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Provider-initiated conversations with people living with HIV about repro-

ductive plans are lacking. Providers must know whether their patients want to

bear children to tailor treatment and refer for HIV preconception counseling to

help achieve patients’ reproductive goals while minimizing transmission to

partners and children. The early focus on men who have sex with men largely

excluded consideration of the epidemic’s impact on reproductive health. We

used a historical review of the US epidemic to describe the problem’s scope

and understand if this legacy underlies the current neglect of reproductive

planning. Drawing on peer-reviewed literature, we discuss key themes relevant

to assessing and understanding attention to desires for children among

HIV-positive people. We conclude with recommendations for addressing

persistent stigma and enhancing patient–provider communication about re-

productive intentions. (Am J Public Health. 2013;103:1357–1366. doi:10.2105/

AJPH.2013.301265)

We reviewed the literature on childbearing
desires among people living with HIV to un-
derstand to what extent and why such desires
have not been appropriately addressed in the
public health response to HIV. We briefly
explain why appropriate attention to fertility
desires among people living with HIV should
be a public health priority. We then present the
results of a historical review of the HIV epi-
demic in the United States focused on repro-
ductive desires for biological children. From
the early epidemic up to the current context, we
document a critical unmet need for reproduc-
tive planning, including research on this topic.
We present evidence that (1) reproductive
desires among people living with HIV have
been largely ignored historically, (2) HIV-
positive women and men desire to have
biological children, and (3) despite recent
attention to fertility intentions in research,
patient---provider communication about safer
childbearing remains limited according to the
few published studies available.

Drawing on this history, we discuss 3 key
reasons for the lack of attention spanning
across the 3 decades of the epidemic: (1) the
initial focus on men who have sex with men

(MSM) because of the early epidemiology of
the epidemic, (2) subsequent focus on infants
and sexual partners because of legitimate con-
cerns about vertical and horizontal transmis-
sion before the development of antiretroviral
therapy (ART) and HIV preconception strate-
gies, and (3) a legacy of stigma that persists
despite medical advances that make child-
bearing among people living with HIV much
safer. We recommend a series of strategies for
addressing this unmet need.

Roughly three quarters of more than 1
million people living with HIV in the United
States are of reproductive age.1,2 Similar to
persons who are not infected with HIV, re-
search suggests that people living with HIV
have desires and intentions to have biological
children that warrant adequate attention and
available high-quality reproductive health care
from HIV providers. In a seminal study pub-
lished in 2001, Chen et al. reported that among
1421 HIV-positive women and men from
a nationally representative sample of adults in
the United States receiving medical care, 29%
of women and 28% of men desired children
in the future.3 More recently, a study of HIV-
positive women in a Baltimore, Maryland, clinic

(mean age = 32 years) documented that 59%
desired to bear future children.4 Despite these
desires, a few recent studies suggest that re-
productive counseling has yet to become
a standard component of routine HIV clinical
care in the United States.5---7

Why is this a concern? For one, providers
must know whether their HIV-positive patients
want to bear children to tailor treatment
options and refer patients for HIV preconcep-
tion counseling to meet their childbearing de-
sires while preventing HIV transmission to
partners (horizontal transmission) and children
(vertical transmission). In addition, there is the
need to ensure that services adequately re-
spond to the sexual and reproductive rights
of people living with HIV.8,9

Although there has been recent recognition
that the reproductive intentions of people living
with HIV have been largely neglected with
consequences for public health and human
rights, there has not been a historical review
to explore the past and current scope of this
problem or discuss why this need remains
unmet in the United States. To enhance pro-
vider communication with HIV-positive pa-
tients of reproductive age about their repro-
ductive desires and intentions, these gaps must
be addressed. Therefore, we explored 3 aims.
First, we turned to the history of the epidemic
in the United States to understand the scope
of the need for reproductive planning for
people living with HIV. Second, using this
historical context, we explored the reasons
underlying the current challenge. Third, we
considered strategies for meeting this need.

Our analysis focuses specifically on desires
to have biological children among people living
with HIV. However, nearly half of all preg-
nancies in the United States in 2006 were
unintended,10 indicating that the need for
routine reproductive planning certainly
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extends beyond people living with HIV. Several
of the concluding recommendations can apply
to the general population more broadly. The
review and recommendations also focus on
women and men who have sex with women as
having biological children is a more relevant
reproductive health concern for these popula-
tions than for MSM. Much of this article
presents data on HIV-positive women because
of the very limited research on childbearing
desires among HIV-positive men and HIV-
negative women in relationships with HIV-
positive men. We recognize, however, the
importance of this issue for these populations
and highlight the need for future research.
Finally, to ensure focus, we have limited the
review to the desire for biological children and
childbearing; thus, pregnancy prevention is not
discussed. It is likely, however, that many of the
conclusions and recommendations will apply to
pregnancy prevention or spacing—the more
commonly emphasized dimensions of family
planning.

