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Katja Jassey: 
one more thing before I log off, I just thought what I will do tomorrow is to sit 
down and write up my own personal reflections from when I was part of the 
group that actually drafted the first Swedish strategy for HIV/AIDS in develop-
ment, back in 97, and how it functioned, and what we were thinking, and the 
journey I’ve made and how amazing it is that still today so little has changed. 
We are still wanting to change individual’s behaviour rather than tapping into 
the people who want to change society, get my drift

Stella Nyanzi: 
and I could just add a line about how as a recipient of all the interventions, 
I was really puzzled about the choices available to me, particularly since I 
bloomed into womanhood when AIDS was registering itself. So for me, my 
journey into sexuality research was really because of the BIG voices and  
policies

Katja Jassey: 
beautiful!

Stella Nyanzi: 
and programmes did not really meet the lived realities of my people who 
were dying all around me.

Katja Jassey: 
me in Sida headquarters busy trying to craft a policy and you trying to deal 
with life

Stella Nyanzi: 
and so, we combine our backgrounds to reflect on the interactions between 
interventions and

lived realities

and see, we have a justification for our broad and narrow mix

the bigger picture or interventions

and the small one of stories and pus

can anyone beat our co-authorship?

we could say that the paper is really not a solution, but

an attempt to make meaning of our journeys

focussing on the opportunities we have seen for change

in the whole thing

and then we take that analogy of our different paths and transpose it onto 
the path of HIV/AIDS and society in Africa

seeing how things have been, and where there is room for change

and what has changed





Introduction

– � –

These are the stories of two women; one black the other white, one African, one  
European, two mothers, one calls her daughter Baraka, and the other named her 
daughter Signe – names which both coincidentally mean ‘blessing’, one a maker of  
development policies and interventions, the other a receiver and researcher. And yet 
we are also both anthropologists, we have both lived and worked in countries other 
than our home country, and the fathers of our daughters both come from The Gam-
bia. We met through a mail list under the Sexuality, Gender and Society Programme 
of the Nordic Africa Institute and we owe this conversation and publication to the 
Yahoo Messenger.1 We have never physically met, but thanks to internet communica-
tion we were able to share many late nights exploring our experiences, reflections and 
ideas at a pace and time that suited our moods. 

This is a patchwork made of our personal storylines, of our experiences of being 
proper (or indeed improper) women, of being professional women, of our reflections, 
of narratives of other women told by themselves or the men in their lives, of quotes 
from other books, of photos. We are not presenting facts out there or solutions for 
some remote others. Instead of assuming our identities as development and academic 
experts only, we are identifying with other women, and quizzing how as women we 
make meaning of proper woman-ness, respectability and personhood in the face of 
HIV/AIDS politics. We hope that through being personal and reflexive we can en-
courage others to be the same. We don’t say what is right and what is wrong, we  
say stop! Stop awhile and think about yourselves. Stop and think for yourselves.

Stella was involved in her own research about sexuality and social transforma-
tion in the era of HIV in The Gambia2 and Katja had been given the chance by Sida 
(Swedish International Development Agency) to write about spaces for change that 
have opened up as a consequence of the HIV epidemic. But reports and stories of 
what happens outside development financed interventions were few and far between; 
it seemed as if it was only the stories of planned change that get written up, or how 
to plan change. What gets funded matters, it is important to understand how donors 
decide what to fund, and what the implications are on real people’s lives. So in the 
process of going through all that was documented, and during our chats on the  
Messenger, we started questioning what we had read and heard: what kind of sexual-
ity was portrayed in anti-HIV/AIDS campaigns, and what kinds of gender stereotypes 
were formulated? Was what we saw a creation of respectability, of marriage-normativ-
ity, and why was there such an absence of messages that would include or make sense 
to those living with HIV? A third person was brought in, our ‘third eye’ we call her, 

1.  Yahoo Messenger is a programme that allows you to chat in real time, like MSM connected to Hot-
mail or Skype.

2.  Ethical clearance for the study was provided by the London School of Hygiene and Tropical Medi-
cine, as well as the National Council for Arts and Culture in The Gambia. Both verbal and written 
informed consent was obtained from the study participants after we gave detailed explanations about 
the study. Participation was voluntary. In the presentation, the names of participants and specific 
identifying characteristics have been omitted in order to enhance anonymity.



Suzy Bernstein who lives and works as a photographer in South Africa. She took to 
the streets capturing on camera the billboard posters of messages around HIV and 
AIDS. The integral part of her photos for this publication aims at relaying a sense of 
the visual landscape that surrounds someone living in a sub-Saharan African� country 
today. 

We didn’t think the world needed another publication citing the number of people 
infected as a means to install a sense of urgency, nor did we think that we were in the 
best position to repeat lessons already learned on gender aspects of the epidemic or 
future projections of socio-economic consequences. We decided instead to reflect on 
our own stories, how we had come to think and react the way we did to HIV as it  
presented itself to us. How our different positions influenced our understandings. 
There is so much money being spent on stopping HIV and on dealing with the 
consequences of AIDS, there is so much written on it, and yet, not much seems to 
have changed, nor has much new knowledge on the social aspects of it been produced, 
other than in the margins, often by those who live with the virus, and in forms which 
are closer to fiction than ‘expert’ reports.4 

In the early years of the epidemic a public figure would occasionally ‘come out’ as 
HIV-positive, giving HIV ‘a face’ as the saying went in the hope of helping counteract 
discrimination and stigmatisation. In Sweden we had Sighsten Herrgård a fashion  
designer and in Uganda we had Philly Bongoley Lutaaya – a renowned musician 
whose composition is the current African HIV/AIDS anthem of hope. Today people 
who are living with HIV are increasingly becoming actors on both the development as 
well as the political scene. The International Community of Women living with HIV/
AIDS and the Treatment and Action Campaign in South Africa are two well-known 
alliances that have championed recognition and inclusion of all those living with HIV 
globally using different means and different tactics to get their say in how decisions 
are taken. They are still not the norm, nor the standard, but a promising beginning  
of something new.

As we both came to know HIV/AIDS at different ages and different places we begin 
with Stella’s story. She was on the treshold of becoming a young woman rather than  
a girl when the virus had begun to reach epidemic proportions in her country. And in 
fact, as it turns out, this instilled a sense of fear in her. She asks herself what growing 
up in this changing landscape, when being sexually active became a possibly deadly 
activity, has meant for her, not only as a person, but also as a researcher.

�.  Hereafter referred to as Africa.
4. See for example Cameron, 2005; McGregor, 2005; Morgan and the Bambani Women’s Group 

(200�).
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Stella: 

Look who’s asking about sex!

I remained a virgin for a long time, even though 
I have spent several years of my career exploring 
the sexual lives, sexual attitudes, sexual behav-
iour, knowledge, values, meanings, interpretations, 
practice and ethos of diverse people in relation to 
sexuality.5 On the whole I was a very scared, and 
confused virgin. I just had this big fear of sex. It was 
okay to talk, read, think, fantasize and ask people 
about it. It was just not for me to do.

My Christianised-Kiganda upbringing pre-
scribed that sex was a really bad word which I used 
to describe wicked boys. Once, I got told off by 
Mummy because my sister reported that I insulted 
a boy in school and used the vulgar word. And 
then it was also a word my pastor employed in the 
pulpit to get the fellowship members all sombre, 
just before confession, repentance and deliverance 
sessions on some Sundays. When I turned ten, sex 
was a word sung in cool music; to describe sexy 
ladies. I kept music books full of hand-written lyr-
ics of smash hits my classmates and I found stylish 
to sing aloud by heart. Science lessons made sex a 
really yucky thing that animals and humans had in 
common, and did to make babies. I crammed the 
diagrams of the male and female reproductive or-
gans, reproducing them in exams. And the teacher 
had the knack of running into a lecture about men-
struation, bad boys, sex and pregnancy. I mostly 
got hot-eared with embarrassment during these 
classes. I also giggled with discomfort when the 
senior woman lectured us about labia-elongation, 
sex and child birth in primary school. I wrote a let-
ter home to my dad to ask him about this practice, 
reasoning that as a medical doctor he would know 
more about it than my mother. I was thoroughly 
embarrassed when my mother and maternal aunt 
called me aside the following holiday, to discuss 
this private letter.

5.  Compare with Bolton 1999:4�8–44� who asserts the 
importance of participation in ‘wide-ranging sexual ex-
perience’ for anthropologists studying sexual behaviour in 
cultures others than their own.

The beginning

– � –

And then I graduated from reading the series 
of Enid Blyton and Francine Pascal. I started read-
ing Mills and Boons romance novels; the trendy 
thing in the all girls Christian-missionary board-
ing secondary school I attended. Sex became part 
of fantasy, a thing of western fiction, to be associ-
ated with a certain gooey love: getting swept off 
your feet, thudding heartbeats, eyes meeting across 
rooms and sparking off electricity, square cut jaws, 
blue eyes, blushing red cheeks, etc. It all sounded 
like a thing which other people did, not my moth-
er and father for example. I was addicted to these  
novels, often consuming them placed on my lap as a 
teacher taught a class. Many spiritual students used 
to publicly confess reading these novels, asking the 
fellowship to pray for them to resist the temptation 
of reading these sinful books. I later tried reading 
Jackie Collins, Harold Robbins, Judith Krantz and 
others in that league, but mostly found them ‘a bit 
too much’.

And then a school-prefect died during an abor-
tion, leading to our headmistress launching several 
anti-premarital sex seminars. We would be sum-
moned into the school hall, sing a hymn and then 
this speaker or that one would come and verbally 
hit us hard with messages of blame, shame, death, 
irresponsibility, sin, degeneration, etc. 

And then in 1987, my father’s brother, my 
dearest Uncle Fred died of AIDS. He left behind 
eight known widows and over forty children of his 
seed. And then my cousins started dying. But they  
always came first to my father’s clinic and then to 
our home for care and treatment. And then our 
neighbours started to die. And then my age-mates 
also started to die. And some of the orphans they 
left behind also started to die.

And I was scared off sex for a long time. 
I was never a ‘Miss-Goody-Goody-two-shoes’ 

but a rebel at school. And yet I managed to go 
through school, university and my early career a 
scared virgin. I was scared of many things: dying, 
shame, blame, pointing fingers, whispered gossip, 
punishment, sinning, abortion, AIDS, pregnancy, 
forced expulsion from school, shaming my mother, 
wasting my father’s school-fees, being a bad exam-
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ple to my little sisters, imagined pain during the act, 
becoming a ‘dirty’ girl, wasting away like my Uncle 
Fred did, missing growing up, the pain of AIDS, 
losing my respectability, etc. I love my father, but 
I was scared of ending up like his wives: chiefly 
my mother – his first wife who is still passionate 
about him, but also his outside wives, his custom-
ary wives, and his inherited wives – the widows of 
his late brother, his lovers. And even after reaching 
the age of consent, and then passing the socially 
prescribed age-range at which to ‘get married’, I 
still remained a virgin because I mainly feared to be 
like my close sexually-active friends who got wor-
ried every time they got a runny stomach or fever 
or even persistent headache.

