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Introduction
AIDS has been equated with stigma and discrimination since the first cases
were identified in the late 1970s. Watney (1994) recorded the traumatic
impact that HIV had on gay communities in the US and the feelings of
desperation and anger at the lack of concern and support from government.
Altman (1994) recalled that governments at that time were reluctant to work
in partnership with ‘deviants’ fearing that their action would be unpopular
and misinterpreted as condoning immoral behaviour. An ethos of self-help
grew out of the isolation, despair and anger. People with HIV experienced
a common sense of oppression and began to speak out to challenge
discrimination and force their governments to show leadership. The history
of AIDS activism in the US and United Kingdom is well documented (Shilts
1987; Patten 1988; Kramer 1990; Act-UP 1990; O’Sullivan and Thomson 1992;
Patten 1994; Watney 1994; Garfield 1994). However, there are very few similar
works that examine the early days of community activism in other parts of
the world, particularly sub-Saharan Africa.

HIV in Africa was blamed on prostitution and promiscuity. HIV positive
people were seen as sexual deviants and social transgressors. The fact that
HIV only seemed to affect marginalised and unpopular groups caused
disinterest and complacency among governments and the general public
worldwide. The response of most governments took the form of mass
prevention campaigns which caused panic and often increased hostility
towards positive people, or those suspected of being infected. Such
campaigns did nothing to change behaviour or address the social impact of
AIDS. The first community-based AIDS organisation in Africa was TASO,
The AIDS Service Organisation, established in 1987 in Uganda by Noreen
Kaleeba whose husband had died of AIDS. TASO provided support, care
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and counselling and adopted the slogan ‘Living Positively and Dying with
Dignity’ to promote tolerance and respect (Kaleeba 1995).

By the early 1990s a small number of self-help organisations, run for and
by people with HIV had emerged in Africa. Body Positive in South Africa
was set up in the 1980s to support gay white men. In Kenya TAPWAK The
Association of People with HIV in Kenya, was led by men but was officially
mixed and the members were overwhelmingly women. In Zimbabwe the
Centre for people living with HIV/AIDS had been established to provide
nutritional advice and counselling to women and men living with HIV. In
1992 a new type of activism emerged in Uganda, Zimbabwe, Kenya and
Malawi – for the first time in the world, it was led and dominated by HIV
positive women. An international meeting of positive women provided the
impetus for this activism when 59 positive women from 27 countries came
together for one week before the World AIDS conference in Amsterdam. I
was fortunate to be among the group. As we shared our stories and
experiences we grew angry. Why did so many of us have to go through the
same feelings of fear, isolation, shame and despair? Many of us spoke out
for the first time at that international conference and returned home
determined to stand up and make a difference. We created a network, the
International Community of Women living with HIV/AIDS (ICW) to
support one another and to reach other positive women. We agreed upon 12
statements to express what was needed to improve the lives of women living
with HIV and we used these statements as the basis for our advocacy and
negotiations with governments, health professionals, media, researchers
and conference organisers (see www.icw.org).

Association with ICW gave positive women the confidence and credibility
to voice their concerns. They were no longer speaking just as individuals
but as part of a recognised network. ICW’s real strength was in its members,
the women who were speaking out in their countries. Given all the forms of
discrimination and exclusion and the vast consequences of poverty that
conspire to silence women, these women were exceptional because despite
their circumstances they spoke out about taboo subjects of sex, power and
death. They fundamentally changed the way their governments and societies
responded to HIV yet their achievements went undocumented at the time
and sadly many of the original founders have passed away.

Theoretical framing
I will reflect on the activism of HIV positive women through three themes:
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Disclosure, Empowerment, and Partnerships. In 2000 I wrote a dissertation,
which analysed the perceptions of experiences of women and men living
openly with HIV in South Africa. There was a startling disparity between
how they understood disclosure, empowerment and partnerships and how
these themes are commonly treated in the literature. In this paper I will draw
on that analysis and broaden out the discussion to positive women in other
African countries.

