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About VSO-RAISA

VSO is an inter-
national develop-
ment organisation
that works mainly
through volunteer
development
workers (VDWSs).
VSO works in
nearly 40 devel-
oping countries
towards a set

of development goals identified in country strategic

plans, linking the priorities of our partner organisations,
international development targets and VSO's distinctive
competencies. HIV & AIDS is one of the six corporate goals
of VSO. VSO aims to combat stigma, support prevention and
increase the availability of treatment, care and support for
those infected and affected by the HIV & AIDS pandemic.

In 2000, VSO started the Regional AIDS Initiative of
Southern Africa (RAISA) in six southern African countries:
Malawi, Mozambique, Namibia, South Africa, Zambia, and
Zimbabwe. The purpose of the RAISA initiative is to support
existing efforts in southern Africa to respond to the HIV &
AIDS pandemic, by strengthening the capacity of civil society
and government to develop and work with partners in the
implementation of a sustainable and effective multi-sectoral
response to HIV & AIDS.

The initiative works primarily (although not exclusively) on
issues of prevention, care, access to treatment, and voluntary
counselling and testing (VCT). The initiative has a particular
focus on the reduction of stigma, gender issues, people
living with HIV &/or AIDS, and orphans and other vulnerable
children. This first phase of RAISA ended in 2004 with the
second phase, 2005-08, now in implementation. RAISA Il will

continue to build the capacity of partners, by strengthening
service delivery systems, strategic planning, networks and
supporting the development of national policy. Capacity
building in partner organisations is supported through:
placements of VDWs; small grants; and facilitating horizontal
learning including networking between partner organisations
in exchanges, workshops and conferences. The main sponsors
of this project are the Big Lottery Fund (BLF), Comic Relief,
and PSO of the Netherlands.

Why this Conference?

Every year VSO-RAISA holds a conference around a theme,
identified by its staff and partners in southern Africa, as
important in the response to HIV & AIDS. Stigma and
discrimination were chosen as the focus for 2005 because,
despite many efforts, they continue to impact negatively on
the pandemic.

From the moment scientists identified HIV & AIDS,
social responses of fear, denial, stigma and discrimination
have accompanied the pandemic. Discrimination has
spread rapidly, fuelling anxiety and prejudice against the
groups most affected, those living with HIV &/or AIDS and
those close to them. In fact, HIV & AIDS are as much about
social phenomena as they are about biological and medical
concerns.

Stigma is generally defined as a negative social label
that disgraces, shames and blames a person seen to have
a certain attribute, such as being HIV positive. When this
attitude becomes overt acts which are harmful to the
person, we would call this discrimination.



HIV & AIDS-related stigma and discrimination remain
enormous barriers to effectively fighting the HIV & AIDS
pandemic. Fear of discrimination often prevents people from
being tested for HIV, seeking treatment, disclosing their
HIV status and getting support. Internalising the fear, blame
and shame also has a negative impact on those living with
HIV &/or AIDS. VSO-RAISA believes that it is vital to examine
this phenomenon to lessen the impact of stigma on its work,
to integrate stigma mitigation into its activities and to build
partnerships with other role players in the field.

The conference title — “YOU DON'T BELONG HERE”
Fear, blame and shame around HIV & AIDS —is a
provocative statement and is intended to challenge all of
us to break down the divisions, hurt and damage done by
stigma and discrimination. In doing so, we build stronger
relationships, communities and societies.

As Victoria Bam (Namibia) one of the conference
delegates stated:

‘Stigma and discrimination affects
you mentally, they break down your
defences and your mental ability
to cope and there is no tablet you
can take to cure this. As a woman
myself who is living with the virus
and has lost both her husband and a
child to it, the boundaries of stigma
and discrimination are limitless. They
eat away at your dignity and feeling
of self-worth. They come from within
your traditional suEport network,
your family, your church, and your
neighbours. They take over your life
and make it impossible to function
normally. But what | want to share
with you is how you can learn to
overcome stigma and discrimination
and to grow and survive and become
a better person from it/

Victoria Bam

Conference aim

— To enable organisations working with people living
with HIV &/or AIDS, and/or in the HIV & AIDS sector
generally, to highlight strategies to combat stigma and
discrimination; to exchange experiences and learning
from these successes and challenges; and to identify
links between organisations to be continued after the
conference.

Conference objectives

— To explore current interpretations of stigma and
discrimination; analyse their sources, the contexts in
which they take place and the ways in which HIV & AIDS
stigma manifests itself.

— To highlight some existing interventions targeting
HIV & AIDS stigma and discrimination, review lessons
learnt; how they have contributed to effective ways of
preventing stigma and challenging discrimination when
they occur; and recommendations for ways forward.

— To build organisations’ learning and capacity to
share experiences as well as create linkages between
organisations working in the region to be continued after
the conference.

Six cross cutting themes were also identified

© The involvement of people living with HIV &/or AIDS in
the HIV & AIDS response;

@ Laws and workplace policies;

© Gender issues;

O The role of culture and religion in perpetuating or
reducing stigma;

© Children affected by HIV & AIDS; and

O The invisibility of people with disabilities in the response
to HIV & AIDS.

Conference banner




Executive Summary

‘Dealing with stigma is like trying

to catch an eel in a bucket of oil;

every time you think you have got
a grasp on it, it eludes you.

This comment by a researcher sums up the complexities
of the theme of the fourth regional VSO-RAISA conference
— stigma and discrimination around HIV & AIDS. Stigma
is a non-conscious, non-rational process, rooted in deep-
seated beliefs, fears and concerns, whereby we attach a
negative social label and reject another person. Stigma can
be external, or enacted, resulting in practical manifestations
of neglect, exclusion and discrimination. Stigma can be inter-
nalised, resulting in feelings of guilt, shame, self-blame and
self-doubt of the person affected.

Stigma and discrimination are a recurrent phenomenon
in society. Through history, diseases like leprosy, TB, syphilis,
mental illness, and cancer have been stigmatised. Yet stigma
grafts onto the HIV & AIDS pandemic in special ways because
HIV is transmitted through culturally loaded means, such as
sexual intercourse, blood, mother's milk and other bodily fluids.

‘Stigma and  discrimination spread as
fast as the virus. In some countries,
they arrived before the virus/

The conference brought together a mix of activists,
researchers, managers and staff from RAISA partners. Each
brought a unique perspective to unpack the issue. They
analysed the sources and forms of stigma and discrimination,
reviewed interventions to mitigate them, and networked
among organisations.

The roots of stigma

Research presented at the conference from across the
region found that HIV & AIDS are often linked to negative
attributes like death, promiscuity, contagion and witchcraft.
Its incurability fuels irrational fears, although antiretroviral
treatment, by making HIV & AIDS manageable, may reduce
their association with death.

HIV & AIDS are associated with stigmatised behaviours, like
sex between men, sex work, and premarital and extramarital
sex. HIV & AIDS are linked to sex, sex to sin, and sin to divine
punishment. But, as Professor Michael Kelly, a Jesuit priest and
lecturer at the University of Zambia told the conference:

‘Sex is good and wonderful. Stigma
and discrimination are the real sins.



Stigma and discrimination build a culture of silence and
denial around AIDS, undermining the response to HIV &
AIDS. Fear of stigma prevents people from getting tested,
seeking treatment and receiving care. Prejudice towards
people living with HIV &/or AIDS leads to human rights
abuses, as a presentation by the International HIV/AIDS
Alliance eloquently showed.

Researchers from the Centre for the Study of AIDS
(CSA) at the University of Pretoria explained that stigma
is a powerful tool for social control and punishment of
‘'different’” behaviour. By labelling some behaviour, norms or
people ‘unacceptable’, stigma reinforces the social structures
of family, class and patriarchy, and relations of power,
hierarchy and exclusion. Thus, stigma is layered upon pre-
existing social inequalities such as class, race, gender, sexual
orientation, and ethnic group.

Surveys by VSO-RAISA partners across the region
documented discrimination towards people living with
HIV &/or AIDS in clinics, schools, churches, mosques,
workplaces, families, markets, water points and public
transport. At the same time, as SAfAIDS pointed out,
discrimination coexists with widespread care and support
for people living with HIV &/or AIDS.

Stigma-reduction projects need to measure the extent
of the problem and the impact of interventions. This will
now be easier as the CSA has developed theoretical tools,
guidelines and indicators to measure the output and
outcome of interventions. The indicators, which can be
customised, measure external and internalised stigma.

Human rights approach

The best way to address stigma and discrimination is the
rights-based approach, ie locating the needs of people
infected and affected by HIV & AIDS in universal and
indivisible human rights, which can be claimed, asserted and
measured. Citizens are entitled to claim their rights. Duty
bearers (governments) have an obligation to respect, protect
or fulfil those rights — like the right to health and to equality.

In contrast, a policy-based approach leaves policymakers
(usually governments) the discretion to determine content,
timeframes, beneficiaries and resource allocation, without
mechanisms to test the wisdom, impartiality and justification
of decisions.

The combination of a rights-based and policy-based
approach produces the strongest framework, said AIDS and
Rights Alliance for Southern Africa (ARASA). It works best
where rule of law is upheld and the judiciary can act as a
check on government.

Challenging conventional wisdom
In a challenge to conventional orthodoxy around HIV & AIDS,
several presenters questioned whether some standard policies
and interventions contribute to stigma. Chief among these
is behaviour change, the cornerstone of the international
HIV & AIDS response, which places the responsibility for HIV
transmission on the individual. This approach institutionalises
blame and stigma at the heart of the policy. It turns HIV &
AIDS into someone else's problem; stereotypes some regions
as sexually promiscuous; shifts attention from addressing
the conditions that support HIV & AIDS, namely, gender
inequalities and poverty, and ignores that many women are
unable to choose safer sex or change power relations.
Another policy that inadvertently fuels stigma is aid
agencies targeting and provision of services to people living
with HIV &/or AIDS while ignoring other members of the
community who also require assistance. Research from South
Africa showed that this can feed resentment and prejudice
against people living with HIV &/or AIDS and may unwittingly
create incentives to become infected and receive aid.

Greater Involvement of People Living
with HIV &/or AIDS (GIPA)

Participants agreed that the greater involvement of
people living with HIV &/or AIDS, at all levels, or the
GIPA principle, is the best tool against prejudice.

The Copperbelt Health Education Project (CHEP) in
Zambia relies on support groups that empower individuals
and communities to deal with the pandemic. CHEP involved
HIV positive people in the production of an HIV & AIDS
Treatment Literacy Manual, which includes dealing with
stigma in family and community.

In Mozambique, the national network of associations
of people living with HIV & AIDS, RENSIDA, has lobbied
successfully to be represented in the structures of the
national HIV & AIDS response.

‘We made a lot of noise until we

were accorded our rightful place.

Our slogan is “Nothing can be
done for us without us.”’

However, GIPA often remains ‘a mere Sleeping Beauty’,
a token measure without real decision-making power, said
the national advocacy coalition Zimbabwe Activists on HIV
and AIDS (ZAHA).



Rights, policies and laws

The workplace is a space where complex social relationships
based on class, gender and age are formed — and modified.
In the history of HIV & AIDS, it was a locus of discrimination
until adequate policies were developed. HIV & AIDS
workplace policies require leadership, confidentiality, non-
discrimination, support for disclosure, GIPA, sustainability,
monitoring, and addressing stigma and discrimination.

The experiences at Zoa Tea Estate in Malawi, the Zambia
Business Coalition on HIV/AIDS, Loving Hand in Zimbabwe
and Voluntary Service Overseas (VSO) internationally
illustrated successes and experiences of such policies. They
also highlighted that the process of developing policies is as
important as the policy itself.

Conference delegates agreed that the law should curb
discrimination by protecting the rights of people living
with HIV &/or AIDS but many countries lack such a legal
framework. The Zambia AidsLaw Research and Advocacy
Network (ZARAN) has made recommendations in this area
to the Constitutional Review Commission.

In Mozambique, the first association of people living
with HIV &/or AIDS, Kindlimuka, with the trade unions,
the Mozambique Network of AIDS Service Organisations
(MONASO), and legal institutions, lobbied members of
parliament and helped draft an anti-discrimination law
approved in 2002.

Religion and culture

The sessions on how culture and religion construct,
perpetuate or reduce stigma opened with an analysis of
culture by a CSA researcher. Culture is the lens through
which we make sense of the world and interact with people.
Culture is dynamic, fragmented, contested, complex and
contradictory. Culture can empower, exclude, or exploit; it
can lead us to judge, impose and discriminate.

Stigma is rooted in our values and culture. Hence, to
deal with stigma, we must be aware of our own and other
people's cultural and religious values.

Faith-based institutions have been sources of solidarity
as much as discrimination. Dialogue, negotiation and
training will strengthen the former and reduce the latter.

All religions have a core of love and

compassion, and we must tap into it.

Religious leaders need information and
education to change their perspectives and
we have not done enough to help them!.

Given the influence wielded by religious and cultural
leaders, VSO-RAISA partners in Zimbabwe and Mozambique
highlighted how they engage them in mitigating stigma in
their communities.

Culture can empower, exclude,

or exploit; it can lead us to judge,
impose and discriminate.

Islam has been much distorted in the media. A presenta-
tion by the Open Learning Systems Education Trust clarified
where the Muslim faith stands regarding premarital and
homosexual sex.

‘The church is like a caterpillar that
must pass through transformations
to become a butterfly.

Gender
That men and women experience stigma differently is widely
documented by VSO-RAISA partners.

Kukayana, the National Network of Women Living with
HIV/AIDS in Mozambique, presented its research on gender
stereotypes and stigma in two provinces. It showed that
rural women are the most disadvantaged in information, risk
perception, and self-perception, rooted in subordination,
that they should be the last in the family to get help. Women
also shoulder a disproportionate share of the burden of
care. Governments, churches and families rely on the unpaid
work of women and girls — ‘the natural, selfless caregivers.’

The discussions noted that when home-based care
(HBC) is paid, more men join. While unpaid, rarely do
men volunteer. The unpaid time spent caring for the sick
reduces women's ability to get a paid job, their productivity,
agricultural output, family food and security. Some delegates
noted however that portraying women invariably as victims
and men as perpetrators is counterproductive.

‘Ignoring  that women are not helpless
victims, that there is a lot of pressure on
men, and that men too are affected, closes
opportunities to work with both sexes, and

ignores the gay and lesbian community!

Disclosure poses particular problems for women. They
may be beaten and lose their home, children and/or property.
The AIDS and Society Research Unit at the University of Cape
Town analysed the dynamics of disclosure and negotiating
risk, stress and gossip within a group of women in an art and
advocacy project.

Participants at the conference discussed whether there is
undue pressure on HIV positive people to disclose compared
to people with other viruses, and whether people who disclose
get enough support and skills training. On the other hand,
participants agreed that public disclosure is an effective tool for
HIV & AIDS prevention. It decreases stigma by normalising
HIV & AIDS and is necessary for the success of GIPA.



Children
The simple and moving drawings by orphans in Zambia
said it all: a child carrying a bigger bucket of water than
her peers; a girl overburdened with chores at home, not
attending school; a dream home where all children are
treated equally and lovingly.

The experiences of children from across the region
reflected similar sad stories of loneliness and shame.

‘I was taken to relatives and | used
to be mistreated. VWhenever | made a
mistake | was beaten, told all sorts of
insults and always told I am an orphan.
They used to remind me about my
parents and | just cried.

The Kayanaka study on children’s experiences in
Zambia, Ethiopia and Tanzania documented blame, material,
developmental and emotional deprivation, rejection and
isolation as frequent problems. Coping strategies included
turning to friends, sharing feelings, revenge or ‘turning the
tables’ fantasies, praying and resilience.

The study noted that families are under terrible stress
and need help, not blame. Kanayaka has developed an Anti-
Stigma Toolkit to understand stigma through participatory
exercises, stories and drama.

Drawing made by an orphan in Zambia

Disability

The most invisible people in the HIV & AIDS response

are those with disabilities. They are usually, and wrongly,
assumed not to be sexually active or at risk of sexual abuse.
A survey among people with disabilities in Namibia found
that more than half were sexually active, 73% had never
used a condom and 18% had been denied condoms. The
VSO-RAISA-supported project aims to include people with
disabilities in all prevention, treatment and care programmes.

An agenda for action

The conference ended with as many questions as answers.
Stigma and discrimination are slippery issues indeed, but the
experiences of VSO-RAISA partners show families, communi-
ties and institutions coming to grips with the problem.

‘First we have to name the problem.
There wasnt a word before for orphan
or stigma in our African languages.
Once you name the problem, you can
start dealing with it

4 )
An agenda for action includes:

— Show real commitment to GIPA;

— Address gender inequalities;

— Help communities identify stigma
within the community;

— Create spaces where people
can share experiences and fears
openly;

— Explain ways of HIV transmission,;

— Intensify lobbying and advocacy;

— Engage religious and cultural
leaders;

— Mobilise resources, leaders and
institutions in order to meet
the needs of orphans and other
vulnerable children;

— Integrate and include people with
disabilities and disability issues in
the HIV & AIDS response; and

— Support policies, programmes and
laws that promote the rights of all
people and of people living with
HIV &/or AIDS in particular.