We also focused on the US epidemic for
several reasons. Increasingly, research on the
fertility intentions of people living with HIV
occurs in low-resource country contexts and
rightfully so because of the magnitude of the
epidemics in these settings.11,12 Much of the
historical literature, however, discusses the
epidemic in the United States, and even in this
high-resource setting, HIV persists as a public
health challenge. According to the Centers for
Disease Control and Prevention (CDC), there
were an estimated 47 500 new HIV infections
in 2010. Of these, 63% stemmed from male-to-
male sex and 25% occurred via heterosexual
transmission.13 Women constituted an esti-
mated 20% of the newly infected persons in
2010, 64% of whom were Black women13 who
must not only contend with HIV-related stigma
but also with marginalization in the form of
sexism and racism.14 With this epidemiology
and its implications, the lack of attention to the
epidemic’s impact on women, men who have
sex with women, and reproduction must be
addressed.

METHODS

We searched peer-reviewed English-
language literature reported in PubMed and
Google Scholar from June 1981, when the first

report of AIDS was published, to May 2012
using keyword combinations related to HIV,
childbearing, and communication (e.g., “HIV,”
“AIDS,” “fertility intentions,” “fertility desires,”
“pregnancy,” “reproduction,” “reproductive
health,” “childbearing,” “prevention of mother-
to-child transmission,” “antiretroviral therapy,”
“communication,” “discussions,” “preconcep-
tion counseling”). Our interest was in scientific
attention to this issue so we did not search
non---peer-reviewed literature. We excluded
articles focused on assisted reproductive tech-
nologies or contraception in the context of HIV
as well as articles that examined the effect of
HIV or ART on fertility or the effect of preg-
nancy on HIV disease progression. We did not
include empirical studies with populations at
risk for HIV because of risky behaviors (e.g.,
injection drug use) but not infected with HIV.
Because this was not a systematic review, some
relevant articles may not have been captured
in the literature search.

We identified and categorized 41 articles
specifically related to assessing and responding
to desires for children among people living with
HIV as (1) early epidemic, 1981---1991 (n = 5),
(2) changes in the epidemic, generally 1992---
2006 (n = 18), and (3) current context, 2007
to May 2012 (n = 18). (See appendix, available
as a supplement to the online version of this
article at http://www.ajph.org, for a complete
listing of categorized articles.) We based tem-
poral categorization on the date(s) of data
collection if provided in the methods or the
publication date. We also identified and in-
cluded additional articles relevant to but not
specifically about desires for children among
people living with HIV (e.g., articles about
perinatal transmission, ART, or the epidemiol-
ogy of HIV among women) but did not cate-
gorize these.

Upon reviewing these publications for epi-
demiological, clinical, and sociocultural infor-
mation, we identified key themes relevant to
assessing and understanding attention to de-
sires for children among people living with HIV
(or lack thereof) across the history of the
epidemic.

RESULTS

Herein we describe themes for each phase
of the epidemic, drawing upon the literature

captured in the review as well as some addi-
tional publications, including key institutional
documents. We also summarize the state of the
discourse and research on this topic from the
early epidemic through the changes in the
epidemic to the current context.

Early Epidemic

HIV was first recognized in the United States
in 1981 among MSM and was early on
described as a gay-related disease, and an
epidemic of stigma, in large part because
HIV-related stigma is exacerbated by stigma
associated with same-sex intercourse and drug
use.15 An analysis of HIV incidence from the
period 1978---1999 found that incidence
among MSM was as high as 5 to 20 infections
per 100 person-years in the early 1980s.16

Documented infection rates among women
were, on the other hand, relatively low.17 The
low rate of infection among women may have
been attributable to underdiagnosis as women
were presenting with different AIDS-related
illnesses compared with men (e.g., ovarian
cancer). In addition, guidelines on universal
counseling and voluntary HIV testing for
pregnant women were not rolled out until
later.18 Not surprisingly because of the early
known epidemiology, HIV/AIDS was essen-
tially first introduced as a concern predomi-
nantly of MSM (and to a lesser extent intrave-
nous drug users and individuals who received
blood transfusions). Scant attention was paid
to transmission of the virus via heterosexual
intercourse or the impact of HIV infection on
reproduction.

