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02 (Time to Deliver)

HIV Positive WWomen

International AIDS Confere

ICW is again one of the co-sponsors
of the mammoth AIDS conference which happens
every two years. We thought all our members would
like to see the ICW ‘5 Key Challenges’ we created

for the conference. Feel free to copy, change and
adapt them for your own use! The work you do in
your countries and communities is where real
change and progress happens.

(A message from \
Fiona Pettitt:

About time
you delivered!

Dear Friends,

ICW members will be reading this issue of
the newsletter in a variety of different places:
in your homes, in your offices — and some
will be snatching a few minutes break and
reading it at the XVI International AIDS
Conference in Toronto, Canada in August.
This conference’s theme is “Time to deliver’,
but for many ICW members, it is more a
question of ‘About time you delivered!’ as
far as treatment, human rights and
governmental commitments are concerned.

At Toronto, we are focussing our energy
on a vibrant community area in the
conference: the Global Village. We will also
be collaborating with a coalition of women’s
groups and co-organising the Women'’s
Networking Zone, as well as linking with
GNP+ on the Positive People’s Zone. If you
are attending the Conference, please come
and visit us at our booth in the Global
Village — we look forward to seeing you and
informing you of other ICW activities during
the conference week. @

(ICW Acting International Network Manager)

N

Positive Women Telling
Truths - ICW in Toronto

VV women living with HIV are many things. And [/
e there are many things we are not! We are not
passive victims, nor are we statistics, and we don’t
answer to the name ‘outcomes’.

Each day of the conference we will give out a
different challenge. We will focus on Sexual and
Reproductive Health; Access to Care, Treatment and
Support; The Meaningful Involvement of People Living
with HIV; Challenging Taboos; and Action for Change.

ICW’s ‘5 Key Challenges’ confront stereotypes and
vacuous rhetoric. We're here, alive and kicking, and we
want to stimulate passionate, intelligent discussions.

Ask us what ‘sexual and reproductive health rights
and realities’ mean in our lives. Enquire about what we
mean when we say that gender affects our ability to get
decent treatment, support and care. Explore how HIV
positive women interpret the words, ‘Act Now’. Listen to
us. Learn from our experiences and knowledge.
Engaging with our challenges is essential if we are going
to halt HIV’s devastating consequences, which are
increasingly affecting women and girls.

Our patron Mary Robinson said ICW must ask: ‘Who
has the power?’ We must address that question and
start to work in genuine collaboration.

So when you say, ‘Join us at the table’, whose table
are you talking about? Who decided on the menu?
When you hear the words human rights do you know
what they mean to HIV positive women, how they might
be achieved, or what the barriers are?

At this conference, help put ICW, the only
international network of women living with HIV/AIDS
working both at grass roots and governmental levels, on
the map! ®

In the Global Village: Meet members at the ICW
booth. Visit the ICW/GNP+ coordinated People Living
with HIV Networking Zone. Check out the Women’s
Networking Zone where ICW will also be.

Come to events which ICW and other women’s
groups have organised inside the conference and in
the Global Village. Ask questions about women and
HIV in every session you attend.

Media: Come to the ICW booth in the Media Centre.
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ICW’s 3rd and 4th Challenge

The Greater Involvement of People Living with HIV

(GIPA) & Challenging Taboos

The letters GIPA, as well as the words ‘marginalised’, ‘vulnerable’, and
‘most of risk’” will be used 1000s of times in Toronto. Take up the
challenge and make sure these mean more than empty slogans for HIV

positive women.

GIPA

‘I sometimes find | am the only
HIV positive woman at a high
level forum.’ (ICW member)

For us GIPA means:

Working with people in power

¢ Building links: ICW members in
Kenya, Tanzania, Namibia and
Botswana have built links
between positive women’s
groups and politicians.

Making maps of our lives

¢ Researching: ICW members
have been actively involved
in researching whether
positive women are getting
the care, treatment and
support they need.

Collaborating with others

succeeds

¢ Using the Law: In South Africa
ICW will work with women'’s
rights and law organisations to
make sure HIV positive women
understand and gain their full
human rights.

GIPA: ‘We were successful in
getting issues regarding HIV/AIDS
onto the presidential agenda, to
the ministry of health, and the
government cabinet.” (ICW member)

GIPA: ‘As more positive women in
Asia and the Pacific speak out,
governments and institutions may
realise that it is in the interests of
the whole community to include
the perspectives of HIV positive
women in decisions around HIV
programmes and policies.’

(ICW member)

Questions

1) Can you give an example of
how your project involves HIV
positive women in a meaningful
way? Do they make the
decisions, conduct the research,
set the agenda?

2) Could a project linking positive
women and people in power
work in your country? (Or
substitute underlined text with
‘oromoting positive women’s
access to the law’.)

Taboos

To challenge the taboos which
keep us invisible, make sure that
being marginalised, vulnerable, or
at risk, and HIV positive does not
silence us. Listen to us, learn from
us, work with us.

e HIV positive women who are or
were injecting drug users

‘I can’t find any organisations that |

can fit in. | know there are places

but they don’t seem to do anything

for us’ (Participant in Silent Voices,

ICW project)

e HIV positive asylum seekers
‘I | were returned to Zimbabwe |
fear that | would not be able to
access the drugs | need to keep
me alive and | would die a painful
death.’ (Positively Women, 2005)

e HIV positive young women
“Young women are not simply older
women packaged in smaller
bodies. They are a vital part of the
youth movement and play a
significant role in women’s
movements’ (ICW member, Young
Women'’s Dialogue, South Africa)

¢ HIV positive sex workers

‘They knew that | was HIV infected
from my work [sex worker]. They
said that I've got AIDS and asked
other people not to come close to
me, and not to let me touch their
children. (ICW member)

e HIV positive women living with
disabilities

‘We are human beings. People with
disabilities are coming up with their
ideas. We need to talk about
husbands, to have birth control and
know about the sexual transmission
of diseases.’ (ICW Member)

Questions

1) Do you think the ABC approach
effectively addresses the realities
faced by sex workers? Substitute
underiined text with ‘injecting
drug users’, ‘young women’, ‘HIV
positive women’, ‘prisoners’,
‘women with disabilities’...etc

2) What are you doing to address
the stigma and discrimination
that prevents marginalised
HIV positive women getting
good quality health care and
other opportunities?