Methodology
The paper is underpinned by the qualitative research undertaken in 2000 of
ten life histories (three South African women, four South African men, two
Ugandan women and one Zimbabwean woman) through semi-structured
interviews. It draws heavily on my own experiences as a co-founder and
activist for the International Community of Women living with HIV/AIDS
(ICW) from 1992-1999 and as a consultant on HIV, gender and development
since 2000. The paper is based on oral sources, workshops and presentations
and memory of conversations with African positive women since 1992. All
the quotations cited in this paper are drawn from the interviews for the
dissertation (Manchester 2000) unless otherwise attributed.

Disclosure
An HIV diagnosis is a life-changing event. People with HIV often talk about
their lives in terms of pre and post diagnosis. It is extremely difficult to
come to terms with a severely stigmatised, life-threatening disease. People
with HIV commonly experience isolation, shame, guilt, fear, grief, and a
loss of power and a loss of control. Despite the intense desire to keep one’s
diagnosis a secret, this secrecy becomes a huge burden. The constant fear
that other people will find out often hinders access to healthcare, emotional
support and basic rights. Disclosing one’s HIV status can be daunting yet
it can also help to shift and lessen these overwhelmingly negative feelings.
The manner and context within which one discloses one’s status can
profoundly affect a person’s ability to cope with the diagnosis. This section
discusses the experiences of African women who were among the first in
their countries to publicly disclose their HIV status.

 The predominant theme in research literature is that of disclosing to
sexual partners and significant others. Disclosure of HIV status has been
identified as one of the prime concerns for people who are diagnosed HIV
positive. Holt et al (1998) describe it as an ‘acute and recurrent stressor’
as people commonly face rejection, abuse and even violence.
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I was scared about my death, I was very worried about my family, my
kids particularly, and I was very scared to tell my husband because he
was very physically abusive. (Mercy Makhalamele, South Africa)

American and European studies on disclosure stress the importance of
ongoing counselling for HIV-positive people to be able to disclose their
status and begin to accept their diagnosis. However, there is a stark contrast
between the emphasis on counselling in wealthy, low prevalence countries
and the lack of counselling available in high prevalence countries.

Positive women’s activism in Africa came about precisely because of the
lack of support and counselling available. After the first ICW meeting
positive women set up the first support groups for women in their countries.
Today these are large membership organisations, which advocate for
positive women’s issues. Dorothy Onyango created WOFAK (Women
Fighting AIDS in Kenya); Cate Nalugya and Margaret Nalumansi set up
NACWOLA (the National Community of Women living with HIV/AIDS)
in Uganda; Winnie Chikafwmbwa started NAPHAM (the National
Association of people living with HIV/AIDS in Malawi); Auxillia Chimusoro
and Angeline Ndlovhu set up support groups in two areas of Zimbabwe,
Masvingo and Chitungwiza.

Auxillia had been the most outspoken of the positive women at the
conference in Amsterdam. She was a domestic servant who had not completed
primary education yet she understood and articulated, for the first time, that
women’s low status and dependence on men for economic support was at
the heart of women’s vulnerability to HIV. She urged ICW to act on issues
around women’s poverty and women’s status. She went home and became
the first person in Zimbabwe to publicly disclose their HIV status.

Women’s activism was possible because of the disclosure of people
like Auxillia who paved the way and braved the climate of antagonism
against people with HIV. She encouraged women she worked with to
disclose to their families and other positive women. (Lynde Francis,
2003)

The initial difficulty all the women faced was how to persuade women
that talking about their status would help. Winnie Chikafwmbwa, an ICW
key contact from Malawi faced criticism that talking did nothing and people
needed food, clothes, and medicine. Winnie found a meeting space in
Lilongwe centre but could not help with transport costs or provide food. She
was disheartened at first but eventually negotiated with United Nations
Development Programme (UNDP) for funding for the group to be able to
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cover basic costs and provide a meal. Once women came to the group they
found that it was indeed a relief to talk about their situation.

As soon as they have an opportunity to share and compare with other
positive women, it’s like a huge weight off their shoulders. They feel
really different because they are not alone. (Lynde Francis, Zimbabwe)

The vast majority of women who attended support groups were widows.
Often their HIV status was suspected because of the death of their husbands.
These women had nothing left to lose: many had lost their husbands, their
income, even their property. They came together for support and hoped to
find ways to feed their families and pay school fees. Men rarely attended the
group but it was an early feature of women’s support groups in Zimbabwe
and Malawi that the chairs of support groups were men. In the early 1990s
it was unheard of for a woman to be in a position of authority and they did
not question the need for men to head the organisations. In time this changed
as women found that men did not and could not represent their concerns.