The earliest peer-reviewed article we iden-
tified on the reproductive decision-making of
HIV-positive persons was published in Journal
of the American Medical Association in 1989,19

almost 10 years after the first published report
of AIDS. This study reported how knowledge
of HIV status influenced the decision to con-
tinue or terminate a pregnancy by comparing
28 HIV-positive intravenous drug users to
36 HIV-negative intravenous drug users. Fifty
percent of the HIV-positive women chose to
terminate the pregnancy compared with 44%
of the HIV-negative women. The authors con-
cluded that HIV status was not sufficient for
explaining differences in reproductive decision-
making and that it is necessary to examine
social and behavioral contexts, such as
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relationship status, family pressure, and reli-
gious beliefs.19

Several conceptual articles around this time
grappled with provider approaches to repro-
ductive decision-making for women living with
HIV.20---22 In1990 Arras raised the question “Is
it ethical to counsel them [women] to avoid
conception or, if pregnant, to abort?” and con-
cluded that some type of nondirective counsel-
ing (e.g., providing factual information regarding
all options related to pregnancy or childbearing
or helping the client understand the meaning of
various options) is the most appropriate ap-
proach.21(p353) At the same time, though, an-
other author noted that the current discourse
related to AIDS and reproductive decision-
making threatened the well-established practice
of nondirective counseling.22 More than 20
years ago, these thought pieces recognized
a challenge related to communication about
childbearing for people living with HIV that,
to some degree, persists today.

Changes in the Epidemic

Feminization of HIV. Key demographic
changes in the epidemic have made reproduc-
tive health needs among women, men who
have sex with women, and men who have sex
with women and men increasingly important to
address. Over time heterosexual transmission
of HIV has increased, resulting in higher in-
fection rates among women.23,24 AIDS cases
attributed to heterosexual activity in the United
States increased 130% in 1993 compared with
1992.25 Furthermore, between 1991 and
1995 the number of AIDS cases diagnosed
among women increased by 63%. This in-
crease was more than any other population
group, regardless of race or mode of exposure
to HIV.23 This “feminization of HIV”26 con-
tinued; in 2010 women accounted for 20% of
new HIV infections in the United States,13

compared with 7% of reported AIDS cases in
1985.27

Focus on infants and sexual partners. Along
with the increase in heterosexual transmission
of HIV and rise in the number of women
infected came challenges related to perinatal
transmission, transmission to uninfected sexual
partners, and infected parents’ ability to care
for children.28,29 In 1985 research suggested
that “mothers are the likely source of infection”
in non---transfusion-related cases of AIDS in

infants.30(p363) At this time before ART, the
rate of mother-to-child transmission of HIV in
the United States ranged from 15% to 30%.31

In 1992 the rate of AIDS cases among infants
was 8.9 per 100 000 births.32 Researchers
used a mathematical model to predict the
number of youths whose mothers died of AIDS
in the United States and estimated that by the
end of 1995, maternal deaths caused by the
epidemic would have orphaned 24 600 chil-
dren and 21000 adolescents.33

These legitimate concerns about transmis-
sion and mothers’ health led to a focus on
protecting the health of infants and partners at
the expense of appropriately attending to
HIV-positive patients’ reproductive desires. In
1985 the CDC put forward recommendations
that discouraged childbearing among HIV-
positive women.34 State health departments
adopted such recommendations and many
were even more directive in their statements,
urging women living with HIV not to become
pregnant.22 The director of the CDC AIDS
program articulated the assumption in 1988
that HIV-positive women would not want
children: “Someone who understands the dis-
ease and is logical will not want to be pregnant
and will consider the test results when making
family planning decisions.”20(p321) Although
such institutional positions and individual-level
attitudes about childbearing were understand-
able with the transmission risks during the
pre-ART era, the literature reviewed suggests
that the public health response was to ignore or
outright discourage reproduction. This re-
sponse essentially stigmatized childbearing
among people living with HIV.35 Appropriate
nondirective counseling about the risks associ-
ated with conception, pregnancy, and child-
bearing was not a standard practice of care
because of the risk of transmission at this
time.
Antiretroviral therapy. The advent and

scale-up of life-prolonging ART and related
prevention of mother-to-child transmission
(PMTCT) programs has given hope to people
living with HIV wanting biological children in
the future.9 The use of ART has resulted in
a substantial decrease in the risk of mother-
to-child transmission to as low as 1% to 2%
with appropriate treatment regimens and infant
feeding strategies.36---38 With this develop-
ment, PMTCT efforts have been remarkably

successful. From 1993 through 1997 the per-
centage of perinatally exposed infants born to
mothers who received an HIV test before
delivery increased from 70% to 94% and the
percentage receiving zidovudine, the first anti-
retroviral drug available, increased from 7%
to 91%.32 As a result, the rate of HIV infection
among infants dramatically declined. In 1991
an estimated 1650 infants were infected com-
pared with 2004 when 41 cases of pediatric
perinatal infection were identified.39

With this decline in mother-to-child trans-
mission because of ART use, policies related to
pregnancy among HIV-positive women have
shifted to be more supportive of desires for
children. In 1995 the US Public Health Service
recommended nondirective reproductive
counseling,18 and the CDC’s revised recom-
mendations released in 2001 also stated that
HIV-positive women should receive informa-
tion about all reproductive options and should
be counseled in a manner that is a respectful
and supportive of their decision.40

The availability of treatment also has
resulted in those with HIV living longer,
healthier lives. Essentially, the roll-out of life-
prolonging combination antiretroviral therapy
in 1996 was a turning point: HIV transitioned
from being a death sentence to a chronic
condition that could be managed long term.41

The life expectancy of a young person (aged 20
years) on ART has been estimated to extend
about 50 years beyond initiation of ther-
apy.41,42 The life-prolonging effect of treatment
minimizes concerns about the ability of HIV-
positive parents to care for their children that
was a central concern before the advent of
ART.