‘ICW Challenge: welcome and incorporate HIV positive
women in all your work around HIV. Work in genuine

partnership and collaboration with HIV positive women.
Respect and learn from our experiences.’

ICW'’s 5th Challenge
Act Now!

WE will be using these words 1000s of times

in Toronto! Take up the challenge and listen
carefully. Respect our passion and commitment.
Act with us.

ICW patron, Mary Robinson, asks:
‘Who has the power?’

ICW challenges you to ask this question. Until we
ask it of ourselves, our organisations, our aid
agencies, our governments, we cannot begin to
transform the power imbalances that leave HIV
positive women more vulnerable to the impacts of
HIV. To bring about positive change, it is essential
that HIV positive women have: power, equality,
support, collaboration, advocacy skills,
influence, and networks.

What works

e Using the law: ICW members in Latin American
have taken their government to court over the
quality of generic drugs.

e Working with people in power: ICW is
working in Africa with parliamentarians, and
creating dialogue between communities and
national leaders to find solutions to women’s
health issues.

e Supporting and helping ourselves: Women Living
with HIV gain strength and solidarity through
belonging to a network; ICW has grown from
under 100 members in 1992 to over 4000 today

‘Positive women who are members of support
groups have better access to HIV-related
information, treatment, care and support, and are
more informed about their rights.’

e Partnerships and coalitions: ICW is building
alliances with women and men from all levels
and sectors of society to bring about a locally
determined sustainable movement of HIV
positive women.

e Start with our realities: ICW has developed
training and skills building curricula, monitoring
and assessment tools driven by and based on
the local realities of our members.

‘I was always the target of interviews but now [
was part of the planning and interviewing. | gained
self-confidence and made new friends.’

(ICW member from Thailand)

Questions

1) How do you ensure grassroots participation in
your work?

2) How are you acting to empower women
and men living with HIV and AIDS to bring
about positive change in their households
and communities?
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UNGASS - Pushed Back

by the Forces of Reaction

At the end of May a UN global review of HIV/AIDS convened at the United
Nations in New York. Five years after the 2001 UNGASS (United Nations General Assembly on
HIV/AIDS) Declaration of Commitment on HIV/AIDS, it was time to up-date, consider new realities and take
things forward. Except it didn’t quite happen that way. ICW’s Beri Hull was there with reports from New York.
We also look at some of the most problematic areas to emerge in the fraught discussions.

Beri at the Scene

have mixed feelings about

UNGASS. Perhaps | am too cynical.

How useful is a declaration from
politicians if so many are liars anyway?
Yet we have to remember that we do
have friends in some governments.

As far as success or failure goes,
time will tell. The final document
would not have been as strong as it
was without advocacy from many
different organisations, networks and
individuals. But civil society also had
its struggles coming to consensus
and there was also some friction
between people living with HIV and
non-PWHIV groups over actions and
decisions. Too few HIV positive
people were involved. A variety of
reasons, including lack of funding,
caused this.

Working with the UNGASS civil
society task force was great and in
my humble opinion the our hearing
was a success although having more
positive people on the panels would
have made them better. For example,
Lillian Mworeko, ICW'’s East Africa
Regional Coordinator from Uganda,
was the only positive person on the
‘Feminization of the Epidemic’ panel
and she was by far the most
powerful speaker.

The real question is can we use
what we got as an advocacy tool?
Can the current declaration’s
shortcomings be used in any way to
our advantage? It is our job to push
governments to the wall and to
expect that at the very least they will
say the right thing because if they
won't even say it, they damn sure
won't do it. Someone said it well —
ultimately it’s us (civil society and
people living with HIV) who will do
what needs to be done, with or
without the support of government. @

number of striking positions
emerged during the week at
the UN.

e Reactionary Alliances
‘The Organisation of the Islamic
Conference (OIC) which
represents Muslim countries,

vehemently opposes references in

the declaration to homosexuals,
prostitutes and drug addicts,

saying these should not appear in

a public document. The US is
supporting the OIC.” (Guardian,
June 2, 2006) Opposition to
‘naming’ was fuelled by
reactionary religious beliefs —
whether these were
fundamentalist Christianity or
Islam. Conservative Latin
American countries were part of
this alliance too.

e Dumping new global targets
African government delegations,
led by Gabon’s negotiator,
‘reneged on their promises in the
2006 Abuja Common Position
agreed to by African heads of
state. South Africa and Egypt, in
particular, took a deliberate
decision to oppose the setting of
targets on prevention and
treatment, despite the fact that
both participated in the Abuja
Summit that endorsed ambitious
targets to be reached by 2010.’
(Omololu Faloubi, African Civil
Society Coalition) Instead they
backed the US who adamantly
opposed increased funding
targets.

What We Are Up Against

Demonstrating at UNGASS

e Women'’s rights

On the plus side, ‘Commitments
were made to ensure that women
can exercise their right to have
control over their sexuality and to
the goal of achieving universal
access to reproductive health by
2015." (Pinar llkkaracan, President
of Women for Women’s Human
Rights) But a combination of
conservative governments
defeated girls’ rights to sex
education and empowerment.

ICW on UNGASS failures

ICW cautions that the failures of
UNGASS should not be seen
primarily through the lens of
prevention. ‘Gender inequalities in
our society and inequalities in
health care delivery, interacting
with the stigma and discrimination
surrounding HIV and AIDS, call for
specific attention to the rights of
HIV positive women.’

We have our work cut out for us. @
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INnclusion/Excl

When the articles arrived for this issue it was clear that the meanings of exclusion
for HIV positive women are many, whether it is being excluded from meaningful choices

around motherhood, or denied recognition and respect because of using drugs or
alcohol, or coping with disability. But it wasn’t all gloom and doom, because in each
article there was a vision of what could be, of how things could change.