 For me, the idea of having sex in Uganda got 
my stomach into knots with a fear almost tan-
gible. For me, sex was not just sex. Sex was and 
still is deeply laden with multiple meanings. And 
I feared sex. Did this fear perhaps cripple me? Is it 
what kept me alive against all the odds? Did I have 
any right to ask normal people about their sexual 
lives, yet I was a virgin? Was it voyeuristic? Was 
this lack of experience a limitation of my person as 
a researcher of sexual behaviour? Or did it perhaps 
lend my earlier research the naivety necessary to 
question the mundane? Was my virginity what sus-

tained my interest in sexuality research? Was this 
void more influential than my fear of HIV/AIDS 
and perhaps even my earnest need to contribute 
to knowledge-generation about the sexuality of 
specific contexts in Africa? Was my lack of sexual 
experience perhaps what fuelled my ability to con-
stantly see disjuncture between lived realities and a 
totalising ‘African sexuality’?

***

For Katja, on the other hand, HIV and AIDS did 
not really become something that she needed to  
relate to until she started to work in the develop-
ment industry. Of course, there had been discus-
sions amongst friends in Sweden, all in their late 
twenties about this new virus, and re-assurance 
that as long as you were a blood donor you knew 
you’d be okay. At least as long as you lived in  
Sweden and only had sex with other Swedes. Liv-
ing in Zimbabwe brought the epidemic closer to 
home; however, it was as a development profession-
al she had to relate to the topic. It wasn’t about her 
own life, but other people’s lives, and so for her the 
emphasis was placed on finding out facts, getting 
more knowledge and most importantly trying to 
do something about it.
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Katja: 

If we understand sexual behaviour,  
we’ll control it and HIV!

At the first serious signs of HIV in Africa, devel-
opment organisations, like my own, informed by 
bio-medical and behavioural sciences started pour-
ing money into projects that set out to map and 
change the sexual behaviour of people. As Posel 
(2005) notes, among the most lavishly funded me-
dia campaigns in Africa were the ones that aimed 
to ‘get the nation talking about sex’, these were 
firmly grounded in a development AIDS discourse 
where the key to ‘safe sex’ was the production of a 
modern subject; knowledgeable, rational, responsi-
ble and in control. This is in no way particular to 
the AIDS discourse, in most public health disease 
prevention policies and strategies from the Western 
world, the responsibility of disease prevention has 
been placed directly upon those infected. The com-
mon understanding underpinning this framework 
is that if education and information is provided 
to the individuals, then they can also be held re-
sponsible for making rational choices and thereby 
not infecting others (Chan and Reidpath, 200�). 
Even if many voices today, be it in targeted studies, 
policy documents or academic research, recognise 
that it is impossible to treat an individual as if he or 
she is independent of the socio-economic context 
that they live in, most campaigns and ‘edu-tain-
ment’ strategies are yet to change accordingly. A 
poor person who is living with the virus sees the 
billboards along the highway, but rarely gets to be 
the consumer of the more nuanced understanding 
that occasionally surfaces in policies and strategies 
of these development actors. As far as he or she can 
tell, the blame and responsibility rests on his or her 
shoulders alone. 

Going back to the late 90s I remember how we 
gathered in a small window-less room, with a bowl 
of colourful fruit made out of wood from Bali on the 
table, on the 5th floor of the Sida offices in Stock-
holm. Sida had never properly worked through 
project groups before. We were an experiment. And 
this group was going to take on a very important 
challenge, to come up with a Swedish response to 
HIV/AIDS in the developing countries. A response 
from the country that had during the early years 
of HIV within its own borders locked HIV posi-
tive people up in a building belonging to a clinic 
for infectious diseases, the people who couldn’t 
be trusted not to infect others. Most of the locked 

up people were, if my memory doesn’t fail me,  
Africans. Sweden was a country that had had large 
scale national campaigns that included posters of 
a black man and a white woman embracing warn-
ing people of the dangers of HIV. A country that 
had taken to the tactics of scare propaganda and 
where laws for infectious venereal diseases mean 
that anyone who is diagnosed must by law inform 
and bring in all their sexual partners for testing. Of 
course there had been protests about both the lock-
ing up of people, and the selection of who to lock 
up, about some of the campaigns, but still, it was 
against this background that we had come to know 
HIV and AIDS in our own environment. 

We were all smiling rather nervously as we  
introduced ourselves, feeling perhaps a need to  
validate our presence in this important group. I was 
still new in the organisation and hadn’t understood  
hierarchies, or the importance of staying within 
certain forms and procedures, so I guess rather than 
being the proper representative from the Policy  
Division I saw myself as a concerned world citizen. 
Having just returned from living for three years in 
Zimbabwe, HIV and AIDS was something I had 
come in close contact with. The group was a mix of 
people working mainly within health or education, 
and not only from Sida as this was to be a Swed-
ish response. We talked a lot about this not being 
a health sector issue only, but something affecting 
every part of society, but did we manage to really 
step outside that box? No, I don’t think so. Even 
my own contributions kept on going back to the 
need to understand people’s behaviour. My think-
ing was coloured by the society I had grown up in, 
a society that focused on the individual and his or 
her behaviour when it came to sexuality education 
and health. Our common understanding was that 
through information we’d be in a position to be 
able to make better decisions concerning our lives. 
Informed decisions. Rational decisions. So whereas 
the group initially was tasked with looking at the 
consequences of the epidemic and how to deal with 
them, I became very vocal and outspoken on the 
need to understand the causes of the epidemic as 
well. Thinking that if we only understand why this 
is happening then we can do something about it. 

I was in fact behaving just like the type of an-
thropologist or public health worker that Mark 
Hunter (2005) identifies as someone who thinks 
it is possible to map out people’s sexual behav-
iour and then modify it through information and 
education. Hunter rejects these notions of ‘static’ 
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nect to, and create, available sexual and gendered 
identities. In other words, it may be possible to 
make information available, and it is certainly vital 
that information is made available, but we can’t do 
this on the basis of thinking that there is one, static, 
notion of masculinity or femininity and hence we 
can’t predict what the different actors, depending 
on their different positions in life, will make out of 
that information either. However, at that time I was 
far away from any such understanding. 

***

sexualities and argues instead for the necessity of 
including historically rooted analyses in HIV/AIDS 
debates using the case of who got and who gets to 
have multiple partners in KwaZulu Natal, South  
Africa. Ideas related to the constitution of a ‘real 
man’ as well as a ‘proper woman’ and their partners 
have certainly undergone many changes in Africa. It 
is possible that education or information plays only 
a minor part in the struggles around gendered no-
tions of sexuality, what matters more could be what 
resources are available to a person in terms of mate-
rial, social and political capital and how these con-

– 12 –



Sexuality, development and colonial history

formed through a bold heading that “Ancient (out-
dated) male role behind the dramatic increase of 
HIV”7 and that this outdated male role was one of 
male dominance over women. This of course tallies 
well with most development discourse where ‘tradi-
tion’ has been positioned as the opposite to ‘gender 
equality’. And hence ‘gender equality’ has become 
synonymous with the ‘modern’ society, that a ‘tradi-
tional’ society could also be gender equal seems un-
thinkable. ‘Tradition’ became during the 80s inter-
twined with ‘harmful practices’ and in ‘traditions’ 
lay the answers to why women were oppressed and 
how. In the opening introduction to the pamphlet 
‘Gender equality enriches the world’ signed by the 
General Director of Sida, we read: ‘Most women 
in the world live in poverty. They lack freedom of 
choice, power and material resources. Traditional 
gender roles and norms stand in the way of develop-
ment. For girls and women the consequences are 
often negative and sometimes disastrous. However, 
boys and men also suffer from gender imbalances 
and traditional injustices (Sida, 2005, p 1, our em-
phasis). The reader is made to understand that de-
velopment will bring new choices if only traditions 
can be broken. 

‘Tradition’ may provoke negative connotations 
for many, but there are equally many who hold 
up ‘tradition’ as something to be proud of, often 
linked to the African renaissance and the re-claim-
ing of an African continent ravaged by colonisers 
and those who are perceived to be the neo-colonis-
ers in the shape of the World Bank, the IMF, the 
bi-laterals and sometimes the UN. Tradition is a 
wonderful concept in its ability to whip up emo-
tions in all camps, but is it a concept that should 
be taken as a fact when trying to understand gen-
der, sexuality and power? What both camps seem 
to agree on is that ‘traditions’, whatever they may 
be, are static and unchangeable. And as ‘tradition’ 
is often something that is upheld when it comes to 
dictating the proper behaviour of women this be-
comes a notion that should be interrogated rather 
than taken at face value. What if there are no true 

7.  ”Föråldrad mansroll bakom dramatisk ökning av hiv”.

The development machinery has undoubtedly been 
influential in voicing and framing what is happen-
ing in relation to sexuality and gender in Africa to-
day. This business of development is not monolith-
ic, it does not speak with one voice, but there seem 
to be nevertheless some common strands between 
the bilateral aid arms, the NGOs and the devel-
opment research institutions. At the same time, as 
Arnfred notes, there has been a general absence of 
’sexuality’ as an issue in African feminists’ writings, 
this stands out in stark contrast to Western femi-
nists and women’s movements for whom the analy-
sis and critique of female sexuality has been a key 
issue for decades (Arnfred, 2004). In development, 
sexuality has never been silenced, and the way it got 
picked up in the HIV/AIDS debate and program-
ming was certainly influenced by a long tradition 
of focus on disease and population control. 

In the key note speech given at a workshop ar-
ranged by the Swedish Ministry for Foreign Affairs 
in April 2006,6 Sonia Correa and Susan Jolly pro-
posed that most development interventions to date 
have been based on essentialist understandings of 
sexuality as a natural drive. This force of nature is 
something to be controlled and channelled in direc-
tions where it does the least harm. Lately this has 
been challenged and theories that explain sexuality 
as a social construction are slowly making their way 
into development, but as sexuality/race and sexual-
ity/civilization/poverty have been so interlinked in 
the Western history for centuries, the two frames of 
essentialism and constructivism tend to merge and 
influence each other. Today nobody would dare say 
that Africans have a different ‘sexuality’ by ‘nature’, 
instead explanations for why HIV spread so rap-
idly and through heterosexual relations in Africa 
are sought in, for example, how gender and power 
relations are constructed differently there than in 
the West. 

