treatment acceptance/compliance,
96-100, 213, 229, 256, 261, 268,
276-277, 279, 283, 284, 307, 309

providers, 21, 32, 75, 76-85, 198-199, 209,
233-234, 242, 281, 282, 283-284

counseling, 32, 75, 76-85, 117, 193,
200, 206, 213, 226, 237, 239, 242,
243, 281

sexual behavior, discomfort with
discussing, 242, 243, 281

stigma and taboo, 2, 6, 7, 14, 21, 28-29, 31,
32, 33, 112-113, 231, 239, 268, 317

see also Cultural factors; Religious factors
AZT, see Zidovudine

B

Balanced Budget Act of 1997, 64, 65, 169, 185
Behavioral interventions, see Counseling;

Psychotherapy
Behavioral Risk Factor Surveillance System,

85, 88-89, 94
Birth control, see Abortion; Contraception;

Family planning
Block grants, 177, 180

Maternal and Child Health Services Block
Grant, 158, 161, 177-178, 184, 218,
220-221

Prevention and Treatment of Substance
Abuse Block Grant, 180

primary care, federal requirements, 57, 165,
177, 257-258

Substance Abuse, Prevention, and
Treatment Block Grant, 57, 164-165

TANF, 63
Blood donation and transfusion, 31, 40, 89,

268, 287, 317
hemophilia/coagulation disorders, 40, 176,

262
Bragdon v. Abbott, 58
Breast-feeding, 13, 17, 45, 46, 53, 72, 73, 102,

130, 161, 162, 190, 194, 197-200
(passim), 213-214, 219, 240, 248,
261, 266, 278, 314, 359, 365

counseling, 4, 52, 199-200, 213
WIC program, 104, 233, 261, 282
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Bureau of HIV/AIDS, 11
Bureau of Primary Health Care, 60, 160, 174,

178

C

California
counseling and testing, 70, 75, 80-83, 86-

87, 89-90, 114, 116, 216-219, 336
prevalence, 25, 43, 204, 205
ZDV use, 94-95

California Perinatal HIV Testing Project, 218-
219

Canada, 111
Case finding, 22, 23, 249
Case management, 124, 160, 175, 179, 212,

262, 263, 272
ZDV use, 97, 212

Center for Substance Abuse Treatment, 165, 180
Centers for Disease Control and Prevention

(CDC), 19, 42, 178-180, 206
community-based care, 162-163, 169
counseling, 62, 74, 75-77, 80-81, 84, 176,

179, 181, 210, 342, 343
drug treatment/testing, 49
prenatal care trends, 74-75
primary and speciality care, 60, 62
reporting, 37-38, 344, 357
sexually transmitted disease clinics, 162-163
state programs and, 4-5, 37, 165-166, 169,

181, 197, 314, 320-321, 324, 325
testing of newborns, 315
testing of women, 74, 75-77, 80-81, 84-88,

94-96, 130, 179, 342, 343
ZDV use studies, 97
see also Public Health Service; other

subordinate organizations
Cesarean sections, 51, 103, 233, 279
Child Health Insurance Program, 59, 132, 173-

174
Children with Special Health Care Needs, 177
Chlorhexidine, 51
Chorioamnionitis, 46, 47, 51
Clinical policy performance measures, 18, 117-

118, 125, 133, 196
Clinical practice guidelines, 8, 14, 18, 19,

49(n), 72, 75, 84-85, 115-117, 218,
225, 238, 254, 263, 279

see also “counseling guidelines” and
“testing guidelines” under Public
Health Service

Colorado, 75, 78-79, 84
Community-based health services, 60-61, 155-

170, 175, 253, 262
adolescents, 56, 62, 131-132, 156, 161,

243-244
contracted, 159-160
counseling, 157-171 (passim), 176-179

(passim), 181
family planning clinics, 55, 56, 92-93, 127,

160-161, 253
home care, 61, 157, 169-170, 173, 175, 212,

238, 258
list of providers, 157
local health departments, 157-158
Maternal and Child Health Services Block

Grant, 158, 161, 177-178, 184, 211,
218, 220-221

Medicaid, 155, 156, 159, 160, 165
Ryan White CARE Act of 1990, 160, 165
Ryan White CARE Act Programs, 169,

176
school-based programs, 56, 61, 62, 163-

164, 180
screening and testing, general, 56-57, 155,

157, 160
state programs, 158, 159, 162, 164-165,

165-166
STD services, 56, 131, 162-163, 255-256
testing of women, 155, 157, 160-176

(passim), 179, 181
see also Outreach

Community Programs for Clinical Research on
AIDS, see Terry Beirn Community
Programs for Clinical Research on
AIDS

Condoms, 266, 280, 281
Confidentiality and privacy, 314, 316, 322,

333
adolescents, 243
prison populations, 224
testing of women, 23, 32, 34, 35, 72, 73,

81, 83, 85, 120, 121, 122, 194, 211,
213, 215, 217, 243, 246, 254, 256,
267, 360, 361

Connecticut, 42, 84-85, 88-89, 204
Consumer education, 176, 213, 230, 323
Consumer information program (HCFA), 230
Contraception, 12, 128, 161, 280

abortion, 17, 26, 45, 102-103, 269, 278, 324
condoms, 266, 280, 281
Hispanic culture, 266
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Contracts and contracting, 60-62, 119
community health centers, 159-160
Medicaid managed care, 8-9, 14, 18, 66,

118-119, 133, 169
primary and specialty health care, 56-57
prisons, health care services, 56-57, 164

Coordinated HIV Services and Access to
Research for Children, Youth,
Women, and Families, 176

Correctional institutions, 13, 20, 55, 56-57,
129-130, 164, 176, 223-224, 253,
262, 273, 277

age factors, 129
contracted services, 56-57, 164

Cost and cost-benefit factors, 5, 23
case finding, 23
cesarean sections, 103, 233
counseling, 6, 305, 306, 307
developing countries, viii
financial barriers to health care access, 5,

13, 63-65, 128, 243
managed care, 186
Medicaid, 185
prenatal care, general, 132, 304-307
testing of women, 6-7, 200, 306-307, 321

