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ABSTRACT 
 
 
     We conducted a mixed-methods study on HIV stigma, comparing two groups of women 

receiving care through Malawi’s Option B+ program, which since 2011 has provided lifelong 

treatment to pregnant and breastfeeding women testing positive for HIV. We performed a 

comparison of characteristics at antenatal recruitment of newly diagnosed women versus those 

who had previously been diagnosed but had stopped treatment, followed by a qualitative 

assessment of the experiences of gender roles and community, enacted, anticipated, and 

internalized stigma in 55 women recruited from the larger cohort for either adherence or non-

adherence.   

     We found that the non-adherent cohort had a greater likelihood of knowing their partner’s 

status but a lower likelihood to intend to disclose to him, lower rates of desire for their current 

pregnancy, and lower education than a group of newly diagnosed women. In interviews and 

focus groups, most women described a changing face of community stigma with perceptions of a 

decrease in overt acts of enacted discrimination, but continued negative discussion and labeling. 

There was a high prevalence of anticipated and internalized stigma across all women. Higher 

levels of partner involvement were noted in the adherent group. Internalized stigma in the form 

of denial was frequently reported as a source of non-adherence. Avenues for addressing stigma 

include increased male partner involvement, peer support programs, and efforts to increase 

privacy at medication collection clinics.  
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INTRODUCTION 
 

HIV in Malawi  

     Malawi’s first recorded case of HIV was in 1985 at the Kamuzu Central Hospital in 

Lilongwe, the country’s capital. The HIV prevalence then increased significantly, to a peak of 

16.4% of the population in 1999. Today, an estimated 11% of the population is living with HIV.1 

Women are disproportionately affected, particularly during childbearing age; amongst women 

ages 25-29 years old, the Malawian Ministry of Health found that HIV prevalence is three times 

higher in women than in men (14.1% vs. 4.8%). 1  

     In 2011, to address the need for HIV treatment in women and infants, Malawi pioneered the 

Option B+ program whereby pregnant and breastfeeding women with positive HIV test results 

immediately receive lifelong antiretroviral (ART) coverage at diagnosis, a change from the 

previously CD4-based program. Within the first year, Option B+ precipitated a 748% increase in 

ART coverage for pregnant women with HIV.2 The success of the program led to a WHO 

recommendation, prompting many other countries to follow suit. 3–5 A recent national estimate of 

mother-to-child transmission (MTCT) in Malawi, the first during the Option B+ era, revealed the 

impact of the program with a reduction to an estimated 3.7% transmission rate during the 2014-

2016 period.6 While national estimates of MTCT rates prior to Option B+ are not available, 

transmission rates without maternal treatment reach 15-45%7, suggesting that the program 

substantially reduced MTCT within 3-5 years following its introduction.  

     Achieving further declines in rates of transmission requires addressing the barriers to 

consistent treatment for women. High levels of adherence are crucial for viral suppression and 

mitigation of drug resistance. Of the HIV-positive infants in the Malawian MTCT survey, half 

were born to women recorded officially as on treatment, suggesting issues with treatment 
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adherence in mothers.8 The long-term success of the Option B+ program relies on minimizing 

loss to follow up, which has proven to be one of the most challenging aspects in Malawi and 

elsewhere. 9 Women who start ART through the Option B+ program at an antenatal visit have 

been found to have five times the odds of never returning for a subsequent visit compared to 

women started outside of pregnancy.10  

     These data underscore that during an era of unprecedented access to HIV treatment, continued 

progress requires an understanding of the factors that enable and hinder consistent ART access 

and treatment adherence for women. Studies have elicited several barriers to access and 

adherence for women initiated on ART for prevention of MTCT (PMTCT) in Sub-Saharan 

Africa, including age, health literacy, treatment side effects, scheduling challenges, resource 

constraints for transport, clinic understaffing, and health care worker attitudes.11–15 Additionally, 

an important factor that may influence access and adherence to HIV treatment is stigma. 

Stigma and HIV 

     Weiss et al defined stigma, focusing on the health context, as “a social process, experienced 

or anticipated, characterized by exclusion, rejection, blame or devaluation that results from 

experience, perception, or anticipation of an adverse social judgment about a person or group.” 16 

Stigma is often highly locally contextual, and its study requires recognition of its inherently 

strong emotional associations in both receivers and discriminators.17 There is increasing 

recognition of its toll in a multitude of domains in global health, ranging from mental health to 

HIV, prompting increased research into its prevalence and consequences.18 

     Stigma is further categorized based on multiple frames of reference. Enacted stigma refers to 

the nature of disqualification from full social acceptance – the practical day-to-day experiences 

of a stigmatized person that differentiates them from a non-stigmatized individual.19 Anticipated 
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stigma refers to projections of enacted stigma from the point of view of an individual with a 

stigmatized identity, often concealed, with associated concerns about exposure.16 Internalized 

stigma delineates the extent to which people believe the negative stereotypes about their 

stigmatized identity are true of themselves.20 Finally, the societal beliefs and stereotypes that 

delegitimize people with a stigmatized identity create a local cultural form of stigma.21 

     HIV-related stigma has been measured in Sub-Saharan Africa with instruments measuring 

discriminatory acts, internalized stigma, and anticipated stigma.  22–24 It has been demonstrated 

that reported experiences of HIV stigma are associated with poor mental health outcomes, 

isolation, and decreased HIV testing uptake.25–29 With HIV treatment becoming more widespread 

and routine in Sub-Saharan Africa, there is evidence that community stigma related to HIV has 

declined. 22,30 However, indices of other forms of stigma, such as internalized stigma, remain 

high in regional surveys, suggesting that people living with HIV positive have yet to feel 

unabridged acceptance.31 In addition, the intersection with gender roles likely places women at 

increased risk for HIV-related discrimination due to the discord of an HIV positive diagnosis 

with traditional moral expectations.32 Most stigma work has studied the link between HIV stigma 

and willingness to get tested, however, there are fewer studies probing the effect of stigma on 

treatment adherence or assessing the experience of urban women living with HIV in a qualitative 

manner.  

In this study, we aimed to assess the perceptions of enacted, anticipated, internalized, and 

community stigma amongst women diagnosed with HIV during antenatal care, and to analyze 

how stigma contributes to challenges with HIV treatment adherence. Additionally, we aimed to 

explore gender stereotypes and roles to characterize the interplay between gender, HIV stigma, 

and medication adherence. To achieve these aims, we performed a quantitative comparison of 
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the characteristics at enrollment of two distinct populations: a cohort that has been newly 

diagnosed at antenatal care, and another presenting to antenatal care with a history of non-

adherence. Next, we qualitatively explored the perceptions of gender roles and stigma in 

adherent and non-adherent sub-groups.  
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METHODS 
 

Study Design   

     The S4 Study on Safety, Viral Suppression, and Survival on Second-line ART 

(ClinicalTrials.gov identifier NCT02249962) has been conducted from 2015-present at the 

Bwaila Family Health Unit district government hospital in Lilongwe, Malawi, where 

approximately 15,000 deliveries occur annually.33 The S4 cohort study aims to evaluate the 

safety and efficacy of the Option B+ program through analysis of drug toxicity, ART resistance 

patterns, and clinical outcomes of mothers and infants exposed to first- and second-line ART 

regimens for PMTCT and HIV treatment. Per Malawi Ministry of Health guidelines, all pregnant 

women in Malawi are offered opt-out HIV testing with two rapid tests at an antenatal clinic 

appointment. Since 2011, pregnant women who test positive for HIV are immediately initiated 

on ART through the Option B+ prevention of maternal to child transmission of HIV.3 Women 

are enrolled in the study during an antenatal visit and are followed at regular intervals until the 

child born of the pregnancy at recruitment reaches three years of age.  

     I conducted a qualitative study in January – March 2019 among a subset of participants 

enrolled in the larger observation study. This work presents quantitative enrollment data from 

May 2015 –March 2019 and qualitative data collected from January – March 2019. Cohort study 

data on mental health outcomes, ART treatment failure, and maternal toxicity events has been 

previously published..34–37  

Study Procedures 

     For the larger study recruitment, women with positive HIV test results at the antenatal clinic 

were approached by study nurses with information about study participation and eligibility 

criteria. At recruitment, women were enrolled into one of two study cohorts based on HIV 
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treatment history. Cohort 1 consists of women newly diagnosed with HIV at the antenatal visit 

(no prior HIV treatment history). Cohort 2 comprises women with a history of prior HIV 

treatment, testing positive at the antenatal visit while not on treatment. Women in Cohort 2 either 

had a lapse in treatment for least three weeks prior to enrollment or had adherence problems 

noted on government health documentation. Additional overall eligibility for the cohort study 

included age ≥18 (or  ≥16 and married), willingness to provide informed consent, and intention 

to give birth in Lilongwe. Those who chose not to participate or were ineligible for the study 

received routine government clinic antenatal and HIV care.  

Part 1 –Comparison of Participant Characteristics at Enrollment  

     After consent was obtained in Chichewa, the predominant local language, by study nurses, 

participants were verbally guided through an enrollment form including participant demographic, 

contraceptive and pregnancy history, and partner relationship characteristics.   

Participants were started or restarted on first line ART at enrollment and were subsequently 

followed regularly for treatment and primary care, as well as toxicity, mental health, infant 

development, viral load and CD4, and adherence assessments. Women received ART at 

enrollment, monthly for the first 6 months, and finally on a quarterly basis until study exit at 36 

months of the index pregnancy. The study ART schedule mimics that of the Malawi Ministry of 

Health guidelines utilized at government clinics.  

Part 2- Qualitative Interviews and Focus Group Discussions on HIV Stigma   

     For the qualitative study, we recruited women at main study visits, or through phone or 

physical tracing of women by study staff and assigned them to one of two groups. Group 1 

women were purposively selected from Cohort 1 for consistently suppressed viral load for at 

least 2 years of participation in the cohort study. Group 2 women were recruited from Cohort 2 



12	

(Figure 1). In Group 2, 14/29 women continued to have issues with viral load suppression over 

the course of at least 6 months of study participation (median 12 months, range 6 months – 40 

months, unpublished data). 3/29 women had recently enrolled in the larger study (within the last 

3 months), so the trend of viral load suppression could not be assessed. For each study group, 

women were invited to participate in either an individual in-depth interview (IDI) or a focus 

group discussion (FGD). Additional eligibility criteria beyond those of the main cohort study 

included willingness to be audio recorded and the ability to visit the clinic for an interview or 

discussion group in addition to the regular visit schedule of the cohort study.  

     After consent was obtained, professional staff members conducted IDIs and FGDs in 

Chichewa. The IDIs were performed one-on-one, while the FGD of 5-8 participants had one 

interviewer and one note-taker. A female interviewer performed all IDIs and FGDs, the note-

taker in the FGDs was male. Interview staff were not involved in the medical treatment of the 

participants in the cohort study. The interviewers conducted IDIs and FGDs in private study 

rooms for up to two hours while recording with two devices. In focus groups, participants were 

identified with a number assigned during the introduction prior to beginning the discussion. 

Interviewers also kept bulleted notes and marked form answers in real time for subsequent input 

into a secure server. Interviewers transcribed and translated the audio files from Chichewa into 

English. For all data recording, participants were only identified by their patient ID number for 

the preservation of privacy.  

     Prior to IDIs and FGDs, all participants were guided through a demographic form. The IDI 

question guide contained questions that probed gender norms and roles as well as cultural, 

anticipated, enacted, and internalized HIV stigma. In Group 2 participants, additional questions 

related to reasons for non-adherence and the experience of returning to care were included (see 
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Appendix 1). The FGD interview guide focused on the group of women’s perceptions of 

community views on HIV stigma and gender roles (see Appendix 2). The guides were developed 

in collaboration with the study team, medical providers, and referencing prior literature.   

     For the purposes of this study, we were interested in women’s perceptions of gender roles and 

four forms of stigma: enacted, anticipated, internalized, and community stigma. Participants 

were asked about the role of a woman in their community, as well as household and family 

planning decision-making. Stigma was assessed in four ways: community, anticipated, enacted, 

and internalized HIV stigma based on the definitions previously outlined. Questions about 

community stigma centered on women’s perceptions of negative community discussion of HIV 

and local misinformation about the disease. Anticipated and enacted stigma were assessed 

through a comparison of the lives of women with and without HIV in terms of marriage, 

community engagement, and work opportunities. There were additional questions surrounding 

anticipated stigma linked to the visibility of the disease (“How would it be known that a woman 

is HIV positive in your community?”). Finally, questions around guilt and shame about an HIV 

diagnosis probed internalized HIV stigma.  