On 1� August 2006 anyone who read the big-
gest Swedish newspaper, Dagens Nyheter, was in-

6.  Workshop 6 April 2006 ‘Sexuality, Development and Hu-
man Rights: Making the Linkages’ arranged by the Ex-
pert Group on Development Issues, Swedish Ministry for 
Foreign Affairs.

– 13 –
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static ‘traditions’, where are we then to look for the 
spaces where societal scripts of ‘proper’ woman-
hood are created?  

Development discourses have been primarily 
influenced by Western discourses, not so much by 
those of the countries in the so called South. This 
must never be forgotten. And as Megan Vaughan 
shows in her book Curing Their Ills. Colonial 
Power and African Illness (1991) development 
discourses on sexuality have their precursor in 
the colonial project. The colonisers’ pre-occupa-
tion with sexually transmitted diseases in Africa, 
and especially syphilis, created during the colonial 
days a very direct bio-medical discourse on Afri-
can sexuality. The fact that it took its starting point 
in diseases is probably also one of the reasons why  
African sexuality became constructed as a problem. 
Given the influence Freud had over the Western 
minds, it should be safe to assume that the Western  
belief where civilization equalled asexual females 
also played a role in how the inhabitants of this non-
civilized (and today still ‘developing’) continent 
were named and framed. According to Vaughan 
the African men were at times seen as the problem, 
being over-sexed. But as they were also the ones 
who populated the cities and made up the labour 
force, colonial administrators chose not to interfere 
directly, but would rather target women in the hope 
that by becoming ‘good’ mothers they would also 
be less sexual and influence the upbringing of the 
next generation. At other times, such as with the 
Buganda of Uganda, it was female sexuality that 
was the problem when women were freed from the 
strict control of the ‘traditional’ society and turned 
to the ‘modern’ Christian ways, and their uncon-
trolled sexual desires were unleashed, causing the 
spread of syphilis (Vaughan, 1991). 

It is not difficult to see the connections here 
to the HIV debates of this century. As HIV can 
be transmitted via sexual intercourse, and as it has 
reached epidemic proportions in Africa, once again 
African sexuality has become a problem and the fo-
cus for explanatory models and interventions. ‘Tra-
ditions’ are one answer, where African men are seen 
as bullies who use women at their own pleasure 
with little thought of the consequences. A higher 
level of transactional sex due to poverty leading to 
a higher number of partners is another one. 

The challenge remains for us all. Whether as  
African feminists or development planners, we need 
to find a way of recognising what has influenced our 
understanding of this world and more importantly 

a way to work and engage constructively with those 
influences and experiences. Invoking and re-creat-
ing ‘tradition’ as something inherently good as it 
is the opposite to ‘Western development’ is merely 
mirroring the Western discourse. Staying silent 
(as Arnfred indicated has been the case for many  
African feminists), because we refuse to engage with 
prejudices and preconceptions created for the pur-
pose of domination and control, does in fact mean 
that we hand over the interpretation to others. 

It was within these explanatory frameworks that 
Katja came to know HIV and AIDS in Sida, trying 
desperately, and with the best of intentions, to un-
derstand how this virus could spread at such high 
speed in Southern and East Africa. What could the 
Swedish experience and knowledge through hav-
ing placed public health, sexuality education and 
gender equality firmly on its own national agenda 
for decades contribute with? Sweden took pride in 
having made talking about sex and sexuality a pub-
lic concern. The big Swedish project of building a 
‘Home for the People’ (folkhemmet) had started in 
the twenties and to a certain extent the objectives of 
this project had been to do away with ‘traditional’ 
values and systems, and create a ‘modern’ society 
free from poverty and inequalities.

Katja:

What we talk about and what we don’t  
talk about

So what did we do in that big donor agency when 
confronted with this massive threat to development 
and well-being? As usual we armed ourselves with 
as much knowledge as possible. Of course, also as 
usual, we didn’t discuss the power of knowledge 
production – for us knowledge equalled informa-
tion. And I have to include myself in this, despite 
my anthropological training I got carried away with 
the development industry infatuation with ‘experts’ 
who could produce ‘objective’ knowledge and I 
never seriously questioned the process through 
which this knowledge was produced. So we com-
missioned studies on everything from economic 
consequences at national level to gender and HIV/
AIDS. A whole range of international experts were 
at easy reach within the drafting of a Terms of Ref-
erence and signature of a contract. We learnt about 
the statistics, future projections, the work of TASO 
in Uganda. We talked about the horrors of truck 
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drivers and sex workers infecting each other and 
their partners, we talked about how the good roads 
in Zimbabwe were probably a reason why it had 
spread so fast as they made it possible to travel up 
and down, we celebrated the Ugandan president for 
making it a political commitment, this we agreed 
was absolutely crucial to any successful strategy. 
The political leadership must show the way. And 
we also went for training at the local HIV/AIDS 
NGO that provided counselling and support to 
those affected in Sweden.

We focused on how to keep healthy people 
healthy, and how to care for the sick and dying. 
The ones who were HIV+ seemed somehow to be a 
lost cause, they didn’t figure in the equation other 
than as receivers of care. And when I come to think 
about it, in all of my three years in Zimbabwe I nev-
er met anyone who told me that he or she was HIV 
positive. Even the people I knew who died of what 
I suspect were AIDS related illnesses, never said 
a word about it. I remember with embarrassment 
how I attended a workshop organised for UN staff 
in Harare, we were to learn about the virus and the 
non-discrimination principles of the UN. As a way 
to encourage us to relate to it on a personal level we 
were asked how we’d feel if we had to go for a test. I 
blurted out that I’d feel really nervous and probably 

only imagine a scenario where they told me that I 
was positive. All the others said that they would do 
it without any problem and looked at me as if I was 
a fool. Perhaps it was my ‘Swedishness’ that came 
out in this honest and blunt answer.

I also vividly remember one seminar at Sida 
when the Swedish experts told us that people in  
Africa were in denial. They explained how they had 
visited ministries in Botswana, a country with a �0 
per cent infection rate, and how they had pointed 
out that with such an infection rate every third per-
son in that room might carry the virus. “It could be 
you, and you, and you” is apparently what they had 
said, pointing at every third person as they wanted 
to emphasise the urgency and immediacy of the 
problem. I remember my outrage, because I knew 
from my own experience, from all the small chats 
I had had with friends and colleagues in Zimba-
bwe that everybody was quietly scared. A cold that 
stayed too long, a loss in appetite, catching a stom-
ach bug, they were all the kinds of signs that scared 
you. Even the one, who was a devout Pentecostal 
and had only known one man in her whole life, felt 
that small edge of uncertainty. 

I wish I had had the sense to see the importance 
of, and be able to express the difference between 
being silent because you are refusing to accept facts 
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or silent because you are too scared, too ashamed, 
to find out the truth. Especially since I was the one 
going on about the need to understand people’s  
behaviour. 

But I was after all only one of many officers in 
a big development bureaucracy, with few opportu-
nities to ground my objections in anything other 
than the reports of other international experts. 
And silence, or stigma, was at that time understood 
mostly as something ‘backwards’, something that 
we need to break, with little understanding of all 
the conflicting sentiments surrounding this si-
lence. Not long ago, in 2006, a Swedish woman 
was sentenced by the court for not having made her 
HIV positive status known to her husband – whilst 
I know no details about the case, the fact remains 
that this was a Swedish citizen, born in this coun-
try, a country supposed to be open and non-dis-
criminatory and where she was receiving medica-
tion. Yet, she still chose to remain silent.

***

After seven years of studying sexuality and sexual 
behaviour in Uganda, Stella moved her research  
location to The Gambia in 200�. With reported  
incidence rates of 1.4 per cent in the general popu-
lation and 2.2 per cent in women attending antena-
tal care clinics, The Gambia is categorised as a pre- 
epidemic country according to WHO classifi-
cations. The official public health position was 
mainly one of denial until the international do-
nors provided monies to address the problem. In 
the communities, there are multiple levels of deny-
ing HIV/AIDS juxtaposed with a brave anti-HIV/
AIDS health education campaign mostly broadcast 
in the media. As a research context Stella felt that 
The Gambia was particularly viable for sexuality 
research in relation to HIV/AIDS on two fronts: 
there were lessons to be learnt in how they were able 
to keep low levels of HIV transmission, and there 
was still hope and an urgency to curb any potential 
explosion, particularly by focussing on interven-
tions that work to mitigate any further spread of 
HIV. In her research she was given the opportunity 
to work with people who are living with the virus 
in The Gambia.

Stella:

Calamity, stigma and confusion

Mariama Bojang (56), the first wife of four co-
wives recounted how her family rejected her when 
she was suffering, ill and wasting due to AIDS. Un-
like several of the other female members of Santa 
Yalla Support Society, SYSS, (Santa Yalla means 
‘give thanks to God’) Mariama consistently cov-
ered her head with either an African-style head-
wrap, or a veil common for Muslim women. In The  
Gambia, approximately 90 per cent of the popula-
tion is Muslim. There was an obvious age differ-
ence between her and the other female PLWHAs8 
we regularly met at SYSS. Her body looked mark-
edly older. She attended all of the sessions we held, 
on time and with active participation.

‘When I revealed my HIV status to my fam-
ily, they ran away from me. My husband was the 
first. He stopped coming to my house. He cut off 
all provisions. It was those days when everyone was 
thinking AIDS means you are going to die tomor-
row. They chased me away from eating with them 
in the common dish. They bought a plastic plate 
for my food. After dishing out food for me, they 
would leave it outside my room. When I coughed, 
they would cover their mouths or even run away 
from me.’

‘Who were these people behaving in this way?’ 
the research assistant asked.

‘My children. And my husband’s family mem-
bers. And even some of my own sisters’ children 
who had come to stay with us in my home. People 
were afraid of me, as if by coming close to me they 
could get sick. And for me, I blame the government 
because they took too long to teach the people that 
you can have AIDS and still live. They took too 
long so that people acted maliciously out of igno-
rance. And these wicked actions to loved ones are 
the biggest reason why many of our first members 
are dead today. When your children treat you worse 
than a kaffiro,9 you do not want to live anymore.’

‘Yes, yes,’ the interviewer agreed. ‘Tell me more,’ 
he implored. 

‘When I coughed, they would cover their 
mouths or even run away. When I was too weak to 
stand or walk, they just didn’t care. I would crawl 
on all fours to the door to get some food or water 
to drink. When I was no longer able to walk to 

8.  People living with HIV and AIDS.
9.  Pagan.
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the toilet, I started to use a small plastic container. 
There was no one to help me empty it. I tell you, I 
suffered. I suffered like a woman who had never got 
children. Do you understand me?’ she asked.

