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Abstract

HIV stigma has a profound impact on clinical outcomes and undermines the quality of life of
people living with HIV (PLWH). Among HIV-negative individuals, misinformation and
prejudicial attitudes about HIV can fuel stigma and contribute to discrimination against PLWH.
Antenatal care (ANC), with its focus on universal HIV testing, provides a unique entry point to
address HIV stigma. This study describes the development of a counseling intervention to address
HIV stigma among women and their partners attending a first ANC appointment in Tanzania.
Formative work to inform the intervention consisted of qualitative interviews with 32 pregnant and
postpartum women (both women living with HIV and HIV-negative women) and 20 healthcare
workers. Data were analyzed iteratively, using a thematic analysis approach, to identify
intervention targets. The resulting intervention, Maisha (Swahili for “L/fe’), includes three
sessions informed by the HIV Stigma Framework and Cognitive-Behavioral Therapy: a video and
brief counseling session prior to HIV testing and, for those who test seropositive for HIV, two
additional sessions building on the video content. A pilot test of the intervention is in process.
Addressing HIV stigma at the first ANC visit can help individuals living with HIV to overcome
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stigma-related barriers to the initiation and maintenance of HIV care, and can reduce stigmatizing
attitudes among those who test negative for HIV.
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mother-to-child transmission of HIV (PMTCT); stigma reduction

INTRODUCTION

Antenatal care (ANC) is a critical entry point for HIV prevention and treatment, with the
potential to contribute to a sustainable approach to eliminating HIVV/AIDS. Through robust
programs that target prevention of mother-to-child transmission (PMTCT) of HIV, countries
with generalized HIV epidemics have achieved nearly universal HIV testing for pregnant
women, and have drastically reduced infant HIV infections (World Health Organization,
2017). The long-term success of PMTCT depends on women’s engagement in care
throughout the pregnancy and postpartum periods (Psaros et al., 2015). Multiple studies have
highlighted the impact of HIV stigma on PMTCT care engagement, namely the role of
stigma in impeding timely diagnosis, ART initiation and adherence, and disclosure to others
for ongoing support (Buregyeya et al., 2017; Gesesew et al., 2017). Stigma is a persistent
barrier to the utilization of HIV/AIDS services, which impedes the UNAIDS 90-90-90
initiatives to test, diagnose and treat all people living with HIV (Bajunirwe et al., 2018).
Directly addressing HIV stigma at the time when women enter ANC has the potential to
enhance the impact of PMTCT programs by facilitating linkage and retention in care, which
in turn can help improve the well-being of pregnant women living with HIV (Grossman &
Stangl, 2013).

According to Tanzania’s PMTCT guidelines, women are tested for HIV during their first
ANC appointment, initiate antiretroviral therapy (ART) immediately upon diagnosis, and
then receive PMTCT care in the ANC clinic throughout pregnancy (Tanzania Ministry of
Health and Social Welfare, 2013). However, data in Tanzania demonstrate that a significant
proportion of women do not return to PMTCT care in the clinic where they are diagnosed
with HIV. A medical record review across PMTCT sites in Moshi, Tanzania found that,
among 468 women who were diagnosed with HIV during their first ANC visit, 109 (23%)
never returned to that clinic for PMTCT care and were considered lost to follow-up
(Mazuguni et al., 2019). Similarly, in a systematic review and meta-analysis of PMTCT
studies in Africa, a majority of loss to follow-up occurred in the first six months after
initiation of care (Knettel et al., 2018). Studies suggest that a primary reason for dropping
out of care or silently transferring to another facility is HIV stigma (Ford et al., 2017;
Knettel et al., 2018; McMahon et al., 2017). Stigma that is expected from or perpetuated by
a male partner is of particular importance to women enrolled in PMTCT programs. Women
often rely on male partners for social and financial support in this setting, and fear of
abandonment by a partner, especially during pregnancy, may lead to hiding one’s HIV status
and avoiding HIV care engagement (Clouse et al., 2014; Watt et al., 2019). Together, these
data support a recommendation of early counseling of pregnant women living with HIV,
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with a focus on stigma, to increase uptake of PMTCT services at the clinic where they
initially present for care.