Data Analysis 

Part 1 –Comparison of Participant Characteristics at Cohort Study Enrollment 

     We performed a cross-sectional comparison of the participants’ characteristics at enrollment 

using a Poisson regression model with robust error variance to estimate unadjusted and adjusted 

prevalence ratios (uPR and aPR) associated with a history of prior non-adherence. A modified 

Poisson method was used due to convergence issues with a log-binomial model.38 All statistics 

were performed in Stata 15.1.39 
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Part 2- Qualitative Analysis of Interviews and Focus Group Discussions Data on HIV Stigma   

     We analyzed the demographic and partner characteristics of the women in the qualitative 

study, with a comparison of Groups 1 and 2 utilizing student t-test and chi-square analysis. 

Interview and focus group discussion transcripts were imported into NVivo 12.0 for coding and 

analysis using a content thematic approach. 40,41 Relevant codes were identified from interview 

transcripts, notes, and guides, allowing for open coding and development of a final codebook for 

coding of all transcripts by two independent researchers. Constant comparative technique and 

reconciliation was applied and the coding inter-rater reliability, measured with a pooled Cohen’s 

kappa, was .77. Endorsement of community, anticipated marriage, anticipated employment, 

anticipated clinic, and internalized stigma, as well as partner support and support to others, was 

described for all IDI participants (number endorsing/total IDI participants). A conceptual 

framework outlining the relationship between gender norms, stigma, and medication adherence 

was derived based on themes identified during coding (Figure 2).  

Ethics Approval 

     Human subjects research approval was obtained from the institutional review boards of the 

University of North Carolina at Chapel Hill and the National Health Science Research 

Committee of the Malawian Ministry of Health, for both the larger safety and efficacy S4 

observational study and the qualitative study presented here.   
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RESULTS 
 

Participant Characteristics at Enrollment  

     In total, 450 women were enrolled in the quantitative study (Cohort 1, n=300; Cohort 2, 

n=150). Overall, the average age was 27.1 years (SD 5.35), most (88%) participants were 

married, 66% were unemployed, and half (49%) had no or a primary school education (Table 1).  

Among all study participants, 94% were not using contraception at the time they got pregnant, 

93% had already or planned to disclose their HIV status to their partner, 43% were aware of their 

partner’s status, and 41% reported a desired pregnancy. Non-adherent women had been 

diagnosed with HIV for a median of 2.96 years (range 2.3 months -11.3 years) at enrollment. In 

an adjusted comparison of cohorts, women with higher education, disclosure of HIV status to 

their partner, and a desired pregnancy were less likely to have a history of non-adherence to 

treatment (aPR for a history of non-adherence 0.73, 95% CI = 0.56-0.94, p=0.015; aPR= 0.45, 

95% CI = 0.30-0.67, p<.005; aPR = 0.70, 95% CI = 0.53-0.91, p <.005, respectively), while 

awareness of partner status was associated with a history of non-adherence (aPR = 2.23, 95% CI 

= 1.70-2.93, p <.005). No significant differences in age, marital status, employment, and 

contraception use were observed (Table 2).   

Participant Characteristics in the Qualitative Study 

     Among the women enrolled in the cohort study, 55 women participated in the qualitative 

study (26 women in the adherent group and 29 women in the non-adherent group). 

Characteristics of the qualitative study population are presented in Table 3. Participants ranged in 

age from 19 to 40 years old, with adherent group women (M=30.9 years, SD= 5.3) on average 4 

years older than those in the non-adherent group (M=26.8 years, SD = 5.6; t(53)= 4.13,  p = 

.007). Women had on average been diagnosed with HIV for 3.4 years (SD = 1.4 years) in the 
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adherent group and 6.4 years in the non-adherent group (SD = 3.8 years). Other characteristics 

were not found to have significant differences between groups. The women interviewed 

represented the major ethnic groups of Malawi (36% Chewa, 24% Ngoni, 18% Yao, 13% 

Lomwe, and 9% other, comprising 2 Tumbuka ,1 Mang’anja, 1 Sena, and 1 Lozi).  Over half 

(53%) of women were unemployed. All women had at least one child (80% had two or more 

children), 6 women were pregnant at the time of the interview, and a majority (83%) had not 

completed secondary school. 24% were not aware of the HIV status of their primary sexual 

partner. A majority (89%) reported one sexual partner. One participant was a sex worker and 

reported multiple (>10) sex partners.  

Qualitative Study Results 

      The qualitative data analysis yielded several important themes related to adherence to HIV 

treatment and the impact of stigma. To characterize the effects of multiple layers of stigma on 

the lives of women, we used a social ecological framework, beginning with larger societal 

factors, followed by community and interpersonal relationships, and finally the individual 

experience of stigma. We also consider the effects of support – from a partner, to herself, and to 

others. To begin, to describe the larger societal views of women living with HIV, we first needed 

to describe the intersection of gender norms and stereotypes.  

Gender Roles and Norms  

     In focus groups, women were asked to discuss the most common roles of men and women in 

households in their communities to elicit dialogue on gender norms and roles. The overall 

consensus was that of a demarcation of gender roles within a couple, typically characterized by 

the husband earning an income, and the wife maintaining the home, raising children, and taking 

part in community activities: “The role of a woman is to take part in cleaning the home so there 
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is sanitation, and taking care of the children… she also has to take part in development activities 

and in church activities” (FGD, Group 1, age 31, married, 3 years HIV positive). Another woman 

described, “Most of the time, women are considered to be primary caretakers of children in the 

homes because usually when men wake up in the morning they go to work. So all the 

responsibility of taking care of children, and making sure they have gone to school, lies in the 

woman’s hands” (FGD, Group 1, age 40, married, 3 years HIV positive).  

      Some women disagreed, arguing that gender roles are less defined and it is increasingly more 

accepted for women to work. Still however, they described how “all the responsibilities at home 

rest in a woman’s hands regardless of whether she goes to work or runs a business. Before she 

leaves home she has to make sure that things are in order at home and when she comes back, 

whether she is tired or not, she still has to take care of the home” (FGD, Group 1, age 31, 

married, 3 years HIV positive).   

     Participants also emphasized the social value placed on childbearing and the social status 

conferred by motherhood. In fact, women without children face stigmatizing attitudes from the 

community: “In Malawi, a childless person is segregated when it comes to community activities. 

Mostly, women say, ‘don’t talk about what happens in the labor ward, this one doesn’t know 

what happens there’” (FGD, Group 1, age 31, married, 3 years HIV positive). Those without 

children are visibly excluded from community activities such as the traditional initiation ritual of 

young girls (chinamwali): “When you are initiating in traditional rituals like chinamwali, you are 

told not to attend parts of the ritual if you have not had children before... that also is painful” or 

attending infant funerals: “Women go to funerals for babies who die maybe within a week, but a 

woman who does not have children is not allowed to be a part of that. In such cases, the woman 
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would have to stay home and it would make it obvious that the woman does not have children” 

(FGD, Group 2, age 22, married, 6 years HIV positive).  

     Considering the social importance of childbearing, women described a vulnerability should a 

couple struggle to become pregnant: “When you are married, people expect you to have children. 

So when they see that a year goes without pregnancy, a man’s friends become the first people to 

say, ‘You have just wasted time, look, I have just married but my wife is pregnant now.’ Then 

the man …thinks of going out to try his luck with other women” (FGD, Group 1, age 39, 

married, 3 years HIV positive).  

     Women brought up how notions of power in the household reflected gender status more 

largely: “Men are considered to be the heads of the families, so they are responsible for the 

financial part of the home… So in our communities we consider men to be on a higher level than 

women.” One woman described how she feels powerless to make decisions in the household 

since her husband provides the income for her family: “Because the man is the one who has 

money, if you want something done, it cannot happen because the owner of the money does not 

want it to be done” (FGD, Group 1, age 37, divorced, 3 years HIV positive).  

     These larger societal expectations of women permeated discussions regarding sexual 

relationships, family planning and protection from sexually transmitted infections, including 

HIV. Participants discussed a negative response to a woman asserting her desire to use condoms. 

One woman described, “When it comes to sex issues, it’s the man who has the most power. This 

is because when a woman starts making decisions regarding sex the man thinks you are a 

prostitute” (FGD, Group 1, age 40, married, 3 years HIV positive). Family planning education 

and provision are part of the protocol for antenatal and postpartum visits at government clinics in 

Malawi, but multiple women described how use of family planning methods, particularly 
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condoms, still contains a cultural association with sex work. One woman quipped, “Some men 

say, ‘I use condoms when sleeping with prostitutes, so why should I do the same with you?’” 

(FGD, Group 2, age 31, married, 5 years HIV positive).  

      Women described challenges in their relationships should they engage in discussions about 

family planning. As a participant described,  “Sometimes you can tell the man to put on a 

condom and if he refuses and you persist you can just find yourself in an awkward situation at a 

marriage counselor. So to avoid all that, that’s when women just accept whatever the man says” 

(FGD, Group 1, age 32, married, 4 years HIV positive). Multiple women described having 

different desires than their husband or partner regarding family planning, but power dynamics 

led to acquiescence:  “Sometimes we know that what he is insisting on is wrong, but we still do it 

for fear that if we refuse, he will go and find someone who will accept to do it” (FGD, Group 2, 

age 27, married, 7 years HIV positive).  

     The context of such gender roles and power imbalances in relationships led many women to 

find themselves with limited capacity to protect themselves from HIV infection. Many women 

provided personal accounts of marriage eventually leading to an HIV diagnosis. One focus group 

participant described her own experience: “when my husband proposed, I told him that we 

should get tested but he refused. My relatives told me not to marry the man but they did not tell 

me that he had HIV and when I realized that he had HIV, it was too late!” She generalized to say 

that for many women,  “By the time you realize that he has HIV, it is often too late. That is 

where most women get hurt” (FGD, Group 2, age 20, married, 5 years HIV positive).  

     Women expressed guilt and frustration about finding themselves in this position. “Back 

home, they told me not to marry this man. So, I feel guilty because I tell myself that maybe if I 

had listened, all this wouldn’t have happened,” said one woman in the adherent group (IDI, 
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Group 1, age 26, married, 3 years HIV positive). Others were surprised by the lack of disclosure 

by their partner, leading to their own diagnosis: “My husband’s sister is the one who came to tell 

me…We had been married for three good years not knowing that he was on ART, and I was so 

surprised as to why he had not told me. So you see, we were together for three years, but do you 

see any love there?” (FGD, Group 2, age 39, married, 5 years HIV positive).  

Perceptions of Community Stigma  

     The intersection of gender roles and HIV stigma figured prominently in women’s descriptions 

of community stigma, which we will explore here. Women described a culture in flux around 

community discussion of HIV, related to the changing face of the epidemic. Of the 30 women 

interviewed individually, 19/30 (63%) of women believed that stigma related to HIV continues 

to exist but has improved from the past with better knowledge about the mechanism of 

transmission and increased awareness of the prevalence of HIV in Malawi. However, only 2/30 

women described a complete lack of stigmatizing attitudes towards HIV. The rest (9/30) of 

women believed that there remained a high level of community stigma that permeated most 

aspects of the daily lives of women living with HIV. 

A two-tiered description of community stigma  

      Many women described that due to the high prevalence of HIV in Malawi and expansion of 

treatment, there is now improved understanding of the transmission and ability to lead a healthy 

life with HIV. As a focus group member described, “Nowadays, discrimination is lessening 

because of the healthy life that those that have accepted their status are living.” She felt that the 

outward appearance of those who were consistent on treatment and their ability to lead normal 

lives had decreased community fears around the disease: “In the past when you have been 

diagnosed HIV positive, people would be talking to you saying you are already dead. But now, 
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those who have accepted and start taking drugs look healthy, so the ones who earlier been talking 

bad about you have changed tune” (FGD, Group 1, age 39, married, 3 years HIV positive). 

Another woman described how previous misconceptions of transmission, such as acquiring HIV 

through sharing utensils or food, have now been dispelled in her community: “Even if a person 

has HIV, you can still eat from the same plate and there is no stigma” (IDI, Group 2, age 21, 

married, 6 years HIV positive).  

     However, women often encountered a two-tiered community response. They described that 

even if they experienced no overt acts of discrimination from their community, they knew that 

negative discussion or gossip surrounding their or others’ status occurred frequently. For 

example, one woman said that in her community, “You can chat with them [other community 

members] when you are all there but the moment you leave, they talk about you to say ‘have you 

seen her, she takes ARVs’” (FGD, Group 2, age 28, married, 7 years HIV positive).  