‘Yes Ma Mariama. I am hearing you very well,’ 
the interviewer replied.

‘My own children, even the daughters could not 
change my beddings or clothing. It was only after 
Sister Rose came to me and helped me that they 
got shamed. She came with Aisha, who is also a 
PLWHA. They washed my body. They washed my 
clothes. They cleaned my room. They helped me as 
if I was their sister. And they took me to MRC10 to 
start serious treatment. That is when my children 
got shamed. But can you imagine that Khadijatou, 
my dearest daughter, she told me to ask the doctors 
at MRC to give me gloves to bring home so that 
she could help me to bathe. She did not want to 
touch my body or my clothes or even the bed-linen 
in which I slept. I was not happy. And this, what 
my children did is what made me thin like a stick. 
My thigh was as small as a finger. And I had boils 
everywhere. And diarrhoea which just stole out of 
me. I could not stop it from coming out with force. 
But the HIV did not pain me as much as my chil-
dren’s behaviour.’

‘It was not good,’ the interviewer commented.
‘The most painful thing is that they stopped my 

last born who used to share my bed…’ she hesi-
tated.

‘You mean your last child, Sarjo?’ the interview-
er asked.

‘Yes, that one. They snatched her from me, say-
ing that I was going to infect her. That hurt me 
very much. It bothered me for many days. I would 
pray only for Allah to help them and to help me. 
Allah is all merciful, he is all-knowing. And he 
helped me.’
‘He helped you,’ the interviewer repeated.

We followed up this particular case study 
in more detail because Ma Mariama’s narrative  
reveals the power of coordinated PLWHA support 
and care, to heal and restore degenerated health 
and its possible consequences of damaging social 
relationships of kinship and marriage. After serious 
counselling, support, care and treatment by several 
care providers mainly from MRC, SYSS and its 
providers, Mariama’s ill-health turned around for 
the better. During our fieldwork, she was strong 
enough to travel daily to SYSS whether or not we 

10. Medical Research Council.

were there, participate in the society’s sensitization 
activities and also to discuss with our research team 
for long sessions. Her appetite was restored, almost 
matching that of my male colleagues with whom 
she shared the common dish.

‘I thank God!’ She clapped loudly. ‘Those who 
had rejected me are now coming back. After CRS11 
began giving us food and MRC gave us these medi-
cines RVs [sic] I begun to eat, and look better. Now, 
we have this local soap which we were taught to 
make here. It helps very well to clear the skin of 
spots and scars from the boils which I had. You 
see?’ she asked as she held out her arms. ‘These were 
covered in a bad rash. But now you cannot even 
know it. Now I look like a human being again,’ she 
laughed.
‘Yes, you are a chepe,’12 I joked during lunch 
break.

Bending closer to me and my translator, she 
whispered, ‘Tell her that now, even my husband, 
he sent his brothers to say that he wants us to re-
unite.’

‘Wow! That is good news!’ I said. 
‘No, not good. I refused. Like I said in my last 

interview, I abstain only. I cannot even take these 
free condoms which they give us here at SYSS. I am 
abstaining only. After God helps you, can you go 
back to the same bad thing which put you in your 
troubles? No. And anyway, I am too old for those 
things. I do not want any more AIDS.  

There was no silence around Mariama’s diagno-
sis. Only fear. However, it didn’t sound as if anyone 
suspected her of having been an immoral wom-
an, not if her husband wanted to re-unite. It was 
the thought of death that drove them away. As a  
researcher however, I was shamed by my initial  
reaction when I saw Mariama at SYSS. I was both-
ered that one as old as her, could also be infected 
with HIV. Later on during our debriefing sessions, 
my male research assistants both also reported 
alarm and shock when they confirmed she was in-
deed HIV-infected. This immediately raised the 
issue of stigmatisation of HIV among the elderly 
for me. It seemed as if having HIV in their blood 
stream was like a misplaced occurrence. It is as if we 
question their right to healthy, pleasurable and per-
haps even dangerous sexuality and sexual activity. 
And to aggravate Mariama’s situation, she was not 
only an elderly woman, with grey hairs that peeped 

11. Catholic Relief Services.
12. Slang for a nice-looking teenage girl.
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Katja:

As I read Stella’s story about Mariama I think 
about what it would have meant if we had had the  
opportunity of having someone like Mariama in-
forming our work on the HIV/AIDS strategy at 
Sida. If we had she would have been hard to fit into 
a neat box. Yes, she could have been identified as 
a woman infected by her husband, a woman with 
no bargaining power. But at the same time, the fact 
that the husband had now asked to be re-united and 
that she had refused this also showed that she did 
have something to say about whom to be involved 
with. Did she gain this strength from having faced 
AIDS on her own, or was it a choice already avail-
able to her? On the other hand, she could also have 
been used as an example of the ignorance (although 
not the silence) – people do not know when they 
are carrying the virus, nor did it seem to have had 
any implications for the husband. In other parts of 
the continent there would have been stories about 
wives being thrown out of their houses because they 
had brought this shameful disease to the home, not 
because people were scared of becoming infected. 
Women who will never be asked to come back home 
once their health is improving thanks to ARVs.14 
Yet, despite all these variations, all the diversity and 
complexity, we continue to try and create one story 
about HIV/AIDS in Africa, we continue to try and 
make generalisations about the gender dimensions 
of the pandemic, across and within countries where 
social structures are no more similar than what they 
are between Europe and China, or Asia and Latin 
America. We know that if we don’t advocate for the 
inclusion of women or a gender perspective in the 
strategies and programmes fighting the epidemic, 
women risk slipping off the agenda into oblivion. 
And we know that horrible things happen to wom-
en. So we advocate, we become champions of wom-
en’s empowerment and gender equality but when 
confronted with real life the questions start rising in 
our heads like they did in Stella’s. 

***

14. Antiretrovirals, another acronym is ART, antiretroviral 
therapy. 

out of her head, she also presented a very religious 
front – performing her prayers on time even if it 
meant excusing herself from a research activity. She 
also repeatedly prayed for us, as was the customary 
practice for elderly women in this setting. 

So, why would I and my research assistants ex-
pect her not to participate in the usual normal life 
activities of elderly women in this context? Does 
HIV infection tarnish the respectableness in its car-
riers to such a point that they stand out as differ-
ent? Is it a bigger transgression to have HIV when 
one is elderly? Is it worse than having the infection 
during the reproductive years? Why? Is it because 
it implies a sexual life past child-bearing? Why on 
earth would a menopausal woman have sex? Is there 
pleasure in sex past reproduction? Was it her choice 
to have sex or was she forced? Was she just perform-
ing a role or did she want to? As if she cannot have 
initiated the sex because she enjoys it? And anyway 
what is wrong with an old wrinkled woman who 
prays, also having a good sex life?

But for Mariama and her family the stigmatisa-
tion seemed to have come from another source. For 
some reason, the fact that the daughter insisted on 
using gloves was what hurt her the most. I am not 
sure why it was so appalling to think that a child 
would dare ask the mother to ask doctors for gloves. 
Perhaps there was a link between having to be cared 
for in such a way, which in itself was embarrassing 
and degrading, and the gloves became the symbol 
for the shame she felt? Would it have made a differ-
ence if the daughter had not requested gloves? In-
stead of perceiving the mediation of gloves to elimi-
nate contamination as disrespectful, is there a way 
that carers of patients can be helped to protect them-
selves from infection while they care for PLWHAs? 
We need interventions moving beyond repetitive 
IEC1� to new dimensions like teaching carers how 
to prevent infection. Stop preaching only preventing 
sexual transmission because we are sick and tired of 
it, we need to know how we can act as carers when 
the virus strikes, because it is already among us, it is 
not something we can run away from.

***

1�. Information, education, communication.
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The morality of medicines

so that people didn’t get infected with HIV in the 
first place. 

I must admit that the idea that ARVs make you 
sick and weak has stayed with me throughout the 
years. It stayed a Sida policy as well for a long term, 
to focus on prevention and care for the sick, but 
not treatment via drugs. I haven’t had the benefit of 
knowing someone closely who is taking that kind 
of medication, so the images of the pills making 
you sick, constant nausea, stomach problems, hav-
ing to organise your day around the intake of pills, 
have stayed with me. It is only now, and I know I 
am a late-comer to this, that I have come across 
stories that talk about these drugs in a completely 
different light. Stories that talk about a new life, 
even a better life after having gone from being sick 
to taking the medication, stories of making new 
friends amongst others who are living with HIV. 
To make friends, to even live, once you were infect-
ed, was not something I ever thought about back 
then, and true enough in those days we didn’t talk 
about people living with HIV and AIDS, we talked 
about being infected and dying.  

But today women are living with HIV, and 
forced to re-think the scripts that perhaps once 
guided how they performed their womanhood 
– as citizens and community members, as wives, 
as mothers, as daughters, as lovers. The story be-
low is an excerpt from the much longer tale told by  
Bulelwa Nokwe in Long life… positive HIV stories 
from the Bambani women’s group at the project 
run by Médecins sans Frontiers (MSF)and the Uni-
versity of Cape Town in Khayelitsha.

I told my mother after I got very sick and my 
cousin’s sister who gave me a lot of support and 
she told me about the MSF in Site C. At MSF 
Themba took some blood from me to see if I 
qualify for the ARVs. My CD4 count was 275 
then and he said I’m not qualifying for the treat-
ment yet. It must be less than 200. Some say 
they only give you ARV when you are a corpse.