My Story of Motherhood:
Reproductive Rights and Wrongs

We all know that life circumstances change and feelings shift.
Perhaps something that you felt certain about five years ago is not necessarily so certain
now. Sthembiso tells us the story of her daughter, born when she was only a girl. She
describes the stigma of being the HIV positive mother of a disabled child who she now
knows is also HIV positive. She explains why previously she did not want another baby.
Today her life is very different and she longs to have one.

me motherhood is a
FO r complex issue. |

have an HIV positive
child who has another, completely
separate disability. | feel guilty each
time | talk directly about her. My
daughter was born in 1993. In
1996 | had a stillborn child. In
1998 | had a termination of another
pregnancy and was pushed into
being sterilised. At the same time |
was living with no hope for
treatment, had an abusive partner,
and was jobless with no real home
of my own. At that point | would
have said | absolutely did not want
to have any more children.

As | live and grow
with HIV, | see other
women with HIV having
healthy children.
| feel joy and pain
when | learn that
someone had a baby.

When | went into labour we
were building a little mud house
outside the main house. When | felt
the pain and saw things coming
out | told my mother but she
insisted that | work even harder. |
had to fetch and carry a 25-litre
container of water from the tap at
the main house. (That mud house
is where my daughter and | ended
up sleeping because my mother
did not want the noise of the baby
to disturb her.) | worked the whole
day mixing the mud, fetching the
water and cooking. According to
my mother this was to help the
labour process. Obviously |
couldn’t complain — | had
committed the worst sin ever by
falling pregnant at 16 without being
married. My parents were doing
me a favour keeping me at home
when they could have rightfully
kicked me out. After 3 pm when
the pain was unbearable my
mother allowed me to have a bath
and to take a taxi to the clinic — on
my own. When | got there they
shouted at me for arriving late.

After being examined they
called an ambulance - | needed
medical attention at the hospital.

But the baby came before the
ambulance. She was a girl and she
did not cry — | was told she was
too tired. Finally we were ferried to
hospital where she was kept in the
nursery for five days. | only learned
nine months later that loss of
oxygen at birth caused her
disability. | do not want to blame
my mother but there is a part of
me that says if she had not made
me work so hard, things would
have turned out differently. Had
she sent me to the clinic earlier my
daughter would probably not be
disabled. | would have felt better
had she at least accompanied me
to the clinic. | do not know why |
am writing this. It is the first time |
am actually acknowledging this
disturbing reality of my life.

Changes and challenges
My life has changed now. My
daughter is almost 15. She is in
care after | realised it was the best
option for her as her needs are
becoming more complex the older
she gets.

It was after coming to terms
with my HIV diagnosis, meeting
other women in similar situations,
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and beginning a new life, that the
desire to have another child
cropped up. Having another child
(if I do have one) would give me
the opportunity to enjoy being
pregnant by choice and to be a
mother in different circumstances. |
think of my daughter too; | am her
only family. What will happen if |
die? | would pass on peacefully if |
knew that | was not leaving her
alone no matter how long it took
her sibling to grow enough to
understand there is a sister who
needs love and nurturing.

My desire for another child has
thrown up many challenges. The
first is to get a partner. | am in my
30s, have HIV, a disabled child, and
I am a feminist. HIV helped me to
discover myself as a woman and |
am finding it really hard to find and
keep relationships with men. | have
explored in vitro fertilisation (IVF) as
an option. It turns out that male
partner participation in treatment is
essential. One boyfriend agreed to
take the treatment with me.
However, he refused to go for a
fertility test, arguing that he did not
need to as he already has children.
In the end he went after |
negotiated and traded off a fair
degree of my power in the
relationship. The results showed
that his sperm count was low and
he needed fertility treatment for the
IVF to be successful. He did not
receive the news very well, and he
blamed me for bringing it to his
attention. A couple of months later
the relationship was over.

The question is, do | wish to
meet another man and tell him my
story, beg him for his sperm and
loose some power in the
process? The answer is, | would
rather not, but what choice do |
have? Maybe | should try the
sperm bank, but will they take me
if | disclose my HIV status?

Pain and Joy

All those years ago when | was
sterilised | felt as though | was
being punished and judged. | did
not want to have a child then. But
| did not want to be sterilised
either. Recently my doctor
suggested that perhaps we could
reverse the sterilisation. Two
weeks ago | learned with shock
that the sterilisation was

irreversible. | am still dealing with
this. | have not lost hope. | will
continue to explore the options
and the possibilities | have.

| draw strength and support
from a woman living with HIV who
is in a similar situation. We talk and
cry over the dramas as they
unfold. | always claim my case is
the worst, but she tells me no,
because she is married and hasn't
told her husband she was
sterilised. If she had revealed this,
her husband’s family would not
have paid lobola (bride price) for
her. She is worried about what will
happen to her if she discovers her
sterilisation cannot be reversed
either, as this is her only solution.

As | live and grow with HIV, |
see other women with HIV having
healthy children. | feel joy and pain
when | learn that someone has
had a baby. | do not go anywhere
near baby shops. | avoid places
with infants.

I love my daughter very much, |
love her gorgeous smiles, | enjoy
the way she creatively uses her
body to communicate her needs,
wants and emotions with me using
MAKATON (a communication
technique she uses as she cannot
speak). | enjoy the way she
propels her wheelchair to
dangerous places in the house to
attract my attention, the way she
is self-aware, how she will not take
on another activity before you
clean her hands, how she will
behave when she sees another
disabled child, how she is when |
am with her alone or with her
carers and teachers, how she
learns and copies games from
able-children and imitates them
using the abilities she has, and
how she recognises anything said
and sung in her home language
Zulu although she has not spoker
or lived in a community that
speaks the language in years. |
love the way she portrays my
character and how our interests
and behaviour are the same
sometimes. | love reading her
school reports. Dear daughter. |
cannot begin to say how grateful |
am that she’s almost fifteen. My
daughter and | are very lucky. |
know many children in her
situation no not have access to
what she has.

HIV has become less of a worry
as far as my desires are
concerned. | am on treatment and
receive high quality care. All my
medical professionals are
supportive. My state of health is
excellent. Unlike many women, |
have access to information,
services, resources and support.
For me the most stigmatising thing
was having a disabled child and
having HIV. Now with support and
love from other HIV positive
women, and professionals, | am
surviving that double stigma. There
is no way | could be brought down
by the stigma of being HIV positive
and pregnant. @
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Caring in Conditi

|CW is currently working on the Parliamentarians for Women’s Health project which we
have reported on in previous newsletters. The project is being piloted in Namibia, Kenya,
Botswana and Tanzania and aims to bring politicians into contact with the grassroots
members of their constituencies, so that they are more able to address women'’s health

issues through policy and legislation.