ELISA, 6-7, 112, 304-305, 307
general 23, 52, 81
home-based, 169

ZDV, 306
see also Accountability; Funding

Counseling, 4, 12, 28, 32, 110-111, 181, 190,
207, 210, 231, 322-323, 332, 334

attitudes toward, providers, 32, 75, 76-85,
117, 193, 200, 206, 213, 226, 237,
239, 242, 243, 281

breast-feeding, 4, 52, 199-200, 213
WIC program, 104, 233, 261, 282

CDC sites, 62, 74, 75-77, 80-81, 84, 176,
179, 181, 210, 342, 343

community-based services, 157-171
(passim), 176-179 (passim), 181

cost factors, 6, 305, 306, 307
defined, 22, 24, 375
drug therapy, 49, 229, 241, 246, 247

ZDV therapy, risks of, 48-49, 219, 361
family members, 22, 217
family planning, 73, 127, 210, 253
follow-up testing and, 115, 361
funding, 10, 16, 62, 67, 123, 124, 161, 169,

176-179 (passim), 181, 194, 196,
200, 210, 230, 237-238, 242, 249,
261, 265, 342, 343

gender factors, 260
genetic, 24-25, 28, 29, 193, 323
HCFA, 230
Hispanics, 245
HRSA sites, 62, 211, 212-213
inadequate/inappropriate, 101-103, 195,

199-200, 213, 218, 231, 248, 264,
268, 281

managed care, non-Medicaid, 242
Medicaid managed care, 66, 67, 119, 196,

209, 210, 230
non-directive, 24-25, 219
nurses/nurse-midwives, 97, 117, 124, 167-

168, 212, 216-217, 219, 271
peer, 19
PHS guidelines, vii, 1, 5, 15, 36, 38, 71-73,

104, 105, 106 110-111, 114, 115,
166, 168, 171, 186, 190-198, 203,
206, 215-234 (passim), 237, 253-
254, 263, 307, 357, 358-359, 360-
361, 363-364, 365-366

physicians, 11, 67, 72, 101, 114, 117, 166-
167, 193, 195, 197, 213, 215, 228,
239, 241-243, 249, 263, 273, 281,
324, 327, 333

political factors, vii, 322-323
post-test, 116, 120, 163, 165, 193, 213, 215,

249, 255, 334
inadequate/inappropriate, 101-103, 195,

199-200, 231, 264, 268, 281
preconception, 12, 127, 128, 217, 218, 280;

see also Family planning
prenatal care providers, 5, 71-73, 76-85,

107, 110, 117, 124, 192, 197-200,
201, 209, 210, 216, 217, 221, 226,
237, 239, 242, 246, 249, 253, 254-
256, 258, 265, 271, 359

pre-test, 107, 110-112, 113, 116-117, 120,
163, 165, 170, 193, 199, 212, 215,
216, 223, 243, 249, 255, 272, 273,
283

professional education on, 71, 114, 116,
177, 218, 225, 249

professional organizations, policies, 7-8,
71-73, 113-115, 191-195, 214-223,
361

psychotherapy, 4, 52, 71, 121, 192-193,
217, 224

risk-based, 81, 83, 85, 114, 276
rural areas, 82-83
Ryan White CARE Act Amendments of

1996, 10, 16, 230, 342-344
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Ryan White CARE Act Programs, 124, 177,
195

school-based, 56, 61, 62, 163, 178, 180
social factors, general, 21, 23, 217
sickle cell disease, 28
site visits, 237-270
state programs/policies, 62, 71, 115, 165-

166, 169, 176, 181, 195, 196, 218,
225-227, 232, 242, 253, 255, 257,
320, 322, 323, 324, 327, 329-332,
333, 334, 336

legislation, 1, 15, 66, 68, 69, 70, 74-75,
91, 106, 107, 108, 114, 196, 198,
210, 217, 218, 223, 227, 228, 232,
236, 239, 242, 265, 271

specific states, 69, 70, 74, 75, 80-84,
86-90, 114, 116, 124, 216-219, 271-
273, 336; see also “counseling and
testing” under specific state names

telephone help lines, 70
time limitations, 5, 85, 193, 213, 217, 237,

238, 241, 242, 249, 263
managed care, 67, 241-242

universal/routine, 15, 32, 69, 71, 72, 73,
104, 106, 111-112, 168, 191-193,
203, 215, 219, 220, 221, 223, 229,
237, 249, 253, 255, 257, 323, 324,
329-332, 333, 342-344

routine testing vs, 6, 8, 113, 115, 191,
192, 255

WIC program, 57, 104, 161-162, 233, 261,
282

see also Informed consent; Partner
notification; Patient education;
Patient notification

CPCRA, see Terry Beirn Community Programs
for Clinical Research on AIDS

Cultural factors, 5, 132, 214, 244, 249, 266
religious factors, 26, 121, 244, 255, 257-

258, 269, 272, 284, 331
stigma and taboo, 2, 6, 7, 14, 21, 28-29, 31,

32, 33, 112-113, 231, 239, 268, 317
see also Language factors

D

Delaware, 80-81, 231
Demographic factors, general, 235, 286-303,

321
see also Age factors; Gender factors;

Homeless persons; Marriage and

marital status; Racial/ethnic factors;
Regional factors; Rural areas; State-
level factors; Urban areas

Dentists and dentistry, 61, 177, 178, 214, 262
Department of Agriculture, see Special

Supplemental Nutrition Program for
Women, Infants and Children

Department of Health and Human Services
see also specific agencies

Department of Justice, 165
Developing countries, viii
Diagnosis and diagnostic tools, 1, 45-46

heel-stick blood sampling, 27, 34, 38, 97,
203, 307, 319

home-based, 169-170
rapid tests, 13, 52, 130-131
see also Enzyme-linked immunosorbent

assays; Immunoassays; Polymerase
chain reaction tests; Testing of
newborns; Testing of women;
Western blot tests