     In particular, women reported that the negative discussion typically centers on a woman’s 

faithfulness and the presumed mechanism by which she contracted the disease. One participant 

described,  

In my community, if you have been diagnosed with HIV and people hear 
of it, you are an object of ridicule. Especially if you are a woman, they 
think of you as someone who was promiscuous and so that is why you 
contracted HIV. They don’t think of the possibility that you might have 
contracted it from your husband. Even if you are married, they still think 
that you were promiscuous.  

FGD, Group 2, age 25, married, 4 years HIV positive 

     Many expressed frustration around the assumptions surrounding a woman’s contraction of 

HIV and the gendered narrative inherent to such assumptions. They felt that community beliefs 

around HIV still linked a diagnosis with improper behavior that violated social expectations of a 

woman’s role in society. A focus group participant put the community response in this way:    
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Some make it seem like you were too promiscuous or maybe you were 
walking around bars and that is why you have it. What they don’t know is 
that nowadays, anyone, even a child like this [pointing to another 
participant’s child] can have HIV because it is an epidemic. In the past, 
young women like us never had HIV whilst at present, we have the virus 
and it is just everywhere. In the past it was rare for people to have HIV and 
so some people still don’t understand what is happening. They think that 
the moment you have HIV; it means you slept with someone outside 
marriage. 

 FGD, Group 2, age 20, married, 5 years HIV positive 

     Relatedly, participants described how assumptions about transmission contributed to de-

legitimization of a woman’s status in the community. A woman in the adherent group said, 

“Mainly, people just look down on you because they think that the only way you might have 

contracted HIV is because you were promiscuous” (IDI, Group 1, age 31, married, 3 years HIV 

positive). Another described, “They [community members] think that if you have HIV, you are 

the worst of all sinners, like you have sinned above everyone else” (FGD, Group 2, age 27, 

married, 7 years HIV positive).  

     Women felt that such discussion was prompted by the belief that women with HIV are not 

able to fulfill their roles such as raising children.  While some women expressed that community 

awareness and knowledge about the efficacy of treatment for HIV had improved, others felt that 

“most people think that once you have HIV then you will automatically die of AIDS” (FGD, 

Group 1, age 32, married, 4 years HIV positive). A participant described how “most people don’t 

know that HIV is not AIDS, but for us who have been taught these things we know that HIV is 

not AIDS, that HIV is just a virus, and if you are not taking drugs then you get sick from 

numerous diseases which is now AIDS.” Therefore, women can be devalued and regarded “as 

not fit to live, as if they [community members] already know that your life is over.” As a result, 

“when they are talking and someone who is HIV positive passes by they whisper, ‘She has HIV. 

The way she was promiscuous! Her children will suffer when she is gone. She will leave her 
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children still young.’ They speak like that when sometimes you can get HIV unknowingly” 

(FGD, Group 1, age 40, married, 3 years HIV positive). 

     On multiple occasions, it was mentioned that gossip centered around the dichotomy between 

a woman’s appearance and her HIV status; that despite appearing healthy she still possesses the 

shameful identity of an HIV positive diagnosis. A common description was, “There is a lot of 

talk. They say, ‘that one takes medicine, don’t be fooled by how she looks’” (IDI, Group 2, age 

37, married, 9 years HIV positive). This particular occurrence of community members drawing a 

contrast between a woman’s appearance and what is deemed her true character, identity, or 

health status was described by one-third of women in individual interviews. One woman relayed 

that people have said, “ ‘Even if some of you dress up well you are still infected with the virus,’” 

(IDI, Group 1, age 34, married, 2 years HIV positive) highlighting the belief that despite 

appearances, a woman’s status is tainted by her HIV positive diagnosis.  

Labeling of women living with HIV and seeking treatment  

      Over the course of the interviews and focus groups, participants mentioned multiple terms or 

phrases embedded in the colloquial language to describe people living with HIV (Table 4). Most 

common were the labels ‘anaphwanya’ and ‘ndowa.’ ‘Ndowa,’ or ‘bucket,’ is a term referring to 

the body shape changes that can occur with HIV treatment-related lipodystrophy, resulting in 

weight loss in the legs and a larger torso, mimicking the shape of a common bucket in Malawi. 

‘Anaphwanya,’ means ‘broken,’ by the virus multiplying within someone’s body. These terms 

were described by participants during the negative discussion about HIV outlined above, 

reflecting the physical evidence of an HIV positive status as well as the perceptions of the 

blemish inflicted by an HIV infection regardless of outward appearance.       
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     Other terms referred to the actions required of people living with HIV to access treatment. 

“Mwezi watha akupita,” translated to “a month has gone and she is going,” describes the 

monthly collection of ARVs at the government clinic. ARVs themselves are referred to as 

“bonasi,” or “bonus,” insinuating that people with HIV survive due to the “bonus” provided by 

the government. At the clinic, people must carry their health documentation while waiting to see 

a clinician, so are referred to as “Kuthamangitsa mafailo,” or “moving with files.”   

Enacted Stigma at the Community Level  

      Having an HIV-positive identity publicly known or revealed was reported to gravely impact 

women’s inclusion within their communities. For the participants who maintained that 

community stigma was still prescient, the major forms of enacted stigma included insulting 

language and isolation. A woman in the adherent group explained the progression from a 

revealing of HIV status to enacted stigma from the community:  

Participant: You can meet someone and you hear them say ‘we heard 
from your friend that you have HIV.’ That gives you a bad picture to say 
does everyone know my status now? Some people now start to isolate 
you and not want to be with you. They will say ‘I cannot drink water at 
her house, I might contract HIV.’ 
Interviewer: And that is happening?  
Participant: Yes! It is happening. Even after you fall sick, they cannot 
come to bathe you. They will say, ‘if I bathe that one I will contract 
HIV.’ As a result, you find them wearing four gloves to avoid making 
contact with you. 

IDI, Group 1, age 30, married, 3 years HIV positive 
 
     As this participant explained, there remains misinformation regarding the transmission of 

HIV, such as transmission through drinking water or bathing. Another woman in the non-

adherent group described additional misinformation:   

I have a cough right now and so they say when I cough and my spit 
lands on someone, that person will contact HIV. They also say that 
when I take food from corner, the one without HIV should not touch 
that area because I will transmit HIV to them. I cannot even lend a cloth 
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to someone who does not have HIV; they say I will transmit HIV to 
them. 

IDI, Group 2, age 25, divorced, 7 years HIV positive  

      Women explained that community-level HIV stigma leads to maltreatment and de-

legitimization of women and their opinions. When asked about how those with HIV are treated 

in her community, a participant responded “People will be laughing at them and when they have 

a disagreement, even with the children, when they know that you have HIV and you are telling 

them something, they can easily respond and say ‘don’t argue with us, you are not fit enough to 

have an argument with us because you have HIV’ and that is very disrespectful” (IDI, Group 2, 

age 22, married, 17 years HIV positive). In a focus group, a similar description was elicited:  

Participant: When you are in a group, you cannot give your views, they 
will say, ‘don’t listen to this one, they sick and so what can they tell us.’  
Interviewer: Okay, so what do people say?  
Participant: They say, ‘She has a lot of medicine in her body.’  

FGD, Group 2, age 22, married, 6 years HIV positive  

      Relatedly, this perceived decline in fitness, mentally or physically, can lead to exclusion from 

important organizations such as the bank nkhonde, or village banks, which are micro-loan 

schemes performed locally within a community. A participant described, “last year, we were in a 

group with a certain woman who had a loan at different village banking groups. Then, she 

suddenly fell sick and people started gossiping about her to say ‘she stopped taking her ARVs a 

long time ago. We warned you not to lend her money because she can die at any time’” (IDI, 

Group 1, age 22, married, 3 years HIV positive). Such statements were very concerning to the 

participant, who valued her own participation in the village banks. 

Enacted and Anticipated Stigma and Employment  

     Most (21/30) women described that should a woman decide to pursue a job, it is more 

challenging for a woman living with HIV. Nineteen women described examples of enacted 
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stigma in the workplace due to her or a friend or family member’s HIV status. Issues arise 

around misconceptions about the abilities of those living with HIV as well as mechanisms of 

transmission. One participant in the non-adherent group explained, “I was looking for a job and 

when I told her my status, she said no. She said that she wanted someone who would work hard 

and those who have HIV cannot do that” (FGD, Group 2, age 25, married, 4 years HIV positive). 

In the adherent group, a woman described her friend’s experience of losing her job once her 

status was discovered by her employer:  

My friend lost her job when she was working for a Nigerian. It happened that she 
got sick and her boss went to see her at the hospital, it is when her boss realized 
that she was positive. When she recovered she received a dismissal letter from her 
boss. When she went to ask for a reason for dismissal, the boss said, “Why is it 
that when you knew you were HIV positive you continued to look after my 
children? Do you want to transmit the virus to them?” 

(FGD, Group 1, age 39, married, 3 years HIV positive).  

     Due to these concerns, participants described a strong incentive to conceal their HIV status 

from employers. A woman in the adherent group explained, “we cannot disclose our HIV status 

to our bosses because he might be HIV negative and doesn’t know that if an HIV positive person 

is adhering to his or her prescription he or she can be a productive employee just like anyone 

else” (FGD, Group 1, age 31, married, 3 years HIV positive). Furthermore, she explains that 

requiring time off from work in order to attend clinic visits puts women at risk of revealing their 

HIV status and may place her relationships with colleagues and her employment status in 

jeopardy:  

In my case I have excused myself from work saying I have gone for to the under-
five clinic with my child. Now in our company there are so many people who 
have given birth and they know that at under-five clinic one doesn’t spend more 
than two hours. I came here at around 7 am and this is 11…almost 12 pm. Such 
issues are difficult because people talk and even yourself you feel like “maybe 
people are talking about what kind of under-five clinic I have gone to.” So it’s 
kind of difficult. 

FGD, Group 1, age 31, married, 3 years HIV positive 
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Visibility of HIV  

     A prominent theme arising from both IDIs and FGDs revolved around the visibility of an HIV 

positive diagnosis: domains where they had more control over the visibility and those where they 

were vulnerable to having their HIV status revealed.  To limit social visibility of HIV infection, 

women described strategies to remain unidentified socially as HIV positive. Participants 

emphasized the importance of vigilance around disclosure: “you shouldn’t trust anyone because 

you never know who will keep that secret for you. Yes, they say that a problem shared is half 

solved but sometimes, you think you are solving your problem but you are only exposing 

yourself” (FGD, Group 2, age 39, married, 5 years HIV positive). As a woman from the adherent 

group describes, after disclosing to one person,“ they take what I have told them and they tell 

other people, that is why the issue starts to spread… besides that, nowadays, it is hard to tell 

apart someone who has HIV from someone who does not have HIV” (IDI, Group 1, age 31, 

married, 4 years HIV positive). Women described multiple mechanisms to conceal their HIV-

positive diagnosis.  As an example, one participant described, “I have never told anyone my HIV 

status because the moment I tell one person, they will tell other people and it will spread. I have 

never even told my mother that I have HIV” (IDI, Group 1, age 31, married, 4 years HIV 

positive). Another utilized the strategy of taking part in the negative discussion around those 

living with HIV to hide her status, admitting, “I am also on the forefront of speaking poorly of 

those who are HIV positive” (IDI, Group 2, age 21, married, 2 years HIV positive). Similarly, 

one participant said that a neighbor of hers doesn’t realize that the people with whom she 

engages in negative discussion are themselves HIV positive: “Sadly, the people she gossips 

about us with are the same people we meet when we come to the clinic, you see” (IDI, Group 2, 

age 37, married, 9 years HIV positive). Another participant believed such behavior of concealing 
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one’s identity by joining in negative discussion was widespread: “Some already know their 

status even though they insult others, but because no one takes ARVs out in the open, we assume 

that the person really does not have HIV. I don’t believe that everyone who says that they don’t 

have HIV really does not have HIV” (IDI, Group 2, 32 years old, divorced, 10 years HIV 

positive).  

     While women devised strategies to remain unidentified, certain aspects of living with HIV 

placed them in situations at risk of their HIV positive status being revealed. Most evident is the 

collection of ART at government clinics, where women cannot control who sees them in line 

waiting for a clinic appointment. As women in the non-adherent group described in a focus 

group,  

Participant 1: At times, you find yourself in the line waiting to go into the 
room to get your medication and maybe your neighbor sees you in the line. 
That will be the starting point of the story, when they go home, they start 
telling other people that they saw you.  
Participant 2: Yes, especially the queue at Central Hospital. Everyone who 
passes there would notice you and realize that you are on ART. 

FGD, Group 2, Participant 1: age 39, married, 5 years HIV positive  
Participant 2: age 20, married, 5 years HIV positive 

 
Participant 2 is referring to Kamuzu Central Hospital, the public tertiary care center in Lilongwe. 