Targeting an HIV stigma intervention to individuals entering ANC has the additional impact
of addressing HIV stigmatizing attitudes in the community. The apprehension of HIV testing
introduces heightened emotions which, according to stress activation theory, offers a
teachable moment that may lead to changes in attitudes and behavior (Eaton et al., 2011;
Lawson & Flocke, 2009). Addressing the deeply personal side of HIV during the pre-test
period can lead to what Goffman calls “wise” individuals who are actively supportive of
members of a stigmatized group (Goffman, 1963). Studies suggest that even brief health
behavior messages delivered during HIV testing can have long-term impacts on attitudes and
behaviors (American Psychological Association, 2014; Eichler et al., 2002). HIV stigma
reduction interventions have shown promise in reducing stigma among people living with
HIV, though evidence of the impact of these interventions is scarce(Andersson et al., 2020;
Barroso et al., 2014; Kemp et al., 2019). Technology-based HIV interventions have potential
to reduce HIV stigma promote HIV prevention behaviors, and should be studied further for
their potential reach and scalability (Noar et al., 2009; Relf et al., 2015)

To address the challenge of HIV stigma in ANC, we developed Maisha (Swahili for “Life”),
a video-assisted counseling intervention for pregnant women and their male partners.
Maishais a three-part intervention led by trained counselors, which aims to reduce HIV
stigma among the general population and promote HIV care engagement among women
living with HIV. This study describes the formative research that informed the design of
Maisha, a pilot randomized control trial of the Maisha intervention was initiated in April
2019 in two ANC clinics in Northern Tanzania (Clinical Trials.gov, NCT03600142).

METHODS

Study Site

The study was conducted in two urban health clinics in Moshi, Tanzania where ANC and
PMTCT services are provided. The two clinics together see approximately 2500 pregnant
women for antenatal care each year, with approximately 120 (4.8%) infected with HIV.
Women are strongly encouraged to attend the first antenatal care appointment with the father
of the child, and approximately 60% are accompanied by a male partner to the first
appointment. Upon presenting for ANC, women and their partners both receive routine HIV
Testing and Counseling (HTC). Those who test positive are offered additional post-test
counseling and education, immediately connected to the appropriate HIV service within the
clinic (PMTCT for pregnant women and the adult HIV Care and Treatment Center for male
partners), and provided with antiretroviral therapy for same-day initiation of treatment.

Study Overview

The formative data presented here reflect the process of intervention development for
Maisha, prior to the initiation of a pilot randomized control trial. The intervention
development was conducted in three phases: 1) development of an intervention model based
on a conceptual framework, 2) formative data to inform the intervention content and delivery
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modality, and 3) intervention refinement by iteratively piloting preliminary versions. The
overall goals of the intervention were to: reduce stigmatizing attitudes among HIV-negative
individuals; mitigate HIV stigma (internalized and anticipated) among individuals living
with HIV; and promote retention in PMTCT.

Phase 1: Conceptual foundation for preliminary intervention development.—
The development of Maisha was informed by an earlier formative study, “Postpartum HIV
Care Engagement in the Context of Option B+ in Tanzania” (NIH Grant R21 Al124344).
The study involved retrospective reviews of existing data and literature, structured
observations to assess the clinic-level implementation of Option B+, qualitative interviews
with patients, healthcare workers, and program administrators, and enrollment of a cohort of
200 women living with HIV and enrolling in PMTCT care during pregnancy in Tanzania.

As we began our program of research, we conducted a systematic review and metaanalysis
of care engagement under Option B+ policies in Africa, where we observed that 27% of
women were lost to follow-up (LTFU) within six month of initiating HIV care in PMTCT,
rates which are higher than the general population of people living with HIV (PLWH)
(Knettel et al., 2018). We then conducted a review of Tanzanian clinic data in the first year
of Option B+ implementation, and found that 59% of women in PMTCT were LTFU by two
years postpartum (Cichowitz et al., 2018). We conducted clinic-level observations that
identified several factors that could be driving these high rates of LTFU, including
limitations in healthcare worker training, staff shortages, high patient volumes, and a high
burden of record-keeping for clinic nurses (Chumba, 2018). In our cohort of HIV-infected
pregnant and postpartum women, participants reported high rates of depression and anxiety,
internalized shame/stigma, and fears of abandonment (Minja et al., 2019; Ngocho et al.,
2019) which hindered HIV disclosure, influenced attitudes toward ART, and contributed to
substandard care engagement (Knettel et al., 2019; Watt et al., 2018). Additional findings
from the Option B+ study are presented in Table 1.

To conceptualize the various aspects of stigma, we used Earnshaw and Chaudoir’s (2009)
HIV Stigma Framework, which emphasizes the unique experiences of stigma among PLWH
and describes the various stigmatizing attitudes and behaviors that contribute to the
experience of stigma. In the general public, stigma exists in the form of discriminatory or
prejudicial behavior that is driven by negative attitudes about PLWH. This may include
beliefs that HIV is due to immoral behavior or personal weakness, discomfort or desire to
avoid PLWH, fear of transmission driven by misinformation, and outward shunning or
mistreatment of PLWH (Turan et al., 2011; Maretha J. Visser et al., 2008). Among PLWH,
the Framework identifies three components of HIV stigma: internalized (negative beliefs and
feelings about oneself), enacted (actual prejudice and discrimination from others), and
anticipated stigma (fear of mistreatment that may occur if one’s status becomes known)
(Earnshaw & Chaudoir, 2009).