Many women have said that their greatest relief on attending a support
group was that the other women did not look HIV-positive. This way they
could begin to accept that strangers would not be able to automatically tell
their status, which increased their self-confidence. Peer support groups are
a lifeline for many positive women. Mercy Makhalamele, set up a support
group in the hospital where she was diagnosed. She explained that it was the
other women in the support group who helped her to tell her husband and
cope with his violent reaction.

Disclosing in a support group helps women to disclose on a personal
level. Women seek support around what to say in a new relationship. How
to tell an existing sexual partner without being rejected. Although support
groups provided a safe space for women to share there were some issues
around disclosure that for many years the groups felt ill equipped to deal
with. The main issue was talking to children about HIV. I have noticed that
in any new group of positive women the first question is usually – ‘do you
have children’? Followed by ‘have you told them yet’? Many of the activists
in ICW were speaking at conferences, attending National AIDS Programme
meetings, advocating for rights and services yet they found it extremely
difficult to talk to their children.

I find it easy to speak to international meetings and political leaders
about living with HIV. However I found it very hard to speak to my own
children – in fact it was one of the hardest things I ever had to do.
Children are always left until last. I hadn’t spoken to my daughter
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about my status, when she said: ‘Mummy, I hope there is a drug for HIV
in 7 years time. I was really taken aback. Our children are the last to
know and we take it for granted that they don’t and can’t understand
what is going on. But they do. They suffer stress and anxiety just like
adults. (Beatrice Were, Uganda, ICW 1998)

The first African organisation to address these issues was NACWOLA in
Uganda. Their Memory Book project supported positive mothers to disclose
to their children and to help them compile Memory Books about their
families to instil a sense of security and solidarity through traumatic times
of illness and death.

The women who established the groups were often called upon for advice
and support. However, they rarely had good personal support structures of
their own. The ICW network became a long-distance support system for
women who understood the pressures of being visible and in demand. They
did not receive support from the groups’ members and sometimes became
the target of vicious accusations – were they really positive or just doing this
to make money? Why were they always going abroad, were they feathering
their own nest? In the year before Winnie Chikafwmbwa died the organisation
had split into two acrimonious factions, people with HIV fighting people
with HIV. It was eventually resolved but sadly not before her death.

Many positive people find it easier to disclose publicly, in front of
strangers, particularly far from home, than to tell those closest to them.
Many of the interviewees disclosed by speaking at conferences or giving
interviews to the media yet in hindsight they all felt that they did not
consider the impact of their disclosure and did not prepare themselves or
their families for the fall-out from their public disclosure.

There are no published studies which explore the motivation and impact
of being publicly open about one’s HIV status. Even the policy documents
and reports which strongly advocate for the involvement of people with
HIV (UNAIDS 2000:87-88; Department of Health 2000:11; World Bank 2000a)
do not consider the processes involved or the psychological impact of
disclosure, and the potential impact, for example, on a person’s relationships
or career prospects. Whilst there are now government, UN and NGO
initiatives, which encourage disclosure for prevention, they consistently
fail to help positive people prepare for this or deal with the aftermath.

The South African strategy for AIDS 2000-2005, cites the number of
people “coming out” as people with HIV/AIDS as a key indicator by which
to judge the country’s response in terms of ‘social values, human rights and
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acceptance in the community’ (Department of Health 2000:12). Yet when
asked whether they thought more people should disclose, the interviewees
did not consider that it was necessary for large numbers to disclose publicly.
They attached a greater importance to personal disclosure for emotional
and practical support, for example to support groups or for medical care.
Promise explained how working with other positive people had made her
appreciate how difficult personal disclosure is. She believes that support
services could do more to assist people:

Having worked in support groups, I realised that people do want to
disclose but that they don’t have the skills… you need a different
strategy to disclose to a child than to an adult. (Promise Mthembu,
South Africa)

Public disclosure is often driven by a desire to challenge stereotypes that
depict people with HIV as promiscuous deviants and to be accepted. It is a
powerful statement that there is nothing to feel guilty or ashamed about and
being able to internalise that message is essential for coping with the
diagnosis. HIV positive activists become advocates. They are driven by a
wish to improve the situation of other people struggling to cope with the
virus: ‘to fight for the rights of people living with HIV/AIDS,’ and ‘to be a
voice for people living with HIV’. There is also a deep-seated hope that
through sharing their stories, they could prevent new infections by alerting
others to the existence of HIV to ‘educate others about the facts of HIV’ and
‘to raise awareness’.