In Namibia the project team
worked with politicians, a
committee of women living
with HIV from around the
country, and representatives
from various organisations in
order to plan an assessment
of women'’s health issues. In
May, assessments were
carried out in Khomas region,
which contains Windhoek.
Luisa Orza from ICW’s
International Support Office
and Melissa Adams from
ICRW in Washington DC,
USA, went to Namibia to
support ICW member and
project officer Jeni Gatsi,
and Christele Diwouti from
Pretoria University.

Mapping our bodies — another assessment group

journeyed with Jeni
e and Christele to the
small village of

Dordabis where they had
organised a workshop for 10-12
women, HIV status unspecified. On
the day, approximately 25-30
women turned up. Most of them
were ‘old women’ — the young
women had been told that the
workshop was for elders only.
However a few young women
decided to risk it and sneak in. Of
course they were welcomed.

We started the day off by asking
the group to tell us their
expectations. The women wanted
to know how to protect themselves
and others from ‘The Sickness’
and what to do for those who
already had it. No one wanted to
call it by its name and we assumed
that this indicated a high level of
silence and stigma surrounding HIV
and AIDS.

Later in the day, Jeni encouraged
anyone present who was HIV
positive to be open about her
status by revealing hers, and
talking to the group about the
impact of HIV on her life and about
the care and support she has
received from loved ones, friends
and colleagues since her
disclosure. Her words clearly did
have an impact on the group,
though no one declared her status.
Nor did anyone reveal the status of
anyone else, present or not.

Dordabis is a town of about 500
people. Most people live in lean-to
shacks patched together from any
available materials. There are no
toilets, electricity or running water
in these houses; the village has a
few public taps for people to
collect water. There is no TV, radio
or mobile phone reception in the
village. Food is scarce.

During the workshop, the group
was asked to draw a map of the
village. One small area was labelled
vegetable garden, and a larger one
‘toilet water’ — an open sewer.
Later we were taken on a tour of
the village. The vegetable garden
was thriving, and some
impressively large cabbages were
ready for harvesting. The garden is
an income generating initiative
supported by UNAIDS. The map
also revealed a number of other
sources of care and support for
people living with HIV in the village:
a boarding house for orphans and
vulnerable children, a school which
is also used to provide information
on HIV, a shabeen, a kind of local
bar, which provides free condoms,
a church and pastor, who provides
counselling, and a very well-run
clinic. The clinic has only just been
able to start offering HIV testing,
and it did not seem that many of
the villagers were using the service.

We asked the villagers what other
solutions they would suggest. The
villagers pointed out an area of
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ons of Poverty

empty land next to the garden.
They don’t know who it belongs
to, or if it is needed for anything.
They would like to use this area of
land to build a care centre, to
provide a soup kitchen for the
children when they come out of
school, and a care home/hospice
for people to go to if they become
sick and have no one to look after
them at home, or for respite.

We left Dordabis with many
different impressions: of poverty
and hardship, of isolation, of HIV

Friendships — another assessment group

having the potential to have a isolated families but the whole
devastating effect on the village. Without naming it, it was
community, and of silence apparent that the community had
regarding this potential. On the taken this fact on board. Now they
other hand we also left with the wanted to be able to use
impression of a community that resources they already have to act
cares about its members and on this knowledge, so that as a
whose priority was to be able to community they might continue

care more; a community that had a  to exist. @
clear sense of what it needed

most. for the people who needed it All photos here and on the cover are of
B tested and untested people.
most. Did it matter that nobody “ peop

called HIV by its name, or that
nobody was open with their

status? In a close-knit, insular
population like this HIV and AIDS
have perhaps the greatest power
to destroy, not just

i A circle of care
# and concern
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Involving Men:

working together on care,
treatment and support

There is much talk about the need to involve men in issues
facing HIV positive women — but how can we do this effectively
in practice? A recent trip to Garissa in NE Kenya enabled

Alice Welbourn to explore this challenge.

NE Kenya there is growing
| n concern at increasing HIV

rates particularly among
newborn and infant children.
Voluntary Counselling and Testing
(VCT) and prevention of mother-to-
child transmission (PMTCT)
services are being promoted but
how effective can they be and how
ethical are they in practice, if men
are blaming women if they test
positive? How can men be
persuaded that HIV is something
which is important to them to learn
and know about, and for which
they too need to take
responsibility”?

Last month one pregnant
woman tested HIV positive in an
antenatal clinic. This month she has
been thrown out of her husband’s
house, divorced, desperate and
alone with no relative to turn to for
any support, for herself or her
unborn child. This story has
repeated itself millions of times
around the world. Where are the
ethics of promoting ANC testing, if
the consequences are so dire for
the individual women — and unborn

¥r

children — concerned? On the
whole, men continue to refuse to be
tested, unable to believe — or
perhaps not daring to — that HIV
has anything to do with them. They
erroneously prefer instead to believe
that it is ‘immoral’ women who
carry the virus — and therefore that
their wives must be solely to blame.

How can we think outside the
box, and take a solid step back, so
that women are fully supported by
their partners and wider families
and not abused?

| have been involved for some
years in a training package known
as ‘Stepping Stones’
(www.steppingstonesfeedback.org),
which enables men and women,
old and young, to explore safely
and privately in separate, safe, peer
groups, the personal psychological
and social issues which they face in
their diverse gendered positions in
their communities. Participants have
space to explore the effects on their
lives of poverty, unemployment,
migration for work, and alcohol or
other drug use, in relation to the
quality of their social and sexual
relationships. Through being able to
explore and analyse the complex
issues that they face in their own
lives, rather than having simplistic
messages imposed from elsewhere,
men and women, old and young,
then analyse for themselves the
multiple factors, which increase
their own vulnerabilities to HIV and
other STls.