As we sought to integrate our prior data collected with women in ANC into the HIV Stigma
Framework, we observed that Earnshaw and Chaudoir’s three components of stigma track
onto the cognitive behavioral therapy (CBT) “‘cognitive triad’ (Beck & Rush, 1979).
Internalized stigma is closely associated with negative thoughts, feelings, and beliefs about
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oneself, anticipated stigma is associated with negativity about the future, and enacted stigma
leads to negativity about others/the world. By increasing self-awareness of these patterns of
thought and increasing cognitive flexibility, the burden of stigma may be reduced. Thus, we
designed the Maisha intervention to address these three forms of stigma using principles of
CBT, informed by a prior stigma reduction intervention conducted with women living with
HIV in South Africa (Tshabalala & Visser, 2011). To encourage long-term HIV care
engagement, we also utilized Third Wave behavioral concepts stemming from Acceptance
and Commitment Therapy to foster a sense of personal acceptance and maotivate value-driven
behavior (Hayes et al., 2006; Hunot et al., 2013).

Another key consideration for the development of the intervention was to ensure future
scalability, given the limited resources in the clinic and the high volume of ANC patients.
We aimed to make use of existing/available resources in the Tanzanian setting and explore
acceptability among key stakeholders, including healthcare workers and patients. We
therefore chose to develop the intervention as a video-assisted counseling session prior to
HIV testing; we hypothesized this would be a scalable approach, as it could be easily
administered to a group of patients (e.g., in a clinic waiting room), would require little
material investment, and could be overseen by existing clinic staff with minimal time
commitment. The counseling content was designed with the long-term goal of integration
into existing clinic appointments.

Phase 2: Formative data collection to inform intervention content.—Next, the
preliminary model for the intervention was assessed, expanded, and revised based on
qualitative interviews and focus group discussions with a range of stakeholders (Table 2).
Women living with HIV were recruited from our previous research cohort of pregnant and
postpartum women living with HIV. HIV-negative women were recruited among patients
attending antenatal care in the two study clinics, and healthcare providers and home-based
care workers were recruited among employees at the two study clinics. Data collection was
conducted by Tanzanian members of the research team who had training in qualitative
methods and were involved in the development of the Maisha intervention. The interview
guide was informed by our research objectives and our literature review. The guides were
tailored to each population group; they explored HIV testing and counselling experiences,
elicited individual and community perceptions of PLWH, and sought recommendations for
addressing HIV stigma. Participants living with HIV were asked about their own
experiences with and fears of stigma.

The qualitative data were analyzed iteratively by the research team; discussions identified
emerging content and areas for exploration in subsequent interviews. Analysis was
conducted using applied thematic analysis (Guest et al., 2012). Transcripts were coded
thematically in NVivo 12 across the broad domains of our research (drivers of stigma,
manifestations of stigma, and opportunities for stigma reduction). Coded content was
reviewed by multiple readers and consensus discussion led to the identification of major
themes in each domain. The coding process was then repeated to apply the thematic codes.
Qualitative memos were written for each domain and population group in order to
synthesize the data and make comparisons across population groups (Birks et al., 2008).
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Phase 3: Refinement of intervention through an iterative process.—The study
team from the U.S. and Tanzania met regularly to discuss the emerging findings and develop
the framework for the intervention. A study advisory board was convened to review the
findings and provide input on the intervention design, including the video script. The study
advisory board included representatives from the council health management team (CHMT),
leadership in the study clinics, local non-governmental organizations, and representatives
from the Kilimanjaro Christian Medical Center (KCMC) Hospital’s community advisory
board (CAB) for HIV trials. The study advisory board meeting resulted in a more refined
iteration of the intervention. The revised intervention content was discussed in a workshop
with clinic staff and in a half day meeting with members of the KCMC CAB. These
meetings resulted in a full script for the video, along with session counseling content. The
Maisha video was recorded in Moshi, with characters portrayed by individuals recruited
from the CAB who were highly knowledgeable about HIV.

The study was approved by the ethical review boards of Duke University, University of
Utah, Kilimanjaro Christian Medical Centre, and the Tanzanian National Institute for
Medical Research. All human subjects who participated in-depth interviews and focus group
discussions provided written informed consent and received compensation for time and
travel (5,000 Tanzanian Shillings; approximately 2 US dollars).