NS J




Timetable

Day 1

8:30
Introductions
Bongai Mundeta (VSO-RAISA
Regional Director) Southern Africa

8:40
House-keeping
Wedzerai Chiyoka (VSO-RAISA)
Zimbabwe

8:50
Welcome remarks
Professor Michael Kelly (VSO-RAISA
Advisory Board) Zambia

9:10
Conference objectives
Bongai Mundeta (VSO-RAISA
Regional Director) Southern Africa

9:25
Conference remarks
Dr Ronald Msiska (UNDP)
Southern Africa

9:45
Plenary address: Setting the scene
Professor Kelly (VSO-RAISA
Advisory Board) Zambia

10:20
Break

10:50
Recorded message via video
Bishop Desmond Tutu South Africa

11:00

Opening remarks
Mr Stephen Sianga (SADC) Botswana

11:25
Plenary address: Personal testimony
Lynde Francis (The Centre) Zimbabwe

12:00
Plenary address: The Ambassador
of Hope Programme
Augustine Chella (VSO) Zambia

12:30
Lunch

14:00
Guest of honour, official opening
Mrs Maureen Mwanawasa (First Lady
of Zambia) Zambia

14:40
Plenary address: The GIPA
principle and stigma
Almaz Gebru (UNDP) Southern Africa

15:00
Break

15:30
Breakaway group A

Greater involvement of People
Living with HIV &/or AIDS (GIPA)

Chair: Lorna Robertson UK
Rapporteur: Rica David Malawi

1 The Longlife AIDS-art Advocacy Project. An
exploration into ‘public’ disclosure

2 Meaningful involvement of people living
with HIV &/or AIDS in the Lundazi District

3 The battle against stigma and discrimination
in Mozambique

15:30
Breakaway group B

Greater involvement of People
Living with HIV &/or AIDS (GIPA)

Chair: Roberto Pinauin South Africa
Rapporteur: Hans van der Windt Namibia

1 How the Kubatsirana-Shinguirirai people
living with HIV &/or AIDS support group is
overcoming HIV & AIDS stigma and discrimi-
nation in Cidade de Chimoio Province

2 The GIPA Principle: A mere sleeping beauty

3 Meaningful involvement of people living
with HIV &/or AIDS in the Copperbelt Health
Education Project (CHEP)

17:00
Plenary session: Report back and
the debate continues

Chair: Almaz Gebru South Africa
Rapporteur: Carine Munting South Africa

18:00
End of day

19:00

Dinner

Day 2

8:30
House-keeping
Wedzerai Chiyoka (VSO-RAISA)
Zimbabwe

8:40
Re-cap
Bongai Mundeta (VSO-RAISA
Regional Director) Southern Africa

8:50
Greetings
Dr Kenneth Kaunda (Former
Zambian President) Zambia

9:00
Opening address
Pierre Brouard (Centre for the Study of
AIDS, Univ of Pretoria) South Africa

9:20
Plenary address: Gender and stigma
Jason Wessenaar (Centre for the Study of
AIDS, Univ of Pretoria) South Africa

9:40
Plenary address: Gender,
stigma and women
Sara Page (SAfAIDS) Zimbabwe

10:10
Plenary: Drama presentation
Josh Nyapimbi (Nhimbe Trust) Zimbabwe

10:40
Break

11:00
Breakaway group A

Gender and access to
information and services

Chair: Christine Nganga Kenya
Rapporteur: Lute Kazembe Namibia

1 ‘Yesterday’: new approaches to gender and
HIV & AIDS

2 Experiences in use of video to fight stigma
and discrimination in HIV & AIDS

3 Stigma and discrimination towards sex
workers



11:00
Breakaway group B

Gender and the burden of care

Chair: Augustine Chella Zambia
Rapporteur: Nina O'Farrell UK

1 A call to social justice for caregivers in
South Africa

2 Gender issues around stigma and
discrimination

3 Gender issues around stigma and
discrimination

12:30

Lunch

14:00
Plenary address:
Rights-based approaches to
HIV & AIDS-related stigma
Farhana Zuberi (Consultant) South Africa

14:30

Breakaway group A

Workplace policies

Chair: Carine Munting South Africa
Rapporteur: Chipo Chiiya Zambia

1 The principle of work place policies: the
VSO experience

2 Combating stigma by implementing an
HIV & AIDS workplace policy: Zoa Tea
Estate’s experience

3 HIV & AIDS workplace policies and
programmes to combat stigma and
discrimination

14:30
Breakaway group B

National policies

Chair: Micheala Clayton Namibia
Rapporteur: John Fingleton Malawi

1 National policies: South Africa’s experience

2 Kindlimuka’s role in getting the law to
protect people living with HIV &/or AIDS
within the workplace approved

3 Fighting HIV & AIDS stigma and discrimina-
tion through law and policy: the need for a
new approach

16:00
Break

16:30
Plenary session: Group work report
back and the debate continues

Chair: Rakgadi Mohlahlane South Africa
Rapporteur: Mairi MacDonald Malawi

17:30
Plenary address: HIV & AIDS and
disability — double discrimination
Lisa Davidson (VSO-RAISA) Namibia

Chair: Lisa Davidson Namibia
Rapporteur: Safari Mbewe Malawi

18:30
End of day

19:00

Braai and drumming

Day 3

8:30
House-keeping
Wedzerai Chiyoka (VSO-RAISA)
Zimbabwe

8:40
Re-cap
Bongai Mundeta (VSO-RAISA
Regional Director) Southern Africa

8:50
Plenary address: The role of
culture in relation to stigma and
discrimination
Zodwa Radebe (Centre for the Study
of AIDS, Univ of Pretoria) South Africa

9:10
Plenary address: Children and stigma
Sue Clay and Chipo Chiiya (International
HIV/AIDS Alliance) Zambia

10:30
Break

11:00
Breakaway group A

Religion, culture and stigma

Chair: Jason Wessenaar South Africa
Rapporteur: Charity Sisya Zambia
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1 Culture and religion: the way forward

2 AIDS-related stigma and Islam

3 Applying social norms theory to HIV & AIDS
stigma

4 Strategies for combating HIV & AIDS stigma
and discrimination in the church

11:00

Breakaway group B

Orphans and other vulnerable
children and stigma

Chair: Tamsin Langford UK
Rapporteur: Sostain Moyo Zimbabwe

1 Youth and HIV & AIDS stigma

2 Children are severely affected by stigma of
HIV & AIDS

3 Stigma, discrimination and orphans and
other vulnerable children

4 Surviving HIV & AIDS and stigma and
discrimination at family level

12:30

Lunch

14:00

Plenary session: Report back

Chair: Alan Smith UK
Rapporteur: Tamsin Langford UK

14:45
Plenary address: Summary on
stigma and discrimination
Dr Alvaro Bermejo (International
HIV/AIDS Alliance, London) UK

15:15
Break

15:45
Closing session — Way forward
CCs and Regional Director
Southern Africa

16:30
Plenary address: Closing remarks
Dr Kenneth Kaunda (Former
Zambian President) Zambia

17:30

Closing and vote of thanks
Alan Smith UK

18:00
End
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Day 1—Tuesday, 25 October

Opening addresses

1 Dr Ronald Msiska

2 Mr Stephen Sianga

3 First Lady Mrs Maureen Mwanawasa
4 Archbishop Desmond Tutu

Four speakers made opening remarks and guest addresses
to set the tone for the conference and to give participants
inspiration for their deliberations.

Dr Ronald Msiska, Head of Team, Southern Africa
Capacity Initiative, United Nations Development Programme
(UNDP), spoke about capacity in southern Africa to address
HIV & AIDS.

He stressed the importance of national and community
volunteering in dealing with the huge challenges around
HIV & AIDS. The influence of socio-cultural factors was
highlighted and the necessity for people working in HIV &
AIDS to recognise and respect these issues. Some of the key
challenges facing the southern African region were cited as:

— Poverty, linked to unemployment and lack of food security;

— The impact of HIV & AIDS leading to an increase in
orphans and child-headed households, general ill health,
inability to access medical services and no services for
victims of abuse;

— The brain drain, where people with skills are migrating to
other areas and countries to seek work;

— Poor governance, where weak governance mechanisms
lead to poor service delivery, weak leadership and
management styles associated with corruption, poor
policies etc.;

— Lack of co-ordination which leads to fragmentation and
duplication;

— Poor access to education including overcrowded
classrooms; and

— A shared understanding of volunteerism.

Following his presentation there was vigorous discussion
around policy interpretation and implementation at
grassroots levels.

Mr Stephen Sianga is the director of the Social and
Human Development and Special Programmes Directorate
at the Secretariat of the Southern African Development
Community (SADC). In his view the conference was

timely not only because stigma and discrimination remain
a daunting challenge but because it also provided an
opportunity for regional sharing of best practices in stigma
mitigation at a time when the SADC region is scaling up
HIV & AIDS interventions.

He noted that stigma and discrimination are major
driving factors of the HIV & AIDS pandemic along with
other social issues such as poverty, inequality, illiteracy,
inadequate health care and intergenerational sex. He
endorsed the views expressed in the conference document
that stigma and discrimination are major obstacles in
combating the pandemic and fighting them is as important
as developing a medical cure. The conference themes were



appropriate in focus, he said, and were consistent with SADC
policy instruments such as the Declaration on HIV and

AIDS in Maseru, Lesotho in 2003. This Declaration noted

the importance of upholding human rights and challenging
stigma and discrimination.

Mr Sianga said it was important to learn from conference
participants so that best practices can be shared, policies
can be harmonised and programmes scaled up. He also
called for challenges and constraints to be discussed so
that others can learn from this for future interventions.

In summary, Mr Sianga felt that the conference outcomes
would reinforce the work happening in the main areas of
focus in SADC, including:

— Institutional capacity building to mainstream HIV & AIDS
work through the strengthening of the HIV & AIDS unit
in SADC;

— Facilitating technical responses through sharing
guidelines and best practices;

— Facilitating resource networks — SADC is reviewing
resources at present;

— Securing functional and effective health systems;

— Monitoring regional and global commitments; and

— Promoting access to ARVS.

Mr Sianga ended by urging conference delegates to work
together to fight stigma and discrimination highlighting that:

‘The challenge is immense, but not
insurmountable!!! VWe have won
wars in the past’

Mrs Maureen Mwanawasa, the Zambian First Lady,
was the keynote speaker of the conference. In opening her
presentation Mrs Mwanawasa noted that HIV & AIDS have
impacted heavily on Africa, that many people have passed
away and that each loss is to be mourned, given our unique-
ness as human beings. The pandemic has been characterised
by fear, denial, stigma and discrimination since the outset and
has succeeded in bringing out the best and worst in us.

Mrs Mwanawasa gave the conference an overview of
stigma, noting that it operates as a tool of social control: it
excludes and exercises power over certain people in society,
reinforcing pre-existing prejudices. In blaming individuals
and groups, society excuses itself from responsibility for
caring for populations, such as vulnerable children and
youth, and denies access to services and treatment to
groups seen as ‘outsiders’.

She commented on the gendered nature of stigma:
woman are burdened in many societies; are seen as trans-
mitters of STIs and other diseases; are treated differently

13

from men if they are HIV positive; may be rejected by their
families and are blamed for infecting and killing their hus-
bands. Nevertheless women can and do play a vital role in
stigma mitigation.

Other roleplayers in stigma mitigation were families
(where much of the care of people living with HIV &/or AIDS
occurs), workplaces (where pre-employment screening
and post-employment harassment are common) and the
health care system (where shameful instances of stigma
and discrimination have occurred). In pointing to the way
forward, Mrs Mwanawasa stressed the importance of:

— Attitude change and education at community and
national levels;

— Doing away with fear-based messages;

— Legal protections;

— Increasing the visibility of people living with HIV &/or AIDS;

— Afocus on similarity, not difference; and

— Monitoring of stigma-mitigation efforts.

Archbishop Desmond Tutu addressed the conference
by video. He welcomed conference participants and urged
people to join together to challenge stigma within our
global family:
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‘We have a wonderful continent,
with wonderful people. As we come
together to celebrate our diversity
and learn from one another, we
discover the richness in our
different cultures and languages.
This understanding brings hope to
the establishment of democracy,
non-racialism and non-sexism.

But how we view HIV is
undermining this new vision. Life
Is a sacred gift and it should pain

everyone that we human beings
put one anothers’ lives at risk of
HIV because we silence with our
love of gossip and penchant of
stigmatisation. This is not the way
we should be treating each other.
Have we not judged and labelled
one another enough through our
colonial and apartheid histories?
Why continue to contribute to a
world of fear and hiding? Silencing
people’s woices, making them afraid
to get tested for HIV, making them
afraid to ask for the emotional
support they need, making them
fear being isolated and alienated if
someone, somehow finds out they
are HIV positive or have AIDS.

The SADC region is about
solidarity with each other, about
compassion and caring, about
support for marginalised, the poor
and those with no one to care
for them, especially the children
orphaned by AIDS, the most
vulnerable in societies.

Stigma should have no part in
who we are meant to be as
human beings. We are all gods
family, created in god's village,
members of one family - god’s
family. And as sisters and brothers
we must reach out and embrace
those members of our family that
need our support so desperately.’

Archbishop Desmond Tutu (via video)

Plenary address: Setting the scene

Professor Michael Kelly (VSO-RAISA advisory
board member), (Zambia)

‘Our irrational act of stigmatising makes

us lose value, we respond to them as if

they were of lesser value and, in doing

so, we become of lesser value ourselves,
we become less human’

Professor Kelly’s presentation set the scene for the
conference from a theoretical perspective and reflected on
his long experience of working on the HIV & AIDS pandemic
in Africa. Firstly, stigma is a process that occurs when we
attach a negative social label of disgrace, shame, prejudice
or rejection to a person because that person is different
from us in some way that makes us uncomfortable or which
we regard as undesirable. In this way we divide the world
into ‘us’ and ‘them’ where ‘they’ are less worthy and less
deserving of respect. When we stigmatise people living with
HIV &/or AIDS we devalue and discredit them in our eyes,
and sometimes in their own eyes too. This process also
devalues and dehumanises the stigmatiser.

Self stigma refers to the feelings of shame, self doubt,
guilt and self blame that a person living with HIV &/or
AIDS might experience as a result of the stigma they face
or expect to face from others. This can result in lowered
self esteem, feelings of inferiority, helplessness and deep
sadness, leading to worsened health, fear, denial and
secrecy. Often this is harder to live with than the virus itself.

Because they are inner processes, stigmatising attitudes
are hard to see. However, when these prejudices are acted
out, we would call this discrimination. Discrimination is
treating someone differently because they are part of a
different group from the discriminator: these differences
can be based on age, race, religion, nationality, gender,
socio-economic status, occupation, politics, health status,
educational level, size and so on. This discrimination is
positive if it is in the person’s best interests and meets



international legal and human rights standards. It is
negative if it is unfair and unjust. In practice this can
occur in the home (not sharing utensils), community
(segregation in schools) and at work (unfriendly
colleagues). Apart from people living with HIV &/or
AIDS being vulnerable to stigma and discrimination,
widows, orphans, relatives, women and girls may also
experience this phenomenon.

Stigmatisers are characterised by a sense of
superiority, power, self-righteousness, double
standards, offensive curiosity and suspiciousness.
They see HIV & AIDS as problems of ‘others’, not
ourselves. In many societies particular groups are
blamed for HIV & AIDS (sex workers, truck drivers,
gay people) as a way of pushing it away and denying
responsibility or vulnerability. These perceptions have
historical roots — since the start of the pandemic HIV
& AIDS have been seen as an American illness of gay
men, an African illness of promiscuity, an illness which
offends God, an illness of punishment for sins, an
illness that is easily caught or a death sentence.

Professor Kelly also commented on the unintended
consequences of international aid, where the delivery
of goods and services to individuals through home-
based care organisations may lead to envy and stigma.
He further noted that the international approach to
behaviour change (the so-called ABC approach which
calls for abstinence, being faithful and using condoms)
places responsibility for HIV transmission on individuals.
In doing so: it institutionalises blame and stigma at
the heart of policy; turns HIV & AIDS into a problem
belonging to someone else; stereotypes regions as
sexually promiscuous; and shifts attention away from
dealing with other conditions that support or promote
HIV transmission.

At the individual level, it is important to note
that stigma is not conscious or rational: it is rooted
in deep-seated beliefs, fears and concerns and a
powerful combination of shame and fear. The shame
occurs because we associate HIV & AIDS with illicit sex
and the fear occurs because HIV & AIDS may lead to
serious sickness and death. Professor Kelly challenged
the connection between sex and sin, stating that ‘sex is
good and wonderful’ and that stigma is the real sin.