Moreover, this extended life expectancy
means a longer reproductive period for persons
living with HIV, particularly for the increasing
numbers of young people infected. Between
2006 and 2009 overall HIV incidence did not
significantly change in the United States; the
incidence among those aged 13 to 29 years,
however, increased by 21%.43 It is important
to note that the Women’s Interagency HIV
Study, a cohort study of the natural history of
HIV infection in women in the United States,
found that since ART became available, the
live birth rate among HIV-infected women
increased by 150% compared with only a 5%
increase among similar non---HIV-infected
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women during the same period.44 Another
analysis found that compared with the year
2000 there was approximately a 30% increase
in the number of infants born to HIV-infected
women in 2006.45 Such findings likely reflect
the impact of ART on reproductive decision-
making, particularly among younger women,
associated with the 2 changes noted here:
decreased risk of perinatal transmission and
increased life expectancy.
Limited attention to reproductive decision-

making. Despite these changes in the epidemic
that make provider attention to patients’ re-
productive desires and intentions a critical
component of HIV care, scientific attention to
the reproductive intentions of people living
with HIV remained limited from 1992 to
2006. The 18 relevant studies that we identi-
fied point to the importance of addressing the
desire of people living with HIV for biological
children (see appendix available as a supple-
ment to the online version of this article at
http://www.ajph.org). A 1994 article on policy,
ethics, and reproductive choice called for pro-
vider discussion with patients about medical
facts, psychosocial issues, and family and re-
lationship contexts as a more appropriate ap-
proach to addressing pregnancy desires than
outright discouragement of childbearing.46

A study of HIV-positive, methadone-using
women (n = 126) published the same year
highlighted the importance of considering
existing children in reproductive counseling.47

Researchers in the mid-1990s examined fac-
tors associated with reproductive choices
(pregnancy, abortion, or sterilization) among
a sample of HIV-positive women in New
Orleans, Louisiana (n = 403).48 They found
that young age and history of sexual assault
were associated with becoming pregnant after
HIV diagnosis, but did not include fertility
desires and intentions as predictors of repro-
ductive decision-making although the authors
did call for culturally sensitive, noncoercive
counseling messages.48

In several studies assessing reproductive
intentions of HIV-infected women, Sowell et al.
also called for providers to address childbear-
ing desires.49---52 A qualitative study of 20
HIV-positive women, however, reported that
participants believed that health care providers
viewed them as women who should not re-
produce under any circumstances.53 In 2004

Thornton et al. published a literature review
examining reproductive decision-making for
serodiscordant and seroconcordant couples
with the aim of identifying useful information
for counseling these couples.54 This is one of
the few articles to also include men and
consider the issue in the context of cou-
ples.3,6,28,54

Current Context

Desire for biological children among persons
living with HIV. Since 2007 there has been
a relatively dramatic increase in the number of
peer-reviewed publications related to fertility
desires among HIV-positive individuals, when
one takes into account the historical lack of
literature on this topic. We identified 18
publications that explored fertility desires and
intentions among HIV-positive women and,
albeit to a lesser extent, HIV-positive men (see
appendix available as a supplement to the
online version of this article at http://www.
ajph.org). Nattabi et al. conducted a systematic
literature review of peer-reviewed empirical
studies published between 1990 and 2008
that specifically addressed factors influencing
fertility desires among people living with HIV.11

They identified 29 studies published globally,
including 12 from the United States,3,49---52,55---61

and concluded that fertility desires were influ-
enced by myriad factors, including demograph-
ics, health, stigma, and culture.11

Many of the studies identified in that review
as well as others continue to provide evidence
of the basic fact that makes the unmet need
for reproductive planning critical to address:
people living with HIV in the United States
desire to and will have children.11,62---66 Data
suggest that between 28% and 59% of people
living with HIV of reproductive age desire to
have children.3,4 The most recent study iden-
tified, which examined fertility desires among
both HIV-infected women and men in Los
Angeles County, California (n = 93), found
that 39% reported a desire to have children
(there was no significant difference between
women and men).6 Evidence from a sample
of HIV-positive women in the Midwest (n =
74) also indicated that women aged 30 years
and younger are more likely to choose to
become pregnant than women aged older
than 30 years (39.5% vs 11.1%, respec-
tively).61