Qualitative Data

The qualitative exploration revealed key drivers and manifestations of HIV stigma in the
community, as well as internalized stigma (i.e., feelings of shame) among those who were
living with HIV (Table 3). Notably, women living with HIV described limited experiences of
enacted stigma, but significant fears related to anticipated stigma. They feared negative
responses from family members, their male partner, or broader social circle if their HIV
status were to become known. This fear led to highly selective disclosure and disruptions in
their PMTCT care engagement and medication adherence (e.g., missed clinic visits due to
fear of being seen at the clinic, inability to explain absences from work or home, missed
doses due to inability to take pills discretely).

Across all population groups, the perceived drivers of community-level HIV stigma included
a fear of infection, which was primarily related to misinformation about HIV transmission,
and fear of infection through casual contact. Negative associations of HIV with moral and
physical weakness (sexual promiscuity, sickness and death) also emerged as drivers of
stigma. Participants noted that enacted stigma most commonly manifested itself as unkind
gossip about people living with HIV and their families, social isolation, and dissolution of
relationships with partners. There were reports of rare cases of other serious forms of
enacted stigma including intimate partner violence and public humiliation. When asked for
recommendations on addressing HIV stigma, participants most frequently suggested
providing community members with education about HIV (namely on transmission) and
normalizing the idea of HIV as a clinical condition.

Eval Program Plann. Author manuscript; available in PMC 2021 December 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Watt et al.

Page 7

Women living with HIV were asked about their experiences learning their HIV status.
Almost all participants described feeling overwhelmed and unprepared upon receiving their
HIV diagnosis. Although they felt generally supported by the clinic nurses who provided
their diagnosis, they typically felt unable to ask questions or express concerns due to the
shock of the news. Participants described counseling in subsequent encounters as brief and
largely didactic, with little opportunity to explore perceived challenges. Several participants
noted that the most impactful message they received from providers was that they could live
a long and normal life, including sharing stories of other patients who are living normal lives
with HIV; similarly, seeing other patients at the HIV clinic was often a source of hope and
social support, and these encounters mitigated the sense of social isolation.

Stakeholder Feedback

The study advisory board was convened for a half-day meeting to elicit stakeholder feedback
on the intervention content. The research team shared both the conceptual model for the
intervention, as well as findings from the qualitative data collection. Overall, the study
advisory board members felt that the proposed intervention model to address HIV stigma in
the clinic would have positive impacts for individuals living with HIV as well as the general
population, and that it would complement the existing standard of care. During the meeting,
participants split into small groups and were tasked with developing a storyline for the
video. Groups reconvened and consensus was reached on some key messages that should be
included in the video: normalize anxieties about HIV testing and HIV diagnosis while
making connections between HIV and other chronic illnesses, celebrate pregnancy and
childbirth, develop empathy for people living with HIV, acknowledge the roles of the partner
and other family members, and show that there is hope for the future if diagnosed with HIV.

A primary area of discussion in the study advisory board workshop was the opportunity to
include male partners in the intervention. It was noted that women are advised to bring their
male partners to the first ANC appointment to participate in couple’s HIV testing, and about
half of women present with a male partner. The group came to the consensus that male
partners should be included in the intervention based on two rationale: 1) it takes advantage
of an opportunity to address HIV stigmatizing attitudes among men, and 2) it may improve
the outcomes for women if their male partners are also participating. Based on this input, the
study team revised the intervention content and the study protocol (including an amendment
to the ethical review committee) to include male participants in the intervention.

Resulting Maisha Curriculum

The resulting intervention consisted of three counselor-facilitated intervention sessions that
are conducted with the woman, either alone or with her partner. The first video-assisted
session is presented to all women and accompanying male partners at the first ANC visit,
prior to HIV testing. If the woman or her partner tests seropositive for HIV, both
immediately return to the counselor for an additional counseling session, and a third session
(for the woman only) is provided two weeks later. The intervention has two overarching
goals:

1. Reduce HIV stigmatizing attitudes among patients who learn that they are
HIVnegative.
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2. Address internalized and anticipated stigma among those who are living with
HIV, specifically:

a. If newly diagnosed, mitigate internalized and anticipated stigma, which
prepares them to accept their HIV status and engage in PMTCT care.

b. If established diagnosis, address internalized and anticipated stigma that
may interfere with care engagement.

In order to respond to the various scenarios of presentation at ANC (presenting with or
without a partner; presenting with a known HIV status or not), we developed several
variations of each guide to be responsive to the participants’ unique situation. The
curriculum was designed for delivery by lay counselors who were not health care providers
and did not necessarily have formal training in mental health but may have some background
in counseling.

Session 1: Video-assisted counseling.—Upon enroliment, women (alone or with
their partners) watch an 8-minute video addressing stigma and care engagement in the
context of antenatal care. The video depicts Salma and Bahati, a couple who both test
positive for HIV during a first ANC visit. After experiencing some initial distress and
disbelief, the couple receives counseling and support from a clinic nurse. They then decide
to disclose to Bahati’s mother, who lives with them. Both Salma and Bahati commit to
taking daily ART and Salma gives birth to a child who is HIV-negative.