Using a tree as a metaphor, the manifestations of
stigma were brought to life and shown to be pervasive
and damaging. How are the roots of this stigma tree
to be cut? Professor Kelly challenged the conference
participants to explore how they ‘othered’ HIV & AIDS
and people living with HIV &/or AIDS in their own
lives. Identifying with issues and people affected was
the first step to dismantling stigma and discrimination.
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He urged us all to:

— Replace fear with hope — there is life after HIV & AIDS;

— Replace ignorance with knowledge — HIV is hard to transmit;

— Replace deep human anxieties with understanding —
HIV transmission is about more than sex;

— Replace blame with respect — every person has inherent
dignity and worth; and

— Replace shame and denial with solidarity and openness —
we are all in this together.

Three key strategies were outlined to address stigma
and discrimination:

O Challenge attitudes and perceptions
— improve knowledge, understanding and awareness
— address gender and sexual inequalities
— involve religious leaders

©® Promote and defend the rights of people living with
HIV &/or AIDS
— promote anti-discriminatory legislation
— ensure protection in all circumstances of human rights,
especially in workplaces, schools and health settings

© Increase availability of services
— improve availability and acceptability of VCT
— promote free ART accessible to all in need
— support strong community-owned HBC



Plenary address: Personal
testimony

Lynde Francis, The Centre (Zimbabwe)

Lynde Francis, director of The Centre in Zimbabwe, talked
about her own experiences as a person living with HIV.
She stated that, ‘This is a testimony of being a victor not a
victim’. She took the conference participants through her
journey of denial, anger, shame and depression, discovery
and her current position ‘at the other side’. Lynde discussed
the value of a holistic approach to HIV & AIDS and stressed
the importance of positive living and good nutrition. In
her view, the world pays lip service to GIPA principles. In
outlining the need for meaningful involvement of people
living with HIV &/or AIDS in service delivery — not just as
dependents or consumers of services — Lynde emphasised
the need to give people living with HIV &/or AIDS their
dignity back and to treat them as professionals. A key issue
was also the importance of providing support to those
wishing to disclose their status.

Lynde outlined her own personal millennium develop-
ment goals: to eliminate HIV & AIDS from the world; to nor-
malise HIV & AIDS; for everyone to know their HIV status; a

world where our response to the pandemic changes from an
emergency response to a long term response; poverty al-
leviation; and a world where we join together and celebrate
differences as well as similarities. She ended by encouraging
participants to:

‘Love, live and share life with
people living with HIV and AIDS!

Plenary address: The Ambassador of
Hope Programme

Augustine Chella, VSO (Zambia)

Augustine Chella is the VSO programme manager for the
HIV & AIDS and Children in Crisis programme in Zambia.
He outlined the Ambassadors of Hope Programme, which



was started in 1995 by the African Network of People Living
with HIV and AIDS with the support of the UNDP Regional
Project on HIV and Development. The main principles of the
programme include: making HIV & AIDS a ‘living reality’;
recognising the value, experience and understanding people
living with HIV &/or AIDS bring to the pandemic; seeing the
sharing of experiences as a powerful form of therapy for
ambassadors and their audiences; and for ambassadors to
serve as positive and empowering role models across Africa.

Ambassadors act as envoys of the African Network
of People Living with HIV and AIDS, try to show the true
human cost of the pandemic and complement the work of
governments and communities in galvanising action. They
do this through general sensitisation work and capacity
building of, but not limited to, people living with HIV &/or
AIDS so that they can impact on policies and programmes.

Ambassadors are selected according to specific criteria
— they must be: HIV positive; open about their status;
language proficient; self-disciplined and responsible; good
communicators; knowledgeable about HIV & AIDS; and
living with HIV for a minimum of two years.

Before ambassador missions are set up in a specific
country, conditions are explored in that country to assess
whether they are conducive to the work of an ambassador.
A needs assessment is done and factors such as HIV
prevalence, status of people living with HIV &/or AIDS
associations, support for people living with HIV &/or AIDS,
status of the national response to HIV & AIDS and legal and
ethical frameworks are checked out. Once this has been
satisfactorily resolved, ambassadors visit the country and
facilitate the work of the Ambassadors of Hope Programme,
with support from the host country.

The presentation ended with a call for VSO-RAISA and
partners to engage with the Ambassadors of Hope in their
respective countries to work together to combat stigma and
discrimination in their countries.

Ambassadors are selected according
to specific criteria — they must be:
HIV positive; open about their
status; language proficient; self-

disciplined and responsible; good
communicators; knowledgeable

about HIV & AIDS; and living with
HIV for a minimum of two years.

Plenary address: The GIPA principle
and stigma

Almaz Gebru, UNDP (South Africa)

Almaz Gebru discussed the GIPA principle (the Greater
Involvement of People Living with HIV &/or AIDS) from the
perspective of the United Nations, particularly focusing on
the role of volunteerism and United Nations Volunteers
(UNV) in addressing stigma and discrimination.

Since a major conference in Denver in 1983, culminating
in the Paris AIDS Summit in 1984, when 42 countries recog-
nised the GIPA principle, the importance of involving people
living with HIV &/or AIDS in HIV & AIDS work and stigma
mitigation was recognised. This calls for the active involve-
ment of people living with HIV &/or AIDS in policy making
and in the development and implementation of projects and
programmes. Key to this is the recognition of the value of
the contributions of people living with HIV &/or AIDS and the
need to create a social space for their participation. Involving
people living with HIV &/or AIDS has the potential to reduce
stigma by challenging social exclusion, promoting visibility of
people living with HIV &/or AIDS and creating opportunities
for understanding and openness around HIV & AIDS.

The UN approach has been to start pilot projects to give
the pandemic a ‘voice’ and a ‘face’, to localise the pandemic
as real and to ensure realistic interventions can be developed
and implemented, using national UNVs (particularly those
living with HIV &/or AIDS) as key implementers. Volunteering
is seen as a means of combating social exclusion and gaining
skills and experience. It allows citizens to participate and fos-
ters ownership and sustainability of HIV & AIDS efforts —all
contributing to democracy and good governance. All organisa-
tions, such as VSO, which promote volunteerism have a role to
play — they harness untapped resources, including persons in
the ‘diaspora’, and create partnerships and synergy.

This has not been without its challenges: the effects of
stigma and discrimination & stigma-mitigation efforts have
been hard to measure; full participation of people living with
HIV &/or AIDS has been questionable; and obtaining policy
support for medical and insurance costs of HIV positive vol-
unteers has been difficult.
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Breakaway group A

Greater Involvement of
People Living with
HIV &/or AIDS (GIPA)

1 The Longlife AIDS-art Advocacy
Project. An exploration into ‘public’
disclosure

Colin Almeleh, AIDS and Society Research Unit
(South Africa)

Colin is a researcher at the AIDS and Society Research Unit
(ASRU) at the Centre for Social Science Research at the
University of Cape Town, South Africa. His presentation
explored the Longlife AIDS-art advocacy intervention,
designed to support the HIV & AIDS treatment agenda by
publicising the life narratives and art of a group of HIV positive
people — the Bambanani Women’s Group. The intervention
was based on a set of 14 life-size bodymap paintings, created
in a series of workshops facilitated by artist Jane Solomon.
The Bambanani Women’s Group have presented their
bodymaps and testimonies to countless audiences, while
simultaneously running bodymap and memory workshops for
other people living with HIV &/or AIDS and other interested
HIV & AIDS support interventions.

This process confronted each group participant with the
issue of disclosure. This is a complex and difficult process for

anyone diagnosed HIV positive — motivations for disclosure

are often based on the need for support. In the case of

public disclosure of one’s positive HIV status, rather different
motivations are evident. The rationale for disclosure behind the
Longlife AIDS-art advocacy intervention was the belief that it
contributed to a public health agenda by putting a ‘human face’
on HIV & AIDS statistics. Participants thus believed (and were
encouraged to believe) that by telling ‘their stories’ publicly,
they would be supporting prevention, education, treatment and
care efforts. However, the private cost of public disclosure is
increased vulnerability to stigmatising attitudes, as they are not
just dealing with significant others, but the wider community.
This presentation examined the under-researched issue of
public disclosure and its relationship to personal experience.

Colin highlighted that the concept of ‘public’ disclosure
needs to be unpacked. The participants in the group saw
themselves as advocates and activists not only to the
powerful in society but to their HIV-positive peers and
others. They wanted to ‘teach people living with HIV, and
those who are not living with it, how to survive.’ They
want to ‘tell the whole world’ about their stories through
publishing ‘to the other countries.’

However in-depth interviews with individuals in the group
showed that variations on ‘public’ disclosure were negotiated
to minimise risks to themselves and each person in the
group was at different stages. Some negative consequences
of ‘publicly” disclosing one’s status were experienced by the
participants, including being gossiped about (this meant being
spoken about behind their backs and being called prostitutes
or ‘loose’ women); being gossiped about by other HIV positive
people to hide their own positive HIV status and therefore
defend themselves against gossip.

Participants from the group defined ‘public’ subjectively
and dynamically in order to minimise the risks to their
personal lives. In general they felt more comfortable
disclosing outside their communities, and in other areas
where the possibility of identification was minimal. In this
way, they could still be contributing to the struggle against
HIV & AIDS, but live a normal life when they went home.
What can we conclude?

— Disclosure is complex and difficult;

— It is more complex when done in the interests of public
health and not only for personal gain;

— Despite this, disclosure is necessary for the success of
GIPA;

— Disclosure recipients are chosen based on perceptions of
stigma and social distance;

— Perceived stigma seems to be the most significant barrier
to disclosure — both publicly and privately; and

— Audiences disclosed to were carefully selected according
to the individual member’s and group constructions of
‘public’ and ‘community.’



2 Meaningful involvement of people
living with HIV &/or AIDS in the
Lundazi District

Shuppie Nyirenda, Lundazi Network (Zambia)

Shuppie presented the Lundazi Network as an example of
how people living with HIV &/or AIDS can be meaningfully
involved in line with GIPA principles. This is an umbrella
organisation for other HIV & AIDS organisations, community-
based organisations (CBOs), faith-based organisations (FBOS)
and interventions. The network co-ordinates activities of all
people living with HIV &/or AIDS in Lundazi and began in
2000 as a result of high rates of stigma and discrimination.
Communities lacked knowledge of supportive counselling
and care for people living with HIV &/or AIDS to live positive
lives. Activities include community mobilisation (drama,
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dance), community sensitisation, empowerment and skills
development for people living with HIV &/or AIDS (such as
micro finance skills) and edu-sport for health.

Some challenges in involving people living with HIV &/or
AIDS include: resistance, both people infected and affected
were afraid of treatment; limited testing; few resources for
ART — there is funding but it is difficult to access — and loss
of staff and members. Some don't get treated in time and
others have been ill-treated by their families.

What lessons have been learnt? The involvement of
people living with HIV &/or AIDS reduces stigma and
discrimination in communities. The formation of support
groups gives strength to people living with HIV &/or AIDS,
reduces stress and builds collaborations. Shuppie concluded
with key recommendations:

— Provide more training on stigma for people infected and
affected by HIV & AIDS;

— Publish books in English and in local languages;

— Produce more media to address stigma;

— Involve other stakeholders;

— Conduct exchange visits; and

— GIPA should continue.

3 The battle against stigma and
discrimination in Mozambique

Amos Sibambo, RENSIDA (Mozambique)

Amos Sibambo of RENSIDA (the National Network of PLHA
in Mozambique) presented their efforts to challenge stigma
and discrimination in his country. RENSIDA was created in
May 2002, because of the need for a co-ordinated national
effort by people living with HIV &/or AIDS associations.
RENSIDA have found that income-generation activities
empower people living with HIV &/or AIDS, show
communities that people living with HIV &/or AIDS can still



20

make a contribution within societies and help people living
with HIV &/or AIDS to be active members of communities. In
most provinces RENSIDA members have sewing and cutting
projects, chicken-rearing projects and in the case of Manica
Province, farms as well. To promote these further RENSIDA
is having a training workshop in the Northern Region
on income generation, which RENSIDA believes is very
important in overcoming stigma and discrimination.
RENSIDA's work also includes promoting debates
and testimonies about positive living in communities and
institutions. In addition they have conducted national
advocacy training, resulting in regional focal points and
campaigns to reduce stigma and discrimination, all led by
people living with HIV &/or AIDS. Amos highlighted key
challenges of their work:

— There is weak institutional capacity in RENSIDA,;

— Even though a lot of work is done, there is still a lot of
stigma and stereotyping is common;

— There are insufficient resources for ARVs — only 0.1 % of
HIV positive people have access to ARVS;

— The government prioritises prevention, not treatment; and

— It has not been easy to find markets for income-
generation projects — these projects bring dignity, hope
and self-reliance to people living with HIV &/or AIDS
and are therefore important in reducing stigma and
discrimination.

Important lessons have been learnt: People living with
HIV &/or AIDS groups are very important in the life of
individuals — they allow them to develop friendships and
rebuild self esteem and they offer support to those who
have suffered stigma and discrimination. RENSIDA has built
a solid power base as it represents people living with HIV
&/or AIDS across the country. However, other civil society
institutions also need to be involved. So while good progress
has been made by RENSIDA, there is a need to continue
awareness and advocacy to defend the rights of people
living with HIV &/or AIDS.

People living with HIV &/or AIDS
groups are very important in the life of
individuals — they allow them to develop

friendships and rebuild self esteem and
they offer support to those who have
suffered stigma and discrimination.

@ Issues arising from presentations
and discussions

— The involvement of people living with HIV &/or AIDS
reduces stigma and discrimination in communities.

— Disclosure is complex and difficult. It is important to
give people living with HIV &/or AIDS as much control
over disclosure as possible — including the when, where
and how of disclosure as well as a critical understanding
of the implications of disclosure, be it partial or full.

— Disclosure is importanfor the success of GIPA.

— There is positive life after HIV disclosure and this positive
attitude and subsequent openness helps to reduce stigma.

— There should be training and support on disclosure
provided to people living with HIV &/or AIDS — peer-to-
peer support is a vital part of this.

— People living with HIV &/or AIDS organisationgre
very important, they need more support and capacity
building — this includes an urgent need for ARVs for their
members.

— In Mozambique there is a critical need for clarity on the
criteria for accessing ARVs (the main providers of ARVs
— MSF, local NGOs and government all have different
criteria). Criteria include geographical location and
availability of trained staff and these do not guarantee
fair and equal access to ARVs.

— There is uncertainty as to how the Mozambican
government is prioritising access to ARVs and fears
were expressed that government recipients of ARVs do
50 because of favouritism or nepotism.



Breakaway group B

Greater Involvement of
People Living with
HIV &/or AIDS (GIPA)

1 How the Kubatsirana-Shinguirirai
people living with HIV &/or AIDS
support group is overcoming HIV &
AIDS stigma and discrimination in
Cidade de Chimoio Province

Hortensia Gathigai and Rosa Paul Magare,
Kubatsirana-Shinguirirai (Mozambique)

Kubatsirana is a Christian Ecumenical Association of volun-
teers, founded in 1995, to fight against HIV & AIDS, together
with the community. It works with 440 volunteers in eight
districts of Manica and Sofala provinces. Shinguirirai, formed
in 2000, is a support group for people living with HIV &/or
AIDS within Kubatsirana. It has 240 members and its activi-
ties include home visits, advocacy and lobbying, prevention
— including PMTCT — in hospitals and the community.

In early 2005 Shinguirirai did an assessment of stigma
and discrimination experienced by people living with HIV
&/or AIDS and orphans and other vulnerable children in three
districts with a view to developing an intervention. They found
evidence of stigma in the form of name calling (such as pimp/
prostitute) and being stared at or avoided. Discrimination was
experienced at: the family level (isolation and abandonment,
rejection and blame); in the workplace (rejection and loss of
employment); in the church (condemnation and rejection); in
health facilities (delayed attendance and verbal insults); and
in the community (market vendors refused to sell to people
living with HIV &/or AIDS, isolation at water points, refusal
to give care and support and refusal to share seats in public
transport). The result of this stigma and discrimination was, in
their view, early death, psychological trauma and a desire for
revenge on society.

In order to address this, Shinguirirai's activities include:
home visits; talks in prisons, schools and workplaces;
psychosocial and spiritual support of 165 people living with
HIV &/or AIDS referred from the day hospital; counselling
on PMTCT in hospital and the community; as well as two
meetings with members of parliament on stigma and
discrimination. As a result of this work support groups have
helped people living with HIV &/or AIDS to accept their status
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and live positively, most mothers accept tests once counselled
about ARVs, some families accept people living with HIV &/or

AIDS after sensitisation, prison staff and employers are slowly
accepting people living with HIV &/or AIDS and government is
interested in fighting stigma and discrimination.

While good progress has been made, there are still high
levels of stigma and discrimination, a lack of material and
financial resources for emergency needs (such as food and
transport) and insufficient health staff and essential drugs in
hospitals. Key recommendations for the future:

— Expand prevention, advocacy and home care activities;

— Increase people living with HIV &/or AIDS support
groups;

— Intensify lobbying with government for a policy document;

— Train people living with HIV &/or AIDS on natural
medicine;

— Increase supply of essential drugs;

— Provide people living with HIV &/or AIDS with food,
where needed; and

— Initiate agricultural and income-generating projects.