One particular group of men
commonly overlooked in a
response to HIV are religious
leaders who are also often the
community gatekeepers. In NE
Kenya they happen to be imams,
but elsewhere they are of other
faiths. We invited these religious

On the whole, men

N

continue to refuse to be
tested, unable to believe —
or perhaps not daring to —

that HIV has anything

to do with them.

leaders to a workshop, to learn at
first hand of the experiences of
local HIV positive men and women,
to share with them the multiple
economic, social, gender and
political issues which contrive to let
HIV flourish elsewhere, to support
them to see how those ingredients
are just as relevant to their own
context, and to enable them to
explore their own questions and
concerns about HIV in a safe
environment. Other men — and
women — who came to the
workshop were from OPAHA (the
local positive people’s network),
local NGOs and community based
organisations (CBOs), and the
government. We had a full house
of 30 participants all day despite
the short notice, all thirsty for
sharing knowledge and
understanding of the issues.

This workshop was a mere first
step, but by the end of the day the
imams had committed themselves
to respect, care for and support all
positive men and women in the
community, they wanted to go
themselves to be tested, they
declared a wish to train as HIV
testing counsellors, and to remove
stigma and discrimination through
counselling. This is a process
which will, no doubt, take much
effort by all. But this workshop was
an important new step for those
involved — and it proves what can
be done if you want it to. @

J
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Women living with disabilities

and HIV in Tanzania

Lydia Rwechungura, a project officer with Parliamentarians
for Women’s Health, reports on a discussion she had with

Specioza, an open HIV positive disabled woman.

' hundred million

S IX individuals around the
world have a disability

significant enough to make a
difference in their dalily lives. Yet little
is know about HIV and disability
and no prevalence data exists for
any disabled populations. Disabled
persons are often marginalised in
society, which leads to the denial of
their basic human rights. If they
demand their rights, disabled
women may be forced into sexual
bartering, rape and end up with
unwanted pregnancies.

In Tanzania disabled HIV
positive people are not given
adequate information that is
suitably prepared and packaged
for their use. For example,
information on HIV/AIDS in
Kiswahili and in Braille is not readily
available for visually challenged
Tanzanians. If that is the case how
can disabled women living with HIV
get access to information,
knowledge and support?

Some disabled people can
remedy this situation through their
own organisations with the support
of government and non-
government organisations. But this
is not happening much with
disabled women living with HIV in
Tanzania. In Dar es Salaam city
there are only two active groups of
disabled women living with HIV.
One of the groups is trying to fight
hard to access their rights. It is led
by an openly HIV positive disabled
lady called Specioza.

She says disabled women living
with HIV are not supported or
involved in many activities. They
are being discriminated against
twice — for being disabled and
being HIV positive! As a result
many HIV positive disabled women
are not open about their status,
and even fear joining groups of
people living with HIV.

Some disabled women living
with HIV in Tanzania, mainly in the
cities, try to demand their human
rights and access to information

and services. But so far, not much
has been done. Specioza says that
if HIV positive disabled women
from Dar es Salaam city are being
supported, empowered and
motivated at all, what happens in
Tanzania regions? They are totally
suffering, she adds seriously.

We talked about how education
focusing on disability is needed,
particularly in the villages. Some
traditional beliefs force women to
kill their disabled infants because
of the conviction that it brings a
curse to the clan. Disability still
carries the face of stigma and
fearful parents may not take a
disabled child to school. In
Tanzania the few proper disabled
schools with educational facilities
are mainly missionary schools. The
government has to do something
about this education issue
because about 98% children with
disabilities in developing countries
do not attend school. If that is the
case, what will follow when a girl
grows up? Specioza smiles sadly
and says that she will probably
engage in early sexual practices
without negotiating protection and
end up a young mother with the
virus and no education!

ICW can help

people with

We also saw that even if you
are very well educated you can
easily be unemployed although it is
unlawful for an employer to
discriminate against you. If that is
the case, what happens if you are
a disabled woman living with HIV
and can’t even be open with your
status? God have mercy on us,
Specioza says. In her opinion,
barriers which disabled people
face in getting jobs and taking their
place in society can and should be
overcome through a variety of
policy measures, regulations,
programmes and services.

| concluded by telling Specioza
that we have to join hands with
other disabled women living with
HIV in order to get motivated,
empowered and know our rights.
But we need to go further to
reach the government and even
United Nations. Disabled women
living with HIV/AIDS cry out to see
an end to their exclusion in
Tanzania. Together we can make
a change. So let us join with our
fellow disabled women living with
HIV in Tanzania and see that
something is done to change
the current situation. @

disabilities to come
on board.

Specioza in centre with
ICW friends at the recent
treatment literacy
workshop in Uganda

‘We are human
beings, we need
to have children,
we need to have

a man. We need
to talk about
husbands, to have
birth control and
to know about the
sexual transmission
of diseases.’

\ Specioza '

»»



Silent Voices:

HIV Positive Women a

The recently completed ICW project, Silent Voices, came into being
at the 2004 International AIDS Conference in Bangkok where it was proposed by Carmen
Tarrades and Liz McKay. It is now 2006 and a new ICW Vision Paper will soon be
published using the research on the lives, experiences and needs of British-based current
or past HIV positive women injecting drug and alcohol users. HIV positive ex-injecting drug
users carried out this exciting participatory research. In focus groups and through individual
interviews a picture began to emerge. The findings come from experiences in Britain, but
they have importance and resonance globally.

Finding out

The 20 women who took part in
the research came from many
different backgrounds and length
of HIV diagnosis. All were shocked
at the manner in which they were
given the news of their diagnosis.

‘It was appalling. | was in care in a
secure unit and | was tested
against my will. | didn’t ask to be
tested so | was just told with no
warning. | was only 15.°

Around half the women currently
drink alcohol socially and over the
years this has lessened. Perhaps it
is because we are all getting older
and wiser or perhaps the majority
of us are co-infected with Hepatitis
C (HCV) and our livers need
looking after. Approximately half of
the group still use illicit drugs
although they have cut down
dramatically. Everyone felt that they
had used drugs chaotically in the
past but now most felt their drug
use was not a problem.

The women worked in a
variety of professions and jobs
included teaching, nursery nurse,
painting and decorating, project
workers and management
positions within national and
international organisations.

Worrying about telling

The double challenge of dealing
with the stigma and discrimination
arising out of an HIV positive
diagnosis and what exists for
injecting drug users emerged
strongly. This was true within
individual relationships with
partners, friends, and family and in
the community and service sector.

Women expressed concerns
about disclosure; with partners we
feared we might be left or find it
difficult to find a new one.
Although many existing partners
turned out to be supportive, it was
the fear and worry about how a
partner or service provider would
respond which weighed heavily on
the women.

