“Men Think We Bring the Disease”: Challenges facing HIV-positive mothers in Soweto 

Introduction

Every year, for the past three years, around 8 500 pregnant women in Soweto’s clinics have discovered they are HIV-positive (Violari, 2004). This project aims to give insight into the challenges these women face in accepting and disclosing their status, living with uncertainty around their own, their partners’ and their babies’ health and navigating stigma, relationships under strain and grief. 

In a climate where denial around HIV/AIDS still prevails in both public and private spheres, and where women are often blamed for “bringing the disease into the home”, the burden these women carry is immense. They struggle, often in secret, against stigma and rejection, coping alone with their own and their baby’s health problems.  

Research Setting 

With over two million inhabitants, Soweto is the most populated black urban residential area in the country. Poverty co-exists with pockets of wealth. Most people are working class; they live in matchbox homes or shacks. Most have access to clean water, sanitation and electricity. English and Zulu are the most widely spoken languages. Unemployment is rife, at around 44 percent and even higher among young people. Single-parent families make up one third of all households. The HIV rate in the general population is estimated at 10 percent (JHB Dept Finance and Economic Development, 2004) and is 30 percent in pregnant mothers (Violari, 2004).

Research Objectives

With regard to Prevention-of-Mother-to-Child Transmission of HIV (PMTCT), the media has focused mainly on the conflict between the government and Treatment Action Campaign (TAC) over the former’s slow implementation of PMTCT programmes (Finlay, 2004). However there is a hunger, particularly among those directly affected by HIV, for more media coverage on ordinary people’s experiences of the disease. (Jooste, 2004). 

By investigating some of the myriad daily challenges facing thousands of HIV-positive women in contemporary South Africa, this study aims to address this gap. Informed by some of the rich academic research on stigma and gender – the two overarching themes of the project – the research project and the media reports to follow will attempt to convey a more nuanced and human face to the predicament. 

Research Questions

In an attempt to elicit information around some of the key problems encountered by HIV-positive women in Soweto, questions addressing the following issues were asked:

· barriers to disclosing their status – stigma, both real and perceived

· stigma around bottle-feeding and coping strategies

· fears and feelings around the baby’s status and health

· motherhood – disclosing to older children and attitudes to future child-bearing

· the impact of HIV on spousal relationships – perceived attitudes of denial, blame, rejection or acceptance

· the impact of HIV on sexual relationships 

· attitudes towards practicing safe sex

Methodology 

A qualitative, ethnographic research methodology was used. Extensive, in-depth interviews were conducted with eight women drawn from the Perinatal HIV Research Unit (PHRU) and Lilian Ngoye community clinic, both at Chris Hani Baragwanath Hospital. Background interviews were held with experts in the field of PMTCT and staff members at the PHRU. 

The research process also involved being a non-participant observer in several support groups offered by HIVSA, the PHRU’s social support arm. The primary focus was on men’s support groups, with the aim of finding out how men – so often the missing piece in the puzzle - are responding to the challenges that HIV brings to bear on their own identities, roles and responsibilities as husbands and fathers. 

Ethical clearance for both interviews and support group attendance was obtained from Wits University’s Human Research Ethics Committee.

PMTCT 

The context

· Almost half of the 42 million people worldwide with HIV/AIDS are women of child-bearing age. (UNAIDS/WHO, 2002).

· Of the two million HIV-positive women who become pregnant every year, 90 percent are from developing countries. (McIntyre, 2003, p127).

· In 1990, one percent of pregnant women attending public sector antenatal clinics in South Africa were HIV-positive; by the end of 1999, this figure had risen to 22.4 percent. (Abdool Karim in Gilbert and Walker, 2002, p1093).

·  HIV prevalence in pregnant women in Soweto is around 30 percent and has been so for the past three years. (Violari, 2004).

· Currently transmission of HIV to babies averages at around 10-12 percent in Soweto clinics. These figures are not reliable however, with relatively few mothers on studies returning to test their babies. (Violari, interview). 

· The introduction of the polymerase chain reaction (PCR) test at six weeks of age will hopefully increase the number of babies tested, however.

The PMTCT programme

Around 30 000 pregnant women who seek antenatal services from the 13 clinics around Soweto have access to the PMTCT programme. This includes:

· Voluntary counselling and testing (VCT) for HIV.

· Nevirapine (NVP) for HIV-positive mother and baby.

· Free formula for six months for the majority who opt to bottle-feed.

· PCR testing at 6 weeks to reveal the baby’s status. 

· The provision of ARVs, other medication and immunisations for baby. 