2 The GIPA Principle: A mere
sleeping beauty

Sostain Moyo, Zimbabwe Activists on
HIV and AIDS (Zimbabwe)

Sostain is from Zimbabwe Activists on HIV and AIDS (ZAHA),

a national coalition and membership organisation of AIDS

activists, many living with HIV &/or AIDS. ZAHA works to

end the HIV & AIDS pandemic by scaling up advocacy on

expanded access to treatment, and identifying, mentoring and

empowering treatment activists at all levels in Zimbabwe.
Sostain’s presentation highlighted some particular

challenges in Zimbabwe. The high HIV prevalence has had

a severe impact on the country’s economy. Politics — and

international isolation — have deprived Zimbabwean people
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living with HIV &/or AIDS access to life saving drugs, GIPA
initiatives have not been followed-up by the government.
People living with HIV &/or AIDS are seen as recipients of
services not participants in designing services, donors do not
fund people living with HIV &/or AIDS networks, people living
with HIV &/or AIDS continue to face discrimination and stigma
appears to be on the rise. The real needs of people living with
HIV &/or AIDS are not represented at all levels and stages of
policy and programme design. GIPA is thus a ‘sleeping beauty’.

Stigma continues to challenge activism. Few specialists or
professionals join people living with HIV &/or AIDS organisa-
tions as few want their HIV status to be revealed, leaving others
to do advocacy work. Yet these same professionals reap the
benefits of the activism of others. Organisations of people
living with HIV &/or AIDS often reject the employment of HIV
negative people on their staff, raising the question of whether
HIV status should be the major criterion. Likewise, if people
living with HIV &/or AIDS lack professional backgrounds is their
experience of living with HIV sufficient to justify recruitment?

Yet it has been ZAHA's experience that with time,
dedication, capacity building and innovation, people living
with HIV &/or AIDS networks can be transformed. Key
recommendations include:

— A prompt and co-ordinated national, regional and
international response to respect GIPA principles;

— The creation of a space for meaningful involvement
of people living with HIV &/or AIDS within society to
promote tolerance and acceptance;

— Greater involvement of people living with HIV &/or
AIDS through self-support groups, both individually and
collectively; and

— Greater donor funding for people living with HIV &/or
AIDS work.

3 Meaningful involvement of people
living with HIV &/or AIDS in the
Copperbelt Health Education Project
(CHEP)

Weston Mutale Bowe, CHEP (Zambia)

CHEP has implemented GIPA principles by forming
community-based support groups run by people living with
HIV &/or AIDS, using participatory methods to explore stigma
and discrimination, mainstreaming positive living messages in
prevention strategies, promoting people living with HIV &/or
AIDS as role models and acknowledging the inherent capacity
of people to change. CHEP conducted a survey of stigma and
discrimination in support groups (with mixed HIV positive and
negative members). The major findings of the survey were:

Stigma exists:

— 15% of community members were afraid to interact with
people living with HIV &/or AIDS,;

— 45% of respondents said there was gossip, finger
pointing, blame and a view that people living with HIV
&/or AIDS were a danger to their community;

— 60% said there was stigma in the church (HIV & AIDS was
seen as a punishment);

— 15% had experienced stigma from police; and

— 15% said government was not doing enough on stigma.

However, there is strong evidence that stigma may be

lessening:

— 75% said people living with HIV &/or AIDS support
groups were accepted by the community; and

— 75% said there had been a reduction in stigma.

Discrimination, on the other hand, is rife:

— 40% said caregivers were not giving adequate support to
people living with HIV &/or AIDS;

— 90% said they had experienced some rejection when
they were sick;

— 45% said they had been refused care when they were
sick (“Itis your fault that you are sick so you must look
after yourself”);

— 45% said there had been refusal to share utensils in the
home;

— 5% said they had been denied services in health
institutions; and

— 20% had experienced discrimination in the workplace.

And, there is disagreement as to whether discrimination

is lessening:

— 10% of community members said there were pockets of
rejection; but

— 20% of people living with HIV &/or AIDS said they face
rejection.

People living with HIV &/or AIDS feel ambivalent about

themselves:

— 30% said they had mixed feelings about their HIV status;

— 50% had experienced some feelings of hopelessness
because of their status, especially around inability to
afford ARVs;



— 60% had experienced some worthlessness about their
HIV status;

— 25% had had suicidal urges;

— 55% had had some feelings of inferiority; and

— 65% felt they had no future because there was no cure
for HIV.

The survey highlighted what people thought some of the
effects of stigma were, such as premature death, depression,
self isolation and family breakdown, fear of death, self
blame, guilt and fewer people going to VCT. Stigma was
affected by lack of information, cultural norms and practices,
ignorance, poverty and selfishness.

Some of the positive things that the Zambian government
is doing, as highlighted in the survey, includes policy develop-
ment, free ARVs, radio and TV programmes, the creation of
HIV & AIDS task forces in district health management teams
and the introduction of VCT. People living with HIV &/or AIDS
had done work to reduce stigma and this included:

— Focus-group discussions on the effects of stigma on
adults and children;

— Community sensitisation work;

— Door to door campaigns on HIV transmission;

— Promotion of VCT;

— Drama and role plays;

— Church sensitisation; and

— Counselling to community members by trained people
living with HIV &/or AIDS counsellors.

Issues arising from presentations
and discussions

— We need to create a space for meaningful involvement
of people living with HIV &/or AIDS within society to
promote tolerance and acceptance.

— People living with HIV &/or AIDS go where others (church
leaders, health institutions, government, families) won't go.
They open up opportunities for accepting people living
with HIV &/or AIDS on a family level, in the workplace,
on a community level, in churches and health facilities.

— Sometimes people living with HIV &/or AIDS
organisations face opposition and challenges when
discussing condom use in their talks and workshops.

— GIPA needs to be implemented, but it’s not only people
living with HIV who are needed, HIV negative people
can make a contribution, including providing continuity
and filling skills gaps.

— It was questioned whether being HIV positive alone is
enough justification for recruitment to work in the field
and represent people living with HIV &/or AIDS issues.

— Capacity buildingn organisations does not always
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bring the desired result. Sometimes people living with
HIV &/or AIDS who receive training and skills move on to
better positions and better paid work.

— Trained staff in people living with HIV &/or AIDS
organisations often remain volunteers. There is a
need for better appreciation — or normal employment
— of staff within people living with HIV &/or AIDS
organisations.

Summary and themes
from day one

Day one’s presentations and discussions were
rich and dynamic and showed the complexity
of HIV & AIDS stigma and discrimination. All the
keynote addresses stressed that stigma and dis-
crimination hamper prevention and care work
and an integrated approach is needed within
and between countries to make a difference. A
focus on challenging attitudes, promoting rights
and providing services is crucial. While this
needs to be driven by governments, all sectors
of society must be involved and a culture of
volunteerism fostered. Yet governments cannot
always be relied on to bring people living with
HIV &/or AIDS issues to the fore and people liv-
ing with HIV &/or AIDS-led and focussed organi-
sations remain crucial to stigma work. Many of
the presentations showed how community-level
interventions by groups run by and for people
living with HIV &/or AIDS were extremely suc-
cessful in bringing about meaningful changes in
attitudes and actions, promoting social cohesion
and breaking down division. But people living
with HIV &/or AIDS organisations, and those in
them, need capacity building, support and treat-
ment to continue their work. People living with
HIV &/or AIDS-led organisations also need to
grapple with how they view and work with peo-
ple who are HIV negative. Ultimately concepts
like GIPA need to be constantly reviewed: are
they working and do they need to be adapted
as the pandemic unfolds?

— An agenda for action from day one: help
communities identify stigma within the

community; create spaces where people
can share experiences and fears openly;
and show real commitment to GIPA.




Day 2—\Wednesday, 26 October

Opening address

Pierre Brouard, Centre for the Study of AIDS
(South Africa)

In his opening address for day two Pierre Brouard of the
Centre for the Study of AIDS (CSA) at the University of
Pretoria, South Africa, summarised findings of two pieces
of research on HIV & AIDS stigma conducted by the CSA. In
doing so, he summarised the CSA’s theoretical position on
HIV & AIDS stigma and looked at the way forward for the
CSA's involvement in stigma mitigation activities.

The first piece of research, conducted by the Siyam’kela
Project of the CSA, aimed primarily to develop indicators of
stigma by exploring stigma experiences across South Africa
through a process of focus-group discussions, key informant
interviews, consultative workshops with experts and a
media scan. The focus of the project was on the role of three
institutions which shape attitudes to HIV & AIDS and people
living with HIV &/or AIDS: the faith sector, government

workplaces and media houses (with particular reference

to the way they interacted with people living with HIV &/or
AIDS). This project has documented promising practices and
developed guidelines for these institutions and is testing out
the indicators in a further piece of research in a community
outside Pretoria.

The indicators emerging from the research are
outcome indicators (they measure the impact of stigma
mitigation activities) and are divided into two areas:
external stigma indicators and internal stigma indicators.
The external stigma indicators are further divided into
themes and the researchers proposed indicators around
avoidance, rejection, moral judgment, stigma by association,
unwillingness to invest in people living with HIV &/or AIDS,
abuse and discrimination. The internal stigma indicator
themes are self-exclusion, negative self-perceptions, social
withdrawal, overcompensation and fear of disclosure.

The second piece of research, the Tswelopele Project,
explored experiences of stigma through focus-group
discussions, key informant interviews and participant
observation in a semi-rural community north of Pretoria
as an entry point to understanding how communities
understood human rights around HIV & AIDS as enshrined
in the South African constitution. This research aimed to
use these findings to promote human rights literacy and to
bolster stigma mitigation activities more focused on attitude
change and acceptance strategies.

The key findings of the research showed that stigma
exists in this community of Hammanskraal and followed the
useful formulation of Link and Phelan on how stigma arises:
differences are labelled, this difference is given a negative
connotation, those who exhibit the difference are seen as
less than or ‘other’ and are discriminated against. Gossip
and fear of HIV & AIDS played a particularly important
“social control” role in reinforcing stigma and keeping
people in line. Health care workers and family members
emerged as perpetrators of stigma along with police and
ordinary members of the community. The research noted



how stigma played out gender stereotypes and led to
human rights violations. These included breaches around
rights to privacy, informed consent for HIV testing, access to
health care and social security (especially for orphans and
other vulnerable children). Consequently the project has
embarked on a human rights literacy training programme
and in 2006 will open a paralegal office to deal with rights
violations around HIV & AIDS.

Plenary address: Gender and stigma

Jason Wessenaar, Centre for the Study of AIDS
(South Africa)

Jason Wessenaar, trainer and consultant of the Siyam’kela
Project of the CSA, gave the conference an introduction to
stigma and gender. He noted that stigma manifests itself in
a gendered way through communities and institutions, the
media and in HIV & AIDS programmes. Jason’s presentation
stressed that gender is about how we see men and women.

Jason cited a number of ways in which women are
treated differently from men around HIV & AIDS, especially
in how male sexual behaviour is condoned but the behaviour
of women is judged. Yet sometimes men are seen as
perpetrators of HIV infections and women as victims,
especially if they are married women. Sometimes young
women are blamed for chasing after sugar daddies and
sometimes older men are seen as using their power to seduce
young girls. Because women can infect their babies through
pregnancy or breastfeeding there may be an extra stigma
attached to them as women. Jason also spoke of prejudice
against lesbian women and gay men as a manifestation of
this sexism and patriarchy. Many of these attitudes have their
roots in cultural norms around gender and sexuality.

So gender and stigma interact in ways which are
sometimes contradictory and which ultimately reduce men
and women to labels. This hinders prevention and care
efforts because it limits the desire of men and women to
come forward and engage with these efforts.
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Jason also touched on the role of the media in shaping
these attitudes towards men and women: some media
depictions reduce all people living with HIV &/or AIDS to an
image of a poor black woman; male people living with HIV
&for AIDS are viewed as celebrities while women are seen as
victims; there is sometimes an overemphasis on young girls
to the exclusion of boys and men; and gay and lesbian youth
are ignored. Recommendations by Jason include;

— Challenge culturally-based stereotypes which are
unhelpful;

— Accept that gender is intrinsic to HIV & AIDS;

— Integrate gender issues into all programmes and policies;

— Challenge the image of women as victims and men as
perpetrators;

— Provide role models so that men access services;

— Develop awareness and education programmes which
challenge unfairness and imbalance around gender; and

— Challenge media representations of men and women.

...some media depictions reduce all
people living with HIV &/or AIDS to an
image of a poor black woman,; male
people living with HIV &/or AIDS are

viewed as celebrities while women are
seen as victims; there is sometimes
an overemphasis on young girls to the
exclusion of boys and men; and gay
and lesbian youth are ignored.
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Plenary address: Gender, stigma
and women

Sara Page (VSO-RAISA advisory board member),
SAfAIDS (Zimbabwe)

Sara Page of SAfAIDS elaborated on the relationship
between HIV & AIDS-related stigma and discrimination and
gender. Her presentation focused more on the effect of stig-
ma on women. Asking why the emphasis on women, Sara
noted that: more women than men are living with HIV &/or
in sub-Saharan Africa; women are infected at a younger age;
and the position of women in many societies makes them
more vulnerable. This view is supported by Carol Bellamy,
the previous Executive Director of United Nations Children’s
Fund (UNICEF), who said:

“The toll on women and girls is beyond
Imagining; it presents Africa and the
world with a practical and moral
challenge which places gender at the
centre of the human condition...For the
African continent, it means economic and
social survival. For the women and girls
of Africa, it's a matter of life and death.

Sara presented a model which explores how girls and
women are made vulnerable to stigma in this epidemic:

The socio-economic )
differences and unequal
power relations between and

among men and women... )

Sex and - ™
So(5 12 Determines women and

men’s risk of infection as
well as their ability to protect
themselves...

4 And influences their

respective share of the
burden associated with
\_ HIV & AIDS...

As well as the ‘felt’ and
‘enacted’ stigma and
discrimination associated
\_ with HIV & AIDS )

Stigma and discrimination towards women manifests itself in:
— How the sexuality of women is perceived and controlled;
— Reduced access to health services;

— Abandonment by men; and

— Violence and abuse.

On the sex and sexuality of women Sara noted that generally:

— There is a denial that women have sexual desire;

— There is a refusal to discuss sex — linked to shame and
danger, especially for young women;

— Some women blame other women for HIV & AIDS;

— Women are expected to be passive — girls are not
encouraged to seek information;

— Health and education messages have stigmatised women.

Nhimbe Trust drama on gender and HIV & AIDS



— The ABC approach emphasises individual choice, when
most women do not have choice;

— Media remain silent on men and HIV & AIDS;

— Women living with HIV &/or AIDS are expected not
to have sex — we need to recognise the sexual and
reproductive rights of positive women;

— Access to health services is unequal — positive women
are often not informed about this; and

— Some women face abandonment — positive women are
often removed from their family home.

Physical and sexual violence is widespread in southern
Africa and this can result in violence when a woman
discloses. This may come from a family member, partner
or friend. Worryingly, international policies are not
implemented: only four African countries have domestic
violence acts and only four have sexual offences bills.

The case of Gugu Dhlamini, referred to by First Lady Mrs
Mwanawasa in the conference’s opening address, was again
highlighted here as an example of this violence ending in the
death of an HIV positive woman who was campaigning for
disclosure and acceptance around HIV & AIDS.

Women are also burdened by care demands —women
are usually primary caregivers and, if there is no mother,
girls are often removed from school to care. When we are
working with child-headed households, we need to explore
and challenge gender roles.

What else can be done? At the level of policy, it was
proposed that: SADC agreements on women need to be
ratified and implemented; various customary laws be
standardised with general laws; awareness of laws be
communicated across the region; and that HIV & AIDS
policies at country level should incorporate gender issues.

Programmatically, it was recommended that women
be involved meaningfully, that men be involved too, that
media be used effectively, that carers receive proper care
themselves, that gender issues become mainstreamed and
that opportunities such as ‘16 days of activism against child
and women abuse’ be utilised to the full.
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Plenary: Drama presentation
Joshua Nyapimbi, Nhimbe Trust (Zimbabwe)

Joshua from Nhimbe Trust and representatives from
Zimbabwe acted out an excerpt from a drama on gender
and HIV & AIDS, exploring the differences between the
experiences of men and women living with HIV & AIDS. In
the play ‘None but us’ actors presented a short performance
highlighting stigma and discrimination. The drama centred
around a hushand and wife and the hushand’s mother’s
reaction to the disclosure of his own and his wife’s HIV status.

Participants from the audience were invited to debate
with the mother in order to convince her not to blame the
wife for her son’s HIV positive status. With great participation
from the audience, this was a lively and entertaining play, and
highlighted how powerful this form of intervention could be.

This form of ‘theatre for development’ is used extensively
by Nhimbe Trust to allow participants to engage with the ideas
in the play, to bring in their own experiences and contexts, and
to allow for more positive, and locally relevant, solutions to
emerge.

Nhimbe Trust often use HIV positive women in their
plays to build their self esteem, confidence and assertiveness
in dealing with stigma and discrimination — this approach
also ensures the sustainability of the project because these
women pass on their skills to others.