Throughout the video, there is a distinct emphasis on the normalization of PLWH; namely,
that PLWH are just like anyone else and are valued members of the community. The video
demonstrates that disclosure of one’s status to a small circle of trusted family members and
friends can assist with self-acceptance of a diagnosis and build social support for long-term
care engagement. An additional key message is that, with early and consistent adherence to
medication, PLWH can live a long, healthy life and give birth to an HIVV-negative child. The
video includes several scenes of the normal daily lives of Salma and Bahati (e.g., the child
playing with neighbors and the family sharing a meal), which is meant to elicit a sense of
hope for the future.

The role of Bahati’s mother in the film is also important to note. In Tanzanian culture, the
husband’s mother is often a highly respected figure, and women typically stay with their
motherin-law after giving birth. In the qualitative interviews, women living with HIV
frequently expressed concern about how their mother-in-law will respond. In this instance,
the mother-in-law responded with kindness and support. This scenario is meant to challenge
a viewer’s automatic thoughts that a response to a disclosure will be negative. In one scene,
the mother-in-law takes her hypertensive medication as Salma and Bahati take their ART,
demonstrating that HIV is a chronic illness like any other.

Post-video discussion.: At the conclusion of the video, a counselor leads the viewer(s) in a
discussion of the video content, how it may relate to their own situation and attitudes, and
how it might inform their attitudes and behavior in the future. The discussion starts by
asking the woman (and accompanying partner, if present) about her reaction to various

Eval Program Plann. Author manuscript; available in PMC 2021 December 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Watt et al.

Page 9

aspects of the video, and relating it to her own experience of HIV testing, as well as her fears
and worries about testing. She is asked to imagine what her reaction might be to anHIV
diagnosis, and how she might navigate disclosure and social support. For women presenting
with a partner, the session content is nearly identical, but the counselors are trained to
effectively facilitate a couple-based session. This includes strategies for eliciting equal
participation from both partners, recognizing and addressing power differentials, and
fostering healthy communication among the partners (Malary et al., 2015).

After reviewing the video, the three components of HIV stigma (internalized, anticipated,
enacted) are introduced using a visual model (Figure 1) and discussed from both the
perspective of a person living with HIV and others in the community.

By drawing parallels between their own experiences and those of Salma and Bahati, patients
reduce the sense of distance and ‘otherness’ that can drive stigmatizing attitudes. The
counselor also acknowledges that the case of Salma and Bahati represents a very positive
outcome, and that each person must make choices based on her individual circumstances.
Among women who present to ANC with an established HIV diagnosis, the counselor
explores how the woman’s own experience has been similar or different to Salma’s, and
additional emphasis is placed on the importance of ART adherence. Among patients with an
unknown status, the session concludes with a summary that, if the patient tests seropositive
for HIV, there are medications and resources available to help her accept the diagnosis and
lead a full, healthy life, and if she tests seronegative for HIV, she can be a positive source of
support for PLWH. Session 1, including both the video and counseling content, was
designed to take 20 to 30 minutes.

Session 2: Stigma-focused counseling for PLWH.—AII participants are asked to
return to the counselor after HTC to share the results of their HIV test. If both the woman
(and her partner, if present) test seronegative, the counselor gives a brief reminder linking
back to the video content and encourages them to reduce community stigma toward PLWH
through kindness and support. If the woman and/or her partner indicate that they tested
seropositive (or entered ANC with an established HIV diagnosis), the counselor introduces
Session 2.

The goal of Session 2 is to link back to the video content, address immediate stigma-related
concerns, and foster commitment to initiate and/or continue treatment. For a woman who
tested seropositive, the goal is to have her return for her next scheduled follow-up
appointment for PMTCT. For a male partner who tested seropositive, the counselor helps
him to prepare to link to the HIV care and treatment center (CTC) in the same clinic in order
to begin HIV care. The stigma visual (Figure 1) is used to discuss how issues of internalized,
anticipated and enacted stigma might relate to their situation of living with HIV, and to try
and reduce these as barriers of HIV care engagement.

A key finding from our qualitative data was that women who received a new HIV diagnosis
did not feel like they had the time or space to adequately process their feelings with the
provider before they left the clinic. Therefore, an important goal of Session 2 is to support
patients in exploring their personal reactions, using the Stigma Framework and cognitive-

Eval Program Plann. Author manuscript; available in PMC 2021 December 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Watt et al.

Page 10

behavioral principles as guides. For example, participants are encouraged to share their
personal (internalized) feelings, their fears about what comes next (anticipated) and how
they might be treated if they disclose their status to others (enacted). If the couple has
discordant HIV test results, then the counselor will help the seronegative individual to
develop empathy and commitment to provide support to the seropositive individual.