‘I was very frightened of rejection,
and of passing the virus to
somebody else.’

In fact, disclosure led to different
responses. With families, for
instance, reactions varied from
shock to full and loving support.

‘You never know what's going
to happen. Maybe that person
in a few weeks time is not your
friend anymore.’

‘I've had experiences of people
being freaked out and not being
able to deal with it.’

The women reported that their drug
use was more of a problem for
other people than their HIV status.

‘My mum finds it more difficult to tell
people I'm a drug user than the fact
that I'm HIV positive.’

Often women didn’t disclose in the
‘wider community’. Some of us just
enjoy feeling part of normal living.
Interestingly drug communities were
more accepting of an HIV positive
diagnosis than the HIV community
was of drug use. But not always. A
woman described how she had
pricks thrown through her windows

by people shouting ‘she’s got
AIDS.” Sadly, women sometimes felt
ostracised and judged by other HIV
positive women and men.

Disclosure was also a work
problem. Besides wondering if a
boss would be supportive, women
were anxious about confidentiality.
This is made harder if you need to
take time off for appointments,
treatment or ilness and people start
asking questions. Most women
taking part in Silent Voices did not
feel able to tell anyone at work
about their situation.

‘I had to lie about it and said | had a
serious health condition.’

Sexual feelings

Disclosure reared its ugly head
here too. Fears of rejection clashed
with concerns to protect partners.
While women who had been living
with HIV for a long time felt more
confident that they could negotiate
safer sex whether they disclosed
or not, even safer sex was not
without angst. And as in everything
we explored, there were common
themes as well as very distinct
experiences between us.

‘Before HIV | was more sexually
active — | liked sex.’

‘It's very hard. Disclosure is the
key and some people won'’t
understand about using a
condom and then disclosure is
a massive problem.’

‘I grew to like condoms as there is
less mess. | felt as if | was in
control and | wasn'’t prepared to let
anybody have unsafe sex with me
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and then throw that in my face as |
heard had happened to others. So
maybe in some ways HIV has

made me more assertive sexually.’

Services that fit our needs

Of the 20 women in Silent Voices,
nine are mothers, three of the
children born since their mother’s
diagnosis. It is now possible for
HIV positive women to bear a child
safely but it is still the case that not
all health professionals are aware
of this and therefore don’t support
the reproductive choices of HIV
positive women. Some of us also
had concerns ourselves.

‘I would probably go ahead with it
seeing as it s really quite safe now,
but HIV makes it into a huge issue
and then the thought of taking all
those drugs while pregnant. There
are a lot of issues and it’s coloured
how [ feel.’

Like with the fearful anticipation of
disclosure, anxieties were mainly
due to fears of what might happen
during and post pregnancy, rather
than what actually did happen.
Those who decided to become
pregnant had different experiences
within the health care system. In
general HIV doctors were
supportive and gave advice on
how to become pregnant safely.
Unfortunately this support was not
evident among other health
professionals, especially after birth.

‘I had an awful experience when
the baby was born, because the
midwives were absolutely horrible to
me. | wanted to make a complaint
but | never had the time.’

As far as prevention of mother-to-
child-transmission, doctors tend
not to listen to the concerns and
desires of the women in their care
and are not even aware of the
latest data available. Judgmental
attitudes around injecting drug
users (HIV positive and negative)
having children abound both
outside and within health services.

Drug, Alcohol, and HIV services
We all pretty much agreed that
what we considered most
important in regards to drug use
were drug dependency units
(DDUs), needle exchanges, and
drop-ins. For those of us who
managed to abstain from alcohol
and/or drugs, checking out
services available in our area and
using them as we needed worked
best. These included DDUSs, crisis
detox centres, rehabilitation
centres and Narcotic Anonymous
(NA) meetings. Almost all of us
have not been given enough direct
information on the use of illicit
drugs while taking combination
therapy. Women felt that it was
assumed by their doctors that if
they had stopped using chaotically,
then they did not use drugs at all.

‘I think | found out more by talking
to people that were using than
from doctors.’

For HIV services women believed
that the three most important were
medical services that provide
treatment along with treatment
information and monitoring of
treatment; complimentary
therapies; peer support and
information resources.

Stefania and Liz
celebrate the
completion of
Silent Voices

Transforming society

and services

After we gathered our material
together and analysed it, we
developed a list of recommendations.
It is our hope that these will guide
policy makers and service providers
and lead to a transformation, so that
we are treated with compassion and
expertise. We hope our
recommendations will also help end
the misleading labels and blame
which too often predominate in our
interactions with others.

Due to long term living with HIV
many women are now just getting
on with ‘normal living’. However,
Silent Voices has exposed the
isolation faced by HIV positive drug
using women. Activism and support
groups can help. Activism is often
experienced as a positive process in
which we discard the label of victim
and become active agents. But
sometimes activism is so intense
and public that it exhausts us and
takes a toll. Support groups, formal
and informal, offer the possibility of
sharing and relief from isolation.

‘I would not be here if it wasn’t for
the support of my peers. That is
really what has sustained me.” @
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Deidre

Your Write!

TB and HIV: Co-infection in Women

Deidre Madise, a member of the Malawi Network of People Living
with HIV/AIDS and of ICW, suggests that we should pay more
attention to co-infection with HIV and TB.

have been reading the ICW

newsletter since 2003. | have

been HIV positive since 1999.
Thank you for the inspiring and
motivating voices from different
parts of the world! |, however, feel
that the issues of women who are
co-infected with TB and HIV are
not given enough attention. We
should remember that TB causes
more deaths among women
than all causes of maternal

I lost my mother who was HIV
positive; she also had TB but did
not access treatment on time. TB
can be successfully treated even if
someone is HIV infected. But why
then are there so many TB/HIV
related deaths, especially in sub
Saharan Africa? The main reason
is that efforts to tackle TB and HIV
have largely been independent of
each other. TB and HIV need to be
tackled collaboratively. We need to

the two infections is decreased in
an infected person.