Nhimbe Trust have learnt: that the MIWA principle (the
meaningful involvement of women living with HIV &/or AIDS)
helped their organisation to function better because there was
greater commitment to the cause; that knowledge of HIV & AIDS
and treatment helps to dispel myths; that empowering people
living with HIV &/or AIDS helps to address internal stigma; that
people living with HIV &/or AIDS-driven solutions are often
more powerful; and that people living with HIV &/or AIDS
involvement helps to monitor effective implementation of GIPA
and MIWA principles. Nhimbe Trust recommend that this form
of theatre be used nationally to fight stigma and discrimination.
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Breakaway group A

_Gender a_nd access to.
iInformation and services

1 *Yesterday’: new approaches to
gender and HIV & AIDS

Priscilla Mandiveyi, the Nelson Mandela
Foundation (South Africa)

‘Yesterday’ is a film which depicts the life story of an
ordinary rural South African woman coming to terms with
HIV & AIDS, scripted in IsiZulu and made with the support of
commercial producers and the Nelson Mandela Foundation
(NMF). The NMF:

romotes and enables the growth of
human fulfilment and the continuous
expansion of the frontiers of freedom.

Yesterday (the lead character, an HIV positive South
African woman) has an ambition to survive until her daughter
goes to school. At the same time she endures the trauma of
denial and illness in her marriage and the everyday reality
of stigma and discrimination within her small community. To
date, ‘Yesterday’ has been seen by nearly 200 000 viewers
across the globe at conferences, major cultural events, as
well as in-flight entertainment channels and cinemas. Six key
themes were developed in the film:

— People are unaware that their attitudes and actions
are stigmatising;

— Language is central to how stigma is expressed;

— Little knowledge and lots of fear create a climate for
stigma to grow;

— Sex, morality, shame and blame are closely related to
stigma;

— Disclosure is often advocated but it is difficult; and

— In spite of stigma and discrimination, there is
widespread care and support for people living with
HIV &/or AIDS in communities.

Priscilla stressed that the film is not meant to be a
prevention tool but to trigger debate and discussion.
It should be seen as part of a broader strategy around
gender and HIV & AIDS in a context of enduring repression,
stigma and discrimination despite the massive efforts
made by government and other stakeholders in terms of
anti-discrimination policy, practices and programming.
Unlike most available edutainment, the human rights
strategy behind ‘Yesterday’ aims to confront stigma and
discrimination using two platforms: bringing issues to rural
audiences in South Africa and elsewhere on the continent
(in Isizulu, English and French) and through its integration
into workshops around core values of equity, tolerance,
multilingualism, openness, accountability and social honour.

For the NMF, ‘Yesterday’ is not just an advocacy
programme — it’s a catalyst to get people talking again about
human rights concepts and practices which make it possible
to live with dignity in a world affected by HIV & AIDS: caring,
compassion, equity, tolerance, respect for confidentiality,
gender sensitivity.

2 Experiences in the use of video to
fight stigma and discrimination in
HIV & AIDS

Caleb Muchungu, Population Services
International (Malawi)




Caleb is a Volunteer Communications Advisor for Population
Services International (PSI) in Malawi and his presentation
explored the use of video shows for health information,
education and communication (IEC) and behaviour change
communication (BCC) in remote rural communities in Malawi
by PSI since 1996. It also highlighted challenges faced in
providing these services and how they are being overcome.

PSI highlighted that HIV & AIDS is still treated as a
taboo subject in Malawi, surrounded by denial, stigma
and discrimination. They noted that women in Malawi are
burdened by HIV infection, as caregivers and as recipients
of stigma and discrimination. They have little access to
information, mainly because of their economic and social
status and they lack sexual autonomy.

To overcome the information gap, PSI uses mobile
video units (MVUs), to communicate health messages to
marginalised rural areas. As a result it reaches many people
who would otherwise have no access to information. The
units screen both entertaining and informative material, thus
capturing the interest of the audience and at the same time
delivering important messages.

On the day of a show in a village, the unit will announce
the forthcoming show through a public address system.
Later in the evening the officers will mount their equipment,
including a large rear projection screen, in a playground
or any other open space where the show is being held.

PSI always uses non-judgemental videos in its HIV & AIDS
messages to promote prevention, acceptance and care, and
mitigation against stigma and discrimination. The main focus
has been that anyone can contract HIV and that society must
accept people living with HIV &/or AIDS.

While there has been great success with this approach
there are also challenges: reaching the unreachable (such
as older women, sex workers and truck drivers); tailoring
material to different audiences; addressing the fact that
English is not comprehensively understood across Malawi;
getting feedback and active participation from audiences;
sustaining messages beyond a once-off intervention; and
skills in dealing with stigma and discrimination.

These challenges have been addressed through creative
use of different materials for different audiences of different
sizes; engaging smaller audiences in discussions; training
MVUs in peer education and stigma and discrimination
skills; and translation of videos into local languages.

In conclusion, Caleb said that PSI in Malawi is
committed to fighting stigma and discrimination through
production and screening of material that addresses the
problem — the effectiveness of the materials used will
continue to be assessed on a regular basis.
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3 Stigma and discrimination towards
sex workers

Miriam Zimbizi, Mufudzi Wakanaka (Zimbabwe)

Miriam is the programme
co-ordinator of Mufudzi
Wakanaka, a FBO operating
under the auspices of the
Presbyterian Church. It was
established in 1999 and
its mission is to provide
long-term support and care
to individuals infected or
affected by HIV & AIDS,
including people in need of
home-based care (HBC),
orphans and other
vulnerable children and sex workers. The project trains
volunteers for HBC activities, has monthly meetings with
village heads and supports people to share information
and experiences. It has been able to pay school fees for 50
orphans and other vulnerable children, using money from
an income-generating project, making tie and dye cloths.
Reality has shown that sex workers are often stigmatised
and discriminated against — they are among the most
marginalised and poorest in their respective communities
and HIV/STI prevalence is also very high amongst this group.
Miriam’s organisation addresses stigma and
discrimination towards sex workers through: survival
skills training which covers safer sex negotiating skills,
the importance of consistent and correct condom use,
the risks of multiple sexual partners and prevention of
infection/re-infection; community sensitisation on stigma,
the marginalisation of some societal groups and how it
impacts negatively on the general development of society;
normalising HIV & AIDS so that people appreciate that AIDS
is like any other chronic iliness; the promation of VCT among
sex workers and the general community; the encouragement
of openness of one’s HIV status; community education on
positive living for prolonged life; facilitating the formation
of people living with HIV &/or AIDS support groups to
allow sharing of common experiences; the promotion of
alternative means of livelihoods instead of relying on sex
work for survival; and community workshops to disseminate
accurate information about HIV & AIDS and to correct
misconceptions. Some challenges to this work include:

— High levels of stigma from the community towards sex
workers — communities questioned why an FBO was
involving itself with ‘women of loose morals’;

— Managing STI's given the critical shortage of drugs and
refusal to disclose;

— Limited counselling capacity;

— Unavailability of VCT and an erratic mobile service;

— Inadequate capacity to carry out research to ascertain the
impact of the programme on the sexual conduct of sex
workers;

— Government policies e.g. around confidentiality of HIV
status; and

— Cultural and religious beliefs among the community
—women are looked down upon and are not allowed to
express their rights e.g. around saying no to sex with a
‘promiscuous’ partner.

Key recommendations for the future include: public sector
access to ART; national leaders taking a lead role in fight-
ing stigma by being open about their HIV status; continued
community mobilisation and education to reduce myths sur-
rounding HIV infection; conducting advocacy on stigma and
discrimination for the church; opening up of more VCT centres
in rural areas; enactment and implementation of government
policy to protect people living with HIV &/or AIDS from stigma
and discrimination, especially in public sector institutions
like hospitals, schools and public service workplaces; and the
documentation of best practices.

A .. .
) Issues arising from presentations
and discussions

— People are often unaware that their attitudes and
actions are stigmatising.

— Using video as a medium in rural settings for women to
access information was warmly received, as ‘men have
all the radios’!

— ‘Yesterday’ the movie has had mixed reactions, both posi-
tive and negative, with some saying it portrayed a picture
of doom and gloom which could add to stigma. Another

participant felt it needed to provide a solution to stigma. A
suggestion was made that value would be added if it was
accompanied by a resource that opened up discussion
for the viewer. However there does need to be a balance
between commercial and educational interests and this
film is first and foremost a commercial venture.

— Organisations working with sex workers were challenged

on their motive —is it rehabilitation or awareness raising?

— There needs to be a comprehensive approach to
addressing sex workers using proven and effective
communication strategies.

— Disclosure of statusieeds to be examined more
carefully as this is a complex issue.

— There is a need to utilise and appreciate the advantages
of disclosure.



Breakaway group B

Gender and the burden
of care

1 A call to social justice for caregivers
in South Africa

Sunette Pienaar, the Heartbeat Centre for
Community Development (South Africa)

Reverend Sunette Pienaar works for the Heartbeat Centre for
Community Development, established in 2000. Heartbeat
aims to alleviate the difficulties faced by orphans and other
vulnerable children. With the phenomenon of grandmothers
caring for orphans on meagre pensions, many other

female relatives taking in children and unemployed women
volunteering with home-based care programmes to take care
of sick community members and orphaned children, Sunette
has started to doubt the justice of their situation and raised
some critical questions about social justice and the role of
women as caregivers in the HIV & AIDS pandemic.

Sunette challenged the conference on some key issues:
We must resist any suggestions that women should do what
has been relegated to them by patriarchy as ‘what they are
good at doing anyway.” We must argue for a fairer, more
universal distribution of care. We must make a case for paid
care work in developing countries with high unemployment
rates and which are faced with the challenge of millions
of people living with HIV &/or AIDS and great numbers of
orphans in need of care. And we must insist that women are
given credit and social recognition for what they are doing
and have been doing for so long.

Highlighting ways in which women are more vulnerable
in the HIV & AIDS pandemic, Sunette speculated on why
women nevertheless assume care responsibilities. The main
reasons she highlighted were:

— Religion — many faiths reinforce ideas that women must
be carers;

— Patriarchy — on the whole South Africa is a male-
dominated and patriarchal society and patriarchy has
assigned caregiving roles to women, leaving them
vulnerable and in a disadvantaged position, violating
their social rights; and

— Gender roles- gender norms cast women as being
primarily responsible for reproductive and productive
activities within the home, in sharp contrast to men who
are cast as the primary economic actors and producers
outside the home. Women tend to see themselves as
defined in relation to others and as part of a network
and are thus more likely to feel powerful when involved
in caring for others while men’s gender roles are socially
constructed as primary economic actors and producers
outside the home. This could explain why men tend to
see giving to others as not in their interests and and why
they see caregiving as a loss of status and power.

This presentation focussed on the importance of
understanding care as work, which is burdensome, imposing
various kinds of strain on people, such as involving constant
interaction with, and accommodation of, the demands of
other people. A major part of the strain imposed by caring is
of the latter kind. It is no less real than physical strain, and is
complemented by the strain of responsibility.

So why do women then take on the role of unpaid
carers, regardless of whether it is in their self-interest or
not, and why is it mostly women who do it? Perhaps caring
is a labour of love and rewarding in and of itself, even if it
does not generate any material returns for the carer. But if
the government relies on this socially constructed role of
women as caregivers to promote and implement a strategy
of home- and community-based care then this amounts
to downloading the costs of care onto the women in the
communities. This raises social justice issues and social
justice can only prevail in the equal distribution of benefits
and burdens.

Key recommendations include advocacy on the
recognition of care as work; establishing a minimum wage
for care workers and establishing a body to regulate care
work in the context of HIV & AIDS.
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2 Gender issues around stigma and
discrimination

Vicky Bam, Mother 2 Mother Support
Project (Namibia)

After her own HIV
diagnosis, Vicky
founded the Mother 2
Mother Support Project
to support women
who face stigma and
discrimination in
Namibia. Vicky told the
conference her story:

‘One can say that the history of the establishment of
the Mother to Mother Support Project started the day in
the year 2002, when |, Vicky Bam fell pregnant with my
last born daughter, and | felt an urge to go for an HIV test.
Going through the whole process of being diagnosed as
HIV positive and, at the same time, expecting a baby was
the greatest nightmare of my life. However, during this time
my husband was there to encourage me and to give me
hope. The encouragement from him did not last very long
because coping with the virus became too hard for him and,
in February 2004, he surrendered his life and committed
suicide. It is hard for me to even put this into words and how
| felt about this incident. However, as | was blessed with my
lovely daughter, that | loved dearly, this gave me hope for
life. | wanted to care for her well-being. With the help of a
very special person in my life, Jane Shityuwete, who stepped
in at the right time, | managed to survive. She provided me
with formula milk, and until date, | strongly believe that
outside help at this point is crucial for the survival of many
mothers living with HIV with no means to feed their babies.
Her help eased my burden, as | was able to take care of
myself with the little | received from my family.

In September 2004, | lost my baby girl and all hope for
life disappeared. | was just a walking robot. Just there with
nothing to live for until one day | got in touch with my peers
who were sharing their personal experiences about loss and
how they learned to cope.

It was then that we came up with the idea of starting an
organisation to help other mothers and mothers-to-be to
build up their self esteem through counselling and training
and to assist them in providing milk formula for their babies
in order to ease the burden of being both positive and
mothers to possibly positive children.

In her presentation, Vicky spoke of generalised gender
discrimination in Namibia, which is made worse if you are a
woman also living with HIV. Women are often seen as carriers
of HIV, they are often diagnosed before their partners and

are usually blamed for bringing the virus into the relationship.
Vicky highlighted how women often experience rejection,
poor support and challenges in accessing services.

‘Stigma and discrimination affect you
mentally, they break down your defences
and your mental ability to cope and there
IS no tablet you can take to cure this. As
a woman myself who is living with the
virus and has lost both her hushand and

a child to it, the boundaries of stigma

and discrimination are limitless. They
eat away at your dignity and feeling of
self worth. They come from within your
traditional support network, your family,
your church, and your neighbours. They
take over your life and make it impossible
to function normally. But what | want
to share with you I1s how you can learn
to overcome stigma and discrimination and
to grow and survive and become a better

person from it

Mother 2 Mother provides support to expectant mothers
who are newly diagnosed with HIV. It provides them with
information which allows them to make informed decisions
about their future and the future of their babies. It empowers
them to take positive action in their lives, to re-build their self
esteem, and to avoid the transmission of the virus to their
children. It also works towards preventing the re-infection of
themselves and their partners. Also, and very importantly,
it gives them a chance to meet other women in a similar
situation so that they can see that they are not alone and that
they can overcome the enormous burden placed upon them
and that they too can learn to survive.

The Mother 2 Mother Support Project has been officially
operating since March 2005, and currently counsels around 15
women per week, as well as running monthly support group
meetings for mothers living with HIV & AIDS in Windhoek. All
the counsellors and fieldworkers of the project are themselves
mothers living with HIV & AIDS. One of the project focus
areas is to avoid transmission from mother to child through
breast-feeding. Beyond sharing information the project
provides milk formula to the neediest mothers. The project
believes that all HIV positive mothers have the right to make
an informed choice about whether they want to breast-feed or
use replacement feeding. Both choices have advantages and
disadvantages, but most important is that the women know
what their personal choice entails. Workshops also deal with
what influence ARV treatment has on the decision.

‘HIV and AIDS are manageable with
ARVs but there is no medication to
fight stigma and discrimination.



3 Gender issues around stigma and
discrimination

Elsie Choompa, VK home-based care organisation
(Zambia)

Elsie works for the VK home-based care organisation. VK
stands for Victoria Kawanga, a woman who initiated an HBC
programme in Lusaka. It is an NGO established in 2002 to pro-
mote good health and human dignity to underprivileged com-
munities in Zambia, including people affected and infected by
HIV & AIDS and TB. In the organisation’s experience, gender
and stigma interact in Zambia in the following ways:

— Women are blamed for the transmission of HIV to children
because they are child bearers;

— Extra-marital affairs in men are condoned;

— Boys go to school at the expense of girls who are left
home to take care of the sick;

— More women go for VCT than men but there is little impact
on the spread of HIV because of the subordination of
women to men;

— Unlike women, men are expected to have many sexual
partners yet when HIV & AIDS comes into a family, it is
women who are blamed for being ‘promiscuous;’

— In incidences of HIV & AIDS in a family, men often
abandon or reject their families, leaving the burden of
care on women;

— Women are under valued and treated as second-class
citizens, with virtually no access to resources in a home;

— Women living with HIV &/or AIDS experience a lot of rejec-
tion from relatives because they have no property which
relatives can inherit compared to men. Thus the stigma and
discrimination directed towards women is significant;

— Men in the formal sector are usually able to access ARVs
in the workplace — many women do not know that their
husbands are on treatment and are not themselves able
to access ARVs as they often work in the informal sector;

— In cases of a woman being infected with HIV, men often
demand a divorce — but if a man is infected the wife
usually takes care of the husband; and

— Some cultural practices have worked hand in hand with
gender roles to aggravate the problem of HIV & AIDS for
women,

Elsie’s recommendations were that married couples
should be encouraged to attend workshops together, that
roles and responsibilities should be shared between men and
women and that government must introduce a strong policy
against stigma and discrimination. Having outlined difficulties
around recruiting male caregivers, Elsie argued for a gentle
approach to encourage men to participate gradually.