Discrimination
AIDS-related, 23, 31-34 (passim), 58, 69,

121, 191, 194, 207, 213, 248, 317,
360, 361

AIDS exceptionalism, 32, 33, 314
Americans with Disabilities Act, 155,

187, 195
employment, 28, 187, 211, 248, 360,

361
insurance, 58, 187, 195, 207, 345-346
newborns, treatment of, 198-199

racial, 2, 21
stigma and taboo, 2, 6, 7, 14, 21, 28-29, 31,

32, 33, 112-113, 231, 239, 268, 317
Diseases and disorders, other than HIV/AIDS

chorioamnionitis, 46, 47, 51
genetic, 24-25, 28, 29, 193, 323

sickle cell disease, 19, 25, 27-28
hemophilia/coagulation disorders, 40, 176,

262
hepatitis, 25, 111
neural tube defects, 26, 29-30
phenylketonuria, 25, 27, 33, 215
Pneumocystis carinii pneumonia, 4, 31, 34,

41-42, 53, 205, 222, 276, 314, 322,
325, 360

tuberculosis, 158, 165, 253, 265, 320
see also Screening and testing, general;

Sexually transmitted diseases, other
than HIV/AIDS



Copyright © National Academy of Sciences. All rights reserved.

Reducing the Odds:  Preventing Perinatal Transmission of HIV in the United States

382 INDEX

Disproportionate share hospitals, 65, 185, 194
District of Columbia, 42
Domestic violence, 69, 191, 211, 231, 233,

240-241, 245, 256, 273, 277
Drug abuse, see Substance abusers
Drug treatment for HIV/AIDS, 4, 216, 218,

258, 342, 365, 366
acceptance of, 241, 243, 246-247, 248, 256-

257, 261, 278, 284
adolescents, 243
AIDS Drug Assistance Program, 175, 238
counseling, 49, 229, 241, 246, 247

risks of therapy, 48-49, 219, 361
Medicaid coverage, 59-60, 65, 172-173,

175, 238, 256
multiple drugs, 103, 164, 233-234, 256,

261, 280, 284
physician involvement, 261, 263, 264, 268
Pneumocystis carinii pneumonia, 4, 31, 34,

41-42, 53, 205, 222, 276, 314, 322,
325, 360

regional centers, 10-11, 123-125
risks of, 48, 49-50, 213, 219, 263, 360, 361
Ryan White CARE Act Amendments of

1996, 342
Ryan White CARE Act Programs, 175, 238,

257, 272
state coverage, 61-62, 175
see also ACTG 076; Zidovudine

 E

Eastern U.S.
prenatal care trends, 74
prevalence of HIV infection, 3, 7, 38, 39,

42, 112, 204
testing, 289, 291, 297, 299, 300

Economic factors, see Cost and cost-benefit
factors; Funding; Poverty;
Socioeconomic status

Education, see Patient education; Professional
education; Public education

Educational attainment
access to services, 156, 257
testing of women, 95, 207, 287, 288, 290,

293, 296, 298, 300, 302
ELISA, see Enzyme-linked immunosorbent

assays
Emergency Relief Grant Program for Eligible

Metropolitan Areas, 174-175

Employment factors
insurance, 58
job discrimination, 28, 187, 211, 248, 360,

361
managed care, 65, 185
Medicaid eligibility and, 64, 128, 185

Enzyme-linked immunosorbent assays, 51-52,
102, 115, 240, 264, 361, 364

cost of, 6-7, 112, 304-305, 307
predictive value, 305-306

Epidemiology
age factors, 39, 41, 53, 321
gender factors, 3
racial/ethnic factors, 3, 38, 40-41, 204, 228,

321
African Americans, 3, 38, 40-41, 204,

228, 357
Hispanics, 3, 38, 40-41, 204

regional, 3, 38-39, 42-44, 69, 112, 204
state-level, 42-43, 44, 69, 252-253

specific states, 7, 20, 25, 42-44, 112,
204, 205, 228, 236, 260, 263, 319-
321; see also “prevalence” under
specific state names

trends in transmission, general, 1, 3, 15-16,
36, 38-44, 104, 204-206, 225, 357-
358, 361

urban areas, 3, 38-39, 43-44, 236, 243, 358
see also Natural history of HIV/AIDS;

Surveillance; Transmission factors
Ethical issues, 220, 256, 280

developing countries, viii
multiple drug therapies, 103, 256
named HIV reporting by states, viii, 315,

326-327, 335-336
sickle cell disease, 29
testing of women, vii, 17, 19, 23-24, 73,

220, 321
see also Confidentiality and privacy;

Informed consent
Etiology, see Natural history of HIV/AIDS;

Transmission factors
Europe, 39, 48

F

Family members, 176, 194, 220, 221, 231, 262
attitudes toward HIV-positive members,

239, 240-241, 247, 248, 257, 269,
277
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counseling, 22, 217
domestic violence, 69, 191, 211, 231, 233,

240-241, 245, 256, 273, 277
Hispanics, 244, 248, 266-267, 269
HIV-related medical services, 72, 323,

332
immigrants, 132, 265
see also Partner notification

Family planning
clinics, 55, 56, 92-93, 127, 160-161, 253
counseling, 73, 127, 210, 253
unintended pregnancies, viii, 12, 103, 127-

128, 278
see also Contraception

Family practice practitioners, 56, 76-77, 156,
167, 193

American Academy of Family Physicians,
guidelines, 72, 214-216

see also Pediatricians
Federal government, general, 4, 68, 125

see also Funding; Legislation, federal;
specific departments and agencies

Federal Health Center programs, 178
Florida

counseling and testing, 80-81, 86-89, 124,
271-273

Medicaid contracts, 66
prevalence, 7, 42, 112, 204, 205
surveillance, 204
ZDV use, 98-99, 100