Because of the importance of age as a de-
terminant of fertility intentions, which is dem-
onstrated by a number of other studies,11 there
are notably few studies focusing explicitly on
the reproductive desires among young people
living with HIV. The majority of studies have
included adult women with the mean age often
in the mid-30s.11 One recently published study
focused specifically on young women by com-
paring a clinic-based sample of HIV-positive
female youths (n = 46; age 15---24 years) in
Baltimore with a community-based sample of
at-risk non---HIV-infected female youths in
Baltimore (n = 355; age 15---24 years) and
found no significant differences in childbearing
motivations or desire for a future pregnancy;
indicating that one’s HIV status did not di-
minish childbearing plans.67 Qualitative inter-
views that included both perinatally and be-
haviorally infected female youths in addition to
adult women suggested that the role of effec-
tive treatment has redefined the question of
childbearing among people living with HIV.
When asked “Do you think it’s okay for HIV+
women to become pregnant if they want to
have a child,” a young participant responded

I can’t believe that is really a question . . . . The
bottom line is everyone deserves to have kids.
Yes, I have HIV. No, I didn’t want [HIV], but I still
want a family, I still want a life . . . everyone
deserves that right. (24-year-old female)68

Lack of attention to patient---provider
communication about reproduction. Despite in-
creasing recognition of the desire of people
living with HIV for biological children, only
5 studies explicitly considered patient---
provider communication about reproduction
and all pointed to a lack of provider-initiated
conversations in the United States.5---7,68,69 In
the Women Living Positively survey, a cross-
sectional survey of 700 HIV-positive women,
approximately 30% had been pregnant before
the survey or would consider pregnancy, and
of these women, 48% were not asked by their
HIV provider if they wanted to have a child
either now or in the future.7 Although several
young women living with HIV from the
Baltimore-based qualitative study reported at
least some brief discussion related to child-
bearing with their provider, no one was famil-
iar with the term “preconception counseling.”68

These findings are consistent with the high
unmet need for reproductive counseling (56%)
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that Finocchario-Kessler et al. identified among
a sample of HIV-positive women receiving
care in Baltimore.5

Even with this best-case scenario, because
the study was conducted in dedicated HIV care
clinics committed to a comprehensive care
model, the authors found that the majority of
conversations with providers that did take
place were patient-initiated.5 The most recent
study on this topic, from Los Angeles County,
also pointed to the need for provider-initiated
counseling. More than two thirds of the clients
reporting a desire to have a child had not
discussed their fertility desires or methods of
safe conception with providers although 64%
said that they would like to discuss this topic
with their provider. Providers surveyed in this
study noted the need for specific training in
reproductive health services for people living
with HIV as well as county, state, and national
guidelines related to biological childbearing
for this population.6

Making conception safer. The importance of
providers in ensuring safer childbearing for
HIV-positive women—in terms of the woman’s
own health, the health of the baby, and the
health of the partner—is also well-established,
and communication is central to their role.
Specifically, preconception counseling has been
identified as a provider-initiated strategy pro-
moting safer conception, pregnancy, and
delivery for HIV-positive women.70---73 The
concept of preconception counseling was in-
troduced more than 60 years ago as a way to
improve maternal and infant outcomes gener-
ally.74 Recently, this strategy has been adapted
to address the particular risks associated with
pregnancy among HIV-positive women, and
a US Department of Health and Human Ser-
vices panel has released guidelines specifically
for HIV preconception counseling.75 The CDC
also plans to include preconception counseling
as part of forthcoming recommendations on
prevention with persons with HIV.76

Essentially, preconception counseling offers
a standardized way to (1) impart information
about the risks of transmission to infants and
sexual partners and strategies for minimizing
those risks, and (2) ensure patients receive
services that minimize risk of transmission,
including provision of ART, management of
sexually transmitted infections, and referrals
for assisted reproduction.72 Frequent concerns

that can be addressed during these consulta-
tions may include the need to initiate or change
ART regimen, to optimize treatment for other
health concerns such as diabetes or hyper-
tension, to identify any medications that are
contraindicated in pregnancy (i.e., efavirenz),
and to discuss optimal strategy for safer con-
ception with serodiscordant couples. Two key
features are inherent in this fundamental
strategy for reducing transmission of HIV
during conception and pregnancy: (1) effective
patient---provider communication that occurs
before conception and (2) a collaborative effort
between providers and patients to apply risk
reduction strategies to minimize risk and max-
imize healthy outcomes.