Issues arising from presentations
and discussions

— Difficulties of recruiting men as caregivergrompted
much discussion — suggestions included remuneration
of caregivers so that more men would come forward.

— But the gendered nature of care also needs to be
challenged.

— We need advocacy on the recognition of care as work;
establishing a minimum wage for care workers and
establishing a body to regulate care work in the context
of HIV & AIDS.

— There was analysis of how gender is shaped and how the
socialisation of boys and girls occurs at an early age,
often shaped by the mother in the home.

— There were discussions on the need for gender
education in schools and to engage with the early
childhood care and development discourse.

— Recognition of caregiverss a matter of social justice
— social justice intrinsically linked to many elements
around HIV & AIDS — this needs to be explored further.

— Gendered access to ARVs was debated- but the
picture was mixed (men often access ARVs later in the
disease process, often failing to tell their wives when
they are on ARVs; and sometimes they access ARVs in the
workplace; but in some countries more women access
ARVs in urban than rural areas).

— In challenging gender and stigma it is important to bring
together personal experience and theory so that theory
is rooted in experience.
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Plenary address: Rights-based
approaches to HIV & AIDS-related
stigma

Farhana Zuberi, consultant (South Africa)

Farhana is a human rights lawyer and HIV & AIDS consultant. In
looking at what can be done to address HIV & AIDS-related stig-
ma, Farhana distinguished between the rights-based approach
and the policy-based approach. The rights-based approach:

— Focuses on using language and understanding of rights
to address stigma and discrimination — human rights are
universal, indivisible and belong to everyone;

— Creates a context for claiming rights;

— Leads to obligations for duty bearers; and

— Explores rights and the duties conferred by these as a
framework for intervention.

The policy-based approach is similar to the rights-based
approach, but does not include recourse to the courts. Policies
may be well intentioned but fail to be implemented. Neverthe-
less they are a crucial aspect of stigma mitigation, can be seen

as complementing the rights approach and should follow the
laws of the country. While a national legal framework holds the
most potential for impact — for example through bills of rights
— both approaches should build on international law, regional
law and other policies and frameworks.

Useful regional instruments include: the African Charter
on Human and People’s Rights; the African Charter on the
Rights of Children; the Charter on the Rights of Women in
Africa; the United Nations General Assembly Special Session
on HIV & AIDS declaration; and SADC and African Union (AU)
protocols. Farhana gave examples of how legal instruments
can be used:

— The Treatment Action Campaign (TAC) forced the South
African government to provide Nevirapine for PMTCT
— the government agreed to roll out use due to a clause
in the South African constitution on access to healthcare;

— In Mozambique a law was drafted to look at rights
of people living with HIV &/or AIDS not in formal
employment; and

— In Zambia the Justice for Widows and Orphans Project
provides legal assistance to women and children who
have been dispossessed after the death of their husbhand/
partner/father.

Nevertheless there are many obstacles and challenges:
the rights-based approach is expensive; there is a lack
of access to justice; litigation is a lengthy process; some
successful decisions are not well implemented, e.g.
Nevirapine delivery has been hampered by budgetary and
other constraints; litigation requires public disclosure for
people living with HIV &/or AIDS involved; some countries
exhibit limited belief in rule of law; and who will hold
governments accountable?

Some resources quoted by Farhana include the AIDS
Law Project (ALP), South Africa, the AIDS and Rights Alliance
of Southern Africa and the Office of the United Nations High
Commissioner for Human Rights.



Breakaway group A

Workplace policies

1 The principle of workplace policies:
the VSO experience

Lorna Robertson, VSO (United Kingdom)

Lorna, VSO HIV & AIDS Programme Development
Advisor is based in the VSO office in London and her
presentation outlined the main focus of VSO’s HIV & AIDS
work, the countries in which this work is happening and
how VSO mainstreams HIV & AIDS in all its activities.
Workplace policies sit within a mainstreaming framework.
Mainstreaming is one tool which allows an organisation to
explore its main purpose and how it can reduce the impact
of HIV & AIDS on its staff, its functions and its beneficiaries
in light of this purpose. Developing workplace policies on
HIV & AIDS can therefore assist an organisation to predict
the possible impact of HIV & AIDS on the organisation, can
show that it is taking a principled stance, is acting as a role
model for other organisations and can give a clear message
on stigma and discrimination.

VSO reviewed its policy from 2001 and made changes
based on: the latest information; wide consultation amongst,
and ownership building, of staff; sensitisation training by an
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HIV & AIDS consultant; involving HIV positive staff; technical
support visits to make HIV & AIDS real; lobbying internally,
for example with the core HIV & AIDS team; international
policy frameworks and good practices (for example from the
Namibia office); linkages with the UK AIDS Consortium and
through a commitment to reaching consensus on key issues.
The policy was then launched in 2005 and is currently being
implemented with on-going monitoring. Key changes to the
policy included the following:

— Every VSO programme office and recruitment base must
adopt the workplace policy;

— ARVs are provided and continued for up to 12 months
after leaving VSO;

— The dependent’s medical allowance for national staff was
increased;

— All volunteers and staff have access to post-exposure
prophylaxis; and

— Stigma and discrimination will lead to grievance and
disciplinary procedures.

In this process VSO has learnt that; having a policy is an
important principle in itself over and above what the policy
actually says; the process of developing the policy is as
important as the policy itself; buy-in from the organisation
can take a long time; staff need to understand the relevance
of the policy; individual versus organisational needs — ie
pushing the organisation forward, but there will be limits
to what an organisation can accommodate — have to be
weighed up; it is an ongoing challenge to meaningfully
involved people living with HIV &/or AIDS; country contexts
can inhibit what staff would like to do (for example in China)
and policies come with financial implications.

In the future VSO plans to make the policy more flexible
to local contexts, to monitor the policy, to ensure corporate
commitment, involve all staff in the policy and retain a
commitment to addressing stigma and discrimination.

Developing workplace policies on
HIV & AIDS can therefore assist
an organisation to predict the
possible impact of HIV & AIDS on
the organisation, can show that

it is taking a principled stance, is
acting as a role model for other
organisations and can give
a clear message on stigma
and discrimination.
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2 Combating stigma by implementing
an HIV & AIDS workplace policy:
Zoa Tea Estate’s experience

Rica David, VSO VDW, Zoa Tea Estate (Malawi)

Like any other sector in southern Africa, the tea industry is
affected by the HIV & AIDS pandemic. Because of this there is
now an increasing demand that care, support and services for
HIV & AIDS should not only be provided by health institutions
but also by the private sector. It is based on this premise that
Zoa Tea Estate (ZTE) is doing a comprehensive relief and
social development programme (RSDP) which implements
projects that focus on agriculture/food security, education
and health. But the heart of the programme is HIV & AIDS,
implemented in the tea estate and 12 surrounding villages.
The project is in partnership with Medicins Sans
Frontiere (MSF) and a memorandum of understanding
has been signed with the government. The components
of the project are [EC, VCT, management and treatment of
opportunistic infections, access to ART and HBC. The estate
also implemented a HIV & AIDS workplace policy based on

the national HIV & AIDS policy of the Malawi government
and the Codes of Conduct from ILO and SADC. The MOU
and workplace policy serve as a guide and legal basis for
the implementation of the project. The policy prohibits
mandatory testing, makes provision for alternative work
arrangements when fitness to work was impaired, ensures
job security, gives access to medical treatment and allows
for retirement with full benefits on medical grounds.

Rica, a VSO VDW based in Malawi, shared some of the
challenges of the project, including mistrust around why a
tea estate was involved in implementing an HIV & AIDS pro-
gramme. Fears were expressed about how VCT data would
be used, for example as the basis for terminating employ-
ment. Also, villagers and workers were afraid to reveal their
status because of fears of discrimination from colleagues and
families and questions were asked about whether a business
which generates income should be entitled to funding, espe-
cially on HIV & AIDS projects.

To evaluate its success, the project measured: the
number of workers and villagers wanting to go for VCT
(and reasons for not being able to); the actual number of
people who went for testing and counselling (men, women
and couples); the number of workers and villagers on ARV’s
and other treatment; the number of HBC volunteers in ten
villages; and the number of patients attended to.

Through this work ZTE learned that the implementation
of an HIV& AIDS workplace policy and MOU provided a legal
basis for its work and ensured it was entitled to support by
government. It also found that the workplace policy helped to:

— Mitigate the impact of HIV & AIDS in the workplace and
the community at large;

— Prevent discrimination at work on the basis of HIV status;

— Encourage people living with HIV &/or AIDS to be open
about their status without fear;

— Foster solidarity;

— Protect and safeguard employment for people living with
HIV &/or AIDS;

— Find ways of managing HIV in the workplace and enable
workforce planning for staff;

— Enable employees to know what assistance is available
and where to go for it;

— Create a balance between the rights and responsibilities
of everyone at work;

— Set standards of behaviour expected of all employees; and

— Address both employer and employee concerns and fears.

All organisations should thus not only be encouraged
to implement an HIV & AIDS workplace policy but also to
monitor and evaluate its benefits. Efforts should also be
made to do research and document and publish successes
with HIV & AIDS policies.



3 HIV & AIDS workplace policies and
programmes to combat stigma and
discrimination

Theresa N Sakala Mumba, Zambia Business
Coalition on HIV/AIDS (Zambia)

The Zambia
Business
Coalition on
HIV/AIDS
(ZBCA)isa
coalition of

58 public

and private
companies

and NGOs in
Zambia, which
have come
together to fight
HIV & AIDS
and mitigate its
impact in the
workplace. It
assists its
member companies and organisations in the development
and formulation of workplace policies, and in the implemen-
tation of workplace HIV & AIDS programmes. ZBCA works
closely with the government, the donor community, and other
entities involved in the fight against HIV & AIDS in Zambia.

Its work includes the distribution of IEC materials and
condoms, training of peer educators, advocacy on HIV &
AIDS issues — it has been involved in sensitisation work with
employees and advocates. Stigma and discrimination issues
are integral components of these sensitisation activities.
ZBCA ensures that the key principles of continuation of
employment regardless of HIV status, confidentiality, non-
discrimination of HIV positive employees with respect to
training and promotion, gender equality on prevention and
care, promotion of a safe and healthy work environment,
and voluntary testing, as embodied in the ILO Code of
Practice in which Zambia has been represented, are
incorporated in all workplace policies and programmes.

Challenges faced by ZBCA include high staff turnover,
lack of human resources, lack of a strategic plan, long-
term funding and a monitoring and evaluation system.

The staffing complement of ZBCA is too lean and does not
enable it to cope with the members’ demands for services.

ZBCA has learned that, after sensitisation activities have
been conducted, there is a need to immediately follow-up
and reinforce them by conducting VCT, providing access to
ARVs, providing input on proper nutrition and implementing

care and support for those infected and affected. Since the
ZBCA is not a ‘direct implementer’ of HIV & AIDS activities
— it uses the human resources and expertise of other NGOs
which also have their own priority activities — it is not easy
for it to conduct follow-ups and move to the next level of
assistance needed by its beneficiaries.

Plans for the future include the formulation of a strategic
plan, alliances with other local and global business coalitions
and organisations, and the continuous lobbying and
advocacy for support not only from the business sector but
from all sectors in the fight against HIV & AIDS.

ZBCA has learned that, after
sensitisation activities have been
conducted, there is a need to
immediately follow-up and reinforce

them by conducting VCT, providing
access to ARVs, providing input on
proper nutrition and implementing
care and support for those
infected and affected.

@ Issues arising from presentations
and discussions

— Having a policys an important principle in itself.

— The process of developing the policy is as important as
the policy itself.

— Implementation of an HIV& AIDS workplace policy can
provide a legal basis and ensure government support.

— How far should VCT go? Should there be VCT for minors
— should children be tested? Can children be tested
with the consent of their parents? There is a need to
inform minors what they are tested for.

— Should there be a limit to sick leave days? Some
employees donate their leave days to others in certain
organisations.

— The issues of confidentiality in policies needs to be
explored, e.g. who should see the medical bills in an
organisation?

— The difference in the policy for full-time employees and
volunteers who have dependants needs to be looked into.

— Should companies continue paying towards medical bills
when ARVs are free in the public sector?

— Should employees continue contributing towards
medical bills?

— The question of indicators of stigma arose — if you can
be subjected to a disciplinary process if you stigmatise
or discriminate against a colleague, what definitions/
indicators do you use?
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Breakaway group B

National policies

1 National policies: South Africa’s
experience

Rakgadi Mohlahlane, Centre for the Study
of AIDS (South Africa)

Rakgadi runs a stigma project at the CSA and presented an
overview of how a national legal and policy framework could
inform HIV & AIDS policies in the workplace and their impact
on HIV & AIDS stigma. She spoke of the need to incorporate
international guidelines on human rights into domestic con-
texts, to develop national legislation and ultimately to develop
policies with guidelines and programmes: together these will
inform good work to address stigma and discrimination.

In South Africa there is a good legislative framework
which protects the rights of people living with HIV &/or AIDS,
including laws on equity, fairness and non-discrimination
in the workplace. In addition, there are laws (or proposed
laws) which speak to the issues of deliberate infection and
suitable punishments for rapists who infect their victims.

Workplaces are challenging contexts. They reflect societal
issues and norms, and complex social relationships based
on class, gender, age and disability are formed, maintained
and challenged here. So companies need to move beyond
traditional workplace approaches to respond to social aspects
and implications of the pandemic, accepting that HIV & AIDS
challenges households and livelihood strategies.

Key considerations are that policies should be properly
implemented and complied with, should specifically adopt

a human rights perspective, should explicitly focus on
mainstreaming stigma mitigation, should maintain a balance
between prevention and treatment, should be well marketed
to all employees and involve leadership at all levels. Where
leadership is concerned they should be trained on HIV &
AIDS, should be role models and be also drawn from the
ranks of staff members living with HIV &/or AIDS. Policies
should address stigma through promotion of GIPA principles,
non-discrimination, confidentiality and care and acceptance
of people living with HIV &/or AIDS. Interventions that could
inform stigma mitigation work include:

— Comprehensive awareness raising and education for
all levels of staff;

— Promoting values of acceptance;

— Challenging gender attitudes;

— Promoting VCT;

— Involving people living with HIV &/or AIDS;

— Using non-stereotypical images of people living with
HIV &/or AIDS; and

— Comprehensive treatment, care and support
programmes.

With regard to treatment, care and support programmes
there needs to be: a commitment to visible care and sup-
port for people living with HIV &/or AIDS by enhancing their
capacity, social capital and personal development (for exam-
ple through support groups); good sensitisation work with
key professionals; appropriate involvement of people living
with HIV &/or AIDS; and good monitoring and evaluation.

Policies should address stigma
through promotion of GIPA principles,

non-discrimination, confidentiality
and care and acceptance of people
living with HIV &/or AIDS.




2 Kindlimuka'’s role in getting the law
to protect people living with HIV &/or
AIDS within the workplace approved

Carlos Castro, VSO VDW, Kindlimuka
(Mozambique)

Kindlimuka is a
non-profit Mozam-
bican association
of people living
with HIV &/or AIDS
and their friends,
established in 1996,
to offer counselling,
HBC, orphan-care
and prevention
services.

As more institutions became aware of HIV & AIDS many
of them made it mandatory for members to get tested.
Those who were found to be HIV positive (or suspected of
being infected) were then dismissed. Initially Kindlimuka
would refer these cases to the League of Human Rights
where they received free legal assistance. However, with no
law for these specific circumstances little could be done to
help these individuals. Kindlimuka decided that a law was
needed and, in 1998, it worked with Mozambican Network
of AIDS Service Organisations (MONASO), the Organization
of Mozambican Workers and several legal institutions to
conduct research throughout the country. Funding was
provided by various sources including UNAIDS. A law was
then drafted and submitted to Parliament for approval.

In February 2002, after much advocacy with members of
Parliament on the need for the law, it was finally approved.
Since then Kindlimuka’s work has been to disseminate the
law to different institutions in Maputo Province and city,
leading to greater openness and more disclosures. It has also
advocated for a law that protects people living with HIV &/or
AIDS in general to be passed as law 5/2002 only protects the
6% of those employed who work in the formal sector.

Kindlimuka found approval of the law did not mean
that institutions immediately began to follow it and it has
taken a lot of work to make sure that organisations respect
it. It has learned to be patient — advocacy needs to be done
throughout the whole process of getting a law approved by
parliament. And finally it has found that it has been useful
to partner with other organisations — so working with the
National AIDS Council and the Association of Mozambican
Employees has meant that the law is being disseminated
throughout the country where Kindlimuka does not have a
physical presence.