A longer-term impact of disclosure is that for many people talking
publicly shifted HIV from being an internal, or personal issue, to being an
external or political issue. Many people who have been diagnosed and active
for a long time share a feeling that HIV no longer has the hold over them that
it used to.

To enable this distancing and to accept that there is much more to a
person than HIV status alone, it is important that positive people are
educated around the issues and trained as effective speakers so that they are
not just giving a personal testimonial. This will be discussed in the next
section on empowerment. What does empowerment mean in the context of
HIV? Are disclosure and empowerment linked? Does empowerment lead to
disclosure? Does disclosure lead to empowerment? Or is neither dependent
on the other?
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Empowerment
Empowerment has been theorised from a range of different perspectives in
relation to writings on gender and development (Kabeer 1994; Afshar1998;
Rowlands 1997; Townsend 1999). Feminist advocates of empowerment
distinguish between power over certain resources or agendas and power
with processes that bring about change. The latter often requires some
power from within entailing understanding and confidence to take action.
Given gendered social relations of inequality the process of empowerment
might well not result in outcomes women might value. While emerging
research stresses how limited women’s empowerment often is (Khandekar
2001; Robinson Pant 2001), the term has gained currency among development
agencies to descibe their strategies (World Bank 2000b ). Empowerment in
the literature conceives of a fundamentally collective activity, which aims
to redistribute power and resources. Baylies and Bujra argue that
empowerment can be an effective strategy for behaviour change only to the
extent that ‘it moves beyond individualistic, enlightenment formulas and
embraces a collective form’ (1995:216). They point to a number of cases
where sex-workers have acted collectively to protect themselves from HIV
infection by rejecting clients who refused to use condoms. However, sex-
workers have much more control over their clients’ sexual behaviour than
married women have over their husbands. Indeed UNAIDS identified marriage
as a principal risk factor for HIV (UNAIDS 1999b:36).

Rowlands (1997) describes spheres of empowerment and argues that
collective action is not possible without personal empowerment. She also
identifies factors that inhibit empowerment such as gender roles, when, for
instance, women are prohibited from attending groups by their spouses.
Rowlands remarks on the absence of critical theory about the nature of
empowerment in a development context. She is concerned that large
numbers of grass roots empowerment projects seem to sustain a false notion
that empowerment is something that can be done to people.

Empowerment for women already diagnosed HIV positive is not
considered in any of the literature studied. Empowerment in relation to HIV
focuses on prevention and ends there. However, positive women interviewed
have repeatedly expressed firm opinions of what empowerment is and how
it comes about.

Self-empowerment
Without a doubt, self-empowerment is the most crucial aspect of
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empowerment for people living with HIV. An HIV diagnosis is life changing
and brings about feelings of fear, shame and isolation. It makes people feel
dirty, abnormal and frightened. The first challenge is to regain a sense of
self-worth confidence and dignity.

When I learnt of my HIV infection I had to start a new life. My life was
in shatters. Empowerment in the context of people living with HIV
means being able to cope. (Milly Katana, Uganda)

Self-empowerment implies taking back control and power over a life that
has been torn apart by HIV, a refusal to give up and die, of knowing oneself,
of learning to say no, or leaving violent relationships – making conscious
decisions to take back control of one’s life from the grips of HIV.

It is about accepting HIV for yourself and working out how you are
going to get on with your life. (Lynde Francis, Zimbabwe)

For most women this strength comes after meeting other positive people,
seeing that there is life after diagnosis and why ICW advocates for peer
support as the most important element in coming to terms with the diagnosis.
Many people assume that an HIV diagnosis marks the end of life. Maybe it
does mark the end of one life but it can also signify the beginning of another.
Self-empowerment is about hope and personal strength. It challenges to the
core the stigma and negative discourses around AIDS.