Although few, there are clinical settings
nationally where a trained clinician is available
to provide HIV preconception counseling to
couples interested in conception. One such
example is at the Johns Hopkins Moore Clinic
for HIV Care. Data from a chart review of 81
preconception counseling sessions for HIV-
positive patients interested in childbearing
revealed that the majority (65%) of couples
were serodiscordant and 49% of patients had
no living children. Approximately half (51%) of
female patients had at least 1 medical comor-
bidity—the most common of which were psy-
chiatric conditions (16%), hepatitis C (11%),
and hypertension (9%), highlighting the need
for strategic planning before conception.77

Furthermore, 28% of female patients on ART
were on a regimen including efavirenz, and one
third or more of all couples reported no or
inconsistent condom use.77 These findings
demonstrate a number of issues such as unsafe
sexual practices, prudent regimen consider-
ations, and other common medical problems to
be addressed in the context of preconception
care.

DISCUSSION

The public health implications of this lack of
understanding about patient---provider com-
munication as well as low reported levels of
communication from the few studies available
cannot be ignored. Lack of communication is
associated with a lack of accurate knowledge of
perinatal transmission risk. For example, only
15% of women living with HIV and receiving
clinical care in the Baltimore-based study were

aware that the risk could be reduced to less
than 2% with ART and avoidance of breast-
feeding.4 Qualitative findings also suggest that
few had accurate knowledge of safer concep-
tion strategies, as several expressed confusion
regarding how it was possible to reduce risk
during conception with serodiscordant or
seroconcordant partners.68

The need to maximize and apply available
risk-reduction strategies and technologies be-
comes even more critical in the context of HIV
treatment as prevention. Findings from the
HPTN-052 trial show that risk for infection
among serodiscordant couples is reduced by
96% with the early initiation of ART for the
infected partner.78 The Partners PrEP and the
TDF2 studies with serodiscordant heterosexual
partners found a reduction in HIV acquisition
by negative partners via preexposure prophy-
laxis.79,80 The recent US Food and Drug
Administration approval of Truvada for use
as preexposure prophylaxis with non---HIV-
infected adults at high risk of HIV infection,81

along with the release of CDC interim guide-
lines on use of preexposure prophylaxis in
heterosexual discordant couples,82 make this
strategy feasible in the United States.

As several authors have already pointed out,
the implications of treatment as prevention for
childbearing among people living with HIV
must be considered83,84 and the role of the
provider and provider-initiated communication
will continue to be paramount. Use of ART is
already a key component of strategies to re-
duce vertical transmission. Now data show the
effectiveness of this approach to prevent hori-
zontal transmission. This development thus has
the potential to help reduce some of the
persistent stigma related to risks associated
with childbearing. The application of ART for
PMTCT was not sufficiently leveraged to ad-
dress stigma that emerged during the pre-ART
era, and it is important that providers under-
stand and communicate the possibility of safer
conception to people living with HIV. Because
of the identified importance of early ART
initiation and viral suppression to achieve the
maximum prevention benefits, providers must
also appropriately communicate with their
patients to ensure that they are retained in care
and support adherence to prescribed regimens.
Finally, as large-scale efforts are made to get
more people living with HIV on treatment
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earlier, more patients may want and have
biological children (if one considers the dra-
matic increase in live births observed when
ART was first rolled out). Even without
changes in reproductive desires and behaviors,
the basic imperative remains—it is essential that
providers ask patients about their reproductive
plans.

A Persistent Legacy of Stigma

The stigma against childbearing among
people living with HIV persists among the
general public and medical providers today. A
2008 Foundation for AIDS Research---spon-
sored national survey of public perceptions of
women living with HIV found that only 14% of
the respondents (;5000 total) reported that
HIV-infected women should have children.85

The Women Living Positively survey found
that HIV-positive women perceive this stigma;
59% reported that society strongly urges them
not to have biological children.7 The majority
of the Baltimore-based sample of HIV-positive
women felt that it was okay to have a child,4

and supporting qualitative data illustrated ca-
veats that some women described (e.g., it is
okay as long as the mom is taking her medi-
cations faithfully).68 Stigma and discrimination
surrounding HIV pose a severe challenge to the
delivery of adequate sexual and reproductive
interventions generally.86 Stigma appears to be
one important factor contributing to the missed
opportunities to strategically and safely plan
pregnancies with patients and thus preventing
full application of the science and knowledge
available to prevent new infections while
maximizing autonomy and respect for human
rights.

Throughout the evolution of the HIV epi-
demic, stigma has been a recurrent theme.
Because of the limitation of pediatric formula-
tions to treat HIV and the limited life span
afforded to adults before the availability of
ART, the context for providers’ initial resis-
tance to childbearing among women living with
HIV was understandable. Significant advances
in treatment and prevention, however, have
mitigated many of the initial justifications for
resistance. This stigma—societal and medical—
continues to discourage pregnancy among
HIV-positive women and men even as medical
and behavioral developments have increased
the ability of people living with HIV to have

biological children with minimal transmission.
This stigma against people living with HIV
having biological children is likely conflated by
stigmas associated with racism and poverty,
especially given the overrepresentation of HIV
among Black women and men and persons
of low socioeconomic status. It is important to
remember that people living with HIV are
people, first and foremost, with sexual and
childbearing desires and intentions similar
to those of people living without HIV.