3 Fighting HIV & AIDS stigma and
discrimination through law and
policy: the need for a new approach

Chipo Mushota, The Zambia AIDSLaw Research
and Advocacy Network (ZARAN) (Zambia)

The fight against HIV & AIDS has been tackled from many
different angles. However, the gravity of the physiological,
psychological, economic and social dimensions of the disease
necessitates a re-think. A universal approach is needed to
adequately contain the pandemic. Measures should be taken
by all stakeholders to ensure all HIV & AIDS stigma and
discrimination is curbed within the framework of the law. A
human rights approach to HIV & AIDS should be premised
on the supreme law of the land, said Chipo. In Zambia, the
supreme law of the land is the Constitution. Among other
things, it allocates powers and gives rise to individual rights
and freedoms, which are enforceable in the courts of law.

There is, however, no provision in the current Zambian
constitution offering sufficient protection for people living
with HIV &/or AIDS if they experience discrimination or
stigmatisation in the workplace, in the health system or any
other institution. The slimmest chance they have of invoking
the provisions of the Bill of Rights in the courts of law is by
arguing that they have been discriminated against based
on their social status, which has a complex relationship to
HIV status. Further, no economic, social and cultural rights
are guaranteed in the Constitution, thus one cannot bring a
justifiable action based on these rights, as they are merely
directive principles of state policy.

Measures should be taken by all
stakeholders to ensure all HIV & AIDS

stigma and discrimination is curbed
within the framework of the law.
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The Zambia AIDSLaw Research and Advocacy Network
(ZARAN) AIDS Law Clinic, which offers legal information and
assistance to people living with HIV &/or AIDS, has received
many cases of discrimination and stigma towards people
living with HIV &/or AIDS, and these have highlighted the need
to put in place a legal framework to tackle such problems. To
this effect, they organised a workshop to sensitise judges on
the need to interpret current laws in such a way as to cater for
the current needs of people living with HIV &/or AIDS. They
made further recommendations to the Constitutional Review
Commission on areas of law which need to be promulgated
and/or enhanced to provide justifiable provisions upon which
people’s grievances could be heard. Most of these have been
reflected in the draft constitution and ZARAN hopes these will
be included in the final constitution.

@ Issues arising from presentations
and discussions

— The existence of law is an initial step, it then takes a
lot of advocacy work to ensure it is implemented.

— Discussion on problematic laws, for example those
which criminalise certain forms of HIV transmission, was
intense.

— National policies need to benefit all sectors-
participants felt all sectors should be included in policies
(typical workers, atypical workers and volunteers).

— There is difficulty in protecting confidentiality — some
felt this was an intricate and difficult issue. Others felt
that common law could be used.

— Are some human rights weightier than othersA
discussion followed with regard to the limitation of rights.

— Disclosure of HIV statugs important.

— Declarations exist, but public awareness of them is low.
— A discussion was held on conditions of recruitment and
employment and the provision of ARVs to current and

previous employees of organisations.

Plenary address: HIV & AIDS and
disability — double discrimination

Lisa Davidson, VSO-RAISA (Namibia)

Lisa is the Namibian country co-ordinator for VSO-RAISA. She
started the session with an activity where participants were
paired up, were told to close their eyes and to try and explain
various aspects of how to use a condom to their partner:

the expiry date of the condom, the type of lubricant on the
condom, opening the packet without tearing the condom and
putting the condom onto the finger of their partner! The activ-
ity drew much laughter but also compellingly illustrated the
difficulties people with a visual impairment may experience in
accessing services and information relating to HIV & AIDS.

Persons with disabilities often face stigma and discrimi-
nation and are frequently regarded as not being sexually
active. They can face a triple burden of poverty, disability
and HIV & AIDS. Both poverty and disability increase the risk
of HIV infection.

Misconceptions about people with disabilities are that
they are not sexually active, that disability protects them
from infection and that they are less likely to experience
sexual abuse. In reality people living with a disability:

— Have an equal or increased risk of exposure to all known
risk factors;

— Avre less likely to receive training designed for their
specific needs;

— Avre less likely to be included in prevention programmes;

— Are less likely to be tested; and

— Are less likely to receive care and treatment.

The activity drew much laughter but
also compellingly illustrated the difficul-

ties people with a visual impairment
may experience in accessing services
and information relating to HIV & AIDS.




A survey of people with disabilities conducted in Namibia
in 2005 found that:

— 42% had no education;

— 21% had only primary school education;

— Less than 5% had any tertiary education — most of them
became disabled after completing their education;

— 93% had never been in paid employment;

— 3% were currently employed;

— 56% were sexually active at the time (78% had had sex
at some stage);

— 73% had never used a condom;

— Less than 2% regularly used a condom;

— 26% felt that they were not at risk; and

— 48% felt that they were more at risk of contracting HIV
(22% said they did not know).

In the survey people with disabilities felt they are at
increased risk from HIV infection because: they are unable
to see if their sexual partner is sick; they face sexual abuse;
they may be exposed during medical procedures; they lack
information; and they do not have access to prevention
programmes. On this issue of prevention, 18% said they
were actually denied access to condoms, 46% said they
had had some HIV/AIDS training, but almost all highlighted
that there is a lack of programme and materials specifically
designed to meet their needs. Reasons given by participants
that they were not at risk were: they were not sexually
active; they believed in God; they were not tempted by
provocative dress and they lacked opportunities for sex.

Lisa concluded by saying that people living with dis-
abilities are indeed sexually active, that tailored programmes
and materials must be developed and that non-disabled
people need to be made aware of the needs of this target
group. VSO Namibia is engaged in just such advocacy work.

The session finished with the VSO-Ghana video ‘Protect
Yourself’, the first HIV & AIDS awareness video produced by
and for Deaf people in Ghana.
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Summary and themes
from day two

The two major themes of Day Two were
gender and workplace — both prompted much
discussion and debate. The main conclusion
that came out of this day is that addressing
stigma and discrimination from either a
gender perspective or in the workplace
requires a multi-pronged approach: good
research; innovative media and techniques
which reach out to even the most rural
communities; and accessing, or lobbying for,
laws and policies are all critical tools to fight
stigma and discrimination. Day two also left
us with some tough questions and challenges.
Are we paying lip service to gender equality?
Is gendered oppression of women too deeply
embedded in societies? Do we approach our
work — e.g. with sex workers — with an honest
agenda? Why are people with disabilities, and
other vulnerable groups, consistently ignored
in prevention and care efforts?

— An agenda for action from day two: address

gender inequalities; help communities
identify stigma within the community;
intensify lobbying and advocacy; integrate
and include people with disabilities and
disability issues in the HIV & AIDS
response; and support policies,
programmes and laws that promotes the
rights of all people and of people living
with HIV &/or AIDS in particular.







Day 3=—Thursday, 27 October

Plenary address: The role of culture in
relation to stigma and discrimination

Zodwa Radebe, Centre for the Study of AIDS
(South Africa)

Zodwa Radebe is a researcher/anthropologist at the CSA
and in her presentation she explored how culture can help
or hinder the efforts to address HIV& AIDS stigma. Culture
helps us make sense of our world, governs our behaviour,
gives us a sense of identity, is rooted in a set of values and
can be used to empower, exclude or exploit.

Historically, culture has been seen as pure, constant
and homogenous — shaping how all people in a particular
group act and think over time. More modern understandings
see culture as being influenced by external forces and
experienced, understood and acted on differently for
different people in that culture. So culture is dynamic,
fragmented, contested and complex.

Rather than being a benign phenomenon, culture can
make us take our attitudes and behaviours for granted
— because it is the lens through which we view the world we
can unthinkingly judge, impose our point of view on, and
discriminate against, other people. A core question to be
asked then is ‘whose lens describes the real world?’

When cultural points of view interact with the HIV & AIDS
pandemic they can lead to discrimination against others on
the grounds of their HIV status. Thus culture can legitimise
discriminatory behaviour.

Because stigma happens in a social context (or contexts) it
is clear that culture as a social phenomenon can interact with
the process of stigmatisation. What is needed therefore is a
commitment to understand social phenomena better and to
critically explore our cultural beliefs and how they play out in
our communities in relation to stigma and discrimination.

When cultural points of view

interact with the HIV & AIDS

pandemic they can lead to
discrimination against others on

the grounds of their HIV status.
Thus culture can legitimise
discriminatory behaviour.
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Plenary address: Children and stigma

Sue Clay and Chipo Chiiya, International
HIV/AIDS Alliance (Zambia)

Sue and Chipo work
for the International
HIV/AIDS Alliance
and their presenta-
tion explored the
issue of HIV & AIDS
stigma and discrimi-
nation and children.
Sue and Chipo are
part of a regional
stigma project based
in the Zambia office

of the International
HIV/AIDS Alliance — the project trains trainers on HIV & AIDS
stigma using a toolkit, which Sue helped to develop.
The toolkit, “Understanding and Challenging HIV Stigma:
Toolkit for Action”, is a comprehensive resource for trainers to
address stigma in experiential workshops and was developed
after research in 2003 with NGOs, communities and people
living with HIV &/or AIDS networks.

This presentation focused on a sub-study in this
research, the Kanayaka Research Project conducted in
Zambia, Tanzania and Ethiopia, led by the International
Centre for Research on Women (ICRW) and funded by
the Change Project. Kanayaka is an insulting word used to
denote people living with HIV &/or AIDS — it means “the
warning light is on”. The sub-study looked at children’s
experiences of stigma and discrimination through story
telling, pictures, drama, play, individual interviews and
follow-up interviews. It aimed to document stigma,
explore causes and impact, examine the role of children in
propagating stigma and identify strategies for interventions.
The participants of the research were school-going children,
street children, children living with HIV &/or AIDS and TB
and community school attendees.
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The research found that children were subjected to:

© Blame — ‘| was taken to relatives and | used to
be mistreated. Whenever | made a mistake | was
beaten, told all sorts of insults and always told
| am an orphan. They used to remind me about
my parents and | just cried,’ said one 13-year-old
girl from Zambia.

© Mistreatment — one drawing was described by a
12-year-old boy in an urban community school:
‘The aunt is mistreating the two orphans whose
parents died of HIV/AIDS. They are told always
to draw water using big containers and carry the
containers crying and feeling sick.” Other forms
included being sent to the streets to work for
money, often forced into sex work, given harsher
punishments to other children.

© Deprivation — of material needs (food, shelter
and clothing) and developmental needs (love,
education, inclusion and friends).

How did these children cope? Some turned to religion
through prayer and church attendance, some turned
to friends, some shared their feelings, some sustained
themselves through revenge fantasies and some showed
signs of resilience.

Recommendations which came out of this research
include: free education and greater material support for
families coping with HIV & AIDS; psychosocial support for
children and guardians; involvement of churches in reducing
stigma; participation of children in development of services;
greater community awareness of children’s needs; and using
tools, such as the stigma toolkit, to reduce stigma.

What does the toolkit offer?

— It has exercises which work with children’s feelings,
attitudes and beliefs;

— All exercises are participatory, often using stories and
drama;

— It begins by naming the problem — defining stigma and
finding the local word for it;

— It explores fear and the concept that the more
understanding there is, the less the fear;

— It explores sex, morality, shame and blame — children are
encouraged to talk about sex;

— It explores the view that sex is related to sin;

— It explores stigma in the family — what happens within
the family when disclosing but also what happens when
the family stigmatises?; and

— It explores coping with stigma and practical strategies to
challenge it.

A number of actions were proposed to address stigma,
discrimination and children:

— We need to not blame families who are looking after
orphans — many are stretched to the limit and trying their
hardest;

— We need to work with teachers around the stigma felt
by children;

— Culture is not always negative — we should build on the
positive elements;

— We must not forget the ‘forgotten children’ — those with
stepmothers or stepfathers who are stigmatised by them;

— We need to support child-headed households;

— We need to recognise that NGOs can stigmatise children
by targeting only orphans within a family — NGOs should
support households rather than individual children
within them; and

— Children need to be educated and shown how they can
overcome stigma — they don’t want to be pitied.

Linda Omedo and Alan Smith

Alan said “it was

an interesting activity
because | am from
Scotland and Linda
is from Kenya and
we both remember

bein

beaten by our

teachers in school.”



Because there are stories of hope, Sue and Chipo ended
on a positive note with an upbeat drawing and quote:

“This is a happy family who is keeping

three double orphans and treating them

the same as their own children. They

all go to draw water while the mother
has gone to sell at the market’

In the second half of the presentation, Sue and Chipo
conducted a group activity to give conference delegates a
small experience of how they might work with adults around
their own childhoods to get them in touch with the needs and
experiences of children. The activity began with an ice-breaker
where the group stood in a circle and sang a song. Then the
group practised an activity from the toolkit — they were asked
to share their most positive and negative childhood memories
and these were used as a basis for discussion. Sue and Chipo
were keen to point out that these activities would be tailored
to a particular group and should be undertaken with care,
bearing in mind the feelings that they could evoke.

John Daka

John, from Zambia said “my most positive
childhood memory was always insistence
to go to school even when underaged.

My negative childhood memory was
when a gang of boys, including myself,
at about 16-years-old, going and having
sex with one girl who was willing and
choosing between us to see who would
go first. It was bad because we didnt

think about STIs and HIV”

Breakaway group A

Religion, culture and stigma

1 Culture and religion: the way
forward

Prince Mulondo Yosia, VSO VDW, and Dr Luis
Nhampossa, MONASO (Mozambique)

These two presenters from MONASO told the conference
that cultural and religious leaders in Mozambique are held in
high esteem by their followers, helping to shape social norms,
values and attitudes, including attitudes towards HIV & AIDS
and people living with HIV &/or AIDS. MONASO has adopted
a strategy of training people from within these groups who
are affected and infected by HIV & AIDS, encouraging them
to break the silence, to live openly and positively with HIV &
AIDS, aiming to have an impact at community level.

MONASQ is trying to understand how cultural and
religious followers experience stigma and discrimination,
what they need and what they can contribute to overcome
it. This is not always easy because HIV & AIDS is perceived
by religious institution members as a disease of ‘outsiders’
and people living with HIV &/or AIDS are seen as bearing
the consequences of ‘sinful’ choices. Internalised stigma has
led to depression, withdrawal and a feeling of unworthiness,
silencing and immobilising individuals. There is a belief that
when one is HIV positive he or she should not continue
serving others in the community.

Because the role of culture and religion in relation to
stigma and discrimination, it is one of the most difficult
aspects of the HIV & AIDS pandemic to address. Support for
cultural and religious leaders must be considered an integral
part of national and international responses to the HIV &
AIDS crisis, not as an optional extra.

MONASO has adopted a strategy
of training people from within
these groups who are affected

and infected by HIV & AIDS,

encouraging them to break the
silence, to live openly and positively
with HIV & AIDS, aiming to have an
impact at community level.
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2 AIDS-related stigma and Islam

Abdi Ismail, VSO VDW, Open Learning Systems
Education Trust (South Africa)

Abdi works with the Open
Learning Systems Education
Trust. In this challenging and
invigorating presentation,

he gave a background to
Islam and perceptions of
Muslims towards HIV & AIDS.
As a religion Islam requires
submission and obedience

to God and defines the
social, economic and political
boundaries of a Muslim. On
matters of sex, Islam has
clear guidelines and says that
sex is only sinful when: it is
between a man and a woman
who are not married to each other; when it involves anal sex
(even with a lawful wife); and when it involves people of the
same Sex.

Because HIV & AIDS have been widely associated with
gay men and sex workers, and this is often preached from
the pulpit, many Muslims still believe that AIDS is an illness
of the ‘immoral’. This situation is further complicated by the
fact that, according to official statistics, rates of HIV infection
in Muslim countries is lower than non-Muslim countries,
confirming the belief that Islamic values and traditions (even
if not fully adhered to or respected) represent a strong and
efficient means of prevention. This has given Muslims a
sense of belief that this is the disease of ‘others’. It is how-
ever worth noting that HIV infections have been reported in
every single Muslim country.

As a result: there is denial that HIV can be contracted
in the marital bed; people living with HIV &/or AIDS are
condemned by Muslim religious scholars; and Muslim people
living with HIV &/or AIDS are made invisible. Other challenges
include the fact that involvement by men in HIV & AIDS
programmes is minimal. Muslim approaches are criticised as
too conservative yet there are calls for abstinence from the
West too. Western notions of monogamy are also problematic
in Muslim countries where polygamy is practised. Suggestions
to address some of these challenges include:

— Greater involvement of clergy in intervention strategies;

— Greater emphasis on a theology of compassion, mercy
and understanding; and

— Greater use of religious schools, such as Madrassah, to as-
sist young people to get better informed about HIV & AIDS.

In South Africa resources such as the Islamic Careline
and Muslim AIDS Programme exist to deal with the whole
continuum of HIV through awareness programmes, counselling
services that are tailored to the needs of Muslims and a care
centre for children infected and/or orphaned by HIV & AIDS. In
addition, Positive Muslims — based in Cape Town and started
by the first Muslim woman to go public about her HIV status
— focuses on awareness, involvement of people living with
HIV &/or AIDS and research. In conclusion, Abdi said that our
lives are not determined by what happens to us but by how we
react to what happens, and not by what life brings to us but by
the attitude we bring to life. For us to reduce or meaningfully
mitigate stigma, we need to re-examine our own lives.