I may not have financial resources but I have an inner empowerment
resource that can overcome the social and cultural conditions that I live
in. (Brigitte Syamelevwe, Zambia, quoted in the Guardian 2003)

However even those with great inner strength like Brigitte are often
trapped in cycles of poverty. HIV further impoverishes the poorest in
society through the loss of employment and future earning possibilities, loss
of housing and increasing expenditure on health care.

Practical empowerment
Practical empowerment implies coping materially and practically on a day-
to-day basis. People with HIV are often trapped in cycles of poverty, as their
income diminishes, their day to day expenses rise. Widows and women who
have been divorced or abandoned due to HIV are often left homeless,
destitute with no way of caring for themselves of their children. Within the
ICW network the most commonly expressed need from women in Sub-
Saharan Africa is support and training on establishing income-generating
projects in the hope that they can earn income which will alleviate the
difficulties they fact in their day to day lives.
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We have to look for ways and means to get out of this abyss. Rather than
seek alms we must look for an honest livelihood. (Positive woman from
Cameroon, ICW 2000:11)

HIV positive women from NACWOLA and WOFAK shared their
experiences of income-generation at a workshop for African women living
with HIV (ICW 2000:10-11). It was interesting that the women recommended
that income-generation projects were more likely to succeed if they were
run by individuals or family groups rather than HIV support groups. This
was due to the tensions that arise over workload, investment and profit
distribution. Again, the focus is more on personal empowerment than the
collective empowerment enshrined in the literature. Practical empowerment
is closely linked to self-empowerment. HIV can destroy self-esteem to the
extent that practical empowerment would seem impossible. One needs to be
self-empowered to be able to consider practical empowerment.

Knowledge as empowerment
Most studies of positive women have shown that they had no knowledge of
HIV at the time of their diagnosis. Lack of accurate and relevant information
about HIV adds to the despair and hopelessness that many people feel when
they are diagnosed. Auxillia was diagnosed when her youngest child died
of AIDS:

My child died because of my ignorance, then when I was told about it,
I was blamed for it. (Auxillia Chimusoro, 1995)

People with HIV are often discriminated against because they lack
knowledge of their rights or are too afraid to fight for them. Many African
women whose husbands died of AIDS found themselves with no inheritance
rights to property, land or possessions.

My in-laws wanted to take advantage of me, grabbing my property,
harassing me and accusing me and wanting to have me inherited by one
of my late husband’s brothers… fighting for that and dealing with that
has made me feel a very brave person and has made me very strong.
(Beatrice Were, Uganda)

Beatrice, Auxillia, Winnie and many others stood up for their rights for
property, for work, for education for their children. In the first instance this
was self-empowerment yet it drove them to support other women, to help
them come to terms with their diagnosis and take control of their lives.

Winnie was a gentle soul who forced herself to do battle and became
a warrior and a victor on behalf of other people. (Lynde Francis ICW
1998)
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Many self-help groups have been based on the premise that people with
HIV will support other people with HIV. This is certainly true and peer
support and counselling provide a lifeline to those struggling to cope.
However, the success of some groups has created an expectation that people
with HIV will voluntarily support and care for others with the virus. This
commitment and volunteerism has been exploited by NGOs and government
programmes that use this cheap or free labour in place of healthcare services.

Empowerment or exploitation?
When asked, positive women express great frustration at the pressures,
which are placed, on them, to work voluntarily and to disclose their status
as part of prevention campaigns when their own needs are ignored. Beatrice
Were from Uganda described her feelings on this:

I felt pain seeing positive people being told by organisations to stand
and give your testimony, to help other people, but you spend all these
years doing these things for other people but you do not spend time
sorting yourself out… It is important that it is symbiotic, that if I am
expected to go out there and give a message, I must be empowered to
sort myself out first, to talk to my children, to plan for when I am very
ill. So I think that empowering people to get others to protect themselves
by telling them that I have HIV, while at the same time I am panicking
to write my will, feeling very sick. Then they are looking for another
PWA (person with HIV/AIDS) who is still strong to do the talks I’ve
been doing and I am ignored. For me that is not empowerment for people
with HIV, for me that is exploitation. (Beatrice Were, Uganda)