Women in the adherent group reported similar visibility in a focus group:   

Our Malawian public hospitals do not give enough privacy to us…. At 
the public hospital there is always chaos and you stand in a queue. 
Now it happens that while in the queue your neighbor passes by. This 
neighbor will automatically know that if a woman is in the queue then 
she is getting ARVs and that story goes to the community and is 
spread all over.  

FGD, Group 1, age 40, married, 3 years HIV positive  

      Women in both groups often portrayed such a description of the initial sighting 

in line at the clinic visit precipitating a revealing of her status to the community. 
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     Even the regularity with which women must go to the clinic can be an indicator that she is 

HIV positive. One woman, who works as a vendor at a market, explained how “they [community 

members] know based on the time that a person is in the business place: for example the way I 

leave my business place and go to the clinic,” (IDI, Group 1, age 34, married, 2 years HIV 

positive) meaning that needing to leave at a certain time or on a certain schedule hints to others 

that she is reporting to the HIV clinic for her care.  

     Women also have particular periods of increased visibility related to pregnancy and labor. 

While inpatient at Bwaila Hospital, the maternity hospital where this study was conducted, 

health documents are often kept near the patient’s bed. One participant explained, “normally at a 

hospital like Bwaila, every patient’s file and health passport are usually on the bedside such that 

if there is a literate person she may be able to read and know your status” (FGD, Group 1, age 

31, married, 3 years HIV positive). Often a patient’s status is prominently displayed on health 

documents including the health passport, a government booklet with a unique identifier used for 

health documentation at public hospitals. In addition, women in labor are required to have a 

guardian, or chaperone, present at the hospital; this person may be a relative or friend. If the 

guardian were previously unaware of a woman’s status, her time in the hospital is one of higher 

risk for being found out. In addition to the health documentation, the administration of 

Nevirapine for mother-to-child transmission prophylaxis to newborn infants is widely known to 

be related to maternal HIV. As one participant notes,  

You can have a neighbor as a guardian and you can hide your 
status from them but when it is time to give the child the medicine, 
they will wonder what the medicine is for and will probably 
suspect that it is HIV. Before you are discharged from the hospital, 
news that you have HIV will have already spread in the whole 
community. 

IDI, Group 1, age 30, married, 3 years HIV positive 
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Anticipated Stigma at the Clinic and Medication Adherence   

     As a result of the visibility inherent to a clinic visit, many women anticipated stigma 

encountered as a result of being seen at the clinic. Most (19/30) women in IDIs described a 

concern about being seen in clinic, but not to the extent that their medication adherence would be 

affected, or a fear that had abated with time. Others (6/30) described that they have no fear of 

being recognized at the clinic, while a smaller proportion (5/30) endorsed a great fear, such that 

disruptions to their day or medication adherence were possible should they meet someone from 

their family or community while collecting their medication.  

     Most commonly, women described anxiety about being recognized and the uncertainty 

around potential consequences. In a focus group, a participant described, “while in the queue, 

your neighbor or even your worst enemy sees you, holding the card in your hands. Right there 

you will be worried that she knows you are HIV positive. Wherever you go, you will be thinking, 

‘did she tell people about my status? Are they talking about me?’” (IDI, Group 1, 40 years old, 

married, 3 years HIV positive).  

      While anxiety provoking to most participants, others expressed a necessity to accept their 

status and attend clinic appointments: “Even if I refuse or am shy, there is nothing that will 

change. I have HIV and that is it” (IDI, Group 1, 33 years old, married, 3 years HIV positive). 

Another woman explained that she had previously worried about others recognizing her, but her 

feelings had changed:  

At first, after I was just diagnosed with HIV, I used to be very worried and I made 
sure that before I go there, I should first see who is there. Currently however, I 
realized that I was wasting my time and that when I leave home for the clinic, I 
should just go there boldly because if the person meets me there, they are also 
there for whatever reason and so will just leave it at that. 

 IDI, Group 1, 31 years old, married, 4 years HIV positive 
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       For other women, however, the visibility at the clinic posed difficulties for health 

maintenance and medication adherence. One woman described how for an 8 AM clinic 

appointment, “I met someone I know very well while I was up there at the clinic. When I saw 

her, I turned back and sat somewhere until 1PM in the afternoon. When I saw her leaving is 

when I went back to the clinic”  (IDI, Group 1, 30, married, 3 years HIV positive).  For a 

participant in the non-adherent group, a fear of being seen led to late refills of medication: 

“When I met someone I know… it meant that I will get my medicine late because of fear. The 

thought of the person seeing me was unbearable” (IDI, Group 2, 28 years old, divorced, 3 years 

HIV positive). Feelings of shame reportedly influenced treatment adherence, as a participant in a 

focus group described, “You feel ashamed when you meet people who don’t know your status. 

That is when you decide to just stay home and not continue taking your medicine” (FGD, Group 

2, 28 years old, married, 1 year HIV positive).  

Enacted and Anticipated Stigma and Marriage 

     Women reported both HIV-related enacted and anticipated stigma as negatively impacting 

opportunities for marriage. Every woman interviewed (30/30) reported that in their communities, 

marriage opportunities are more challenging for a woman with HIV should her status be known 

to family members or the community. In a focus group, every participant agreed when one 

explained,   

If you are still not married and people in the community know that you have HIV, 
when someone comes to propose, the neighbor comes in and tells him, ‘ You want 
to marry her? Did she tell you that she has HIV?’ And so it is hard. The next 
person who comes and proposes will also be told the same and the man changes 
his mind about marrying you. 

FGD, Group 2, age 27, married, 7 years HIV positive  
 

      Community and family views therefore heavily influence the decision of a potential marital 

partner and limit opportunities to marry for women living with HIV: “When the man’s relatives 
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learn that you have HIV, they will not allow for the marriage to continue and there are little 

chances of getting married, whilst one who does not have HIV can easily find marriage” (IDI, 

Group 2, age 32, divorced, 10 years HIV positive). As described by another woman, “When a 

man asks her out, he is told not to go there because that person gets ARVs and people say that 

your reputation is spoiled” (IDI, Group 1, age 34, married, 2 years HIV positive).  

     The societal pressures around HIV and marriage are often focused on a woman’s status: “You 

can have someone to get married to but once you disclose to him that you are HIV positive, he 

will definitely tell you that he won’t marry – he can tell you that even if he doesn’t know his 

status!” (IDI, Group 2, age 21, married, 2 years HIV positive). Here the participant emphasizes 

that the man’s HIV status figures less in the decision–making process for marriage.  

     As a result, multiple women described that these social norms preclude disclosure of HIV 

status to a partner prior to marriage. Due to the modern accessibility of treatment leading to 

decreased physical visibility of the disease, they explained that women with HIV can have 

increased opportunities for marriage should they manage to conceal their status. One participant 

described how she would approach a potential marriage proposal: “Even if a boy proposes to me, 

do you think I would tell him that I have HIV? No, I will tell him that after we are married. At 

that time [in the past with limited access to medicines] however, no one would even propose to 

you because they knew you had HIV from the way you looked” (IDI, Group 2, age 25, divorced, 

7 years HIV positive). Another, similarly, described, “If I am HIV positive for instance and my 

boyfriend is not, can I tell him the truth about my status? I cannot do that” (FGD, Group 2, age 

39, married, 5 years HIV positive).  
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     Over half of the women in IDIs and FGDs described enacted stigma in a marriage and how 

this impacts testing and disclosure. When asked what may prevent a woman from getting tested 

for HIV, a participant in the non-adherent focus group explained,  

Mainly, it is because you are afraid of your husband. In my case for example, 
whenever I talk about getting tested to my husband, he would threaten me and 
would say that ‘the day you get tested, you will find your clothes waiting for 
you outside.’ I was pregnant at that time and I decided that it is better for me to 
protect the child and so I went and got tested without his knowledge; that is 
when I was diagnosed with HIV. 

FGD, Group 2, age 25, married, 4 years HIV positive 
 

     Women reported concerns about their vulnerability in marriage should a partner find out their 

status, due to the resultant discussion with family or the community, once again reinforcing a 

reticence to disclose: “When the wife tells him what happened, he takes the story and tells his 

relatives and from whatever the relatives say, the man can decide to say ‘the marriage is over 

because you are HIV positive.’ That really affects us women and so you can just decide not to 

disclose” (FGD, Group 2, age 31, married, 5 years HIV positive). At the same time, however, 

difficulties can arise if a woman continues to keep her status and treatment private:  

For women who normally stay at home the husbands know whether they have 
gone to work or business that they will find you home when they come back. Now 
say you didn’t tell him and you come to the hospital to get the drugs at around 7 
am. What kind of a lie will you tell him? That you went to your sister’s place or 
something? And with the electricity problems that we have here you may find that 
your phone is off and he tries to call you to tell you he is coming home but your 
phone cannot be reached, he comes home and doesn’t find you. It might seem as 
if you are being promiscuous when you only went to the hospital to get drugs. 

FGD, Group 1, age 31, married, 3 years HIV positive  

     In a focus group, participants discussed the possible negative consequences of a woman 

disclosing her HIV status to her husband:  

When you get home and you tell your husband, some men deny it and they 
accuse you of being the promiscuous one hence why you are diagnosed 
with HIV and in the end, the marriage can end. Then you wonder where 
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you got the virus if you know that you were not promiscuous. That is why 
we hear that someone committed suicide, it is because of such issues.  

FGD, Group 2, age 20, married, 5 years HIV positive 
 

The discrimination toward women with HIV can result in emotional and/or physical violence in 

relationships. As an example, one participant explained that her husband tells her, “You HIV-

infected person, do you think anyone else would want to be with you? Do you think you are a 

woman?” (IDI, Group 2, age 25, married, HIV positive 7 years). Here, her husband places her 

HIV status and status as a woman in society in conflict.   

Partner Support and Treatment Adherence 

     Women discussed the importance of partner support in treatment adherence, and support was 

more commonly described among women in the adherent group in IDIs: 10/15 versus 3/15 in the 

non-adherent group. Supportive partners exhibited characteristics such as acceptance of partner’s 

status, encouragement of adherence to medication, and active participation in health 

maintenance. In a focus group, a woman detailed, “as women we do a lot of household chores, 

and it may happen that before it is time to take your drugs you sleep earlier even before he comes 

home. So if you disclosed to him, he may wake you up so that you can take your drugs” (FGD, 

Group 1, age 37, divorced, 3 years HIV positive). Another woman described the reaction of her 

husband to disclosure: “I just showed him the medicine and I started to cry. It is not something I 

expected you know. Then he told me not to cry, he said that a lot of people are now taking ARVs 

so I should not think of it too much, I should just accept that it has happened. He said people 

with hypertension take medicine their entire life, and there is nothing wrong with that” (IDI, 

Group 1, age 30, married, 3 years HIV positive). Another participant describes how she 

originally felt reticent to begin treatment but was encouraged by her husband to start: “I was 

reluctant because it was my first time taking the ARVs but with my husband’s encouragement, I 
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just accepted and started to take the medicine” (IDI, Group 2, 32 years old, divorced, 10 years 

HIV positive).  

     On the other hand, women described difficulties with maintaining adherence to medication in 

instances where they were hiding their status from their partner or due to experiences of enacted 

stigma.  Of women individually interviewed in the non-adherent group, almost half drew a link 

between stopping medication and a partner that was unsupportive or discriminatory of her HIV 

status. 

     For women who choose not to disclose, difficulties with maintaining adherence arise during 

their attempts to continue treatment in secret. A woman in the non-adherent group described in a 

focus group, “You can be in a marriage but hiding your status and it happens that you may be 

taking ARV drugs, but you are forced to default for the sake of the marriage. So you start 

thinking, if this partner that I have found finds these drugs in this house, there will be trouble. So 

eventually you stop taking the drugs because you need the marriage” (FGD, Group 1, age 29, 

married, 3 years HIV positive). Women are placed in a situation where they must decide between 

the stability of their marriage, often their major source of financial and social support, and 

adherence to their medication. One woman described that the end of a marriage means, “they 

would not have any one to take care of them and the children; that is why they don’t disclose and 

maybe hide the medication in the maize flour” (IDI, Group 1, age 34, married, 3 years HIV 

positive). 

     Another participant provided an additional example:    

 

I think the major point is that when you have not disclosed to your partner, you are 
forced to stop taking your medication…. He can send you to your home village, 
give you transport to go saying there is a pressing issue to do when it was your 
scheduled day for ART refill; to please him, you just go and fail to get your 
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medication. So mostly is due to lack of disclosure that bars women to take their 
medications.  