· Access to regular support groups and counselling where issues like disclosure, practicing safe sex, feeding options and family planning are discussed.

Issues around PMTCT

The fraught political history around PMTCT provision and the medical and political debates around NVP resistance are central to providing a context for a discussion on PMTCT. However, owing to time and space constraints, they are not discussed here. 

Theoretical Framework

Theoretical research for the study was conducted around the two broad – and related – themes of stigma and gender.  

Stigma – Some Key Points

· HIV/AIDS, the latest in a long line of diseases to be stigmatised, brings out the best and the worst in people. (UNAIDS, 2003).

· HIV/AIDS makes people feel they are ‘lesser beings’ with a spoiled identity. (Erving Goffman in Parker & Aggelton, 2002). 

· Stigma around HIV/AIDS is particularly intense because it concerns the already taboo subjects of sex, death and bodily leakage. (Posel, 2004, p4) and because the virus is transmitted from one person to another. 

· Stigma is socially constructed and reinforces existing prejudices in society. It further marginalises the already-marginalised, for example, black people, gay people, women, commercial sex workers, intravenous drug users. (Parker & Aggelton, 2002, p10).

· Stigma from the family, often experienced by pregnant women and mothers, is seen as the most damaging and difficult form to deal with. (Advocacy for Action on Stigma and HIV/AIDS in Africa, 2001, in Siyam’kela, p5).

· A distinction must be made between “enacted” or external stigma and “felt” or internal stigma, with the former being experienced stigma and the latter, perceived stigma. (Brown & Trujillo, 2001, p4).

· Despite ongoing stigma, some individuals develop “resistance identities” and actively seek to change the status quo. (Parker & Aggelton, 2002, p10).

Gender – Some Key Points

· Women are for physiological, economic and social reasons more vulnerable than men to HIV.

· The rapid spread of HIV is placing gender relations under intense scrutiny.

· Like stigma, gender is a socially-constructed phenomenon that defines men as dominant, aggressive and sexually promiscuous and women as submissive, monogamous and child-bearing. (Gupta, 2000).

· Some men, emasculated by unemployment and the erosion of traditional, patriarchal values, resort to sexual violence to enact their masculinity. (Niehaus, 2003).

· Women with violent or aggressive partners and those who engage in transactional sex are more at risk of HIV. (Dunkle, Jewkes et al, 2003).

· Men are perceived as being in denial about HIV/AIDS and unable to take responsibility for their health. (Mane & Aggelton, 2001).

· Women, tested when they are pregnant and therefore generally the first to know their status, are often blamed for ‘bringing the disease into the house’. (Barolsky, 2003).

· The spread of HIV/AIDS is unlikely to be curtailed without a change in gender relations. (UNAIDS, 2004).

Summary of Preliminary Findings

· Despite the sheer numbers of people living and dying with the illness, stigma has not diminished as much as one may expect. 

· Many women are failing to disclose their status to partners and families, fearing rejection and isolation.

· In such a climate of secrecy, bottle-feeding (seen as an “HIV label”) presents enormous difficulties for women, who nevertheless develop creative strategies to avoid disclosure and resulting stigma.

· Women suffer intense anxiety, guilt and grief around their baby’s status, finding the latter’s positive status more difficult to deal with than their own.

· For varied and complex reasons, some HIV-positive women actively choose to fall pregnant.

· HIV places tremendous strain on relationships, with women expressing intense anger around men’s perceived “denial” of HIV and refusal to take responsibility.

And most importantly:

· Some men and women are beginning to stand up to the tyrannies of both stigma and gender stereotyping and in so doing, are acting as agents of change in their own communities. 

Given space constraints only some of the preliminary findings are explored here in more detail. Those relating to women’s experiences of motherhood, the PCR test, their babies’ status and attitudes towards having more children are explored in the oral presentation and an upcoming research paper.

Stigma

The prevailing climate around HIV/AIDS is still one of secrecy, lack of disclosure and discourses around witchcraft or other, invented illnesses like breast cancer (to explain why breastfeeding cannot occur.) HIV-positive women’s reluctance to disclose their status is cited as one of the most daunting challenges by counsellors working in the programme. 

Nevertheless, many women do disclose, some facing denial or the wrath of their partners and rejection from family. 

Felt Stigma 

D, 34, with two children, has disclosed to her mother but not to her partner.

 “When I got the results I didn’t tell him. It was just my secret …You know, it’s a question of who came with the disease or what happened, you know. I don’t know whether I am the one who came with the disease with my first relationship or was he … At the end of the day I am the one to be blamed.”