There is no need for a person to
be burdened with the two
infections when one of them can
be successfully cured and the other
successfully managed. TB is the
biggest curable infectious killer in
the world today. Why then should
we allow it to be a leading killer of
people infected with HIV? @

mortality combined, and that
millions of women are infected
with TB worldwide.

make our voices heard loud and
clear to our governments and
stakeholders so that the burden of

YWCA Conference in 2007

World YWCA

International Women’s Summit
Changing Lives, Changing Communities
Women’s Leadership on HIV and AIDS
Nairobi, Kenya

July 4-7, 2007

Changing Lives, Changing Communities
The World YWCA, in partnership with the
International Community of Women Living with HIV
and AIDS (ICW) and other partners' will convene
the International Women’s Summit (IWS). This
unprecedented international conference on
women’s leadership on HIV and AIDS, will take
place from July 4 to 7, 2007 in Nairobi, Kenya, in
conjunction with the World YWCA Council.

The conference will bring together some 1500
women leaders of all ages and HIV statuses,
including representatives of national, regional and
international non-governmental and faith-based
organisations, researchers, advocates and other
stakeholders. Diverse workshops with exceptional
speakers will be on offer to celebrate and expand
the power of women'’s leadership. This summit will
build skills, help strengthen existing networks and
create new partnerships in order to mobilise
needed change and address the global HIV and
AIDS pandemic and its impact on women and girls
at all levels.

The Positive Women’s Forum

The World YWCA, in conjunction with ICW and
other regional and national organisations of positive
women will convene a one-day Positive Women’s
Forum on July 4, 2007. This will be organised, led
and attended exclusively by some 500 positive
women from around the globe. The Forum will be a
safe space to facilitate networking of women living
with HIV and AIDS and address agendas of choice
for women living with HIV.

World YWCA Women Leading

Change Awards

Awards will honour exceptional leadership of
community and young women leaders in the areas
of prevention, treatment, care and support,
advocacy and women'’s human rights perspective
on sexual and reproductive rights including the
elimination of violence against women.

If you would like more information on the IWS or to
be a partner please contact Clarissa Balan,
clarissa.balan@worldywca.org and for information
concerning the Positive Women’s Forum, Sophie
Dilmitis, sophie.dilmitis@worldywca.org. For
registrations, online application forms may be
downloaded from the World YWCA website
(www.worldywca.org) or requested from the World
YWCA, 16 Ancienne Route, 1218 Grand
Saconnex, Geneva, Switzerland, Email
worldcouncil2007 @worldywca.org

Tel (41-22) 929 6040 Fax (41-22) 929 6044. @

' Action Aid, Ecumenical Advocacy Alliance, Global Coalition on Women and AIDS, Guttmacher Institute, ISIS-WICCE, Lutheran World
Federation, Norwegian Church Aid, Rwanda Women'’s Network, UNAIDS, Well Project, World Association for Christian Communication

and World Council of Churches.



ICW News

Welcomes articles. Please write for your newsletter. We look
for short pieces — anything from 200-500 words from positive
women (personal experiences, news, debates, information,
and ideas for future issues), as well as letters and photos. First
time writers are welcome. We cannot guarantee publication
and may have to edit articles and letters. Send by post
(address on back of newsletter) or by email to Sue O’Sullivan
at ICW: sue@icw.org

ICW Latina Joins Landmark
Leaders Meeting

O the 1st of June during the United Nations General

n Assembly Special Session on HIV/AIDS (UNGASS) a
meeting was held to discuss the creation of a network of first
ladies and women leaders from Latina America on women and
AIDS. Patricia Pérez (Regional secretary of ICW Latina) joined
this group as the only representative from civil society
organisations in Latin America. For the first time, within the
context of an increasingly feminised epidemic, Latin American
women at high levels of social advocacy and politics gave
visibility to the issue of women, AIDS, and gender. Patricia was
part of the official delegation from Argentina which was led by
the Minister of Health Ginés Gonzales Garcia.

Participants in the debate included: first ladies of Honduras,
Guatemala and Paraguay; the Ministers for Health Pilar Mazzetti
Soler, from PerU, and Maria Soledad Barria, from Chile; Ana Maria
del Sol, for the National Secretariat for the Family in El Salvador;
Nilcea Friere, Special Minister of Politics for Women in Brazil; Selma
Estrada, the Minister of the National Institute for Women from
Honduras; Jenny Mesa, Vice-minister of Health from Honduras. For
the agencies of United Nations system: Thoraya Ahmed Obaid,
Marisela Padrén, José Ferraris, Raquel Child, Cecilia Maurente,
Alanna Armitage; from UNFPA (United Nations Population Fund).
Deborah Landy, Luiz Loures, Nancy Andrade, Castro Regina
Castillo, Maria Tallarico from UNAIDS. Rosa Gonzélez from the
Latin American Network of People Living with HIV/AIDS, from
Honduras and Patricia Perez. @

New Staff and a Big
/ ’

Hello to New Staff

Welcome to Birungi Alice Hope, a new icw
administrative assistant in Kampala, Uganda.

And another welcome to Nozipho Makhanya from
KwaZulu-Natal who will be working with Promise Mthembu
as a projects assistant in ICW’s Durban office.

I’'m sure we'll be hearing more from these ladies soon!

Big Thanks

Richard Dodds has stepped down from his position
as ICW treasurer. Richard did sterling work for ICW and
helped at a time when we really needed it. Many, many
thanks Richard and please keep in touch.

(Announcements) 15

Remembering Oom

| am very saddened to hear of the
passing away of Oom. | first met Oom at the
Amsterdam conference in 1992 when, dressed
as a Thai hill tribe woman, she spoke of her
experience of living with HIV. She inspired me
then and has ever since: in her role as ICW Asia
Pacific regional coordinator and in striving for
positive women'’s rights. | loved this little woman
of big strength and when in Bangkok | always
made a point of spending time with her and her
beautiful babies. At the last international AIDS
conference in Bangkok she miraculously brought
together positive women from all over Thailand
to set up a national positive women’s network. |
last met her in February when | had dinner with
her, her partner and baby. Although she had
been sick she still maintained her commitment to
advocacy for positive women. She was like a
daughter to me and at times she called me
mum. Oh Oom, | will miss you terribly. However
the passionate, groundbreaking work you have
done in Thailand will never be lost and | am sure
all at ICW will remember the friendship and joy
you bought to us all.