Everytime I got sick I didn’t get better and I 
was treated for TB and I finished the TB treat-
ment and after that Themba told me that I have 
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So we kept on struggling in our project group. The 
medical doctor in our team explained theories of 
epidemiology to us, how all epidemics had some 
kind of natural inbuilt flow to them, and that this 
might be a part of the explanation of why we were 
seeing a decline in Uganda. An anthropologist wrote 
on how behaviour change only happens when peo-
ple can relate to a phenomenon in their own life, 
information which is abstract never translates into 
action, but seeing and knowing people who died of 
AIDS related sicknesses would. So that was prob-
ably the main cause as to why there was a decline 
in Uganda, not the information campaigns per 
se. We were serious. It was a serious topic. But the 
topic of medicines was not given serious attention. 
From what I remember the French had apparently 
brought this up at donor meetings, that we should 
fund ARVs in Africa. This was treated by the Swed-
ish representatives as an indication of the French 
being unrealistic and generally impossible as usual. 
Of course, there was no way that one could launch 
treatment programmes in countries that had barely 
functioning health systems, that couldn’t even pro-
vide basic health care. This would be a waste of 
money and irresponsible. Besides, in Sweden when 
we discussed ARVs it was mostly about how sick 
they made you, it seemed for someone like myself 
as if you’d almost feel more sick taking them than 
not taking them. Almost as if they were toxic. It all 
seemed complicated and horrible, and not really a 
cure, the information you came across in Sweden 
was slanted towards emphasising that this was not 
a cure, that nobody should think that there was any 
reason to take HIV lightly, because having to take 
that kind of medication was almost, if not entirely, 
as bad as developing AIDS. So with that at the back 
of my mind I guess it made sense not to go for mak-
ing ARV treatment available to all. It was unfair 
that in a world where the rich countries could put 
people on the moon we were not able to provide 
life saving drugs to poor people in poor countries. 
But somehow the blow was perhaps lessened by the 
fact that most of us thought of those drugs as hor-
rible, and that there were more important things to 
tackle first, like making the health systems work 
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peripheral neuropathy that makes my feet to be 
sore. I was worried I wouldn’t be able to walk 
but Themba told me it’s going to take time to 
be better. But I got worse and worse. In April 
2002 he took my CD4 cell count again and it 
was now 87 from that of 275. He said I’m quali-
fied for the ARV. I was waiting for this and I 
was happy because I believe ARVs are the only 
thing that can make you stop being sick and 
they can help you live longer.

I started ARVs the 4th of April 2002. I remem-
ber taking my pills for the first time. I was given 
a pill box that has all the morning times and 
evening times and days of the week on it. It is 
big like a lunchbox. I was so excited that time 
I took the pills for the first time because now I 
qualified and I knew I would not become sicker 
like before. I was on Nevirapine and combina-
tion AZT and �TC, but after a month I was 
sick, I had sores all over my mouth. I couldn’t 
eat and my doctor, Themba, told me that he’s 
going to change the Nevirapine to Efeverenz. 
Right away the sores went away.

As compared to the first time, when my feet 
were swollen, and I was coughing all the time, 
and I was very very thin, I am now feeling 
much better. I gained a lot of weight. My lowest 
weight has been 57 kg. Now I’m 78 kg.

Many people in the government say that poor 
people are too stupid to understand how to take 
the ARVs. We love these drugs. If we are out 
we hunt for a tap to take them. We put them 
in smaller box if we know we are going out the 
time we need to take them. We never forget. 
This is the most important thing to us. Like 
air. 

I have had no children since my first-born died. 
When I want to have a child, Themba said I 
must tell him. If I take AZT and my CD4 cell 
count is non-detectable, there is a great chance 
the child will be negative; but it can be a big 
risk for my body. It is also a risk for my partner 
because of course you cannot use a condom to 
make a child.

I got my power from my arms because I do eve-
rything with my arms. And with this power I 
have beaten HIV by accepting it. You know, 
before, every time I looked at TV or listened 
to the radio, I just had that bad feeling when 

they talk about HIV and AIDS that I have that 
thing and I want to turn the radio or TV off.

But now I want to hear about it on TV and ra-
dio because I accepted it and want to get more 
knowledge. There are some lessons every day. I 
just want to know more about it. 
(Morgan, J.  and The Bambani Women’s Group, 
200�:120–12�)

Katja:

In 2006 I attended a Sida seminar on HIV/AIDS 
and gender equality, and we were given exercises for 
discussion around our tables. At our table we chose 
the topic of drugs. Our task was to notice and 
think about how to deal with gender disparities in 
an imaginary village in an imaginary country for 
a project that was going to deliver ARV treatment. 
The group was a mix of nice, concerned women 
from different backgrounds, development NGO, 
donor, HIV/AIDS NGO and a research institute. 
The question was to decide who to give the drugs 
to. We moved quite quickly from the small imagi-
nary village to the topic of drugs themselves, and 
then the mode of some kind of rational morality 
set in. Based on evidence, who would it be morally 
correct and rational to give the drugs to? Would 
people think it should be whoever earned the most 
money in a family? Should it be to the ones whose 
CD4 cell counts were so low they desperately need-
ed them not to die in the next few months, or would 
that be a waste? Someone suggested that there was 
no point starting the medication once you got too 
sick, and I said I had heard the opposite, no-one 
really knew all the facts. What did we know about 
long-term supply, was it morally defensible to start 
someone on treatment if you didn’t know that there 
would be a supply for the rest of that person’s life 
time? Would there be a system that could ensure 
proper management of the treatment because if 
misused then it would have an even worse effect? 

Our questions were not unique, and our igno-
rance about exactly how these drugs work is not 
really my point here. What concerns me is the way 
we frame our questions. I think without really  
being aware of it, I and many other Westerners, 
have been more influenced by ideas from the phi-
losophy of morals than we are aware of, either in 
that we experience a need to balance all individu-
als’ rights against each other, as if they were total-
ly unconnected and always the same. Or that we 
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need to choose what makes rational sense in terms 
of maximising the good impact that we want to 
see. I am not sure about this, but it seems as if the  
issue of treatment brings out a need in us to con-
firm that whatever we do, we have not given prefer-
ential treatment to someone, all individuals’ rights 
must be the same, and we have made a choice that 
maximises the impact, often that choice it has been 
argued is to put the resources into something else, 
and finally that we have not misled someone into 
thinking that they will have drugs for the rest of 
his or her life if we cannot guarantee it. Because 
that would be morally wrong. Besides handing out 
ARVs to people who do not take them as prescribed 
can lead to the development of a virus which is re-
sistant to treatment, so it would be dangerous. And 
I see that to a certain extent those are the arguments 
that some pro-treatment campaigns try to tackle: it 
makes rational sense to provide drugs; it will re-
duce hospital costs in the long run, it will enable 
people to go on being productive for a longer time, 
it will lower the number of sick days at companies, 
it will reduce the number of orphans that other-
wise would need to be looked after by others, it will 
reduce the viral load and possibly therefore also re-
duce the transmission rate – so it makes perfectly 
good rational and economic sense to provide these 
drugs.15 Everything is neat and clean, almost in bi-
nary oppositions that can be turned into numbers, 

15. For overview of these arguments see Lazarus, J.V et al., 
2005.

and provide a good argument and principle for how 
to act, how to take a decision. If all or a number of 
the criteria above can be met by introducing ARV 
treatment then this should be done. 

Yes, we sometimes know too little, but does 
the answer lie in more knowledge, in a more per-
fect prediction of the future? As Cheik Niang said 
at the closing of the Sahara HIV/AIDS confer-
ence in Dakar in October 2005 ‘not everything is  
scientific, we need a great deal of love and passion 
to vanquish this disease’. Love and passion is un-
fortunately considered somewhat passé in today’s 
development world. It takes a tall, distinguished 
man with the beginnings of grey hair dressed in 
a white bou-bou to be able to make a statement so 
filled with emotion. Can and should reason and 
emotion be separated? Should objectivity and lack 
of empathy really be criteria when it comes to be-
ing able to assess other people’s happiness and well- 
being? What would happen if we stopped distanc-
ing ourselves from the epidemic through the con-
stant quote of statistics and instead started seeing 
those infected as sisters and brothers, mothers and 
fathers, daughters and sons with the same right to 
love and life as everybody else? Are we denying 
them this right in the name of ‘not having suffi-
cient knowledge’ or ‘not having enough resources 
to provide treatment’?  

***
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The power of the hope that medicines can bring, 
and the power of the associations formed by HIV+ 
people became evident as well in Stella’s research. 
There are few similarities, if any at all, between 
South Africa and The Gambia. And yet, the op-
timism and change that the ARVs in combination 
with a support group have brought resonates of 
great resemblance. 

Stella:

Rush to be married, desire to be married

Abdoulai (�5), an immigrant fisherman from Sierra 
Leone, is bubbly, plump, stocky, short and very dark 
in complexion. He talks animatedly with dynamic 
facial expression, gesticulations, and occasional 
dramatization of the roles he may be describing. 
He was always full of energy during the fieldwork;  
offering to arrange the seats in preparation for dis-
cussions, lifting crates of bottled soft drinks, riding 
a bike to remind a few participants who lived near-
by but were late for an activity, etc. His enthusiasm 
for our research was very infectious, and perhaps 
instrumental to our introductory meetings with the 
executive and other members of SYSS. He simply 
‘wanted people out there to know the real stories 
of us PLWHAs in this country. We must start to 
agree more often to participate in these researches. 
That is the only way that our families and neigh-
bours will know that there are more PLWHAs in 
The Gambia.’ 

Twice widowed, and presently a father of six 
children – two who were his own and the other 
four produced by his dead wives in unions with 
other men – Abdoulie was ‘deeply in love’ and 
planning to remarry. He frequently referred to his 
plans during our interaction. His new love was an-
other PLWHA, he had met in neighbouring Sen-
egal while on a study tour of support organisations 
for HIV-infected people within Dakar and its en-
virons. 

With a beam on his face, he shared their story 
with me in our tape-recorded interview, ‘Can you 
imagine we have the same type of HIV-2. And she 
started taking ARVs three months after I started. 
She takes the very same ones which I also take! 
We showed each other the different pills we have 
to take each day because we wanted to compare if 
what they have in Senegal is the same as what we 
have here in The Gambia. It’s the very same. The 

same colour, the same size and smell. So I feel we 
are more joined together.’

‘So do her parents know about you?’ I asked?
‘Yes. Definitely yes, because she took me to her 

home. This love thing of us [sic] is serious, deh!’ he 
replied.

‘Oh yeah? Do her parents know you want to 
marry her?’

‘Eh that one is not very easy to do… I told her 
to wait to tell them. You see, there is a problem. 
For me, I do not hide about my HIV status. I tell 
people here in the area where I live. I go to HIV/
AIDS sensitization workshops where we do IEC. 
But then for Awa…, heh, she is afraid to tell people 
that she is infected with HIV. Even her parents do 
not know about this. Her brothers and sisters don’t 
know. That is why they put her to task to marry 
quickly. Only the clinic doctors, the nurses and 
maybe also the people at the organisation where 
she works as a tea-girl know. You see, she works at a 
support organisation for PLWHAs in Pikine which 
only employs PLWHAs, but then the outside com-
munity do not know this.’

‘So what are your plans? How are you going to 
go about this?’ I asked.

After a long silence, which was rather unusual 
for Abdoulai, he shrugged.
Scratching his left ear, he said, ‘First I need to col-
lect enough money. If her family think I am a rich 
man, they will not send me away from their daugh-
ter!’ He laughed.
‘Oh?’ I said.

‘Yes. Everyday we talk about this thing here. 
Even if you are full of HIV and it shows, when you 
are a rich man, nobody can touch you. You get what 
you want. Even women will fight each other to be 
sexed by you. This HIV infection is a problem only 
for poor people.’