Food and Drug Administration, 51, 59, 130,
172, 240, 364

Foreign countries, see International
perspectives

Foster care, 34, 71, 277, 281, 285, 325, 330-
332, 345, 364

Funding, 4-5, 10, 57, 59-67, 121, 122-124, 155,
156, 170-188, 261-262, 283, 314

CDC state programs, 4-5, 37, 165-166, 169,
181, 197, 314, 320-321, 324, 325

Child Health Insurance Program, 59, 132,
173-174

community-based programs, 10, 56-57, 61-
62, 155-169 (passim), 234, 324

counseling, 10, 16, 62, 67, 123, 124, 161,
169, 176-179 (passim), 181, 194,
196, 200, 210, 230, 237-238, 242,
249, 261, 265, 342, 343

disproportionate share hospitals, 65, 185,
194

drug treatment, 57, 256-257, 238, 256, 258,
262

AIDS Drug Assistance Program, 175,
238

Medicaid coverage, 59-60, 65, 172-173,
175, 238

HRSA projects, 5, 10, 11, 61, 123, 124,
174-178, 212-214, 261-262

local health departments, 157-158
outreach, 10, 62, 123, 158, 160, 176, 179,

181, 239, 342
phenylketonuria, 27
pregnant women, 55, 57
prenatal care, 10, 57, 122, 123, 124-125,

165, 177-178, 233, 239, 249, 265,
272

prevention, 10, 60, 62, 122, 180, 228, 234,
261, 262

primary care, 57, 60, 62, 165, 176, 177,
178, 238

research, 11, 122, 123, 124, 176-177, 237-
238; see also National Institutes of
Health

Ryan White CARE Act of 1990, 1
Ryan White CARE Act Amendments of

1996, 1, 10, 123, 342-344, 346
Ryan White CARE Act Programs, 10, 123,

124, 174-177, 181, 195, 211, 272
sickle cell disease, 28
specialty care, 57, 60-61, 62, 169, 279
state programs, federal funding criteria, 1,

4-5, 10, 16-17, 57, 59, 61, 122-123,
125-126, 173, 175, 177, 181, 343-
346

testing, general, 1, 16, 200, 210, 315, 342,
343

urban areas, 174-175
see also Block grants; Contracts and

contracting; Insurance; Managed
care; Medicaid; Ryan White CARE
Act Programs

G

Gender factors
counseling, 260
domestic violence, 69, 191, 211, 231, 233,

240-241, 245, 256, 273, 277
epidemiology, 3
prevention, male role, 233, 281
service provision, general, 214, 231
sexually transmitted disease clinics, 162
testing, 2, 21, 220, 240-241
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Geographic factors, see Regional factors; Rural
areas; State-level factors; Urban
areas

Georgetown Law Center, 19
Georgia, 75, 76-77, 86-87, 92-96
Government, see Federal government; Local

government; State government
Grants, see Funding
Gynecologists, see Obstetricians/gynecologists

 H

Hawaii, 76-77, 84, 86-87
Health Care Financing Administration (HCFA),

11, 124, 196, 218, 229-230
Health care professionals, 56, 72, 254

adolescents’ providers, 131
attitudes of, 21, 32, 75, 76-85, 198-199,

209, 233-234, 242, 281, 282, 283-
284

counseling, 32, 75, 76-85, 117, 193,
200, 206, 213, 226, 237, 239, 242,
243, 281

testing and counseling, surveys, 76-85
see also Confidentiality and privacy; Nurse

midwives; Nurse practitioners;
Physicians; Prenatal care;
Professional education

Health care services, 4-5, 18, 54-67, 100-104,
128-129, 211-212

access to, 5, 9, 12-13, 14, 17, 56-57, 102,
212, 263-266, 273, 277-279

correctional institutions, 13, 20, 55, 56-
57, 129-130, 164, 176, 223-224,
253, 262, 273, 277

financial barriers, 5, 13, 63-65, 128,
243; see also Uninsured persons;
Welfare reform

pregnancy as opportunity, viii
regional centers, 10-11
transportation assistance, 102, 121, 131,

160, 212, 214, 258, 264, 278, 282
availability of, general, 54, 72, 76-95
blood donation and transfusion, 31, 40, 89,

268, 287, 317
community-based, 12, 54, 56-57, 60-61,

155-189
coordination of, 9-10, 18, 62-63, 119-121,

124, 163, 179, 180, 196
dentists and dentistry, 61, 177, 178, 214,

262

families of HIV patients, 72, 323, 332
see also Drug treatment for HIV/AIDS;

Hospitals; Insurance; Managed care;
Prenatal care; Primary care
providers; Specialty care; Testing of
newborns; Testing of women

Health Insurance Portability and Accountability
Act, 58, 155, 187

Health maintenance organizations (HMOs),
197, 216, 218, 221-222, 236(n), 261,
263, 278-279, 287

see also Kaiser Permanente Health Plan
Health Plan Employer Data and Information

Set (HEDIS), 119, 217, 222-223
Health Resources and Services Administration

(HRSA), 5, 60, 174-178, 211-214,
261-262

Maternal and Child Health Services Block
Grant, 158, 161, 177-178, 220-221

professional education programs, 212-213,
214

regional centers, 11, 123
see also Ryan White CARE Act of 1990;

Ran White CARE Act Amendments
of 1996; specific bureaus

Healthy Start, 163, 211
Heel-stick blood sampling, 27, 34, 38, 97, 203,

307, 319
Hemophilia/coagulation disorders, 40, 176, 262
Hepatitis, 25, 111
Hispanics, 244-245, 248, 266

family factors, 244, 248, 266-267, 269
patient vignette, 247-248
prevalence, 3, 38, 40-41, 204
testing of women, 34, 87, 89, 207, 218, 226,

244-245, 266, 288, 290, 293, 296,
298, 300, 302

Historical perspectives, 5, 17-18
diagnosis trends, 1
prenatal care trends, 74
screening and testing, general, 21, 25, 26-

30, 31-32, 34, 190-191, 313-340
transmission trends, general, 1, 3, 7, 15-16,

36, 38-44, 104, 108, 204-206, 225,
357-358, 361

HIV Early Intervention Services, 176
HIV Programs for Children, Youth, Women

and Families, 10-11, 123
Home care, 61, 157, 169-170, 173, 175, 212,

238, 258
testing, 169-170
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Homeless persons, 13, 55, 130, 131, 160, 176,
178, 179, 211, 243, 244, 263, 277,
319

Homosexuality, 31, 268, 316-317
advocacy, 34, 326
Hispanic culture, 266
sex with bisexual males, 40, 260