Much love, Bev Greet ®

An Urgent Call!

Can you draw cartoons or illustrations?
Interested in sending your work to
ICW News? Please get in touch.

Sue O’Sullivan: editor -
dsprint and redesign: (‘
design and print a [W

Issue Number 35
Deadline: 15 September 2006

Reports, news, views and interviews from the
International AIDS Conference in Toronto,
Canada. PLUS news, views, and letters welcome
whether you were in Toronto or not!

The Beri ACTS column returns in this issue so
please send anything on access to care, treatment
and support to Beri@icw.org

Issue Number 36
Deadline: 15 January 2007
2007 is ICW's official 15th Birthday. Help us

celebrate by sending us your stories about ICW
and what ICW means to you.

Th k to: Emma Bell,
an S Beri Hull,
Luisa Orza, Fiona Pettitt,

Carmen Tarrades, Franck Pertois,
Ange Stuart Park, and all the
women who wrote articles!



ICW Staff and International Steering Committee
Contact Information

The International Community of Women Living with HIV/AIDS (ICW)

ICW is the only international network run for and by HIV positive women. It was founded in response to the desperate lack of support, information
and services available to positive women worldwide and their need for influence and input on policy development. ICW is a registered UK charity.

Patron: Mary Robinson

ICW International

Steering Committee*

*All ISC places are voluntary and unpaid.

ICW Members Receive the Newsletter Free

ICW welcomes HIV positive women around the world as members.

e |CW membership is open, free and confidential to all women living with HIV/AIDS. All
members receive free copies of the newsletter and other ICW publications.

If you wish to become a member please fill in this form and send to Carmen Tarrades
at the London International Support Office. You then will be sent a longer application

for membership.

language you want.

If you are already a member and wish to update your contact information or ask
something about your membership, please tick the appropriate box below and also
send to Carmen at the same address. If you have not been receiving your newsletter,
we can correct this error if you send us this form and indicate the newsletter

International
Support Office

Unit 6, Canonbury Yard,
190a New North Road,
LONDON N1 7BJ, UK

Tel: +44 20 7704 0606
Fax: +44 20 7704 8070

ICW Southern
Africa Region:

Gcebile Ndlovu

ICW Southern Africa Regional
Coordinator, Mbabane, Swaziland
Tel: +268 4041915

Fax: +268 4090049

Region Name Based | Email Email: info@icw.org Email: gcebile@icw.org
- - - - www.icw.org .
Europe MariJo ngguez, Chair Spap ijgnav1@auna.com For ICW projects in the UK, |CW East Afr|ca
Elena Spitsina Russia Efalia@yandex.ru contact: Carmen Tarrades, R e gi on:
Asia-Pacific Bev Greet, Vice Chair | Australia | Bev_greet@bigpond.com carmen@icw.org, International n
. - - Support Office Lillian Mworeko
Southern Africa |Lynde Francis Zimbabwe | Directors@centre2.co.zw ICW East Africa Regional
East Africa Dorothy Onyango Kenya Wofak@iconnect.co.ke Global ??Ogga;?rﬁ gg%gg'a
. el:
Fra}ncophone Martine Somda Burkina | Martinesomda@hotmail.com AdVOCﬂCy staff. Fax: 256 41 343 301
Africa Faso Promise Mthembu Email: Imworeko@icw.org
Latin America | Patricia Perez Argentina | Asocsoldar@ciudad.com.ar Global Advocacy Officer, o o
and Caribbean | Hida Esquivel Mexico | Hidae_99@yahoo.com Sexual and Reproductive Rights Parl'ame!‘ta"a“
Betty Escobar Venezuela | josbett@yahoo.es/ Pinetown, South Africa I.eadershlp for
i ivisi Tel: + 27 31 708 3175 ’
. josbett@univsion.com 1 e e 2851 Women’s Health
Arely Cano Nicaragua | mujerespositivas@cablenet.com.ni : ° .
—— —— Mobile: + 27 82 628 2746 PI’O]eCt Officers:
UK Board Chair |Alice Welbourn UK Alice@icw.org Email: pmthembu@icw.org N _ _
Non-voting Fiona Hale UK ISO . Namibia: Jenifer Gatsi,
member: (maternity leave) Beri Hull _ criaawhk@iafrica.com.na
International | Fiona Pettitt foettitt@icw.org Global advocacy officer ~ Access  Botswana: Grace Sedio,
Network to Care Treatment and Support mothai22@yahoo.com
Manager We}shlngton D.C. Tanzania: Lydia Rwechungura,
North America | Paulette Nicholas nicholas_paulette@hotmail.com el F?X ' +é2 02 397 8488 lydiarwechungura@yahoo.com
Email: beri@icw.org Kenya: Ericah Ndinyo,

ericawebi@yahoo.com

ICW needs

your support

ICW friends* and supporters

ICW'’s vision is that information must be accessible
to all HIV positive women.

All ICW publications, including the newsletter, are
distributed for free in English, Spanish and French
to all HIV positive women members and beyond. It
reflects their visibility, voices and visions.

If you want to support our work, you can simply

make a donation. Just £20 (or $US30 or €30) for
instance, helps send the quarterly newsletter to 20
HIV positive women.

~

| want to become an ICW member. Please send me a membership form [J

| am already an ICW member and | would like to receive the newsletter in:
English [0 Spanish [J French [J We welcome donations of any size, and you can

make a secure, on-line donation in GBP, Euros, or

NAME US dollars at www.icw.org and click Donate Now.
Or send your donation by post to Corinne Miele —

ADDRESS ICW Donations, Unit 6, Canonbury Yard, 190a
New North Road, London N1 7BJ, UK (cheques

POSTCODE COUNTRY made payable to ‘ICW’). Please include your

contact details so we can keep in touch and tell
you about ICW’s latest news. If you have any
questions about donations, please contact Corinne
at: corinne@icw.org

Send this form to: Carmen Tarrades, ICW International Support Office, Unit 6,
Canonbury Yard, 190a New North Road, London N1 7BJ, UK Email: carmen@icw.org

X

Note: ICW is happy to arrange to send small bulk orders of the newsletter for free to
the networks and groups of HIV positive people. Please contact Carmen if you want to
organise this.

* Friends: our growing list of friends support us but
are not themselves HIV positive.