The counselor introduces the concept that, when the mind is in a troubled or worried state,
we tend to expect the worst possible outcome. However, the reality of a situation is often not
nearly so bad. This concept is then used to consider the possibility of seeking support for
one’s diagnosis by disclosing her status to another person. Together, the counselor and
participant consider who that person might be, how they might respond, and the potential
risks and benefits of disclosure. The counselor clearly communicates that disclosure is not
always the best choice and decisions to disclose should be made carefully, but that disclosure
to a trusted individual can be an important pathway to receiving social support for HIV.

To address the issues of ART adherence and care engagement, the participant is guided to
list her personal values. These often include a desire to be a good mother, daughter, and
spouse, to support her family, to advance in her career, and to live according to her faith. The
counselor notes that the HIV diagnosis is unchangeable, and therefore acceptance of the
HIV is an important goal for the future. Next, the counselor asks, “How do the next steps of
coming to the clinic and taking medication relate to the values you just described?”
Together, the counselor and participant then connect each of the listed values to HIV care
engagement. To conclude the session, the counselor seeks a commitment from the patient to
start the medication (or continue medication for individuals with an established HIV
diagnosis) and return to the clinic in two weeks for her next clinic appointment and the final
counseling session. On average, session 2 was designed between 30 and 50 minutes, because
it requires more in-depth discussion and reflection compared to session 1. Session duration
will depend on the nature of the participant (and her partner, if present) and the level of
distress due to the HIV diagnosis.

Session 3: Follow-up counseling for women living with HIV.—The goal of the
third and final session for women living with HIV is to provide continued assistance in
managingstigma, foster a longer-term commitment to PMTCT care, and develop a plan for
overcoming barriers to care. There is also an emphasis on extending the knowledge and
skills from Maisha into one’s daily life.

Session 3 begins with the counselor checking in with the participant on her initiation of ART
and her adherence since the previous session two weeks ago. If the participant has been
perfectly adherent, the counselor congratulates her and briefly reiterates the importance of
ART in achieving PMTCT goals and supporting her identified values. If the participant
reports lapses in adherence, they engage in a more detailed conversation exploring barriers
to adherence and weighing these against potential benefits and personal values. The
counselor is trained to recognize and accept ambivalence, and to acknowledge that such
changes can be challenging.

Eval Program Plann. Author manuscript; available in PMC 2021 December 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Watt et al.

Page 11

Next, a similar conversation occurs surrounding HIV disclosures and any experiences of
enacted stigma. Participants are encouraged to challenge their own perspectives by
considering the questions, “If someone you cared for very much had HIV and they were
struggling with it, but kept silent, how would you feel? Would you want to know? How
would you respond if they did tell you?” Reports of enacted stigma are normalized by the
counselor, who expresses that other people may be experiencing shock, sadness, or anger at
hearing the patient’s diagnosis, which are the same emotions that the patient herself may
have felt. Just as she is learning to be more accepting of her diagnosis, perhaps her family
and friends will come to accept it as well.

If the participant has not experienced enacted stigma, but is reporting strong feelings of
anticipated stigma, these same concepts are explored, along with reminder of the CBT
content from Session 2 — that our expectations of what might occur are often worse than the
reality of the situation. The counselor explains that when disclosures are carefully
considered and made to a small circle of trusted people, they tend to enhance social support
and contribute to positive health outcomes. At this stage, women with established HIV
diagnoses are asked to consider whether they might engage with networks of people living
with HIV, either through local non-governmental organizations or through personal
connections. Women who express interest are then engaged in a conversation about how they
might proceed with this goal, which could lead to a sense of advocacy and empowerment to
address community-level stigma.

Additional Third Wave cognitive behavioral concepts are introduced in Session 3, including
the acceptance of worry as a normal response to life’s challenges. The stigma visual (Figure
1) is used again to make a point that one’s feelings (internalized stigma) and thoughts
(anticipated stigma) are connected. Participants are introduced to the idea that “it is the
mind’s job to worry” to protect people from danger, but that this worry does not necessarily
reflect the positive reality of what might occur. To demonstrate this point, the facilitator
refers back to the video, reminding the participants that Salma and Bahati experienced
significant worry about disclosing their status to Bahati’s mother, and then she ended up
accepting them. The session also introduces the concept that a calm, healthy body will
support a calm, healthy mind and vice versa. Participants are encouraged to support their
physical health by sleeping and eating well, staying physically active, and doing the things
they enjoy. The counselor leads the participant in a relaxation breathing exercise to reinforce
the concept of “healthy mind, healthy body”, and the participant is encouraged to practice
the exercise at home.