Implicit in the current lack of patient---
provider communication is this long-standing
legacy of stigma around childbearing for peo-
ple living with HIV. The discouragement of
childbearing among people living with HIV and
deprioritization in the medical field most likely
contributed to a lack of education and training
in effective communication among medical
providers and patients around family planning
and childbearing. Other more general chal-
lenges to communication are also worth noting.
The most relevant study regarding patient---
provider communication proposed 5 reasons
why providers are inconsistent in applying
effective prevention strategies for poor preg-
nancy outcomes: (1) lack of knowledge re-
garding the incidence of unintended preg-
nancy, (2) inadequate provider education, (3)
lack of confidence in the value of preconcep-
tion counseling, (4) a belief that women will
know to seek appropriate care, and (5) con-
cerns over lack of reimbursement coverage for
preconception visits.87 The identified lack of
knowledge and competence to communicate
effectively with patients offers clear opportu-
nities for intervention.

Recommendations for Moving Forward

Incorporating preconception counseling op-
portunities and information for all HIV-positive
women and men into routine HIV care is one
major area for future work. We recommend
preconception counseling as a universal dis-
cussion among providers and patients of re-
productive age with any chronic transmittable
or genetic condition. HIV is only one of many
such conditions. Inherent in this effort, re-
searchers, policymakers, and clinicians must
prioritize improving patient---provider commu-
nication about fertility desires, intentions, and
practices. Because of the scope of this article,
we will focus our recommendations on people

living with HIV in the United States, but
recognize that they apply to many other med-
ical conditions and settings.

We recommend the following as a starting
point: (1) address research gaps related to HIV
provider attitudes about childbearing among
people living with HIV and barriers to recom-
mending and implementing preconception
counseling, including provider assessment of
patient---provider communication; (2) improve
provider training on HIV preconception coun-
seling; (3) systematize HIV providers’ assess-
ment of reproductive desires and intentions to
identify those individuals and their partners
needing preconception care; and (4) make
concerted efforts to attend to the reproductive
desires and needs of men who are HIV-positive
or who have HIV-positive sexual partners.

Currently, research is lacking on the extent
to which and how providers attend to HIV-
positive patients’ reproductive desires or the
reproductive desires of HIV-negative women
and men with HIV-positive partners if one
considers that only 1 of the identified studies
included provider perspectives.6 Although low
levels of provider-initiated communication
have been documented, this information is
based largely on patient reports. Future re-
search needs to examine, from providers’ per-
spectives, attitudes and communication related
to pregnancy and childbearing among people
living with HIV. Our understanding would
be greatly enhanced by directly surveying
provider attitudes about childbearing among
people living with HIV, as well as provider and
patient dyadic reports of communication about
childbearing. Providers may think they are
addressing the issue when they really are not.
Patients may perceive that providers have
negative opinions about people living with HIV
bearing children when in fact providers may
not have knowledge about preconception
counseling. Or, providers may assume that if
patients are interested in bearing children,
patients will initiate the conversation. Greater
research attention to younger patients and the
providers who care for them is also needed.

A better understanding of the potential
ambivalence providers may face as they weigh
individual rights and concern for new infec-
tions should be explored. Such ambivalence
may be at the core of avoiding direct commu-
nication about childbearing. Gender inequality,
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relationship dynamics, and a diverse range of
normative beliefs about sexual behavior
heighten the complexity of reproductive coun-
seling,88 which is further complicated by HIV
and its associated stigma. As has been demon-
strated by health behavior change efforts in
other contexts, the style and manner of how
providers communicate this information is
often just as important as the content.89,90

Therefore, research that assesses how (as well
as what) providers communicate regarding re-
productive and conception risk reduction op-
tions is important. Furthermore, investigation
of structural barriers to routine reproductive
counseling as part of HIV clinical care in the
United States is needed. Time constraints and
large provider---patient ratios are always a re-
alistic consideration when one is aiming to
improve comprehensive consultations. Discus-
sions regarding who is the individual best
suited to provide reproductive counseling (or
other lifestyle and behavioral risk counseling)
in the health care context are emerging. Lastly,
it is important to recognize that the ideal
implementation strategy may likely vary on the
basis of clinic resources, geographic patterns
of HIV prevalence, and physical distance to
HIV preconception counseling specialists.