Z, 30, has a two-year-old and baby who is HIV-positive and sick. She has disclosed to no-one. Because she was too scared to disclose to the hospital where she gave birth in Kwazulu Natal, her baby wasn’t given NVP.

“It’s not easy to just disclose yourself. Ja, because you are thinking, eish, lots of questions. Maybe these people, they’ll neglect me, you see, all these questions.” 

Ag, 26, disclosed to her husband straight away.

 “What encouraged me is I was not alone. There were many others. There were 10 that day and seven were positive … I was in a hurry to tell my husband. I didn’t believe because I know my husband, he is faithful to me.” 
Enacted stigma 

Of all the women interviewed, two experienced profound rejection – by their mothers. Three women were forced to leave their homes and one couple experienced more subtle rejection from the family who refused to eat their food.

T,43,  is a single mother of four children from three different fathers – two who have died of Aids.  T has experienced ongoing rejection from her mother and sisters. She was forced to leave home several times and recently stayed in shelter.

 “My mother just said, ‘Hey, she’s got AIDS, she’s got AIDS … I don’t want her in my house’. Now my sisters came, all of them now, saying, ‘Ja, she must be out, she must be out’. Now I was crying. I asked myself, ‘where must I go now?…’” 

Stigma around Bottle-feeding 

HIV-positive mothers with access to clean water and electricity are advised to bottle-feed. However, the resultant stigma and pressure from family members to breastfeed may lead to mixed feeding (considered a more risky option than exclusive breastfeeding for four months) or the decision to breastfeed. Many women deal with the stigma around the government-issue Pelargon, sometimes referred to as the “orange tin” or “AIDS milk”, by transferring the milk into another milk formula container. 
P, 28, whose baby and ex-partner are both HIV-positive, has not disclosed to any family members: “My grandmother forced me to breastfeed. I told her my breasts were dirty, the nipples were cracked. Then I just take a razor blade and then I just cut so the blood will come out and I tell her that there is blood in my breast, it is not good to breastfeed. Then she stopped forcing me.”

T: “The problem started at my home when they said, ‘Ja, you’ve got AIDS now because mothers who have AIDS, they get this milk, the AIDS milk’. They knew before but now they didn’t have proof, you understand, because I was fit and strong … But when they saw that tin now, they said, ‘Here it is’”. 

M, 28, whose baby is negative, has the support of her mother  in Lesotho but is trapped in an abusive relationship. M is open about her status however and took the decision not to hide the government-issue formula:

“I was happy about it. I accept it. I didn’t want to infect my baby. I can accept everything the doctor said I must do … people do look at me. I said ‘I decided not to breastfeed, why are you asking me? It’s my choice. I don’t have a problem … I don’t feel worried about using it (government-issue milk).”

Resistance identities

There is no doubt that some individuals are developing the resistance identities referred to earlier. They are speaking out about their status and are refusing to follow the general trend of denial, fear and secrecy or invoking discourses of witchcraft and blame.

M: “I am ready to confront everyone to say living with HIV is not a problem. … I want people to know about HIV. I don’t care whether the others are going to talk … I think we have to go house-to-house to teach the families – especially boys and men – about HIV/AIDS. The people who have to go there must be the people who are HIV-positive. If you go there they say, ‘She’s lying. She’s not HIV, see how healthy she is.’ We must take our results. Explain why we are still living healthily, so they know everything about HIV.”
 A, 34, discovered his status after his wife tested positive in pregnancy. He is rapidly taking on the mantle of ‘activist’, encouraged by his employers who lost nine factory workers to AIDS last year.  

“As a shop steward to workers, the time will come when I’m going to tell them about my status. My boss knows, he’s very supportive … My plan is to tell them about this virus. They must stop going to sangomas, wasting a lot of money … I will encourage everyone to go and get tested. And I will tell them, me I’m HIV positive and I will come there.” 

Gender

All the women in relationships are financially dependent on their partners. Several will not disclose for risk of losing this support. Violence or the threat of violence is also clearly a barrier to disclosure. Some women face the denial of their partners who “know, but don’t want to know” and refuse to discuss it. Most women are critical of men in general, blaming them for spreading HIV. All women interviewed say they insist on using condoms, despite the fact that they are not always able to wield power in other areas of their relationships. Some women say HIV has ruined their enjoyment of sex. Several women say their partners – two who are taxi drivers – have sex with other women. Only two women appear to be in stable, supportive relationships, characterised by communication and openness.