I silently cringed within at the monstrosity of 
the truth about inequalities between the wealthy 
and the poor that are played out in the sexual eco-
nomics of HIV/AIDS, as revealed by Abdoulie’s 
expression. And yet, these dynamics are not pecu-
liar to PLWHAs, but part of the daily mundane 
considerations of many sexually active people in 
Africa who may be considering marriage. Abdoulie 
continued, ‘Even though I freely talk about my 
HIV-positive status when I am here, I find that I 
am scared of the reaction from Awa’s family if they 
know that I am infected. Maybe they will stop her 
from marrying with me. Maybe they will ask her to 
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attack and ridicule, and more shame and questions 
and limits to who has a right to sexual health and 
who does not. Who has a right to reproduce and 
who does not. So what if a couple who are HIV 
positive wants to marry and try for children? Why is 
sexuality and HIV positive status always a bad sexu-
ality? A dangerous sexuality? What is society saying? 
And what role do IEC and Public Health specialists 
and the anti-HIV/AIDS campaigners play in all this 
stereotyping? Are they saying that marriage is only 
respectable as long as you are HIV negative?

***

Abdoulie is an African man who has fallen in 
love many times. He is well aware of his status as  
being poor but also a foreigner in his country of res-
idence. He struggles to support the children of his 
wives who have passed away, he struggles to create 
awareness about the virus in his community, and he 
struggles to be able to marry the woman he loves. 
He is unique as all individuals are unique, but he is 
not untypical, and yet, there are few representations 
of men like him in the analyses and reports of the 
gender dynamics of HIV/AIDS in Africa. Katja asks 
herself from her position inside the development 
machinery what kind of image of men has been cre-
ated due to the horror of AIDS?

get tested and tell them her status. Maybe she will 
be forced to reveal to them prematurely that she too 
is carrying this HIV in her blood. Yes, I know that 
she has her reasons why she has never told them she 
has HIV. Because when you think that she got her 
first results in 2002 but she has never told them, she 
must have a strong reason.’ 

And so widows and widowers migrate to new 
areas where they are unknown. Is the rush to re-
marry sometimes associated with the need to cover 
up indications of something wrong? You are a better 
person if you can marry. Marriage raises less ques-
tions and suspicions than being single for too long. 
And then there is re-infection, new transmissions, 
etc. Is marriage still a respectable practice in such 
a scenario? Or is it a very high-risk activity? But it 
doesn’t have to be a high-risk activity. CBOs16 for 
people living with HIV can reinstate respectabil-
ity to those infected. ARVs mean they can get un- 
detectable viral loads which would mean reduced 
infectivity. And there are drugs to prevent mother 
to child transmission. With support new friend-
ships and relationships can be forged. Even the pos-
sibility of re-awakening a sexual life if it had died on 
knowledge of HIV positive status. But what about 
the stigma associated with such unions? Why can’t 
society at least celebrate with them? But no, just  

16. Community Based Organisations.
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Katja:

Male sexual desires – the root cause?

As much as I was a promoter of understanding the 
causes behind the spread, I cringed at some of the 
discussions that took place in the coffee rooms of 
Sida and elsewhere. One particular topic came up 
again and again, how African men believed that 
sleeping with a virgin would cure them of AIDS. 
Any abuse of young girls, or boys, or women is 
horrible, and I would normally like to think that I 
would be perfectly ready to personally take an abus-
er to task if I had the chance. It is one of the most 
horrible criminal acts that a person can commit. 
And one where there is no doubt that men make up 
the majority of the perpetrators, not women. But 
in this case there was another undertone to it, or 
at least in my ears. It was the kind of story that 
had everything going for it, men were the culprits, 
young girls the victims, no doubt about that. But 
it also tied nicely into Western images of African 
sexuality as being different, and it showed how  
(African) ignorance and lack of knowledge was 
contributing to the spread of the virus.

But I did not know how to respond. Was I just 
imagining that it had racist undertones, making 
Africans different from Europeans? I knew that 
every single person I had talked to in Zimbabwe 
was very aware of how HIV spreads and that it was 
not curable at that time. Surely my colleagues must 
have had the same experience from places where 
they had lived and worked? But of course I did 
not have statistics or studies to back this up. All 
I did was occasionally respond, ‘Oh come off it, 
who in this room has never had unprotected sex 
– let’s face it, we’ve just been lucky, if it had gotten 
the same hold here as in southern Africa we’d all 

be infected’. And this from the woman who at the 
same time persisted in the need to find out the 
causes of why HIV was spreading like bush fire. 
There was a conflict and dissonance within me. 
And to think that I was allowed to have anything 
to say on a Swedish response to HIV/AIDS is per-
haps shocking (admittedly I probably didn’t have 
that much of an impact on our work). The story 
of curing AIDS by sleeping with a virgin has had a 
long life, we still talk about it today, a decade later, 
and yet we never ask ourselves how all these years 
of spreading information through campaigns in 
schools, television, workplaces have not been able 
to put an end to such a belief? However, there are 
those who begin to challenge the stories about the 
higher incidences of child rape as a consequence of 
HIV/AIDS and who have named them a myth. In 
a report by Bernadette Muthien from South Africa 
(200�) interviews with health workers show that 
child rape has not increased after the onset of HIV, 
it has been consistent over time, but is more likely 
to be reported today. They therefore question the 
idea that it is in search of a cure for HIV that girls 
are being raped. That child rape happens is beyond 
doubt, but surely if we want to do something about 
it we must find out the real reasons, and under 
what conditions this happen. 

***

The challenge remains the same: horrible things 
happen, gender inequalities and women’s lack of 
power is a fact, but how can we disentangle these ‘ 
facts’ from ways of understanding the world which 
may well be grounded in a particular ideology, 
shaped by its own context and specific political and 
historical location? 



Respectability and unions for love, marriage  
or sex in the face of AIDS

sised that we are talking about present attitudes, 
which are by no means necessarily ‘deeply-rooted’ 
or particularly ‘African’ but rather a mix of norms 
and values that have come about from the intersec-
tions of Christianity, Islam, local religions and val-
ues as well as ways of life imposed and propagated 
by former colonizers and international development 
organisations present today. Women should give, 
rather than receive, pleasure. This does not neces-
sarily mean that most, or all women, are sexually 
passive or only at the giving end of a sexual rela-
tionship, but it is the norm to which the behaviour 
of oneself and others is compared and judged. 

If we believe in social change as something that 
has always happened and will continue to happen 
we must question the claims that ‘traditions’ are 
unchanging. This also means that there is no one 
script that is handed out for how to be a proper 
woman. However most women will probably tes-
tify that a sense of being respectable and proper is 
often closely linked to issues around sexuality and 
our bodies. How we act as girlfriends, mothers, 
wives, how we dress, how we talk, how we walk, 
who we dance with and how we dance. A sense of 
respectability is something that requires maintain-
ing. It is never given once and for all. We are often 
torn between different ideals, but also by our per-
sonal desires that may not be the same as the ideal 
that we are supposed to strive towards. As a young 
woman growing up in Africa you have to find a 
way to navigate between all the conflicting ideals 
and messages, be young, trendy and sexy or don’t 
have boyfriends because only ‘bad’ girls do. Your 
peers will judge your actions differently than your 
older relatives. But regardless of all the changes 
that are happening so fast, and regardless of the 
fact that in some places on the continent girls are 
allowed to have boyfriends and women are allowed 
to demand and enjoy sex, the mainstream view that 
has become so visible and vocal through HIV and 
AIDS interventions and debates is that Sex Is a Bad 
Thing That Happens to Women. 

What if we, through much needed and honest 
efforts to highlight and fight against abuse and vio-
lence perpetrated by men on the bodies of women, 

Respectability is a deeply gendered notion as it is 
often prescribed and enacted differently for men 
and women, boys and girls. It is a terrain in which 
politics of identity are heavily played out. The ideas 
around respectability, of for example the behaviour 
of a ‘proper’ woman, find their immediate expres-
sion at the individual level. But they stretch out like 
the arms of an octopus into so many other realms 
of life; they are part and parcel of the basis for  
social order, from the very local levels to the  
national. They govern institutions such as mar-
riage, how we reproduce, acceptable ways of mak-
ing a living and how to engage in politics. In all 
societies respectability determines the possibilities 
and extent of interactions within and across genera-
tions, as well as between men and women, women 
and women, men and men, between foreigners and 
insiders. Notions of respectability and respect influ-
ence how we relate to our environments including 
the physical world, spirits and ancestors. Respect-
ability, honour and shame colour how our bodies 
are perceived, received, presented, interpreted, used 
and abused. It guides who we understand a legiti-
mate sexual partner to be, how and when a person 
can have sex, and where and why.17 

We seldom talk about notions of respectability 
in development, it is difficult to measure, weigh and 
compare the societal dictates for what is proper and 
respectable and its impact on women in different 
places. But we do talk about dignity, the right to a 
dignified life and existence. Dignity can be given 
to someone to a certain extent; respectability relies 
upon the individual’s own actions and behaviour. 

However, in the area of HIV/AIDS it seems as 
if ideas of respectability, even if it is implicit, have 
found their way into the development discourse. 
For example, we often hear, and say, that at the root 
of stigmatisation of women infected by HIV lie  
attitudes towards female sexuality. And it’s prob-
ably true that in many societies today in Africa as 
in many other places, women in general should be 
passive when it comes to sexual decision-making 
and initiative. Having said that, it must be empha-

17. For discussions on respectability and waywardness see e.g. 
Hodgson and McCurdy, 2001 and Ogden, 1996.
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have been part of creating a situation where one of 
few only socially acceptable ways of having been 
infected is through involuntary sex, such as rape or 
having been pushed into it by an older male in the 
case of young girls? Have we then created an unfor-
tunate cycle, where women have to uphold the idea 
of themselves as basically asexual beings in order 
to avoid stigma when or if they become infected, 
leaving little space for social change that challenges 
these gender norms? Where is the space for noise 
around female sexuality that includes pleasure? 
Where are the billboards that promote a woman’s 
right to say Yes to sex as much as her right to say 
No? 

And yet, sex does seem to be a bad thing that 
happens to young women, at least if one looks at 
the shocking statistics of the much higher propor-
tion of girls and women infected in the age group 
15–24 years than men in the same age group. The 
general consensus on reasons behind this in the  
development discourse seems to be that the virus 
is passed on from so called 'sugar daddies' and that 
the primary reason for being forced to engage with 
these men is poverty. Another explanation that can 
be found outside development minded circles is 
that these girls are unruly, behaving badly and like 
the taste of money. Both of these explanations are 
in a sense gendered, however the first victimises the 
young women as although it acknowledges gender 
and economic inequalities, it also robs the girls of 
any agency. The second type of explanation does 
acknowledge that women and even young girls can 
be determined actors, but is also a strong expres-
sion of the ideas underpinning a form of gender 
inequality – ‘women who take action, especially  
action that involves sexual relations, are not behav-
ing as a proper woman should’. 