Hospitals, 55, 82-83, 92-95, 159, 262
disproportionate share hospitals, 65, 185,

194
Human rights, see Ethical issues

I

Idaho, 69
Illinois, 43, 94-95
Immigrants, 56, 103, 117, 130, 132, 240, 242,

244-245, 265-266, 272, 317
patient education materials, 71, 218, 249
testing of women, 56, 63, 64, 103, 117, 128,

130, 132, 245
welfare/Medicaid reform, 63, 64, 128, 132,

172, 183, 184, 233, 244, 245, 272
see also Hispanics

Immigration and Naturalization Service, 64,
184, 244, 283

Immunoassays, 51, 115
see also Diagnosis and diagnostic tools;

Enzyme-linked immunosorbent
assays; Western blot tests

Income, see Poverty; Socioeconomic status
Indiana, 70, 232
Informed consent, 23, 72, 73, 77, 81, 110, 111,

120, 193, 196, 254, 271, 279, 321,
322-323, 334, 363, 364

adolescents, 243
rapid tests, 130, 240
refusal, documentation of, 24, 71, 97, 110,

193
Injection drug users, 3, 38, 39, 40, 99, 126-127,

204, 223-224, 239, 241-242, 260,
273, 286-287, 292, 316, 317, 320,
335, 360, 361, 363

adolescents, 131, 244
patient vignette, 246-247
rapid tests, 13
sex with, 3, 38, 39, 40, 126-127, 273

Insurance, 4, 54, 57-60, 128, 171-172, 187
accountability, 8, 62-63, 65, 89, 187
American Association of Health Plans, 221-

222

community-based care, 160, 165
discrimination by insurers, 58, 187, 195,

207
Ryan White CARE Act Amendments of

1996, 11, 342, 345-346
employment-based, 58
Health Insurance Portability and

Accountability Act, 58, 155, 187
immigrants, 245
PHS guidelines, 171
Social Security Disability Insurance, 60, 173
state law, discontinuation of coverage, 17,

345-346
universal testing, 7-8
see also Health maintenance organizations;

Managed care; Medicaid; Uninsured
persons

International perspectives, 39, 111

J

Jails, see also Correctional institutions
Joint Commission on Accreditation of Health

Care Organizations, 196, 217

K

Kaiser Permanente Health Plan, 86-87, 90-91,
116, 117, 152, 222

Kansas, 69

 L

Language factors, 5, 244
Medicaid managed care contracts, 8-9, 14,

18, 66, 118-119, 133, 169
patient education materials, 71, 218, 249

Legal issues, 23, 85, 209
immigrants, 56, 103, 117, 130, 132, 240,

244-245, 248, 265-266, 272
welfare reform, 63, 64, 128, 233

litigation, 62, 210, 326, 336
insurance, discrimination, 58, 187, 195
malpractice, 6, 24, 29, 103, 111-112,

115, 195, 249, 336
undocumented persons, 13, 103, 184, 240,

244, 245, 263, 272
see also Confidentiality and privacy;

Discrimination; Ethical issues;
Informed consent
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Legislation, federal, 5
Americans with Disabilities Act, 155, 187,

195
Balanced Budget Act of 1997, 64, 65, 169,

185
Health Insurance Portability and

Accountability Act, 58, 155, 187
National Sickle Cell Anemia Control Act,

28
Personal Responsibility and Work

Opportunity Reconciliation Act of
1996, 63-64, 183, 184

Public Health Service Act, 161, 178
study at hand, mandate, vii, 17, 68, 346
see also Ryan White CARE Act of 1990;

Ryan White CARE Act
Amendments of 1996; Social
Security Act

Legislation, state, 5, 19, 23, 231-232
counseling, 1, 15, 66, 68, 69, 70, 74-75, 91,

106, 107, 108, 114, 196, 198, 210,
217, 218, 223, 227, 228, 232, 236,
239, 242, 265, 271

PCP prophylaxis, 34
reporting, 71, 215
substance abusers, 30, 31, 128-129, 209
testing, 1, 6, 15, 18, 25, 26, 27, 28, 30, 32,

34, 66, 68, 69, 83, 91, 114, 210,
218, 228, 254, 261, 264-265, 271,
282

mandatory newborn testing, viii, 19, 71,
195, 197-200, 232, 236, 245-246,
248, 313-340

Local factors, other, see Community-based
factors

Local government, 5, 62, 183
health departments, 157-158
regional systems, 11, 124-125
surveillance, 37, 125

Louisiana
counseling and testing, 74, 82-83, 88-89
surveillance, 204
ZDV use, 98-99

Low-income status, see Poverty

M

Maine, 86-87
Malpractice, 6, 24, 29, 103, 111-112, 115, 195,

249, 336

Managed care, 56, 63, 65-66, 67, 176, 185-186,
209, 218, 220, 221-223, 241-242

community-based services, 155, 156, 159,
168-169

cost factors, 106
counseling, non-Medicaid, 242
discrimination, 58
employment-based, 65, 185
hospitals, 159
Medicaid, 11, 14, 18, 60, 65-66, 104, 155,

156, 159, 168-169, 172-173, 185,
186, 210, 230, 262, 336

contracts, 8-9, 14, 18, 66, 118-119, 133,
169

counseling, 66, 67, 119, 196, 209, 210,
230

speciality care, 65, 66, 104, 262
state role, 65-66, 119, 185, 195

patient notification and followup, 102
poor persons, access to non-Medicaid

services, 186
regional systems, 11, 124-125
uninsured persons, 66
see also Health maintenance organizations

Marriage and marital status
marriage licenses, 27, 28, 248
testing of women, 28, 286, 288, 290, 296,

298, 300
see also Domestic violence; Partner

notification
Maryland, 27, 42-43, 204, 205
Massachusetts, 80-81, 116, 221, 225-226, 318
Mass media, 121, 225, 321, 326, 330, 331, 332,