Finally, the counselor and participant consolidate the components of Maisha into an
individualized action plan. For all participants, this begins with the importance of
committing to and maintaining consistent HIV care engagement and ART adherence. They
make a plan for building or maintaining social support, either through conversations with
people who already know their status, new disclosures to people they trust, or engaging with
other patients at the clinic. The counselor and patient review the aspects of stigma that are
most troubling to them, how they relate to personal values, and how they may be addressed
moving forward. Finally, they review plans for personal coping by adopting healthy lifestyle
changes. The intervention concludes with the counselor congratulating the participant for
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coming to the clinic and investing in her future and the future of her child. Similar to session
2, session 3 was designed to last between 30 and 50 minutes.

DISCUSSION

While the urgency of initiating pregnant women living with HIV on lifelong ART is
clinically justified, women are often not ready to accept their status and to commit to
lifelong treatment (Katirayi et al., 2016; McLean et al., 2017). Our research suggests that,
after HIV diagnosis, some women never return to the clinic where they initially presented
for ANC, and that others drop out of care or silently transfer to another clinic due to
perceived stigma (Knettel et al., 2018; Mazuguni et al., 2019). The formative data we
collected to inform this intervention is consistent with other literature; there is an “othering”
of people living with HIV, which manifests itself in social distancing and moral judgment
(de Vries et al., 2011; Petros et al., 2006; Tsai et al., 2013; Van Breda, 2012). The
anticipation of stigmatizing reactions leads women living with HIV to conceal their status
and avoid care where they may be identified as living with HIV (Buregyeya et al., 2017).The
decision of care site should be a woman’s choice, but stigma should not drive women to
attend a clinic that is potentially less convenient and less familiar.

The Maisha intervention uses strategies shown to be effective in prior stigma reduction
research by targeting the attitudinal drivers of stigma, while also addressing stigma during a
critical period when women are making decisions about HIV care behaviors (Kemp et al.,
2019). By addressing stigma when attitudes toward one’s HIV status are still forming (for
new diagnoses) or at a critical juncture of pregnancy (for established diagnoses), we can
promote healthy decision-making and facilitate readiness to initiate and/or maintain ART,
establishing the foundation for lifelong care engagement. As HIV universal test-and-treat
policies become more common (Kulkarni et al., 2013; Wringe et al., 2017), this intervention
can offer lessons for promoting readiness for ART in the general population.

In addition, the Maisha intervention has the potential to reduce broader community
stigmatizing attitudes that undermine both the emotional and physical well-being of people
living with HIV. Antenatal care is a catchment point for not only pregnant women, but also
their male partners. Research has suggested that men often have higher HIV stigmatizing
attitudes (Treves-Kagan et al., 2017; M. J. Visser et al., 2009); this intervention offers an
opportunity to address the men’s beliefs, attitudes and practices in relation to people living
with HIV. The routine HIV testing experience potentially offers a moment when individuals
are prime to change their perceptions, as they themselves are considering the possibility of
an HIV diagnosis. Given the limited evidence base in HIV stigma reduction interventions,
and in particular an absence of stigma reduction interventions that can be implemented at the
health systems level (Stangl et al., 2013), this model offers the potential to advance our
understanding of how HIV stigmatizing attitudes may be addressed in a general population.

The Maisha intervention was designed based on behavioral theory and formative data
collected from various stakeholders, and was iterated through input from a study advisory
board. Nevertheless, the resulting intervention has some potential limitations, particularly as
it relates to scalability and integration into a clinical setting. The intervention was
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intentionally designed to be brief, but we know that even an additional 15-minute contact
with patients can be untenable for healthcare providers who are already stretched beyond
their limits. In the pilot test of the intervention, delivery will happen by study-trained
facilitators whose primary job will be delivery of the intervention. This was necessary to
control intervention fidelity and coverage, but it is not a sustainable approach. If Maisha is
found to be effective, group delivery and additional video-assisted content will be considered
in order to integrate the intervention into routine care. In addition, opportunities to extend
the stigma reduction intervention beyond the initial ANC visit may help to have longer term
impacts on stigma attitudes and HIV care engagement. This could be as simple as
introducing posters and other visuals into the clinic, or integrating content into subsequent
antenatal and postnatal appointments. The long-term goal should be to create a create a
stigma-free environment for women living with HIV, which will require changing
community norms and attitudes around HIV.