FGD, Group 1, age 37, divorced, 3 years HIV positive 
 

 
     This participant believed that a major contributor to non-adherence was the inability to 

disclose to a partner due to fear of anticipated stigma. In this case, she provides the example of a 

woman being asked by her husband to travel and therefore miss the opportunity to collect 

medications. Another example are the logistical difficulties should a woman decide to keep the 

medications in a family member’s household in order to hide them from her husband:   

If you cannot disclose, it happens that you may want to keep the drugs at a 
younger sister’s house, or to your brother’s house if he still living alone. And if 
the man comes earlier at home in the evening and you think that he can see you 
going to your brother’s house to pick drugs to take, obviously you have missed 
drugs for that day because you cannot leave him to go and pick the drugs there. 
And also if it happens that it is within the weekend and he is home, you cannot 
excuse him to say that you are going to pick drugs at your brother’s house.  

FGD, Group 1, age 26, married, 4 years HIV positive 

     These logistics of acquiring medications in secret can become overwhelming to women, 

leading to non-adherence: “You start to think ‘Where will I say I am going when I go to get the 

drugs? What if he finds me taking the drugs? Won’t my marriage end?’ So this may also make 

the woman stop taking the drugs, fear that the husband may realize that you take the drugs” 

(FGD, Group 1, age 40, married, 3 years HIV positive).  

     In other cases when their husband was aware of their status, women described direct cases of 

enacted stigma that precluded them or others from continuing their medication. One woman 

described that her partner did not approve of her taking medication, such that, as she explained, 

“when I came to the clinic, my husband would take the medicine and throw it away, so I just 

stopped taking them” (IDI, Group 2, age 25, married, 8 years HIV positive). A woman in the 

non-adherent group described how she found out that a friend was not taking medication: “I had 
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a friend, when she comes to the clinic, she never missed an appointment date, but when she goes 

home, she would throw it away. Her child is the one who told me to say ‘when mom gets the 

medicine from the hospital, she throws it in the toilet because dad does not like her taking it’” 

(IDI, Group 2, age 24, married, 12 years HIV positive).       

     Enacted stigma in the form of gender-based violence also contributes to health maintenance 

challenges. In a focus group with women from the non-adherent group, when discussing reasons 

for discontinuing medications, one participant explained, “They might have contracted HIV from 

the man, and if the man intends more violence against the women, the woman develops suicidal 

ideations. The woman thinks it is better to die” (FGD, Group 1, age 24, married, 3 years HIV 

positive). Women’s mental health can be severely impacted by their partner’s attitude towards 

their status and leads to a lack of desire to maintain their own health.  

Internalized Stigma  

     A high prevalence of internalized stigma was described amongst the study group, with nearly 

all women interviewed (29/30 IDIs) endorsing shame, guilt, or mental health challenges 

regarding their HIV positive diagnosis. Many expressed they felt guilt around being HIV positive 

and pregnant: “Since the child was inside me, I did not see how I would have HIV and not my 

child. I just thought that it would contract the virus as well” (IDI, Group 1, age 40, married, 3 

years HIV positive). Women described a perpetual worrying around potential MTCT: “You 

think of ways to protect the unborn child from contracting HIV and you just think too much. You 

are so worried about the unborn child” (IDI, Group 1,  age 37, divorced, 3 years HIV positive). 

One woman had internalized to such a degree that she affirmed: “if you have HIV, just like I am, 

you are not supposed to bear any more children because maybe the children can contract HIV” 

(IDI, Group 2, age 39, married, 17 years HIV positive).   



38	

     Experiences of enacted stigma were further internalized, leading many women to question 

their own worth and identity. As a woman described, “When I was coming to a group of people, 

some would leave the group. So I would ask myself, ‘maybe I am not human like them; are we 

different, and is it that maybe I could infect them just by chatting with them?’ These things 

would really concern me.” This same participant explained how such internalized stigma led her 

to decline potential leadership positions in her community: “If you were given a role to lead 

others like in the church… you say that you cannot manage, just telling them that you are busy, 

while deep inside knowing there is another reason why you are refusing” (IDI, Group 1, age 34, 

married, 3 years HIV positive). A woman in a focus group explained, “you are always worrying, 

always alone without chatting with friends because you are being discriminated, feeling as if you 

are not important in society” (FGD, Group 1, age 29, married, 3 years HIV positive) to the point 

that “you are the one who starts to disrespect yourself” (IDI, Group 2, age 39, married, 17 years 

HIV positive) and “you think of yourself as a useless person, you think that when people look at 

you, they will see someone who is lacking and cannot be entrusted with anything” (IDI, Group 1, 

age 37, divorced, 3 years HIV positive).  

     Such internalized stigma can impact medication adherence – one woman in the non-adherent 

cohort described how the incongruity between her identity and that of a woman with HIV led her 

to stop medications for a year: “I struggled to accept my status… I would look at myself and not 

believe it… then, I decided to just stop taking the medicine and I did that, I did not come to the 

clinic for a whole year” (FGD, Group 2, age 31, married, 4 years HIV positive). Such denial and 

lack of acceptance of HIV status was reported by other women in the non-adherent cohort as a 

precipitating factor for stopping treatment.  
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Self-care, Support to Others, and Agency 

     Women described various motivations for adhering to treatment. These included reducing 

visibility of the disease, by remaining adherent to medication: “if you are taking care of yourself 

and you are adherent, you look the same as someone who does not take medicine. The way she is 

looking for instance [indicating other focus group participant], it is hard to tell that she has HIV”  

(FGD, Group 2, 27 years old, married, 7 years HIV positive). Many also emphasized the 

importance of focusing on their own health in the face of concerns about anticipated stigma: 

“You know, being intelligent is not only because you went to school, it also shows in your 

behavior and that is why I decided that whether they [people] see me or not, I should still come 

for my [clinic] visits” (IDI, Group 2, 25 years old, married, 7 years HIV positive). Another 

participant expressed:  

I feel good about going to the clinic to get more medicine because the medicine is 
my life. Without the medicine, my life is at risk so I feel good. Even though I 
experience some challenges like transport, I still feel good. Even when you go to 
the clinic after you were adherent to the medicine, you feel very good about it. 

(IDI, Group 2, age 25, divorced, 8 years HIV positive) 

     Here, the participant expressed that the challenges of visiting the clinic are overcome by the 

sense of satisfaction derived from self-care. Relatedly, many described a process of self-

acceptance and de-labeling of oneself as sick: “I just realized that I had to let it go and started to 

accept that I am a normal person and not a sick person” (IDI, Group 1, age 24, married, 3 years 

HIV positive).  

     Furthermore, over half of the women interviewed (16/30) spontaneously described 

mechanisms of helping others with HIV and the fulfillment derived from having the ability to 

provide this support. One participant described how many can be in denial about a potential HIV 

diagnosis, and that she encourages people to get tested: “Most people wait until they are very 
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sick before they can admit to getting tested, but when I meet such a person, I tell them that this 

rash you have is not because anyone has bewitched you. You need to get to the hospital and get 

counseling” (IDI, Group 2, 37 years old, married, 9 years HIV positive).  Another woman 

articulated, “I can reason to say that I contracted HIV because my husband gave it to me or it 

was out of my own doing, and so she can easily decide to counsel the younger people whilst the 

other one [who does not have HIV] would just say ‘they will get what is coming to them’” (IDI, 

Group 1, 27 years old, divorced, 3 years HIV positive). Here, the participant highlights the 

unique position of she and others with HIV to counsel others in HIV prevention, as well as a 

more nuanced understanding of the life circumstances that may lead to a diagnosis.  

     When asked if she had additional comments at the end of an interview, a participant 

concluded, “What I would like to add is just to encourage others that are taking the ARVs they 

should just be hard working and we are no different from any one else. We should not look down 

on ourselves” (IDI, Group 1, 34 years old, married, 3 years HIV positive).   
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DISCUSSION  

Summary of Results 

     This mixed methods study explored the barriers to medication adherence faced by Malawian 

women seeking HIV treatment during pregnancy and postpartum, with a focus on HIV stigma 

and the contribution of gender roles and partner dynamics. It provides an initial comparison at 

antenatal recruitment of newly diagnosed women versus those who had previously been 

diagnosed but had stopped treatment, followed by a qualitative assessment of the experiences of 

community, enacted, anticipated, and internalized stigma in 55 women recruited from the larger 

cohort for either adherence or non-adherence.   

     At enrollment, we found that the non-adherent cohort had a greater likelihood of knowing 

their partner’s HIV status but a lower likelihood to intend to disclose to him, lower rates of desire 

for their current pregnancy, and lower education than a group of newly diagnosed women. In the 

purposively sampled participants for adherence and non-adherence, the non-adherent women 

were significantly younger, but had been living with HIV for a longer period of time.  

     In interviews and focus groups, most women described a changing face of community-level 

stigma with perceptions of a decrease in overt acts of enacted discrimination, but continued 

negative discussion and labeling. Cultural stigma toward an HIV positive status appears heavily 

influenced by gender norms and roles, affecting the likelihood of partner support and 

involvement in a woman’s HIV care. The most notable difference between the adherent and non-

adherent groups was their description of partner involvement. Adherent women more often 

described a supportive partner encouraging of medication adherence, while in the non-adherent 

group, women directly implicated challenges with their partner as the reason for previously 

discontinuing treatment. Therefore, cultural stigma, gender norms and roles, and partner 



42	

involvement appear to coincide to affect actual experiences of HIV stigma, further influencing a 

woman’s perception of the atmosphere and cultural acceptance around HIV.  

      A woman’s perception of cultural stigma directly affects her own experiences of internalized 

and anticipated stigma. We noted a high prevalence of anticipated and internalized stigma across 

all women. Many women described concealment of their diagnosis and trepidation about 

disclosure within their household or community. Internalized stigma in the form of denial was 

frequently reported as a source of non-adherence. Still, in the midst of these challenges and a 

continued atmosphere of stigmatization, participants provided multiple examples of self-care and 

peer support to overcome these barriers.  

Correlates with Prior Option B+ Loss-to-Follow-Up Studies 

     Younger age, lower education, lower health literacy, and unemployment have all been 

associated in studies probing risk factors for loss-to-follow-up (LTFU) in Option B+ programs in 

Malawi, 10,12,13 presumably due to reduced social support structures to aid with health 

maintenance. In our study, lower education was associated with a history of non-adherence at 

enrollment. After purposive sampling of adherent women at least 2 years on treatment, adherent 

women were found to be older than non-adherent women. Non-adherent women also had a 

longer time since diagnosis, but this was a factor of the study design as all women in Cohort 2 at 

recruitment were already HIV positive. Our findings align with prior conclusions that younger 

women with lower education levels have lower likelihood of medication adherence. This likely 

reflects lower resources for addressing barriers to care, including the challenges of HIV stigma 

elicited in our study.  
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HIV Stigma and Adherence  

     Our findings corroborate that HIV stigma remains an important challenge for women 

accessing HIV services through the Option B+ program, due to a fear of exposure of their HIV 

status to their partner, family, or community.11,14,42–44 Endorsement or description of anticipated 

stigma in the context of clinic visits or marriage and employment opportunities was high across 

all women interviewed, and relatedly, so was the level of internalized stigma. These individual 

experiences of internalized and anticipated stigma were high despite a majority of women 

describing a lessening of community stigma compared to the past.        

     Many participants in our study explained how the reduced physical manifestations of HIV 

have resulted in a changing and improving community stigma, with less overt acts of 

discrimination. However, most women still described the importance of status concealment from 

her wider community in the context of continued negative community discussion and concerns 

for social exclusion. As a result, many endorsed anticipated stigma over the lack of control of 

visibility at government clinics. Understaffing of clinics as well as clinic layout, resulting in 

decreased opportunity for confidentiality, has been identified as a barrier to care in multiple prior 

studies.45,46 In Malawi, it is estimated that the public health sector is operating at a 45 percent 

vacancy rate,47 resulting in overburdened health care workers, long lines, and limited time for 

patient counseling.48 While not brought up by the women in our study, reasons for non-

adherence in other studies have included unwelcoming or even stigmatizing attitudes from 

healthcare workers,12 potentially a result of understaffing. Long wait times have also been 

highlighted as a barrier to ART access,43 as described by a participant in a focus group in this 

study, who described that her absence from work for clinic visits could be an indicator of her 

status to others at her job.   
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     For effective continuation of treatment and prevention of mother-to-child transmission in 

Option B+, women must engage in a ‘cascade of care’ including initial diagnosis at pregnancy, 

medication collection and adherence during pregnancy, safe childbirth practices and 

breastfeeding, infant HIV testing postpartum, infant ART prophylaxis, and finally lifelong 

continuation of medication beyond the pregnancy for themselves and for their child if 

necessary.49 Prudden et al modeled the impact of HIV stigma on every step of the cascade.50 In 

the context of improved supply-side access to ART with expansion of treatment in Sub-Saharan 

Africa, they concluded that the relative contribution of stigma on infant HIV infection becomes 

ever greater, with an estimated 51% of total infant infections attributable to HIV stigma 

parameterizing with 2010 health district data from Johannesburg, South Africa.  