On the basis of the existing literature de-
scribing barriers to patient---provider commu-
nication and the single identified study on
provider perspectives with regard to fertility
intentions of HIV-infected clients, we recom-
mend improving training on communication
skills generally and HIV preconception coun-
seling skills specifically in medical curricula for
HIV care providers. Research has shown that
provider communication skills can be success-
fully taught and acquired.91 Equally important,
physicians have expressed interest in such
training.6,92 Beyond medical and nursing aca-
demic programs, follow-up training should also
be offered at the facility level to orient pro-
viders to the preconception health services
available for HIV-positive patients. This can be
facilitated by online resources such as the
guidelines from Department of Health and
Human Services panel75 and the forthcoming
CDC recommendations on prevention with
persons with HIV.76

Providers may be more willing to initiate
discussions with patients about their repro-
ductive intentions if they know how to connect

patients to services that they need. A referral
model may be the most feasible to consider in
the United States, in which HIV providers
initiate the conversation and assess patients’
goals, and then appropriately refer them for
either contraception or HIV preconception
counseling. Given the current dearth of HIV
preconception counseling specialists, efforts to
identify and train such specialists are needed.
Gynecologists in HIV care settings may also be
perceived as preconception experts and thus
should be offered specialized training. In the
meantime, innovative distance referral options
should be considered.

Moving toward systematizing providers’ as-
sessment of reproductive desires and intentions
to link them to preconception services is an
essential next step. A short, efficient checklist
offers one potential mechanism for helping
providers systematically determine if their pa-
tients desire children (or are unsure) and could
benefit from preconception counseling. The
effectiveness of tools designed to improve
communication with patients has been dem-
onstrated previously. In the context of family
planning, brief decision-making tools have
resulted in delivery of information that was
better tailored to patients’ needs and increased
patient involvement.93,94 Similar tools also
have increased providers’ confidence in dis-
cussing sexuality with patients.95 In busy clinics
a checklist could act as a tool to remind
providers to discuss reproductive issues while
simultaneously expressing their openness to
conversations about how to plan future safe
pregnancies. It is also hoped that making
childbearing discussions routine will reduce
stigma, just as routine opt-out HIV counseling
and testing have been identified as a potential
way to reduce stigma.96

Such a tool also offers an opportunity to
assess HIV-positive men’s and partners’ repro-
ductive desires, which have largely been
neglected and are important to address in both
research and practice going forward. Whereas
some women may discuss childbearing during
gynecological appointments, men do not have
a similar opportunity. An intervention that
could assist HIV providers to quickly assess
reproductive needs and make appropriate re-
ferrals may provide the first chance for HIV-
infected men to discuss childbearing with
a health care professional. In addition,

questions about HIV-positive patients’ per-
ceived partner desires for children should also
be asked to help providers better understand
relationship dynamics and offer couples-based
preconception counseling. Finally, greater un-
derstanding is needed about HIV-negative
women in partnership with HIV-positive men.
Although these women are not at risk for
perinatal transmission, preventing horizontal
transmission during conception must be
addressed in clinical care.

Conclusions

Through effective patient---provider com-
munication, medical professionals can identify
HIV-positive women and men desiring chil-
dren and connect them to further preconcep-
tion counseling and services to ensure safer
childbearing. For these conversations to be
incorporated as standard practice in HIV care,
however, we must first confront the reasons
underlying the current neglect of patients’
reproductive desires in clinical services. With
this literature review, we have attempted to do
just that.

The challenge we currently face is rooted in
a history of neglecting HIV-positive individuals’
fertility intentions. With the early focus on
MSM, the impact of the epidemic on repro-
ductive health generally and reproductive de-
sires specifically were not considered. Even as
women became increasingly infected through
heterosexual intercourse, the public health re-
sponse to very legitimate concerns about ver-
tical transmission to infants and horizontal
transmission to uninfected male partners ig-
nored or outright discouraged reproduction in
a directive manner that sidelined reproductive
desires and rights and stigmatized childbearing.
This stigma persisted even as changes in the
epidemic made childbearing more feasible and
provider attention to childbearing desires even
more critical. The consequences of this history
cannot be ignored. HIV-positive patients, like
HIV-negative patients, desire and will have
children and require appropriate medical ser-
vices to support their own health as well as the
health of their infant and sexual partners.

More generally, promoting open discourse
about sexual and reproductive health strategies
offers an opportunity to challenge stigma head
on and strengthen the public health response
to HIV in a manner that supports the rights of
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individuals living with HIV. Stigma continues
to operate as an underlying driver of the
epidemic that needs to be addressed.97 Tack-
ling stigma at the provider level as it relates to
sexual and reproductive health care for people
living with HIV offers one promising strategy
that has been largely untried.

At this point in the epidemic, supporting
HIV-positive patients’ reproductive desires and
maximizing public health go hand in hand. The
unfortunate legacy of ostensibly prioritizing
public health at the expense of reproductive
intentions needs to be addressed. The time has
come to engage providers in conversations
with their reproductive-age patients about fer-
tility desires and intentions. j
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