333-334
Maternal and Child Health Bureau, 11, 60, 177-

178
Maternal and Child Health Services Block

Grant, 158, 161, 177-178, 184, 211,
218, 220-221

Maternal serum alpha-fetoprotein, 25-26, 29
see also alpha-fetoprotein

Medicaid, 4, 59-60, 104, 120, 172-173, 184-
185, 238, 336

adolescents, 131, 244
Child Health Insurance Program, 59, 132,

173-174
community-based services, 155, 156, 159,

160, 165
employment and eligibility, 64, 128, 185
performance measures and, 118
prenatal care trends, 74
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reform of, 63-65, 128, 183-185
Balanced Budget Act of 1997, 64, 65,

169, 185
managed care, 11, 14, 18, 60, 65-66,

104, 155, 156, 159, 168-169, 172-
173, 185, 186, 210, 230, 262, 336
contract language, 8-9, 14, 18, 66,
118-119, 133, 169
counseling, 66, 67, 119, 196, 209,
210, 230
speciality care, 65, 66, 104, 262
state role, 65-66, 119, 185, 195

regional centers, 11, 124
state role, 59-60, 63-64, 104, 128, 172-174,

185
managed care, 65-66, 119, 185, 195

testing of women, 87, 95, 207
Medicare, 118, 159, 173
Membrane ruptures, 47, 51, 72, 194, 279
Mental health care, 160, 163, 176-177

psychotherapy for HIV-positive patients, 4,
52, 71, 121, 192-193, 217, 224

substance abuse treatment, 4, 51, 55, 57,
127, 128-129, 160, 164-165, 172,
180, 184

Michigan
counseling and testing, 69, 74, 75, 78-79,

84, 86-89
surveillance, 204
ZDV use, 97, 98-99

Midwest U.S., 39, 204, 289, 291, 297, 299, 300
Midwives, see Nurse midwives
Migrant workers, 56, 160, 176, 178, 211, 262,

265
Minnesota

counseling and testing, 82-83, 84
ZDV use, 98-99

Minority groups, see Racial/ethnic factors
Mississippi, 69
Missouri, 82-83
Montana, 75, 80-81

N

National Ambulatory Medical Care Survey, 167
National Cancer Institute, 233
National Committee for Quality Assurance, 8-

9, 217, 222-223
National Health Interview Survey, 90-91
National Institute of Allergy and Infectious

Diseases, 182

National Institute of Child Health and Human
Development, 181-182

National Institute of Justice, 224
National Institutes of Health, 181-182

primary and speciality care, 62
regional centers, 11, 124
sickle cell disease, 28
see also ACTG

National Medical Association, 72, 194, 244
National Sickle Cell Anemia Control Act, 28
National Survey of Childbearing Women, 357-

358
National Survey of Family Growth, 90-91, 286-

303
Natural history of HIV/AIDS, 4, 22, 45-47

AIDS development in infants/children, 37,
205

testing and, 2, 11, 30-31
Neural tube defects, 26, 29-30
Nevada, 84-85, 98-99
New Jersey

counseling and testing, 19, 25, 70, 74, 75,
76-77, 80-81, 88-89, 114, 227-229

prevalence, 7, 43-44, 112, 204, 205, 228,
236

site visit summary, 236-251
surveillance, 204
ZDV use, 97, 98-101, 228-229

New York City, 212
adolescents, 131
counseling and testing, 19, 34, 88-89, 92-

93, 236-251
prevalence, 43-44, 236
site visit summary, 236-251
ZDV use, 97-100

New York State
counseling and testing, 70, 86-87, 88-89,

231, 236-251
mandatory newborn testing, viii, 19, 71,

195, 197-200, 232, 236, 245-246,
248, 313-340

partner notification, 32
prevalence, 42, 112, 204, 205, 319-321
sickle cell disease, 28
universal testing, 7
ZDV use, 97, 98-99, 100

North Carolina, 226-227
counseling and testing, 75, 82-83, 88-89,

90-93, 226-227
surveillance, 204
ZDV use, 100-101
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Northeastern U.S.
prenatal care trends, 74
prevalence of HIV infection, 3, 7, 38, 39,

42, 112, 204
testing, 289, 291, 297, 299, 300

Notification, see Partner notification; Patient
notification

Nurse midwives, 76-77, 82-83, 167-168, 193,
219-220

American College of Nurse Midwives, 73,
219-220

Association of Women’s Health, Obstetric,
and Neonatal Nurses, 216-218

Nurse practitioners, 55, 56, 76-77, 82-83, 117,
124, 168, 216-218, 263

ZDV use, 97
Nutrition, 47, 56

WIC, 57, 104, 162-163, 233, 261, 282
see also Breast-feeding

 O

Obstetricians/gynecologists, 76-85, 156, 160,
166, 212, 215, 242, 262-263

American College of Obstetricians and
Gynecologists, 1, 25, 29, 71-72,
166, 167, 192-193

Office of Population Affairs, 60, 160
Ohio, 78-79
Oklahoma, 86-87
Oregon

counseling and testing, 75, 76-77, 84
ZDV use, 98-99

Outreach, 9, 160, 161, 230, 263
adolescents and their providers, 131, 243
funding, 10, 62, 123, 158, 160, 176, 179,

181, 239, 342
site visit summaries, 237, 257
see also Case management; Public

education

P

Partner notification, 12, 31, 32, 35, 71, 170,
179, 193, 197, 215, 240, 326-327,
335-336

domestic violence and, 69, 191, 211, 231,
233

physician’s involvement, 235, 322, 335

Patient education, 110, 116-117, 120
AMA guidelines, 72
community-based services, 160
foreign language, 71
state programs, 70, 71, 254, 265
telephone help lines, 70
WIC breast-feeding guidelines, 104, 233,