In February 2003 Brigitte Syamalevwe, an activist and ICW member
died. She was an experienced teacher who, through her intellect and passion
for women’s rights, was at the forefront of Zambia’s response to HIV. In 2000
she was selected as an HIV ambassador by the UN development programme
and in that capacity worked at the education ministry in Lusaka integrating
HIV education into the Zambian curriculum. In the same year Kofi Annan
presented her with the UN volunteer against AIDS medal for her tireless work
at community, national and international levels. Yet in 2001 when her
husband, a clinical officer and activist became very ill and her 19 year old son
was diagnosed with advanced cancer she was forced to give up work to care
for them. Her loss of income meant that she stopped taking the anti-HIV
drugs she had started just three months earlier. Her husband and son both
passed away in November 2002 and she followed them three months later.
People with HIV need more than medals and accolades to stay alive.
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Collective empowerment
Collective concepts of empowerment, most frequently discussed in the
literature did not resonate for the interviewees. They understand
empowerment as something ‘personal’ which could be supported and
encouraged by the group but which had to come from within. However,
there is a collective empowerment emerging amongst advocacy organisations
which is based on knowledge and understanding of rights. This is visible in
the activism of TAC where women in alliance with lawyers have successfully
won the right to antiretroviral drugs in pregnancy to reduce the risk of
mother to child transmission of HIV. The Zimbabwean Network of Positive
Women allied with women lawyers to introduce marital rape as a criminal
offence in Zimbabwe law. The women’s knowledge and their large numbers
have made them a formidable force.

HIV has given African women a voice and has enabled them to address
issues which were strictly taboo: domestic violence; incest; dry sex;
contraception; abortion; child rape; marital rape; prostitution; promiscuity;
women’s lack of inheritance rights; and women’s social and economic
status.

HIV has been the vehicle to emancipate Zimbabwean women and give
them a voice. (Lynde Francis, 2003)

Women in support groups became feminists without ever saying the
word, because of their HIV status. They recognised that being trapped in
poverty, dependent on men for money, housing and status made them
vulnerable to HIV infection.

In the mid 1990s there was no feminist movement in Zimbabwe, it
came about because of the threat of the HIV infection to women, their
children and their children’s future. (Lynde Francis, 2003)

In the past, individuals on national and international committees or
boards found it difficult to speak past their own experience and were often
daunted by the ‘qualifications’ and experience of others on the board.
Positive women knew that such participation was tokenistic rather than
effective and this is a subject frequently discussed in support groups.
Today, as the groups grow larger and more women are actively involved the
whole group is empowered when their representatives are in positions of
power and they want their representatives to represent them not to sit
silently in agreement. Partnerships have begun to change.



97

Hope, Involvement and Vision

Partnerships
This section considers the current commitment to involving people living
with HIV in programme planning and implementation and explores what this
has meant in practice for the activists. Initially governments were reluctant
to work in partnership with community HIV activists but by 1994 a consensus
had developed that HIV community organisations played a key role in care,
support and education (UNAIDS 2000:88). This consensus was signalled on
1st December 1994 at the Paris Summit on AIDS. Health Ministers representing
42 governments, signed the Paris Declaration on AIDS which committed to:

Support a greater involvement of people living with HIV/AIDS through
an initiative to strengthen the capacity and co-ordination of networks
of people living with HIV/AIDS and community-based organisations.
By ensuring their full involvement in our common response to the
pandemic at all – national, regional and global – levels, this initiative
will, in particular, stimulate the creation of supportive political, legal
and social environments. (UNAIDS 1999a:13)

The ‘Greater Involvement of People living with HIV/AIDS’ became known
as the GIPA principle, an acronym that launched a tidal wave of rhetoric,
particularly among the global development agencies. In March 1995, Dr Peter
Piot, the first Director of UNAIDS gave his first official speech to the 7th
International Conference of People living with HIV/AIDS in Cape Town. He
guaranteed a new era of partnership between the UN and people living with
HIV/AIDS and he pledged to involve HIV-positive people in: Planning,
shaping and guiding the global response to the pandemic... (GNP+ 1995).
The World Bank has demonstrated its commitment to GIPA by announcing
that MAP, the Multi-Country HIV/AIDS Programme, includes the
involvement of people living with HIV from national to village level in its
eligibility criteria for funding (World Bank 2000).