     With regards to the type of stigma that is most influential, in a 2016 systematic review of 38 

studies probing the association of HIV-related stigma to HIV medication adherence in either a 

cross-sectional or prospective analysis, the authors determined that measures of anticipated and 

internalized stigma were more consistently associated with ART adherence difficulties than 

enacted stigma measures. 51 This finding suggests that adherence behavior may be most 

influenced by these highly personal constructs of stigma, as opposed to community or enacted 

stigma. For example, a recent study in South Africa longitudinally assessed the impact of 

internalized HIV stigma (measured with a 6 item scale) on viral load suppression after 9 months 

of treatment in a newly diagnosed cohort, revealing that higher levels of internalized stigma were 

associated with reduced rates of viral load suppression.52  

     Together, these findings emphasize that the current landscape of ART access and adherence 

for women is heavily impacted by stigma, and that the most likely relevant measures of stigma 

that proximally affect adherence are internalized and anticipated stigma. Interestingly, in our 
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qualitative interviews, the levels of internalized and anticipated stigma were similar across both 

adherent and non-adherent groups, but the major difference was the level of social support 

women described in their navigation of the healthcare system, particularly from their partner. In 

a systematic review comprising both qualitative and quantitative assessments of the impact of 

HIV-related stigma on ART adherence, Katz et al. determined that social support was a critical 

modulator of people’s ability to overcome barriers to adhere to ART. 53 Since social support in 

the form of partner involvement was most commonly brought up by the participants of this 

study, to further understand the modulation of social support, the intersection between gender 

roles and HIV stigma is important to consider.  

Gender Roles and HIV Stigma  

     In our comparison of non-adherent women and newly diagnosed women at enrollment, non-

adherent women were more likely to be aware of their partner’s status but less likely to disclose 

their own status to their partner, and less likely to desire their current pregnancy. Presumably, the 

non-adherent group was more likely to know their partner’s HIV status because they were not 

newly diagnosed, but, despite this, they were less likely to have plans to disclose. This lack of 

desire to disclose, as well as reduced likelihood of desiring their current pregnancy, suggests 

challenges or an unsupportive dynamic within their relationships. Through our interviews, we 

were able to further explore how this finding is likely tied to barriers stemming from the 

intersection of gender roles and HIV stigma.  

      While dramatically increasing coverage of pregnant women, perhaps an unintended 

consequence of the integration of PMTCT services within antenatal care is the inherent spotlight 

of HIV testing on women, or a gendered form of testing. This occurs within a context of gender 

roles with traditional power differentials, where men are regarded as the decision-makers of the 
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family unit. Women described in our focus groups and interviews that the roles of men and 

women typically follow traditional norms of women performing household duties and caring for 

children, while men’s roles are to lead the family and bring an income for household expenses.  

     Women in our study described how the HIV status of a woman figured more than a man’s in 

marriage deliberations, heightening anticipated marriage stigma. This is likely tied to the 

importance of childbearing and the social judgment of getting pregnant while living with HIV 

and putting a child at risk of infection. 32 Almost every woman interviewed described 

internalized stigma around the possibility of transmitting to her child, highlighting the heavy 

personal salience of such cultural judgment against being HIV positive and also being a mother.  

Their status in society is further impacted by high levels of anticipated discrimination for job 

opportunities. 

     Furthermore, in our study and others,54 marriage itself appears to be a risk factor for HIV 

transmission.  Multiple women in our interviews described that they are certain they became 

infected as a result of their marriage, with some describing guilt or shame for putting themselves 

in this position. Often, discussion around condoms or family planning was deemed inappropriate 

to be led by a woman with her husband, as also described in prior studies.33,55  

     When a woman tests HIV positive at an antenatal clinic, we found that she was often the first 

in her family unit to be tested for HIV, potentially opening her to blame for ‘bringing the virus 

into the family.’ 56 Within the context of gender roles, an HIV positive diagnosis is in contrast to 

moral expectations of a woman as a wife and a mother. 32 In our study, women frequently 

described a process of deliberation prior to disclosure to her partner, due to fears of his reaction 

or the impact on their marriage. One of the most notable differences between adherent and non-

adherent women in our qualitative study was the reaction to disclosure and subsequent 
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supportive (or unsupportive) behavior exhibited by her partner, with adherent women more 

commonly describing a supportive partner. Non-adherent women often directly implicated their 

partner in medication challenges. Our study highlighted a crucial decision point around 

disclosure for women, who sometimes have to choose between the immediate threat to their 

economic and social wellbeing versus long-term health maintenance. In fact, PMTCT programs 

were dubbed a “divorce program” by community members in a prior study in rural Malawi.57  

      Malawi ranks 173rd out of 188 countries in the UN Gender Equality Index.58 Interventions or 

health care program structures that presume gender equality, such as expecting women to 

disclose to men who have economic and social power over them, are bound to have challenges.46 

Therefore, for improved adherence of women in the ‘cascade’ of ART care, interventions that 

recognize and address existing power structures will likely be most successful.  

Partner Dynamics  

     There are increasing efforts to promote male involvement in PMTCT programs and HIV 

testing in general. Indeed, it is also argued that the focus on women in PMTCT in Sub-Saharan 

Africa has sidelined men, who historically are already less likely to interface with the healthcare 

system and are more likely to die from HIV than women, despite a lower incidence of new 

infections in most age groups.59 In Malawi and per WHO recommendations, the official policy 

encourages men to join their female partners at antenatal visits under the assumption that they 

would also be tested for HIV, but this occurs rarely in practice. In a recent study of health system 

barriers to Option B+ from the perspective of healthcare workers, participants noted that 

government clinics are not often set up well to encourage male participation. 46 Issues include an 

environment dominated by women, with an associated discomfort of sitting near women they 

don’t know in a crowded clinic, and the belief that the antenatal clinic is a woman’s space. 60  
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     Couples’ HIV testing and counseling (CHTC) allows a couple to learn their own and their 

partner’s status from a counselor in a clinic environment, and has been shown to be an effective 

strategy for supporting HIV status disclosure for women living with HIV. It has been associated 

with increased ART uptake in women as well as decreased infant infection.61,62 Efforts to 

improve male participation include phone invitation and physical tracing of male partners, with 

positive effect.63 Indeed, in acknowledgement of gender norms, male participation appears more 

responsive to provider-initiated recruitment for CHTC than partner-led recruitment.64 

Interestingly, CHTC has also been associated with improved social support indices in women 

one month after counseling, not only from their partner but also from their family and peers.65 

This suggests that disclosure to a partner allows a woman to elicit broader support from her 

family and friends due to the mitigation of concealment from her partner and increased openness 

about her status. Inferring from our study results, this is likely linked to decreased personal 

compounding of anticipated and internalized stigma.  

     These interventions are highly encouraging that male involvement can help mitigate the 

burden of disclosure and stigma that currently leads to adherence challenges in many women. 

Further interventions could incorporate male partner involvement beyond CHTC, with a family-

centered approach encouraging couples’ HIV visits (regardless of concordance or discordance). 

A family-centered approach to the Option B+ program can have profound public health benefits 

for women, men, and their children. 

Support to Self and to Peers   

     Many women in our study described a virtuous cycle whereby medication adherence makes 

them feel good about their bodies and their health, encouraging continued adherence. This 

motivation to maintain medication adherence was frequently invoked by women as a primary 
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factor in overcoming barriers to treatment induced by stigmatization. They described a process of 

acceptance of their status leading to improved self-efficacy and capacity to navigate issues such 

as a fear of being seen at the clinic (anticipated stigma), or shame about their diagnosis 

(internalized stigma).  Measures of ART self-efficacy, or belief in one’s ability to remain on 

treatment, have been consistently linked to ART adherence in multiple settings.66,67 In addition, 

women were further buoyed after successfully preventing the transmission of HIV to their 

babies. These findings echo many prior studies evaluating the motivators for women to stay on 

treatment in Option B+ programs. 68,69  

     Finally, many participants brought up support to others spontaneously (this was not a topic 

directly assessed with the interview guide), highlighting the potential for women feeling well 

established into care to help others navigate the often concurrent challenges of a new HIV 

diagnosis, pregnancy, and deliberations over disclosure to a partner and family. Prior 

interventions have noted the potential of ‘mentor mother’ programs, which pair newly diagnosed 

women at PMTCT testing with mothers who have experience with effective HIV health 

maintenance. These mentor mothers provide adherence counseling, family planning and safer 

sex education, and are often able to act as an intermediary for a woman’s disclosure to her 

partner. 70 The mothers2mothers NGO currently provides a mother to mother support initiative in 

8 countries in Sub-Saharan Africa, including Malawi.71 In a cluster randomized controlled trial 

of facility- and community-based peer support models emulating the mothers2mothers approach, 

peer-based support was associated with improved uptake in Option B+.72 Further expansion of 

mentor mothers within Option B+ is another avenue to increase women’s ability to remain in 

care, particularly within a setting such as Malawi with more limited resources and understaffing 
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of healthcare workers, allowing for a cost-effective approach to improve maternal retention on 

ART.  

Limitations and Future Work 

    This mixed methods study presents an initial comparison of enrollment characteristics 

followed by qualitative interviews amongst women recruited from the larger cohort. Since the 

women in the qualitative study were recruited from a longitudinal cohort study where they were 

accessing their HIV care, there may have been social desirability bias, despite the fact that during 

the consent process before interviews, we emphasized that they had no impact on their care in 

the larger study. Women in Group 2 were selected from Cohort 2 so had a history of non-

adherence, but were now attending clinic visits regularly (we did not recruit from women LTFU 

from the study) and likely have a heightened “subjective sense of connectedness to care.”45 Their 

opinions may not be reflective of women that have been completely lost from care, although 

around half had unsuppressed viral loads, suggestive of medication adherence challenges. As 

male partner involvement became a clear issue affecting stigma and medication adherence for 

women in this study, eliciting the perspective of male partners would have added very interesting 

and informative data. It has been demonstrated that mental health effects of internalized stigma 

may decrease women’s self-efficacy in remaining adherent to treatment, but we did not directly 

assess mental health in our participants. Finally, an additional venue for future work includes 

assessing in a qualitative manner why younger women and women with lower education levels 

appear to have increased barriers to care, and whether HIV stigma impacts them in a differential 

manner.  
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CONCLUSION 

     Altogether, this study reinforces that the experience of stigma for women remains a major 

barrier to the effectiveness of the Option B+ program. In Malawi and other countries heavily 

affected by HIV, access to ART is at a historical high with a concomitant improvement in social 

acceptance and gradual remolding of the cultural association between HIV and death, as people 

living with HIV lead healthy, productive lives. But there remains an underlying everyday HIV 

stigma that is particularly acute for women and affects multiple dimensions of their lives – 

intrapersonally, interpersonally, and within their larger community and society. The gendered 

imbalance of HIV stigma stems from the conflict between an HIV diagnosis and gender roles 

that dictate the expectations of women as wives and mothers. In addition, there are likely 

unintended consequences of providing testing through PMTCT programs, as inherently the 

Option B+ program operates under the assumption (or aspiration) that women have the agency 

and influence to self-direct disclosure to their partner, continued visits to the clinic, and 

adherence to medication every day. However, such an assumption does not acknowledge the 

power structure between genders that most Malawian women must navigate, and is arguably one 

of the largest barriers to further declining the rates of MTCT, and, in the longer term, continued 

adherence beyond the pregnancy and postpartum period. In our comparison of women newly 

diagnosed versus those with a history of non-adherence, an association of non-adherence with a 

lack of desire to disclose to her partner or for her pregnancy suggest that challenging 

relationships with partners are major drivers of medication adherence difficulties. Longest term, 

such issues will be addressed through tackling the gender inequality that affects Malawi and 

many other countries. But in the more immediate term, improved male involvement in multiple 

aspects of HIV care – increased male testing, couples’ testing and counseling, and couples’ HIV 
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treatment maintenance is a major venue for increasing women’s ability to remain connected to 

care, and would likely decrease the gendered imbalance in HIV stigma. Finally, addressing the 

understaffing of government clinics can help reduce the anticipated stigma for women’s 

visibility, and peer support mechanisms can allow women to help others navigate the challenges 

of being a woman living with HIV in Malawi.  
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TABLES AND FIGURES  
 

Table 1: Enrollment Characteristics of Study Participants  
Characteristic Adherent 