CONCLUSION

This paper described the development of an HIV stigma reduction intervention that can be
integrated into ANC to have impacts on both stigmatizing attitudes among the general
population, as well as internalized and anticipated stigma constructs among people living
with HIV. The intervention was developed using a theoretical framework and based on
formative data collection; it evolved significantly through input from a study advisory board
of diverse stakeholders and subsequent community feedback. A pilot feasibility trial of the
intervention was initiated in April 2019 (ClinicalTrials.gov, NCT03600142). The trial will
produce further evidence on the feasibility and acceptability of the Maisha intervention, as
well as its potential impact on HIV stigma constructs and PMTCT care engagement.
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HIGHLIGHTS
. Antenatal care is an innovative setting to address community-level HIV
stigma.
. Men can be reached for HIV stigma reduction in the antenatal care setting.
. Acknowledging stigma prior to HIV testing can help mitigate internalized and

anticipated stigma.
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Figure 1.
Visual model representing the stigma framework
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Table 1.

Formative research findings informing the Maisha intervention

Author(s) and
Year

Objectives

Key Findings

Knettel et al.,
2018

« Examine rates and predictors of loss to
follow-up (LTFU) in PMTCT in Africa via
systematic review and meta-analysis of 35
studies

* 10% LTFU after first appointment and 27% LTFU 6 months after
initiation; greater LTFU than general pop. of PLWH

« Stigma, fear of disclosure, and low social support were key drivers of
LTFU

Cichowitz et al.,
2018

» Review medical records assessing LTFU
following the introduction of Option B+ in
Tanzania

* Two years after delivery, 58.7% were LTFU

 High LTFU occurred across the PMTCT continuum, including
immediately after enrollment in ANC and in the postpartum period

* Individuals newly diagnosed with HIV were more likely to be LTFU

Chumba, 2018

« Evaluate facility-level implementation of
Option B+ at clinics in northern Tanzania

« Challenges at clinic level included lack of provider training, high
patient volumes, and record-keeping burden, leading to decreased
provider-patient interaction

Ngocho et al.,
2019

 Assess prevalence and predictors of
depression among women in PMTCT

* 25% of women met criteria for possible depression and 14% endorsed
thoughts of self-harm/suicide

« Internalized shame/stigma, food insecurity, and being single were all
significantly associated with depression

Minja et al., 2019

« Identify predictors of attitudes related to
long-term use of ART

* Negative attitudes about ART were linked to depression, internalized
shame/stigma, and lack of HIV acceptance

Knettel et al.,
2019

« Explore patterns and predictors of HIV
disclosure among women in PMTCT

» Among women diagnosed during pregnancy, 20% had not disclosed to
anyone at 3 months postpartum and 44% had not disclosed to the father
of the child

« Fears of stigma and abandonment drive non-disclosure

Watt et al., 2018

« Examine rates and predictors of poor care
engagement in cohort of 200 Tanzanian
women in PMTCT

* 21% had poor care engagement at 6 months postpartum
* Poorer engagement among patients who were younger, who had not
disclosed status, and were newly diagnosed
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Table 2.

Qualitative data collection to inform the intervention development

Participant group

Women living with HIV

Pregnant (newly diagnosed)

7
Pregnant (established diagnosis) 4
Postpartum (newly diagnosed) 4

5

Postpartum (established diagnosis)

HIV-negative women | 12
Healthcare workers | 7
Home based care workers | 13%

*
Across two FGDs
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Table 3.

Key findings from the qualitative research

Drivers of stigma

Fear of HIV infection

HIV associated with moral
weakness

HIV associated with death

“Even If they were seated close together they would move so as to make sure there is no contact...
Contact seems to them as contamination.” (HIV-negative woman)

“To them (the community), when they see someone has become thin, they don’t even think that maybe
they are stressed/depressed, or why the child hasn’t gone to school or the child didn’t pass the exams.
They just say they are done, they have ‘ngoma’ (an informal word for HIV).” (Woman living with HIV)

<

anifestations of stigma

Gossip
Isolation
Change in relationship status

“They arrived home, and the stigma started with the husband. The hushand started to stigmatize her. He
told her, “I don’t want to see you in my home anymore. Go to your parent’s house. To this day, |
haven’t seen that lady return to the clinic...” (Clinic nurse)

nternalized stima

Feelings of otherness
Sense of failure
Suiciaal ideation

“I had no peace, | was saying to myself I am dying...I don’t know about the baby in my womb, how will
it be...I am dying with (the baby).” (Woman living with HIV)

Anticipated stigma

Fear of social isolation
Fear of blame and judgment
Leads to non-disclosure

“We don’t advise you to share the information with everybody. Because some of the people cannot keep
secrets. You might share the news with that person and then she turns it into an announcement. You just
look for someone whom you can trust with your secrets.” (Clinic nurse)

Opportunities to address stigma

HIV normalization
Education
Role models

“[The clinic] made me who | am now; they said don’t think that it’s only you...there are beautiful
women here when you see them you won’t believe it.” (Woman living with HIV)

“I will give you an example of the diabetic patients who take pills every day — HIV patients think that
they are the only patients who take pills every day, but there are diabetic and hypertensive patients who
take their medications every day.” (Healthcare worker)
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