However, the agencies have failed to define what they mean by such
involvement. Often ‘partnership’, ‘involvement’ and ‘participation’ merely
mean consultation, or worse, simply being present. What do development
agencies and governments mean by partnerships? Are they driven to
achieve the most effective response, or to be seen as politically correct?
Equally, what do positive people want to achieve through forming
partnerships and being involved in the response? There has been a total
absence of analysis of motivations and agendas on each side of the
partnership. This means that it is difficult to measure the impact of
partnerships.
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Policy partnerships
Having disclosed within support groups, positive people were encouraged
to participate at a more strategic, influential level. This could mean strategy
or policy work by serving as a board member for a local, provincial or
national AIDS Service Organisation (ASO). People with HIV have made a
significant contribution to policy formulation around HIV. They have a
deep understanding of the need for rights and non-discrimination and their
commitment and passion has kept HIV on the political agenda. However
their goodwill, intentions and commitment have been hampered by the lack
of practical support and training they received. People with HIV have
expertise that stems from their experiences. However, they have rarely been
given the opportunity to further their own skills and personal development.
Auxillia Chimusoro in Zimbabwe did not complete primary school yet she
was an outspoken advocate of positive women’s issues at national and
international levels. Many people with HIV are aware of their limited
educational qualifications and want to develop skills and a deeper
understanding of the issues. Many of the forums in which they participate
deal with issues such as human rights, the law, treatment, medical care,
vaccine development, ethics, policy formulation, national strategic planning
and much more. Being HIV-positive does not automatically mean that one
knows and understands all the issues pertaining to HIV but this simple fact
has rarely been taken on board by programmes seeking to involve and
empower people with HIV. Participation inevitably feels tokenistic if
people with HIV are struggling to participate as equals.

Partnerships with government
One of South Africa’s major strategies to deal with the epidemic was to
increase the visibility of people with HIV so that South Africans would
believe that the threat was real and change their behaviour accordingly. The
first of these programmes, FACES of AIDS, was launched in 1996. Twelve
HIV-positive people were employed by the Department of Health as
Community Liaison Officers to literally ‘give AIDS a face’. This was the
first partnership of its kind between people with HIV and a national
government. AIDS activists celebrated it worldwide as the sign of a
government committed to supporting and empowering people with HIV.
After years of volunteerism, people with HIV were to be recognised and paid
for their work in the community (Collins 1996). Unfortunately, the project was
not a success. Prudence who worked as a Community Liaison Officer
described it as ‘a good idea, which turned out to be a nightmare…’
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Any day you were supposed to disclose, any day you were supposed
to be ready for the press… I was called the Community Liaison Officer
but when it suited them, many things would change. Sometimes you
were not allowed to be at the grass roots, not allowed to choose your
language, not allowed to express yourself in a way that you would like.
(Prudence Mabele, Pretoria, June 2000)

The Government’s rationale for involving people with HIV was for their
testimonies, to encourage behaviour change through sharing their own
experiences. Positive people on the other hand, had hoped that involvement
at such a prominent level would move them beyond tokenism and personal
testimonies. They were to be sorely disappointed, working within government
proved to be marginalizing and disempowering.

Community partnerships
As more and more positive women joined support groups they felt able to
share their stories in community education and awareness programmes for
a local AIDS organisation, school or church group. Whilst many positive
people enjoy the experience of challenging stereotypes the impact of these
personal testimonies on the audience and whether or not they result in
behaviour change is not known.

I am not sure whether hearing a person saying ‘I am HIV-positive’ will
make people go home and use condoms… people are always interested
in your story. They want to know how many sexual partners you had
before you were diagnosed. If you tell them three, a person will say, ‘oh
well, she had three, I have only had two, that means I am not at risk’
… you know they pity you, they don’t think about themselves, they
only pity you and encourage you to be strong, it is you, you are positive.
(Promise Mthembu, Durban, July 2000)

Community education/awareness programmes rarely involve positive
people in the design or implementation of the programmes beyond the
‘personal testimony’. This limits their effectiveness as positive people have
an insight into messages which work and which go beyond Abstain, Be
faithful and use Condoms.