Cohort 
(n=300) 

Non-Adherent 
Cohort 
(n=150) 

Frequency (%)  

Age (years)    
     17-29 201 95 66 
     30-43 99 55 34 
Marital Status    
     Married  264 130 88 
     Unmarried  36 20 12 
Education     
     None or some primary 134 85 49 
     Primary or above 166 65 51 
Employment    
     Unemployed 192 103 66 
     Employed 108 47 34 
Aware of Partner Status    
     Yes 105 89 43 
     No 195 61 57 
Disclosure Plans to Partner    
     Yes/Already Disclosed 286 131 93 
     No 14 19 7 
 Contraception Use    
     Yes 18 7 6 
     No 282 143 94 
Desired Pregnancy    
      Yes 132 51 41 
      No 168 99 59 
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Table 2: Comparison of Characteristics at Enrollment    
Characteristic PR 95% CI p aPR 95% CI p 
Age  1.05 0.80-1.36 0.739 1.12 0.87-1.44 0.374 
Marital Status 0.92 0.63-1.35 0.682 1.05 0.72-1.53 0.809 
Education  0.72 0.56-0.95 0.017 0.73 0.56-0.94 0.015 
Employment 0.87 0.65-1.16 0.333 0.86 0.65-1.14 0.283 
Aware of Partner Status 1.93 1.47-2.52 0.000 2.23 1.70-2.93 0.000 
Disclosure to Partner 0.58 0.42-0.82 0.002 0.45 0.30-0.67 0.000 
Contraception Use 0.83 0.44-1.58 0.576 0.71 0.38-1.33 0.286 
Desired Pregnancy 0.75 0.57-1.00 0.046 0.70 0.53-0.91 0.007 
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*4 participants did not have a current sexual partner 

Table 3: Characteristics of Qualitative Study Participants  
Characteristic Adherent 

Cohort (n=26) 
Non-Adherent 
Cohort (n=29) 

Frequency (%)  P-value 
(independent t-
test or Chi-2 test)  

Age (years)     
     19-29 9 23 58 .0070 
     30-40 17 6 42  
Time since HIV Diagnosis (years)      
     <4 21 6 49 <.005 
      ≥4 5 23 51  
Marital Status     
     Married  22 24 84 .402 
     Separated  0 2 4  
     Divorced 3 3 11  
     Widowed 1 0 2  
Currently Pregnant     
     Yes 2 4 11 .469 
     No 24 25 89  
Number of Sexual Partners     
     0 3 1 7 .387 
     1 23 26 89  
     2 0 1 2  
     >10 0 1 2  
Aware of Primary Partner Status*     
     Yes 20 19 76 .110 
     No 3 9 24  
Number of Children     
     1-2 13 16 53 .402 
     3-4 11 10 38  
     5 or more 2 3 9  
Education      
     None or some primary 8 14 40 .285 
     Primary or some secondary 13 11 43  
     Secondary 3 4 13  
     University or above 2 0 4  
Employment     
     Unemployed 17 12 53 .075 
     Employed 9 17 47  
Ethnic Group     
     Chewa 12 8 36 .563 
     Ngoni  4 9 24  
      Yao 4 6 18  
      Lomwe 4 3 13  
      Other 2 3 9  
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Table 4: Malawian Labels and Phrases for People living with HIV Elicited in Qualitative 
Interviews 
Chichewa 
Term / Phrase 

English 
translation 

Description / Explanation 

Anaphwanya Broken Term for people living with HIV, meaning that the 
body is broken by the virus.  

Bonasi Bonus People living with HIV survive due to the 
government’s “bonus” (ARVs).   

Boma linkonda The 
government 
loves me. 

People living with HIV are spending government 
money due to requiring ARVs for treatment, 
provided by the government.   

Mwezi watha 
akupita 

A month has 
gone and she 
is going. 

People living with HIV must return to the clinic 
every month or every few months to acquire their 
treatment.  

Kuthamangitsa 
mafailo  

Moving with 
files.  

Patients with HIV have a file and yellow book 
they must present at clinic visits, so they are 
identified by their files.   

Kam’bulu 
kamodzi pa 
tsiku. 

One pill per 
day.  

People living with HIV take one pill per day on the 
first line regimen.  

Amadya 
chimanga 
chokazinga. 

She eats 
roasted 
maize.  

ARVs in a bottle make the sound of roasted maize 
in a can.  

Ndowa Bucket With body changes due to lipodystrophy induced 
by treatment, people living with HIV can 
accumulate weight on the upper half of the body 
and lose weight on the lower half. This reflects the 
shape of a common bucket in Malawi called 
ndowa.  

Kaliati Kaliati  Patricia Kaliati is a Malawian politician described 
as talkative. ARVs are thought to be associated 
with personality changes including increased 
talkativeness. People living with HIV are therefore 
called ‘Kaliati.’   
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Figure 1: Recruitment of IDI and FGD Participants from the S4 Cohort Study  
 

 
 
 
 
 
Figure 2: Conceptual Model: Impact of Gender Roles and HIV Stigma on Treatment 
Adherence 
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APPENDIX  
 

Appendix 1: In-Depth Interview Guide  

Date:		
Moderator:		
Patient	ID:		
Cohort	C	patient	details:		
	
[READ	TO	PARTICIPANT]	Thank	you	for	participating	in	an	interview	designed	to	understand	how	women	
living	with	HIV	experience	their	everyday	lives.	We	understand	that	some	of	this	information	is	sensitive,	
please	feel	free	to	decline	a	response	if	you	feel	uncomfortable.	Your	responses	will	be	recorded	with	a	
tape	recorder.	As	noted	in	the	consent	form	you	signed,	all	of	your	responses	are	confidential.		
First	we	will	ask	you	a	few	background	information	questions:		
	
PART	I-	Background	Information		
(1)	Age:		
(2)	Living	location:		
(3)	Marital	status:		
(4)	Age	at	time	of	HIV	diagnosis:		
(5)	Number	of	children:		
(6)	Are	you	currently	pregnant?	 1	Yes	 0	No	
(7)	Do	you	currently	live	with	a	partner?	 1	Yes	 0	No	
(8)	Number	of	current	sexual	partners:		
(9)	What	is	the	HIV	status	of	your	sexual	partner(s):	
Partner	1	 0	Negative	 1	Positive	 2		Unknown			
Partner	2	(if	applicable)	 0	Negative	 1	Positive	 2		Unknown			
Partner	3	(if	applicable)		 0	Negative	 1	Positive	 2		Unknown			
(10)	Does/do	your	partner(s)	know	you	are	living	with	HIV?	
Partner	1		 1	Yes	 0	No	
Partner	2	(if	applicable)	 1	Yes	 0	No	
Partner	3	(if	applicable)	 1	Yes	 0	No	
(11)	Would	you	like	to	have	additional	children?	 1	Yes	 0	No	
(12)	How	often	would	you	say	you	use	condoms:			

3	All	of	the	time			 2		More	than	half	the	time			 1		Less	than	half	the	time		 0		Never	
	
Next,	we	would	like	to	ask	you	some	questions	around	the	stigma	of	living	with	HIV.			
	
PART	II-	Stigma	Survey	
	
Table	1:	Cultural	Stigma:	I	will	read	statements	about	beliefs	in	your	community,	please	let	me	know	if	
you	agree	or	disagree.		
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	 Item	 Participant	Response	
1	 In	my	community,	

…People	are	not	willing	to	care	for	a	family	member	with	
HIV	in	their	home		
	

0	Disagree		
1	Agree	

2	 In	my	community,		
…	People	would	not	buy	fresh	vegetables	from	a	
shopkeeper	who	has	HIV	

0	Disagree		
1	Agree	

3	 In	my	community,		
…	People	would	say	that	a	teacher	with	HIV	and	is	not	
sick	should	not	be	allowed	to	continue	teaching	

0	Disagree	
1	Agree	

4	 In	my	community,		
…	Women	should	not	ask	their	sexual	partners/	husbands	
to	use	condoms	

0	Disagree	
1	Agree		

5	 In	my	community,		
…Women	have	an	obligation	to	have	children	and	
therefore	engage	in	unprotected	(condomless)	sex	

0	Disagree	
1	Agree	

6	 In	my	community,		
…	I	will	lose	my	status	if	I	am	not	a	mother	

0	Disagree	
1	Agree		

	
(1)	Please	ask	participant	to	explain	positive	responses	above.		
	
Interviewer:	We	would	like	to	ask	you	some	questions	about	women	living	with	HIV	in	Malawi.		
	
(2)	Could	you	describe	the	role	of	a	woman	in	your	community?	How	does	it	compare	to	the	role	of	a	
man	in	your	community?		
	
(3)	Describe	the	potential	differences	in	the	life	of	a	woman	with	HIV	in	Malawi	compared	to	a	woman	
who	does	not	have	HIV.			
-	What	unique	challenges	does	she	face?	
-	Do	these	challenges	change	over	time?		
	
(4)	How	is	HIV	discussed	in	your	community?		
-What	sort	of	names	or	labels	exist	for	an	HIV	positive	person?		
-How	is	HIV	acknowledged	publicly	in	your	community	(or	not)?		
-How	would	it	be	known	in	the	community	who	is	HIV	positive	(examples:	a	community	health	worker	
arriving	at	the	house,	seeking	services	at	a	clinic	for	persons	with	HIV).		
	
(5)	In	general,	how	are	people	with	HIV	treated	in	your	community?	What	behaviors	or	actions	are	
directed	towards	them	(ex/	gossiping).		
	
(6)	In	what	ways	do	women	with	HIV	have	different	opportunities	in	life	(work,	marriage,	having	
children)?		
	
(7)	How	do	women	with	HIV	feel	about	coming	to	clinics	for	treatment?		
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(8)	What	influences	a	woman’s	decision	to	disclose	HIV	status	to	sexual	partners?		
	
(9)	Describe	how	and	if	women	living	with	HIV	talk	to	sexual	partners	about	using	condoms.				
	
(10)	Have	you	seen	or	heard	of	public	anti-	HIV	stigma	campaigns	in	Malawi?	
-	If	yes,	can	you	describe	what	you	saw	or	heard?		
-In	what	ways	are	these	campaigns	effective?	In	what	ways	could	they	be	improved?		
-What	misinformation	have	you	heard	regarding	HIV	in	your	community,	such	as	incorrect	modes	of	
transmission	or	symptoms?			
	
Table	2:	Enacted/Anticipated	Stigma:		Now	I	will	ask	if	you	fear	and	have	experienced	different	
treatment	due	to	living	with	HIV.		
[Interviewer]	Please	ensure	the	participant	understands	that	the	question	is	in	two	parts:	(a)	a	prior	
experience	of	the	item	and	(b)	a	fear	of	experiencing	the	item.		The	participant	may	mark	positive	
responses	to	both.		
	 Item	 Experience

d	
	 Item	 Fear		

1
a	

I	have	experienced	
discrimination	due	
to	disclosing	my	HIV	
positive	status	to	
others.	

0	No		
1	Yes	

1b	 I	fear	discrimination	if	I	
disclosed	my	HIV	
positive	status	to	
others.	

0	strongly	
disagree		

1	disagree	
2	agree		
3	strongly	agree		

2
a	

I	have	been	kicked	
out	of	my	
community	due	to	
disclosing	my	HIV	
status	to	others.	

0	No		
1	Yes	

2b	 I	fear	being	kicked	out	
of	my	community	if	I	
disclosed	my	HIV	
positive	status	to	
others.	

0	strongly	
disagree		

1	disagree	
2	agree		
3	strongly	agree	

3
a	

I	have	been	kicked	
out	of	my	house	due	
to	disclosing	my	HIV	
positive	status	to	
others.		
	

0	No		
1	Yes	

3b	 I	fear	been	kicked	out	
of	my	house	if	I	
disclosed	my	HIV	
positive	status	to	
others.		
	

0	strongly	
disagree		

1	disagree	
2	agree		
3	strongly	agree	

4
a	

I	lost	my	job	due	to	
disclosing	my	HIV	
status	to	my	boss	or	
others.	

0	No		
1	Yes	
2	N/A	

4b	 I	am	afraid	of	losing	my	
job	if	I	disclose	my	HIV	
status	to	my	boss	or	
others.	

0	strongly	
disagree		

1	disagree	
2	agree		
3	strongly	agree	
4	N/A	

	
5
a	

I	have	experienced	
violence	due	to	
disclosing	my	HIV	
status	to	others.		

0	No		
1	Yes	

	

5b	 I	fear	violence	if	I	
disclose	my	HIV	status	
to	others.		
	