There should be no denial that ‘sugar dad-
dies’ and poverty are part of the explanation as to 
why younger women show higher prevalence rates 
than the men in their age group. But surely it is 
our duty and obligation to make sure that we are 
not in the myth-making business and try to get to 
grips with the details of reality instead. And real-
ity is complex, not black and white, and multi-fac-
eted. In for example a unique study carried out in  
Mozambique on transactional and intergenera-
tional sex (Hawkins et al., 2005) a very elaborate 
system made by young women for categorising dif-
ferent male partners appeared; namorado who were 
same-age boyfriends with whom you could have a 
public relationship based on trust; pito who were 

sex partners, i.e. boys who accepted the girls for 
what they were and with whom they were free to 
sexually experiment; sengue who were usually older 
married men from whom you would expect money 
but not a long-term relationship; amante, who were 
usually also married but who would treat you like 
a second wife although in secret. Condoms would 
not be used with boyfriends (namorado) and sel-
dom with lovers (amante), but could be negotiated 
with pitos and at times also with sengues. Although 
it seemed as if, whilst it was acceptable to propose 
using a condom with your sengue, the final deci-
sion power still rested with him. However, to even 
propose condom use with a boyfriend would be 
totally unthinkable. The girls who participated in 
this study saw themselves as being in control, using 
their sexual power to exploit the men, in fact sengue 
translates more or less into 'milking the cow'. This 
exploitation was not primarily linked to basic needs 
of poverty but more to being able to keep a social 
identity connected to the 'modern' world, having 
access to consumer goods such as mobile phones, 
clothes imported from Brazil, riding in nice cars 
and going to the latest night clubs but also to a cer-
tain extent to the image of independence and free-
dom. So who are these girls who don’t see them-
selves as victims? Have the HIV/AIDS campaigns 
in fact supported them in being able to demand 
condoms from their partners where not love but 
sex was at stake, but disempowered them (and their 
boyfriends) from using condoms in a love-based 
relationship? Because with their boyfriends it seems 
as if they had to be proper women, women who 
only have sex with the man they love and intend to 
marry. Is it the popular slogan of ABC; Abstain, Be 
Faithful or Condomize that has created this absurd 
situation where the same woman, or man, will use 
condoms only with some but not others? Informa-
tion has been provided, yes, ‘condoms will protect 
you against the virus’, but they are not needed in a 
faithful relationship and who are you then to sug-
gest using a condom with your loved one? 

***

However, as much as many gender scholars and 
feminists like ourselves prefer to beat the drum of 
the empowered woman, or as Cornwall puts it ‘… 
portray African women as feisty, assertive, self-re-
liant heroines’ (2005:1) in attempts to correct the 
dominant narrative of African women as oppressed 
victims in desperate need of interventions from the 
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other young girls from getting married off by their 
families,’ she reasoned.

Even before we began the first interview, she 
off-loaded her anger and deep regret at having no 
say in the forced marriage arranged for her by her 
family. She was certain she had been infected with 
HIV through sexual intercourse with her husband. 
Sometimes she was overcome by tears as she nar-
rated some aspects of her life-story. And yet she in-
structed me not to turn off the recorder.

‘Leave it on,’ she said softly as tears flowed down 
her spotted cheeks.

‘I was married with Abu Trawally when I was 
14 years old. My mother and father arranged the 
marriage ceremony. I had never seen Abu before. 
But he brought home a big radio cassette and some 
clothes for my family members. My older sisters and 
mother each got pretty material for clothes. It was 
enough for a wrapper, a top and a head-tie. There 
was plenty of food at the marriage. A whole cow was 
killed and some sheep.’

‘Mmm,’ I encouraged.
‘But the three other wives of Abu were not cel-

ebrating. When everyone was dancing, they just 
stayed in their rooms. And the night time was not 
good for me. No not at all. It was with pain. I told 
my big sister but she said I must be strong and bear 

outside, not all women are in control. It is impor-
tant to find ways of dealing with the whole spec-
trum, not casting women in the role of victim alone, 
but neither refusing to accept the fact that some 
practices surrounding for example marriage can in 
fact be considered ‘traditional’ and deeply unjust for 
younger women in particular.

Stella:

And yet, patriarchy is not a myth.....

Aisha Sowe (18), the youngest executive member of 
the SYSS for PLWHAs in The Gambia is also one 
the ten pioneers of the group. A mother of two – one 
little boy who stayed with his father upon the separa-
tion and eventual divorce of his parents, and a beau-
tiful baby girl of two years whom she recently gave 
to her wealthy sister – her saddest plight is having to 
be separated from her young children. Though not 
very fluent in English, she initially insisted that she 
preferred to be interviewed by myself and not the 
local Gambian research assistants who were both 
fluent in Wollof, as well as Aisha’s mother-tongue. 
She participated in all the repeat interviews, as well 
as the focus group discussions. ‘Perhaps people will 
change when they hear my story. Maybe it will save 
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all. But Abu was a good man in those early days. He 
only changed after I got his first child.’

‘What happened?’ I asked.
‘I was always sick when I was pregnant with 

Roza.’
‘That is your second child?’
‘Yes, Roza is my second child. I named her after 

Sister Rose [the foreign counsellor] because of how 
she was very good-hearted and helping me. But I 
was sick all the time. Hot body, fever. Hot body, 
general weakness. One day the nurse of the Family 
Planning clinic where I was going for weighing told 
me to go to MRC. They took my faeces, blood and 
urine. When I went back they told me I had this 
AIDS.’

‘Had you asked them to tell you the results?’ I 
asked.

‘No. I just went to them because they told me to 
go back,’ she replied.

Stunned, I asked, ‘Did you actually ask them for 
the test?’

‘No. But no, you are not understanding that it 
was early. They were not asking us if we want to 
have the test. Or whether we want the results. To-
day they ask. But that time it was still early. I do not 
want to say that they did wrong. That is how they 
were doing it. But now they ask.’ 

I sensed that she was getting uncomfortable 
about revealing the rather unethical approach to 
testing and disclosing results to patients, that was 
done in her case. So I steered the conversation back 
to what I hoped was safer terrain.

‘Okay. Tell me about how you felt when they 
told you your results,’ I said.

‘I did not understand this disease. So the doctor 
told me to bring my husband and to explain to him. 
He gave me a card to take to him. I cannot read. 
I took the card to Abu. When Abu looked at the 
card, he beat me very badly. He kicked me. He beat 
me. Yes. I was pregnant with his baby but he kicked 
me and hit me with his hands all over my body. He 
called me a foolish woman. And he drove me away 
from his compound.’ 

She was sobbing loud into the recorder. I was 
sniffing too. This is the point at which I had moved 
towards the recorder to turn it off.

‘Leave it on. I must be strong so that other young 
girls are not forced to marry men who give them 

AIDS and beat them because of telling them what 
the doctors say,’ she stated this clearly.

‘I got my baby girl when I was in my mother’s 
house. Roza looks like Abu, but she has never seen 
her father. I hear he married a new bride in Tallind-
ing. Another young girl has this HIV because Abu 
refused to believe the card from the doctor.’

During fieldwork, Aisha was warding off the  
advances of another male PLWHA whom she 
claimed was persistently seeking to start and estab-
lish a sexual relationship with her. At the same time, 
she reported that her mother’s relatives who were 
unaware of her HIV sero-positive status had begun 
insinuating it was long enough since her divorce and 
were thus encouraging her to consider remarriage. 

Katja:

Reading Stella’s account of Aisha’s story made me 
want to weep, and it also reminded me of how in-
justices like the ones she had experienced are the 
fuel that drove me and many others into develop-
ment work. It’s a story like hers that I would share 
if I wanted to get my colleagues up in arms and 
ready to go to battle. Stories like hers are what shape 
the backdrop to our cries for women’s rights and 
gender equality NOW. The other stories about the 
complexity of life, where women too are calculating 
actors in the marriage schemes, and use all kinds of 
tactics to negotiate a good deal for themselves, will 
not make any donor agency or private funders want 
to open their purse. And at the same time her story 
shows how it’s not only the men who are the cul-
prits, her family, including her female relatives were 
just as much part of it, urging her to get married, 
first to Abu, and now to get re-married. Women 
who uphold the very same social structures which 
oppress them. But she is showing signs of change, 
warding off suitors, saying that she wants to share 
her story so that it won’t happen to other women. 
The change in her life was brought about through 
the HIV infection. And as horrible as that is, the 
question remains, how can we as outsiders discover 
these kinds of changes and help women like Aisha, 
and men like Abdoulie, to turn them into some-
thing positive? 
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New beginnings?

(TAC) in South Africa, and as he says, whilst most 
health practitioners will witness to the fact that their 
patients want to remain anonymous because of the 
stigma, TAC on the contrary has made the transfor-
mation of the stigma of AIDS into a ‘badge of pride’ 
one of their core activities. Taking the three stages 
of rites of passage identified by Turner – separation, 
liminality/communitas and reintegration – Robins 
manages to give a new explanation to the success 
of TAC. During the first stage of separation a per-
son is beginning to develop the symptoms of AIDS, 
sometimes the separation is a result of that person’s 
own actions but equally often it is a case of being 
ostracised from society because of fear and stigma. 
In the second phase the sick person starts looking 
for and hopefully getting treatment, it can be said 
to be a state of liminality as it is still not sure what 
the future will hold, will the medicines work or not? 
Death or recovery? This is where TAC comes in, in 
this liminal state a new social space opens up, which 
is non-hierarchical and supportive, in other words 
an experience of communitas. TAC is mostly made 
up of what, according to Robins, Turner would  
label ‘social marginals’, in the case of South Africa 
the sick, stigmatised, poor, unemployed, young, 
black women. Finally, if the ARVs work, the per-
son is through TAC reintegrated into society with a 
new identity, no longer simply an unemployed black 
woman, but now with a new identity as an activist-
citizen with knowledge about HIV/AIDS and the 
ability to speak out in public spaces. 

As Robins asks ‘What happens when the tran-
sition from youth, to adulthood and elder status 
is blocked by structural unemployment and the 
lethal equation: sex = death? How is it possible to 
participate in social and biological reproduction 
and life cycle rituals given such life threatening cir-
cumstances? It is here, in the shadow of social and 
biological death, that the combination of ARVs and 
TAC offers such a compelling possibility for “new 
life”’ (2005:14). 