261, 282
ZDV use/risk factors, 48-49, 50, 96, 97,

100, 101, 210, 213, 219, 230, 233
see also Counseling

Patient notification, 6-9, 14, 16, 24-25, 109-
113, 133, 215, 264, 269, 334, 345

inappropriate practices, 101-102, 231, 264,
268, 281

see also Partner notification
Pediatric AIDS Clinical Trials Groups, 62; see

also ACTG
Pediatricians, 56, 166-167, 212, 215

American Academy of Pediatrics, 1, 25, 27,
72, 166-167, 193-194, 331

Pediatric Spectrum of Disease, 204, 208
Pennsylvania, 205
Performance measures, see Clinical policy

performance measures
Perinatal Guidelines Evaluation Project, 204,

207, 211
Personal Responsibility and Work Opportunity

Reconciliation Act of 1996, 63-64,
183, 184

Pharmacological agents, see Drug treatment for
HIV/AIDS

Phenylketonuria, 25, 27, 33, 215
Physicians, general, 55, 56

American Medical Association, 72-73, 191-
192

counseling by, 11, 67, 72, 101, 114, 117,
166-167, 193, 195, 197, 213, 215,
228, 229, 232, 239, 241-243, 249,
263, 273, 281, 320, 324, 327, 333

sexual behavior, discomfort with
discussing, 242, 243, 281

time limitations, 5, 241, 270
discrimination by, 199
drug therapy, 261, 263, 264, 268
malpractice, 6, 24, 29, 103, 111-112, 115,

195, 210, 249, 336
Medicaid payment, 59
partner notification by, 235, 322, 335
testing by, 26, 56, 70, 76-85, 111-112, 113,

114, 194-195, 215, 216-217, 228,
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229, 232, 255, 262, 264, 273, 320,
326, 327, 333, 334, 335

see also Family practice practitioners;
Obstetricians/gynecologists;
Pediatricians; Primary care
providers

Placental risk factors, 46, 53
Planned Parenthood, 56, 161
Pneumocystis carinii pneumonia, 4, 31, 34, 41-

42, 53, 205, 222, 276, 314, 322,
325, 360

Political factors, 209, 283
agency “turf wars,” 221, 224
testing, 23, 34, 279, 312-340
see also Advocacy

Polymerase chain reaction tests, 46, 52-53, 200,
278, 334, 362, 364

Poverty, 260
AIDS as a cause of, 184
health care access, 5, 56, 156

community-based, 156, 160, 161, 162
managed care, not Medicaid, 186
pregnancy as factor, viii

testing, 2, 34, 91, 261, 289, 291, 293, 297,
299, 300

see also Medicaid; Welfare reform
Pregnancy Risk Assessment Monitoring

System, 94-95, 204, 206, 207
Prenatal care

access to/awareness of, general, 2, 5, 12-13,
18-19, 67, 73-85, 107, 128, 133,
158, 206-210, 231, 239, 240, 253,
255, 276, 282, 283, 304-312, 363

educational attainment, 156, 257
family attitudes, 257
immigrants, 132, 233, 244-245, 265-

266, 269, 272, 283
incarcerated women, 13, 20, 55, 56-57,

129-130, 164, 176, 223-224, 253,
262, 273, 277

racial/ethnic factors, 74, 206
rural areas, 253, 255
substance abusers, 107, 108, 128-129,

131, 206-207, 208-210, 231, 239,
277, 282

cost factors, 132, 304-307
counseling during, 5, 71-73, 76-85, 107,

110, 117, 124, 192, 197-200, 201,
209, 210, 216, 217, 221, 226, 237,
239, 242, 246, 249, 253, 254-256,
258, 265, 271, 359

cultural barriers, 5, 67
education of providers, 7-8, 113-115, 133
funding, 10, 57, 122, 123, 124-125, 165,

177-178, 233, 239, 249, 265, 272
HIV patient treatment, 119, 120, 124, 128,

129, 216
regional centers, 10-11, 123-124
ZDV use, 5, 9, 40, 48-49, 68, 69, 97-

106, 107, 109, 120-121, 126, 164,
208-209, 210, 212, 213, 277, 284,
356, 357, 362, 365

nurses, 167
see also Community-based health services;

Screening and testing, general;
Testing of women

Prevention and Treatment of Substance Abuse
Block Grant, 180

Primary care providers, 102, 120-122
adolescents, 56
Bureau of Primary Health Care, 60, 160,

174, 178
community-based services, 159, 160, 163,

165, 221
condoms, 266, 280, 281
contracting for, 60, 165
coordination with HIV services, 11, 120-

122, 123, 211-212, 216, 221, 257-
258

correctional facilities, 56-57
funding, 57, 60, 62, 165, 176, 177, 178, 238
HIV centers/specialists as, 104, 263
low-incidence areas, 102
model for HIV services, 127, 225
policy control, 62
professionals, provider types, 166-170
regional centers, relations with, 11, 123
rural areas, 121, 257-258
Ryan White CARE Act Programs, 62, 107
state programs, 57, 60-61, 62, 165, 177,

257-258
Primary prevention, general, vii-viii, 12, 19, 64,

126-127, 321-322
correctional facilities, 14, 129
defined, 126
funding, 10, 60, 62, 122, 180, 228, 234,

261, 262
HEDIS, 222, 223
male role, 233, 281
Pneumocystis carinii pneumonia, 4, 31, 34,

41-42, 53, 205, 222, 276, 314, 322,
325, 360
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regional centers, 10-11, 123-125
Ryan White CARE Act Programs, 62, 107
unintended pregnancies, viii, 12, 103, 127-

128, 278
welfare reform, 184
see also Breast-feeding; Counseling;

Prenatal care; Screening and testing,
general; Testing of newborns;
Testing of women

Prisons, see Correctional institutions
Privacy, see Confidentiality and privacy
Private-sector role, 5

community-based services, 56, 156, 157, 160
pharmaceutical companies, 49
see also Contracts and contracting;

Insurance; Managed care
Professional education, 18, 28, 72, 75, 116,

120, 176, 209, 249, 263, 282-283
clinical practice guidelines, 8, 14, 18, 19,

49(n), 72, 75, 84-85, 115-117, 218,
225, 238, 254, 263, 279

counseling, 71, 114, 116, 177, 218, 225, 249
HRSA projects, 212-213, 214
state programs, 70, 71, 255
universal testing and, 7-8, 14, 113-115,