0	strongly	
disagree		

1	disagree	
2	agree		
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	 3	strongly	agree	
	

	
Enacted/anticipated	stigma	follow-up		
Interviewer:	Refer	to	Table		above,	tick	box	below	if	the	participant	marked	yes	to	experiencing	a	form	of	
stigma,	and	ask	to	elaborate:		
	
(1)	You	told	me	earlier	that	you		
[1a have	experienced	discrimination	;	2a been	kicked	out	of	your	community;	3a	 	been	kicked	out	
of	your	house;	4a lost	your	job;	5a experienced	violence].		
-Tell	me	more.	What	were	the	circumstances,	and	who	was	involved?		
-How	did	the	experience	make	you	feel?		
-Did	you	feel	you	could	reach	out	for	help?	If	yes,	from	whom?		
	
Interviewer:	Refer	to	Table	2,	tick	box	below	if	the	participants	marked	agree	or	strongly	agree	for	a	
question	in	the	anticipated	stigma	survey	above,	please	follow	up	with	the	relevant	question	(if	marked	
disagree	or	strongly	disagree,	please	skip	the	question):		
	
(1b) Why	do	you	fear	discrimination	from	disclosing	your	HIV	positive	status	to	others?	Have	you	had	
an	experience	of	discrimination?		
	
	(2b) 	How	does	living	with	HIV	put	you	at	risk	for	rejection	from	your	community?		
	
(3b) 	Why	would	you	be	kicked	out	of	your	house	if	your	family	members	knew	you	were	HIV	positive?			
	
(4b) 	Explain	how	you	might	lose	your	job	if	you	disclose	your	HIV	status		
	
(5b) 	Why	do	you	fear	violence	from	disclosing	your	HIV	status	to	others,	and	to	whom	do	you	fear	
disclosing?		
	
Enacted/anticipated	stigma	continued	
	
	(1)	Do	you	fear	being	recognized	while	at	this	HIV	clinic	or	waiting	for	HIV	medications?		
									-If	yes,	in	what	ways	does	this	impact	your	care/treatment?			
	
(2)	Tell	me	how	HIV	stigma	that	you	have	experienced	or	anticipate	directly	impacts	you.	
-ex/	willingness	to	continue	treatment,	sense	of	leading	a	normal	life.		
	
(3)	How	does	HIV	stigma	affect	your	mental	health	(ex/	feelings	of	anxiety	or	sadness,	experiences	of	
depression)?		
	
(4)	Tell	me	what	your	experience	was	like	telling	a	partner,	family	member,	or	friend	about	your	HIV	
diagnosis.	How	did	you	feel	in	anticipation	of	telling	the	person?	What	was	their	reaction?		
	
(5)	Has	anyone	(healthcare	providers,	other	patients)	at	this	clinic	ever	said	something	to	you	that	would	
make	it	less	likely	for	you	to	come	back?	Please	describe.		
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(6)	Describe	any	experiences	you	may	have	had	of	being	judged	or	stigmatized	for	being	HIV	positive	
while	pregnant.		
	
(7)	Were	you	afraid	during	your	pregnancy	that	you	would	transmit	the	HIV	virus	to	your	baby?		
-If	yes,	did	you	feel	that	you	could	speak	to	others	about	your	concerns?		
-With	whom	did	you	speak	about	it?		
-Who	provided	you	with	support?		
	
(8)	Do	you	feel	that	living	with	HIV	or	being	pregnant	with	HIV	puts	you	at	greater	risk	for	violence	
within	the	home?		
-If	yes,	please	explain	why.		
	
(9)	Describe	any	challenges	being	pregnant	or	raising	a	child	while	also	living	with	HIV.		
	
Table	3:	Internalized	Stigma:	We	will	ask	questions	about	you	feel	about	an	HIV	infection.	Let	us	know	if	
you	agree	or	disagree	with	the	following	statements.		
	 Item	 Participant	response		
1	 It	is	difficult	to	tell	other	people	about	my	HIV	

infection	
0	Disagree		
1	Agree		

	
2	 Being	HIV	positive	makes	me	feel	dirty	 0	Disagree		

1	Agree		
	

3	 I	feel	guilty	that	I	am	HIV	positive	 0	Disagree		
1	Agree		

4	 I	am	ashamed	that	I	am	HIV	positive		 0	Disagree		
1	Agree	

5	 I	sometimes	feel	worthless	because	I	am	HIV	
positive	

0	Disagree		
1	Agree	

6	 I	hide	my	HIV	status	from	others		 0	Disagree		
1	Agree	

	
	
Internalized	stigma	follow-up			
	
Interviewer:	Refer	to	Table	3:	If	the	participant	marked	yes	to	feeling	a	form	of	internalized	stigma	
above,	ask	to	elaborate	for	the	items	marked	yes:		
	
(1)	 Why	is	it	difficult	to	tell	other	people	about	your	HIV	infection?		
(2)	 Why	does	being	HIV	positive	make	you	feel	dirty?		
(3)	 Why	do	you	feel	guilty	that	you	are	HIV	positive?		
	
(4)	 Why	do	you	feel	ashamed	that	you	are	HIV	positive?		
(5)	 Why	do	you	sometimes	feel	worthless	because	you	are	HIV	positive?	
(6)	 Why	do	you	hide	your	HIV	status	from	others?		
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IVd-	Internalized	stigma	continued	
	
(1)	Did	you	feel	guilt	around	having	HIV	during	your	pregnancy,	more	so	than	if	you	were	not	pregnant?		
-if	yes,	describe	why.		
	
(2)	Describe	how	the	image	(identity,	self-perception)	you	have	of	yourself	changed,	if	at	all,	after	you	
learned	of	your	HIV	diagnosis.				
(3)	Describe	how,	if	at	all,	feelings	of	guilt	or	shame	may	have	contributed	to	difficulties	with	disclosure	
to	others.			
	
V.	Medication	Challenges		
	
Describe	challenges	with	taking	your	medication.		
-Does	anyone	in	your	household	know	that	you	are	taking	medications?		
-What	strategies	do	you	use	to	make	sure	you	keep	taking	your	medication?		
-Probe:	if	participant	mentions	side	effects:	did	the	side	effects	ever	make	you	not	want	to	take	your	
medication?		
-Probe:	do	you	think	stigma	contributes	to	difficulties	taking	your	medication?		
	
Group	1	participants	only:		
(1)	Have	there	ever	been	points	at	which	you	have	stopped	taking	your	medication?	Why?	(ex,	fear	of	
others	finding	out,	concern	about	partner	knowing)		
	
Group	2	participants	only:		
(1)	What	were	the	circumstances	that	led	to	you	being	unable	to	take	your	medication?		
	
(2)	Describe	any	challenges	you	face	with	restarting	HIV	treatment.		
	
(3)	Did	you	feel	pressure	from	anyone	or	yourself	to	address	your	HIV	status	as	a	new	diagnosis	during	
this	pregnancy?		
	
VI.	Support	/	Overcoming	challenges	
	
(1)	Where	have	you	found	support	to	manage	living	with	HIV?		
-What	resources	have	you	utilized?		
-What	else	do	you	think	would	help?		
	
(2)	Describe	how	you	have	overcome	challenges	living	with	HIV	and	being	pregnant	with	HIV.	
	
Conclusion	
(1)	Do	you	have	anything	you’d	like	to	add?		
(2)	Do	you	have	any	questions?		
Thank	you	once	again	for	your	participation	
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Appendix 2: Focus Group Discussion Question Guide  

Date:		
Time:		
Moderator:		
Note-taker:		
	
S4	PID	 FGD	pseudo-number	
	 	
	 	
	 	
	 	
	 	
	 	
	 	
	 	
	 	
	 	
	
Part	I	–	Introduction	
	
Good	morning,	thank	you	for	participating	in	this	focus	group	that	is	part	of	a	research	study	analyzing	
HIV	stigma	in	Malawi.		
	
My	name	is	***	and	I	will	moderate	a	discussion	as	a	research	assistant	for	UNC	Project.	We	are	
interested	in	hearing	your	perspectives	about	women	living	with	HIV,	and	their	experiences	in	every	day	
life	in	Malawi.	We	are	hoping	to	hear	your	general	thoughts	about	community	and	cultural	norms.	We	
very	much	appreciate	your	input.	
	
I	wanted	to	review	some	guidelines	for	this	discussion:		
There	are	no	wrong	answers	but	there	can	be	differing	points	of	view.	Please	feel	free	to	share	your	
point	of	view	even	if	it	differs	from	what	others	have	said.	Please	do	not	share	with	others	outside	of	
this	group	the	content	of	today’s	discussion.		
We	will	be	tape	recording	the	discussion	because	we	don’t	want	to	miss	any	of	your	comments.	As	
outlined	in	the	consent	forms,	you	may	be	assured	of	confidentiality.		
	
My	role	as	a	moderator	will	be	to	guide	the	discussion.		
	
To	begin,	we	are	interested	in	asking	you	general	questions	about	women	in	Malawi	and	the	lives	of	
women	living	with	HIV.		
	
Part	I	–	Gender	Roles	
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(1)	What	is	the	role	of	women	in	society	in	Malawi?	What	are	the	expectations	for	women	in	your	
community?	How	does	it	compare	to	the	role	of	a	man	in	your	community?		
	
(2)	What	is	the	role	of	women	in	the	household?	What	are	the	expectations	of	women	regarding	
childbearing?	For	women	that	do	not	have	children,	in	what	ways,	if	any,	are	they	treated	differently?		
	
(3)	How	are	decisions	made	in	households	in	your	community?	Is	it	the	role	of	the	man,	woman,	or	both	
to	make	important	decisions	for	the	household?	Probe:	provide	examples	of	important	household	
decisions	+	who	makes	them.		
	
(4)	With	a	sexual	partner,	how	do	women	navigate	conversations	around	consent	and	condom	use?		
	
Part	II	-	Community	Stigma			
	
(1)	How	is	HIV	discussed	in	your	community?		
-What	sort	of	names	or	labels	exist	for	a	person	living	with	HIV?		
-How	is	HIV	acknowledged	publicly	in	your	community	(or	not)?	
-How	would	it	be	known	in	the	community	who	is	HIV	positive?	(examples:	a	community	health	worker	
coming	to	the	house,	seeking	services	at	a	clinic	for	persons	with	HIV)	
-How	common	is	it	for	people	in	your	community	to	take	care	of	a	family	member	with	HIV?		
	
(2)	In	what	ways	is	the	experience	of	being	HIV	positive	different	for	women	compared	to	men	in	your	
community?		
How	can	the	community	treat	a	man	who	has	HIV	differently	from	a	woman	who	has	HIV?	
	
(3)	Describe	the	potential	differences	in	the	life	of	a	woman	living	with	HIV	in	Lilongwe	compared	to	a	
woman	who	is	HIV	negative.		
-	What	unique	challenges	does	she	face?	
-	Do	these	challenges	change	over	time?		
	
(4)	What	influences	a	woman’s	decision	to	disclose	HIV	status	to	sexual	partners?		
	
(5)	Do	you	feel	that	women	living	with	HIV	have	different	opportunities	in	life	(i.e.	work,	education,	
marriage,	having	children)?		
-In	what	ways,	if	any,	are	women	living	with	HIV	treated	differently	in	your	community?		
	
(6)	How	does	HIV	stigma	directly	impact	women	in	Malawi?		
	
(7)	Have	you	seen	or	heard	of	public	anti-	HIV	stigma	campaigns	in	Malawi?		
-If	yes,	can	you	describe	what	you	saw	or	heard?		
-In	what	ways	are	these	campaigns	effective?		
-In	what	ways	could	they	be	improved?	
-What	misinformation	have	you	heard	regarding	HIV	in	your	community,	such	as	incorrect	modes	of	
transmission	or	symptoms?			
	
Part	III-	Access	to	Care	
	
(1)	Who	provides	support	to	women	living	with	HIV?		
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(2)	What	barriers	exist	for	women	to	be	tested	for	HIV?	If	not	for	HIV	testing	at	antenatal	care,	do	you	
feel	women	would	present	to	the	clinic	for	testing?		
	
(3)	What	barriers	exist	for	women	to	be	treated	for	HIV	(ex/	access,	privacy,	cost,	continuing	treatment,	
partner	difficulties,	denial)?		
-How	do	women	feel	about	coming	to	the	clinic	for	treatment?	Do	they	fear	being	recognized?		
	
(4)	For	women	who	have	stopped	care	and	reinitiate	at	antenatal	care,	do	you	think	there	is	any	
pressure	from	anyone	or	themselves	to	address	their	HIV	status	as	a	new	diagnosis	during	the	
pregnancy?	Please	explain.		
	
(5)	How	does	a	woman’s	image	of	herself	change	after	an	HIV	diagnosis?		
	
	
	