Associations of people with HIV
In many countries people with HIV decided to create networks to legitimise
their involvement and become more strategically effective. Most African
countries now have a network of people living with HIV. The Zimbabwean
Network of People living with HIV (ZNP+) grew out of established support
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groups around the country. Each support group would elect a representative
to the network. In other countries such as South Africa, Botswana and
Zambia the national networks were established from the top-down without
a core base of active support groups at local level. NAPWA in South Africa
is a typical example of a top-down network. Pat Hlongwane, a volunteer
with NAPWA since 1997, described it, as an organisation made up of
‘radical individuals’ not a collective movement. Women make up the vast
majority of the members of the networks yet the paid or elected positions are
filled mostly by men. Women’s lack of professional experience or educational
qualifications often bars them from positions of authority in HIV
organisations.

To date the national networks have not become the strong HIV advocacy
movements that many hoped they would. The main reason for this seems to
be that they are stretched too far and too wide. Organisations with a specific
focus and remit have been more successful as they have clearer stated aims
and engage in training and education around their key themes. In Zimbabwe
the Centre for People living with HIV/AIDS is staffed entirely by people with
HIV and provides counselling and nutritional advice to people living with
HIV. It is a unique organisation established by Lynde Francis, a qualified
nutritional therapist who believed that malnutrition is the main factor to
progression to HIV related illnesses. The Centre has had spectacular
success, despite low levels of funding. During the current food shortages
and political crisis the Centre has provided seeds and training for nutritional
gardens in urban and rural settings. Working with women’s support groups
they teach members to grow and cook cheap nutritious food. Staff, volunteers
and members have become informed advocates around nutrition and basic
health care. By demonstrating that people with HIV can live long healthy
lives, with good nutrition, they counter the messages of death and despair
that people with HIV are confronted with on a daily basis.

The Treatment Action Campaign was established in 1999 soon after the
South African Minister of Health refused to make funding available for
antiretroviral drugs for pregnant positive women. Whilst TAC is a successful
coalition of lawyers, academics, trade unions it has also empowered
positive people to demand access to treatment as their right. NAPWA with
such a wide, unfocused agenda was unable to mobilise people with HIV yet
through TAC many positive people have become informed, articulate
advocates.

Education and information is the key to effective, empowering
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partnerships. ICW’s Positive Women: Voices and Choices project enabled
Zimbabwean women to become researchers, analysts and advocates around
women’s sexual and reproductive health (ICW 2002). The team leaders,
elected by their support groups were trained for over a year and became
conversant with complex issues around women’s reproductive and sexual
health and women’s issues in general. Since completing the research the
team leaders have gained recognition in their local communities and have
served on district health boards and electoral committees.

Conclusion
The HIV epidemic is a devastating scourge but it has enabled women,
finally, to act on issues that would not otherwise have been addressed. In
many countries the epidemic has produced a grass-roots feminist movement
which is challenging male violence, rape, incest, customary inheritance
laws and women’s economic dependence on men.

For almost a decade ICW members were the only, or among a very few,
people living openly with HIV in their countries. Though they gave support
and voiced women’s concerns they were often unable to get the support they
needed. Winnie, Auxillia, Angeline, Cate, Margaret, Brigitte and many
others have died and their passing is an immense loss to women’s activism.
Auxillia, a few months before she died in 1998, talked about how tired she
was. How she was tired of international committees which wanted an
African positive woman but who complained that she did not have the right
‘qualifications’ or give ‘appropriate’ comments on scientific abstracts. She
felt torn apart and having given everything, had nothing left to fight with for
her own health.

In the past UN agencies, governments and international NGOs attempted
to implement GIPA initiatives which usually failed as openly positive
people were selected from their groups and given benefits that were not
available to their peers. As a result they were usually accused of selling out
and many GIPA workers and UN volunteers have described the alienation
they felt from their own communities. The best way to support the
involvement of people with HIV is not to single out individuals but support
organisations to nurture the individuals within them to create a collective
base. The practice of UN and government organisations to implement GIPA
by plucking individual activists out of their communities has undermined
the whole GIPA ethos, which aimed to strengthen such organisations.

Hope, Involvement and Vision proposes a new framework. One which
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emphasises Hope not hopelessness and despair; effective Involvement
which is empowering not tokenistic, and the Vision to plan for the long-term
impact of this pandemic, to increase access to life-saving drugs, to create
climates of tolerance and acceptance and to reverse gender inequalities.
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