191-195, 196
Professional organizations, 1, 62-63, 68, 71, 114

counseling and testing policies, 7-8, 14, 71-
73, 113-115, 191-195, 196, 214-223,
361

see also specific organizations
Psychotherapy, 4, 52, 71, 121, 192-193, 217, 224
Public assistance, see Medicaid; Welfare

reform
Public education, 9, 13, 28, 62, 117, 128, 212,

257, 316
community-based, 161
mass media, 225
national, 112-113, 230
state programs, 61, 70, 117
see also Outreach; Patient education

Public health issues, general, vii, 17
see also Screening and testing, general

Public Health Service, 349-371
clinical practice guidelines, 8, 14, 75, 84-85
counseling guidelines, vii, 1, 5, 15, 36, 38,

104, 105, 106, 110-111, 114, 115,
166, 171, 190-191, 195-197, 206,
215-234 (passim), 237, 253-254,
263, 307, 357, 358-359, 360-361,
363-364, 365-366

Florida Conference, 271-273
site visits, 239-270 (passim)
state role, 1, 6, 69-71, 74-96, 108, 114, 195-

197
testing guidelines, 8, 14, 18, 36, 48, 51, 68-

71, 73-108 (passim), 166, 190, 195-
197, 203-234 (passim), 307, 357,
358-366

ZDV, 96-106 (passim), 107, 190, 196, 206,
208, 209, 230, 264

Public Health Service Act, 161, 178
Puerto Rico, 204, 205

R

Racial/ethnic factors, 17-18
access to services, 156
epidemiology, 3, 40-41
National Medical Association, 72, 194, 244
prenatal care trends, 74, 206
prevalence, 3, 38, 40-41, 204, 228, 321
sickle cell disease, 28-29, 207
testing of women, 2, 21, 28, 34-35, 74, 87,

89, 93, 95, 207, 226, 288, 290, 293,
296, 298, 300, 302

ZDV use, 97
see also African Americans; Hispanics;

Immigrants; White persons
Regional factors

prevalence, 3, 7, 38-39, 42-44, 69, 112, 204
prevention and treatment centers, 10-11,

123-125
state role, 11, 124-125
testing, 7, 10-11, 112, 114, 123-124, 289,

291, 297, 299, 300
see also specific regions

Religious factors, 26, 121, 244, 255, 257-258,
269, 272, 284, 331

Reporting, 215
Centers for Disease Control, 37-38, 344,

357
prenatal care professionals, 75
rapid tests, 13, 130-131
state systems, 71, 215, 254

named HIV reporting, viii, 315, 326-
327, 335-336

Research
funding, general, 11, 122, 123, 124, 176-

177, 237-238
HIV patient, opinion, 280
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New York City metropolitan area, 237-238
regional centers, 11, 123
Ryan White CARE Act Amendments of

1996, 343-344, 346
Ryan White CARE Act Programs, 181
study at hand, methodology, vii-ix, 19-20,

304-312
testing, 31, 74-96, 90-91, 286-303
ZDV use, 48-49, 97-101, 210
see also ACTG; National Institutes of

Health; Surveillance
Rhode Island, 70, 80-81

State prison system, 129-130, 223-224
Risk factors, general, 209

counseling, risk-based, 81, 83, 85, 114, 215,
276

drug therapy, risks involved, 48-49, 50, 122
ZDV, 48-49, 50, 96, 97, 100, 101, 210,

213, 219, 230, 233
education regarding, 71, 249
hemophilia/coagulation disorders, 40, 176,

262
immigrants, 245
placental, 46, 53
testing, risk-based, 32-33, 81, 83, 85, 114,

276, 286-287, 292, 294, 303
see Breast-feeding; Injection drug users;

Primary prevention; Sexual
behavior; Sexually transmitted
diseases, other than HIV/AIDS;
Transmission factors

Rural areas, 176, 211, 212, 253, 258, 358
counseling and testing, 82-83
migrant workers, 56, 160, 176, 178, 211,

262, 265
primary care, 121, 257-258
sickle cell disease, 28

Ryan White CARE Act of 1990
community-based services, 160, 165
funding, 1

Ryan White CARE Act Amendments of 1996,
341-346

counseling, 10, 16, 230, 342-344
drug treatment, 342
excerpts from legislation, 341-346
funding, 1, 10, 123, 342-344, 346
insurance coverage

discrimination, 342-344, 346
overview, viii, 1-2, 16-17
partner notification, 197
patient notification, 16, 345

research, 342-344. 246
surveillance, 125, 343-344, 346
testing,

newborn testing, mandatory, viii, 16,
33-34, 123, 174, 345, 346

women, 10, 16, 123, 174, 230, 342-346
Ryan White CARE Act Programs

adolescents, 176
case management, nurses, 124, 272
community-based services, 169, 176
counseling, 124, 177, 195
funding, 123, 124, 174-177, 181, 195, 211,

272
insurance coverage uninsured/

underinsured, 175
primary and specialty care, 61, 107

drug treatment, 175, 238, 257, 272
prisons, 176, 224
research, 181
special needs population, 176-177, 211, 262
testing, women, 124, 195, 230, 272
urban areas, 174-175

S

School-based programs, 56, 61, 62, 163-164,
180

Screening and testing, general, 2-3, 8, 14, 21-
30, 36, 62, 178, 316-324

community-based programs, 56-57, 155,
157, 160

genetic, 24-25, 28, 29, 193, 323
historic perspectives, 21, 25, 26-30, 31-32,

34, 190-191, 313-340
pregnancy testing, 161; see also Testing of

women
principles of, 22-24
screening, defined, 22, 24-25, 375

completely mandatory, 24
conditionally mandatory, 24
non-directive patient choice, 24
routine with notification, 6, 24
routine without notification, 24

substance abuse, testing for, 30, 49
newborns, 30, 165, 277

testing, defined, 22, 375
see also Case finding; Confidentiality and

privacy; Patient notification; Testing
of newborns

Sex-based influences, see Gender factors
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Sexual behavior, 38, 40, 204, 209, 260, 280,
292, 295, 324, 360, 361, 363

Hispanic culture, 266
immigrants, taboos, 245
injection drug users, sex with, 3, 38, 39, 40,

126-127, 273
physicians’ discomfort with discussing,

242, 243, 281
see also Homosexuality

Sexually transmitted diseases, other than HIV/
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