The South African case shows that in a sense 
HIV can bring about positive change in some peo-
ple’s lives, at least when they have been fortunate 
enough to have access to support, but not only 

Finding out that you are HIV positive changes your 
life, it makes you different from everybody else, even 
in a country with high incidence rates, it makes you 
‘the other’ in some people’s eyes, many women have 
been thrown out of their homes upon disclosing 
their status, some have been physically beaten, some 
killed. When discussing the impacts of HIV on a 
person’s life the most common approach is to focus 
on the negative, and as the cases above showed, there 
is no shortage of negative consequences. It would be 
hard to miss them. A number of issues are often dis-
cussed, many of them can also be seen above. They 
include the stigma of becoming infected as some-
one who has not lived up to idealised notions of a 
‘proper’ woman who is faithful to and only has sex 
with one partner and the loss of property or being 
thrown off the land of her husband’s family when 
he passes away. But also things like the burden of 
caring for the sick and orphans even when you are 
sick yourself, having to deplete your scarce financial 
resources when you are not able to work or need to 
pay for medicines. And somehow, as someone who 
was not directly affected, and someone who had  
always seen illnesses and diseases as a personal expe-
rience, I would never have thought that the answer 
to all these problems would be anything else than 
trying to promote social acceptance of these indi-
viduals and deal with the practical problems. That 
the HIV positive status could be turned on its head 
and become a new way for positioning yourself in 
society had never occurred to me. And so far, as a 
social force, we have only really witnessed it hap-
pening in South Africa. Wishing to highlight the 
possibilities of engaging with social change that is 
inclusive of those positioned in the margins of the 
powers in society rather than exclusive we will share 
here an analysis by anthropologist Steven Robins 
from his paper ‘Rights passage from “near death” 
to “new life”: AIDS activism and treatment testimo-
nies from South Africa’ (2005). What he makes out 
of the work on rituals and rites of passage of social 
anthropologist Victor Turner in the 1960s casts a 
whole new light on a whole new development. 

Robins uses testimonies and interviews with  
activists from the Treatment and Action Campaign 
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through the possibility of carving out a new iden-
tity. And what is most interesting is that the ma-
jority of TAC activists are women, they have had 
to confront many of the dictates attached to wom-
anhood, many of the expectations they and others 
had on their lives, and together they are formulating 
something new. As women, but also as women who 
are citizens. With a more advanced social security 
system than most other Sub-Saharan countries, and 
having recognised AIDS as a disability, a disability 
grant is now offered. The difference that this small 
amount of money can make for someone who has 
lived under difficult financial circumstances also 
has lessons for those who are in the business of pov-
erty reduction as the following excerpt from Long 
Life…positive HIV stories will show. 

Today I arrive early and everyone is already 
in the room, making beads on the looms that  
Victoria taught them how to make out of tomato 
boxes. Winter is almost over and we are nearing 
completion of the book.

‘Jonathan’, Bulewa says, ‘did you see what they 
wrote on the door of Themba’s office? The Min-
ister is now saying that you will only get the dis-
ability grant for HIV if you are in stage four of 
the illness!’

MSF had been instrumental in extending the 
general disability grant to people living with 
AIDS. These grants are worth R620 per per-
son, and MSF have helped thousands of people 
in Khayelitsha to access them. But now it seems 
the government has panicked. They know how 
many of their people are infected with HIV, and 
they are refusing to pay the more modest basic 
income grant of R100 per person.

‘That is the only money my family is eating 
from’, says Nomwhetu.

We do a quick check to see what everyone in the 
room receives in the way of grants. 

‘I get disability grant of R620 because I’m HIV 
positive’, says Bulewa.

‘Me also’, says everyone else.

‘I also get a child grant of R100’, says Nomawethu, 
‘but only for my one child who is less than 7 
years, otherwise you cannot get it.‘

It’s the same for the others from the MTCT 
group who all have young babies.

‘I get R1240’, says Ntombizodwa. ‘R620 for me 
and another R620 for my son who is also HIV 
positive. But they cancelled the child grant be-
cause he gets the disability one.

‘Yo,’ says Victoria, ‘you must be buying nice 
things with so much money.’

‘I am building my mother’s home,’ says Zodwa.

‘Sifuna indodla,’ says Victoria, ‘We need this 
pension, but I think mine is going to stop. I got 
a letter saying indodla is finished and the last 
one will be in September.

‘Last month I received,’ says Ncedeka, ‘but this 
month nothing.’

I wonder about this grant. I know everyone 
needs income desperately, but maybe it also 
renders everyone dependent and helpless.

‘For AZT to work, we need some good enough 
nutrition,’ says Nondumiso. ‘That is how MSF 
chose us to get the grant. It meant you could  
afford the right nutrition so the ARVs could 
work. Now what if they stop the grant, the ARVs 
won’t work.’

‘And now we are getting better from these ARVs 
we are not in stage four anymore,’ says Ncedeka. 
‘So, does that mean they will cancel the grant?’

‘No, my doctor says if you entered in stage four 
you will stay on,’ says Bongiwe

‘Are you sure?’ asks Nondumiso. ‘I do not trust 
this government.́

I tell them about a woman I met in Bloemfon-
tein who said she loved HIV, because she and her 
HIV-positive child were receiving over R1�00 a 
month in grants now, after years of being unem-
ployed with no income. I ask whether any of this 
group can imagine saying that.

There is a long silence.

Eventually Nondumiso says, ‘I also love this 
HIV. Before I was sitting home, no job, no noth-
ing, no everything is lekker. Is that shocking to 
you, Jonathan? Now at least I’m hoping.’

‘Me also,’ says Victoria. ‘I was thin. Thin, thin, 
thin, and not from HIV. It was before I became 
infected, after my boss went to Australia. I was 
just thin from no job. Now I’m fat because of my 
grant and my job which is all about HIV.’
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‘I feel I can go everywhere I want to go with this 
HIV,’ says Nomawethu. ‘I can fly and climb a 
mountain.’

‘Do you mean you don’t feel disabled?’ I ask, 
thinking maybe a disability grant should do 
just that, make people who receive it no longer 
feel disabled.

‘I mean I can now do the things I used to be 
afraid of,’ answers Nomawethu. ‘It helps me to 
see life is precious and how you can’t just live it, 
you have got to plan.’

‘Yes,’ says Victoria. ‘HIV has done a lot for me. 
I meet a lot of people, white people, who I was 

scared of before, black people from America, 
not like before, even after apartheid ended, we 
were living separate, and now we talk about this 
thing in my blood and also other things.’

‘With this grant I can now have something,’ 
says Maria, ‘HIV is my friend. Before, only my 
husband was the breadwinner. Now we com-
bine it and buy some foods and medicines and 
herbs to boost my immune system. And if there 
is some change at the end of the month, we 
build on our home. I feel good that I can con-
tribute also.’
(Morgan, J.  and The Bambani Women’s Group, 
200�:120–12�) 



Epilogue – Striking a balance

Perhaps we still regard ourselves as guilty of some sort of sin of sexual con-
tamination, as marked by moral inferiority, by an uncleanness or exposure 
of body, and hence a sense of moral inferiority. Some religious moralists 
inflame all this. They forget that AIDS is a disease. We all do.  
(Cameron, 2005:71–7�)

It has been said by many, including ourselves at some point, that HIV and AIDS has 
opened up a space to talk about SEX. But was that necessarily such a good thing? 
And whoever thought that people didn’t talk about sex before the days of the virus? 
Maybe if we hadn’t obsessed so much about it being sexually transmitted, it wouldn’t 
have become such a stigma to get infected? No other virus or disease has the same 
connotation of moral inferiority. But how could we not have talked about sex since 
this virus was indeed primarily transmitted through sex? It wasn’t airborne like TB, 
it wasn’t carried by mosquitoes like malaria, and it didn’t come from the water like 
bilharzia. It is a disease, and today it is a disease that you can live with. And as with 
most diseases and viruses there are many different things that can be done in our 
environment to stop it from spreading. We all know that clean water will protect us 
from getting various intestinal worms, we know that living in a crowded space with 
people who have TB is likely to mean that anybody who isn’t vaccinated will get it, 
and we know that protecting ourselves from mosquito bites in malaria-ridden areas 
will prevent ourselves from getting the malaria. What we hardly ever talk about is 
how all these things also have an impact on how much more likely we are to become 
infected with the HIV virus if we have sex without a condom with someone who is 
HIV positive. Worms, malaria, and many other sicknesses that are common in areas 
where people live in poverty make us much more susceptible to contracting the vi-
rus, much more likely to pass on the virus and much more likely to develop AIDS.18 
But that wasn’t what most of us spent our energy on understanding or trying to 
change, we spent our energy on the more direct cause of the spread of HIV, the 
sexual act. Perhaps, we need a bit of balance, perhaps now that we have accepted that 
HIV and AIDS has everything to do with development at all kinds of levels, social, 
economic, political, we can allow ourselves to start talking about it as a disease again 
and look for more solutions to this problem apart from providing condoms, chang-
ing male behaviour, promoting abstinence and all the other activities which are so 
closely linked to sex.

And perhaps it is time to free talking about sex in Africa from AIDS. As Stella 
said she grew up terrified of sex because of AIDS. How can someone who is terrified 
go out and change the world and challenge the social order? It seems as if anyone 
who works on ‘sexuality’ today in Africa (either as a researcher or activist) must tie it 
in one way or another to AIDS. And that has also led us to focus on the dark sides of 
sexuality and sex, on turning sex in Africa into something problematic and different. 
On the other hand it has also helped us bring to light the abuse of women’s bodies 
and women’s rights that happens on a daily basis. Will freeing work on sexuality 
from HIV and AIDS, whether it is in the form of research, activism or development 
interventions, help us focus on the positive aspects, on (re-)claiming our bodies as 

18. Ambert et al., 2006.
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sites of pleasure and help us escape the victim narrative and formulate new ways of 
performing womanhood? Perhaps it isn’t possible to free work on sex and sexuality in 
Africa from HIV and AIDS as it has such a strong presence in most of the countries, 
but should we then try to pay more attention to the stories of change such as those we 
have shared here? Stories about women, and men, who have been forced to re-think 
and re-shape their lives as they became HIV positive? 

The challenge remains, how do we strike a balance between the ideologies that 
guide our choices and how we understand the world, the myths and stories we need to 
create in order to inspire ourselves and others into action and the very complex reali-
ties that surround us? We hope that by sharing our own confusions and battles with 
ourselves we can provoke others into thinking, into taking a time-out to reflect, both 
on what you believe in, what kind of world you want to participate in creating, and to 
take a new look at the world that you live in.
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