Gender-Based Violence

The threat of an unpredictable, aggressive or violent response is often a stumbling block to disclosure.

D fears violence from her partner, so won’t disclose to him. “He said if he can find out that he is HIV positive he is going to kill himself, so I can’t risk that, I can’t test that … So you won’t know if he will kill himself only or he start with the baby and then me and then himself, those are the things that made me know I must never touch this…”

Sex

Most women say they are not interested in sex. Although factors such as ill-health, high stress levels and caring for small children may play a part, insistence on safe sex appears to bring more tension to the sexual relationship.

M says her husband sleeps with other women, using her insistence on condoms as an excuse. “I ask him when we’re fighting, ‘are there other women?’ He says, ‘yes, you don’t want to sleep with me without condoms’. He says I’m a wife, he married me, I’m not his girlfriend. He says, ‘I am not satisfied with condoms. I can sleep with the others’. … I say, ‘Okay if you don’t use a condom you better leave me or go and make some divorce.’ … Since I tell him I will use condoms for the rest of my life he didn’t force me not to use it.” 

K: “Since I found out, I never slept with my husband. If you sleep with them, you will give them your virus. Even if he’s going to use the condom, what if the condom blasts? I’m really scared. Since he found out he asked me once. I said I don’t want to do it. I’ll tell you when I’m ready. I just want some time to think about these things.”

Men’s Denial

Most women interviewed express anger towards men. They say men unfairly blame them for introducing HIV into the home, yet refuse to acknowledge or take responsibility for their own role or HIV status.

J: “If a man is positive, he don’t want to accept it. The men, they are the ones who spread this thing … who gave us this thing, but if you can see, even they don’t take treatment. It’s very simple, they are scared of this thing, they don’t accept it like us…” 

B: “This thing of women always bringing the virus: we are the first to know about the virus. I would like to know, why don’t men go for testing? Men are ignorant about health matters. We as women found out we are positive. Men think we bring the disease into the relationship.” (support group participant)

Male Transformation

However, in the support groups I attended, men who are living with HIV are clearly being forced to confront normative notions of masculinity and male stereotypes and reassess the way they relate to women. They are beginning to realise that this behaviour makes them more vulnerable to HIV and illness. Like women, they too sit with the burden of non-disclosure and realise that communication with their partners is the only solution. They are under pressure to negotiate condom use and are compelled to confront their health problems and seek medical treatment. Men are also re-evaluating intimidating and aggressive behaviour as they witness the consequences of lack of disclosure by their partners – illness and death.    

X, young male. “The problem lies with us. We are always intimidating our partners. We are saying, ‘I will kill you’. We have fear that if we are positive everyone outside will know. We have this thing of wanting to hold on to our dignity. We [think] people won’t respect you if you are positive … There is a difference between respecting someone and fearing someone. When you’re in love with someone you shouldn’t fear them. It’s like putting yourself in prison. It’s not a love relationship.”

Q, middle-aged man. “We are cowards to face the issues regarding our health – especially the issue of HIV. There is pressure from the ladies to be aware of our health but we are not like that – we are weak and ignorant about our health.”   

R, youngish man. “What we as men should do is respect our ladies and partners. If we intimidate them they won’t open up to us. Eventually you will find you are positive. Let them know. Let’s use condoms and continue our relationship.”

Y, middle-aged man: “When my wife found out she was positive, I said its okay and supported her through and through. If I didn’t have enough information I would have told her she was dirty and must pack her bags and go … I went for testing, I was positive. We are living happily. We are using condoms. At first when I realised I was positive I didn’t believe it, I thought it wouldn’t happen to me. Now I realise it happens to everyone. Now my wife delivered last week. She had a baby boy.”

Conclusion

The social services provided by the clinics offer a lifeline against isolation and despair for HIV-positive mothers. However, an energetic public campaign to stamp out stigma, intensive educational programmes targeting men and greater media reporting on the human face of the illness could do so much more to offer support and eradicate stigma. 

In the absence of these critical interventions, many women are nevertheless devising their own, often creative, survival strategies. Men too, in the safe spaces that support groups offer them, are beginning to examine their own role in the spread of HIV and the “macho identities” that place them at greater risk of infection, illness and death.

� The PCR test differs from the ELISA test in that it detects the presence of HIV DNA or RNA in the blood and not antibodies to the virus. For babies, this highly sensitive test can be performed far earlier than the standard HIV test, which only reveals accurate results from 12 months of age. The PCR test is now being phased in at some clinics (including in Soweto) but due to high costs and laboratory requirements, is not yet available on PMTCT programmes countrywide. 