3 Applying social norms theory to
HIV & AIDS stigma

Nhlanhla Mabizela, Engender Health
(South Africa)

Using a short video clip of two young men acting out cultural
norms, Nhlanhla of Engender Health applied social norms
theory to HIV & AIDS stigma. Social norms theory describes
situations in which individuals incorrectly perceive the atti-
tudes and/or behaviours of peers and other community mem-
bers to be different from their own. These misperceptions
occur in relation to problem or risk behaviours (which are
usually overestimated) and may cause individuals to change
their own behaviour to approximate the misperceived norm.
This pattern has been well documented for alcohol, illegal
drug use, cigarette smoking and eating disorders.

This presentation examined how social norms theory
can be applied to HIV & AIDS stigma, suggesting that
perceived levels of stigma may be higher than the actual
levels of stigma in the community. This misconception that
high levels of stigma exist could continue to reinforce the
problem. This cycle can be broken or reversed by providing
individuals with correct information about levels of stigma.
The presenter called for research to ascertain the true level
of stigma in communities and proposed interventions to
challenge potential misconceptions that currently exist.



4 Strategies for combating HIV & AIDS
stigma and discrimination in the
church

Pastor Mupango Chimbamba, Churches Against
AIDS Forum (Zimbabwe)

Churches Against AIDS Forum (CAAF) is an FBO formed in
2002 to co-ordinate and build capacity of member churches
for effective HIV & AIDS programmes in communities, with the
church as an entry point. It initiates and develops self sustaining
church-based HIV & AIDS developmental programmes through
the participation of children, youth, men and women under
win-win partnerships with government, the private sector and
the donor community. To date CAAF has 12 member churches
and also works with institutions such as Africa University’s
department of HIV & AIDS and some private companies.

Pastor Mupango, the CAAF programme director, said
that for a long time, churches have sent the wrong message
about HIV & AIDS, condemning people living with HIV &/or
AIDS as people who are ‘paying for their sins’, and labelling
HIV & AIDS as a punishment from God. The church, he said,
has been a breeding ground for some of the worst cases of
stigma experienced amongst people living with HIV &/or
AIDS in Zimbabwe, with some being demoted from positions
of church leadership, and others being removed from
church membership after being open about their HIV status.
However, there is increasing recognition that churches have
a crucial role to play in the prevention of HIV and in the care
and support for the infected and affected.

CAAF has taken a lead in creating awareness and
providing AIDS education to church leaders and members.
The basis of CAAF’s programmes in churches is that ‘God
is love’, because people living with HIV &/or AIDS need to
be loved by their friends, family members, church mates
and the community at large. In Zimbabwe the church has
institutional structures that can be drawn on to combat
stigma and discrimination of the affected and infected
— schools, hospitals, clinics and several training centres. It is
therefore strategically placed to reach vast audiences, and

has infrastructure even in the remotest parts of the country,
serving the most marginalised communities.

Because there is already a lot of psychosocial support
offered by church leadership — in the form of counselling,
prayer, home visits and motivation — CAAF is co-ordinating
such interventions to ensure that counsellors have adequate
training and have capacity to handle HIV & AIDS-related
cases. Pastor Mupango stated that:

‘The Church is like a caterpillar that
must pass through transformation in
order to become the butterfly it is.

Issues arising from presentations
and discussions

— Culturand religion have a critical role to play in reduc-
ing stigma and discrimination as they shape people and the

way people live and we need to work with these institutions.

— Some people felt that culture was dynamic while
religion was not, but it was felt that religion could
respond to different situations. Others felt that
religious bodies needed to develop a new theology
around issues related to HIV & AIDS.

— We should draw on the strengths of religious
institutions — compassion, love and caring.

— There is a need to involve religious, cultural and
traditional leaders, as well as people living with
HIV &/or AIDS, in these institutions in designing and
implementing projects.

— Insteadf condemning the cultural/religious bodies for
not accepting some proposed strategies e.g. condom use,
we should work with them on the strategies that they
agree with. There is a need to have continuous dialogue
and negotiation with them on various issues related to HIV
& AIDS — an example was given on how Senegal worked
with Muslim leadership to respond to HIV & AIDS.

— Training should be provided to build capacity for cultural
and religious bodies/institutions.

— There is a need to have more people within religious
groups disclose their status to contribute to MIPA.

— We need to ensure that men are involved in issues of
dealing with social norms.

— There is a need to create messages that empower both
men and women: messages should show how men and
women negotiate around HIV & AIDS.

— There was some discussion around people opting out of
practising their religion or culture. While people did not
agree and felt that the discussion should be continued on
this, it was generally agreed that this came with challenges
and consequences which they needed to be prepared for.
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Breakaway group B

Orphans and other vulnerable
children and stigma

1 Youth and HIV & AIDS stigma

Rassel Chisango, Royal Youth Organisation
(Zimbabwe)

to have an impact on stigma reduction. Most orphans and
other vulnerable children have low self esteem and struggle
to see themselves like other children with equal entitlements
and capabilities. High mobility amongst youths in search
of career opportunities means that trained peer educators
often move on. Scarce resources hamper their work, made
worse by the current donor exodus from Zimbabwe.

Royal Youth has found that young people must have
a clear perception of their own risk of being infected or
affected by HIV & AIDS, an understanding of what stigma
is and how it impacts, and what they can do to fight it,
before change comes. It works with positive role models,
for example a local youth pastor and young celebrities, to
influence perceptions and practices around issues like STIs,
sexual and reproductive health, dialogue between young
men and women in relationships, promotion of abstinence
as an HIV prevention strategy, safer sex for sexually active
youths and stigma and discrimination. The organisation is
also part of a ‘delayed sexual debut’ campaign; empowers
orphans and other vulnerable children through education
on child rights, child protection, and recognising and dealing
with stigma; challenges the myth that sex with young people
can cure HIV; and promotes correct and consistent condom
use — even though there is still a high level of stigma
attached to condoms in the largely Christian Zimbabwe.

2 Children are severely affected by
stigma of HIV & AIDS

Venancius Rukero, Venancius Rukero AIDS
Orphans and Vulnerable Children Foundation
(Namibia)

The Royal Youth Organisation is a dynamic youth
development organisation, empowering young people with
HIV prevention information and skills in order to create a
generation without AIDS in Zimbabwe. Many children and
youth affected by HIV & AIDS, whether orphaned, living with
HIV or living with an infected parent/guardian, face stigma.
Youths who deem themselves unaffected by HIV often
stigmatise their ‘affected’ peers, some without realising it.
Affected children suffer trauma that has not been sufficiently
acknowledged. Royal Youth, in its youth empowerment
training, deals specifically with the prevention of HIV & AIDS
stigma, engaging youths both as perpetrators and victims of
stigma. To date it has trained more than 200 youth as peer
educators in HIV prevention and has initiated Royal Youth
Clubs (RYCs) in five Harare districts.

Stigma and discrimination remain high in general
Zimbabwean society, making it difficult for young people




Venancius, who started an orphans and other vulnerable chil-
dren foundation in his own name, outlined some of the chal-
lenges faced by children orphaned and affected by HIV & AIDS
(including some who are themselves HIV positive) in Namibia.

In Venancius’ experience, orphans are often
discriminated against by members of their own extended
families after the death of their parents. They are expected
to work harder than other children in the family. They are
often the last to receive food and/or to have their school
fees paid. Some orphans are isolated from other family
members, because it was believed that they were infectious
and would transmit HIV & AIDS.

Orphans of school-going age and children with infected
parents reported that other children teased them, called
them names, sometimes leading to physical bullying. They
weren't allowed to play with other children. Many children
said that they would rather stay at home than go to school.
The children wanted teachers to protect them from the
teasing and to respect their privacy. Older children and
adolescents said that gossip about people’s HIV & AIDS
status by members of the community was common. Many
adolescents felt hurt by the gossip and felt that their sense of
self-worth was affected. Infected parents felt the same way.
They said that it was hard to support their children who were
being teased when they were being gossiped about as well.

Some families kept the HIV status of a family member
secret. In order to protect the secret, children and adults
draw back from their friends and other social contacts. Some
children made up stories about their parents and family,
sometimes living in this fantasy world in order to cope with
what was actually happening at home. Secrecy also made it
difficult for children to deal with the death of their parents.

Older children made up stories about their parents
because they felt ashamed and because they did not want to
be different from their friends. Some children worried that
teachers or other authorities would find out that something
was not ‘normal’ at home and they were afraid of having to
answer questions.

All the above factors lead to a sense of worthlessness
and lowered self esteem, which in turn leads to increased
vulnerability. These children are much more likely to drop out
of school, to run away from home and to reject social norms.
To survive these children often turn to other children in a
similar situation. Without adequate support, this can lead to
a life living on the streets and a dependency on commercial
sex, alcohol, drugs and crime, which in turn increases their
vulnerability, becoming a self-perpetuating cycle.

The children themselves cannot change this, said
Venancius. They need committed adults, religious groups,
organisations and institutions to stand up and support these
children and fight for their rights. This is why Venancius,
himself a former street child from Windhoek and a person

living with HIV & AIDS, started the Venancius Rukero AIDS
Orphans and Vulnerable Children Foundation in 2004 to assist

orphans and other vulnerable children affected by HIV & AIDS.

The foundation provides temporary shelter, food, clothing
and support for children. But most importantly the foundation
gives these children a sense of belonging and worth by
encouraging them to actively participate in planning and
decision making in matters affecting them, empowering them
to take control of their lives. Currently the foundation has 70
members, eight of whom are residents of the foundation’s
safe home, four employees and three volunteers.

Challenges faced by this organisation include: not being
well known; lack of funds; lack of incentives for permanently
keeping the street children off the streets; inadequate
information materials appropriate for the street children,
orphans, other vulnerable children and young people living
with HIV & AIDS; and lack of assured accommodation.

Key recommendations outlined by Venancius include:
mobilising children and communities; training for peer
educators, counsellors and caregivers; and a fundraising
fashion show. Fundraising has been given high priority and a
number of proposals had been sent to donor agencies.

But most importantly the foundation
gives these children a sense of
belonging and worth by encouraging
them to actively participate in

planning and decision making in
matters affecting them, empowering
them to take control of their lives.
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3 Stigma, discrimination and orphans
and other vulnerable children

Carol Dyanti, Ikageng Itireleng AIDS Ministry
(South Africa)

The Ikageng Itireleng AIDS Ministry cares for children in over
180 child-headed and granny-headed homes in Soweto,
South Africa. Ikageng Itireleng’s care is unique — unlike
orphanages, Ikageng Itireleng doesn't take the children out
of their home, or separate siblings. Instead, it maintains
the family unit by keeping children in their own homes and
community. Carol, and 11 core staff are the parent figures
to these children. They guide and help them, provide for
their daily necessities, as well as their psychosocial needs.
This model has been found to be sustainable and is in line
with government’s community-based model for the care of
orphans and other vulnerable children.

This work has its challenges. The number of orphans and
other vulnerable children in Soweto is growing daily and
Ikageng ltireleng finds itself over-stretched in trying to care
for 570 children holistically. While Ikageng Itireleng staff visit
the children regularly to assess how they are doing, this is
not enough parental guidance for some children and, in their
struggle to cope with excessive stigma and discrimination,
some children turn to drugs and/or alcohol and partake in
crime. In addition, some girls look for attention from men
— sometimes resulting in pregnancy and HIV infection.

Ikageng Itireleng programmes attempt to address
these challenges, as well as HIV & AIDS-related stigma and
discrimination by: counselling the children at the appropriate
time; post-burial support and securing of place for the children
to live; incorporating other children, who have been through
the similar experiences and trauma, in the healing process;

preparing children for stigmatisation; providing coping skills to
deal with stigmatisation; meeting with community members to
try and dispel myths about HIV & AIDS; as well as operating an
‘open house’, where the children are encouraged to speak with
the staff about issues they may be facing and offering support

to daily issues that stigma may cause.

4 Surviving HIV & AIDS and stigma and
discrimination at family level

Joanita Nassuna, VSO VDW, Provincial Directorate
of Women and Social Welfare (Mozambique)

Representing the Provincial Directorate of Women and Social
Welfare, Joanita spoke of its mandate to care for the most
vulnerable members of society including orphans and other
vulnerable children, women and the elderly. Activities of the
directorate include; sensitisation of the public on HIV & AIDS
prevention, stigma management and mitigation; providing
educational facilities for orphans and other vulnerable children
affected and infected by HIV & AIDS; tackling individual family
problems resulting from HIV & AIDS; and registering and unit-
ing orphans and other vulnerable children with their families.

To combat stigma and discrimination in communities
the directorate works with AIDS nuclei from the National
AIDS Council to do three awareness programmes per year in
every district. The directorate also supported two orphans
and other vulnerable children-headed households with
children aged between 12 and 17 in the Matola District
by constructing two houses and providing other forms of
support. Because their parents had died of AIDS-related
causes the children had experienced high levels of stigma
from the community. The house decreased the stigma and
discrimination these children faced as they were seen as
being integrated into the community.

Significant changes have resulted. HIV positive people
are disclosing their status and forming associations, orphans
and other vulnerable children are being taken for testing and
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at least 10 children who were HIV positive are now on ARVs. — Access to ARVs for children and youtlis critical as they
Orphans and other vulnerable children now know how to are often last in the queue when accessing treatment.
deal with the stigma and discrimination they face in their — Children need to be given the necessary life skills in
communities and communities are more understanding of order to support the healing process and help them to
them, helping them to become integrated. deal with their traumatic past.

The directorate still struggles to provide adequate — Communities should be made aware that they have an

obligation to care for children if they want a better future.

— There is a need for well-coordinated interventions
regarding care and support for orphans and other
vulnerable children.

— Children need to be loved, and helped to build their
esteem and a better future.

— Dealing with VCT for orphans and other vulnerable
children, especially in care is a contentious and widely
debated issue. Should children be routinely tested?

— There are many issues related to separating children from
their siblings when all their parents die as opposed to plac-
ing them in institutions or sharing them among relatives.

— The issues of gender also emerged here — where a girl

psychosocial support, the children suffer from ill health and
poor nutrition and there are insufficient financial resources.
What is needed is a law to protect children abandoned by their
families. Because women play a very big role in family well-
being — and because, if a mother dies first, there is a possibility
of greater socio-economic and psychosocial suffering in the
family — more medical and socio-economic support should

be geared towards mothers living with HIV and caretakers.
However, men too should be encouraged to engage in greater
involvement in care and support of their families.

Issues arising from presentations child is expected to play a woman’s role regardless of her
and discussions age, in the home.
— And lastly why do men run away and leave their
— Itis critical to involve young people in solutions to children when mothers die?

address the stigma and discrimination they face.
— Not addressing stigma and discrimination faced by

children and young people can have other negative — An agenda fo_r action from day three:
engage religious and cultural leaders; we

need to mobilise resources, leaders and

social consequences.

— Modelof care need to be constantly reviewed — it is
important to always try and keep children in their commu-
nities and homes but this should not be at the expense of
their physical, emotional and spiritual well-being.

institutions in order to meet the needs of
the growing number of orphans and other
vulnerable children in our communities.

Augustine Chella (pictured here with his family) works for VSO in Zambia as the programme manager for HIV & AIDS and children in crisis

L

‘My wife and | have been living positively and productive for many years. As the children
are getting older 1 am becoming more protective of them so that they will not become
stigmatised. | fear for them getting fingers pointed at them. When they are a bit older
we will speak more about how to deal with stigma and how we have lived with HIV.

They have their own lives to live despite having parents who are HIV positive.
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Plenary address: Summary on stigma
and discrimination

Dr Alvaro Bermejo, International HIV/AIDS
Alliance (United Kingdom)

Dr Bermejo, the Executive Director of the International
HIV/AIDS Alliance offered some thoughts, pulling together
ideas from throughout the conference:

— Stigma and discrimination spread faster than HIV & AIDS
and pre-date the HIV & AIDS pandemic;

— Stigma and acts of discrimination are not always based
on a desire to hurt — we often stigmatise inadvertently;

— Contributing factors to stigma include the media
(especially in the 1980s) and some testimonies of people
living with HIV &/or AIDS;

— The impact of stigma goes well beyond life and death for
many religions and may impact on beliefs about how this
life may affect the afterlife;

— Marginalised groups are still here — they are just
going deeper into society because of the stigma and
discrimination they face;

— There is a complex interaction between stigma and
discrimination and increased availability of ART — does
this increase or decrease stigma? This requires further
exploration. With the advent of ARVs we may forget the
importance of human rights. This needs to remain at the
forefront of our responses. Stigma and discrimination
are determinants of who gets ARVs and who doesn't.

An injecting drug user will be the last person in a
country who will get access — we need to operationalise
programmes to access the marginalised;

— In many parts of the world, as the international
community becomes less tolerant and more stigmatising,
there are increasing attempts to assess who is guilty
and who is innocent. This must be resisted as this split
between ‘good’ and ‘bad’ is never simple and is usually
unhelpful; and

— We need an agenda for action:

aA commitment for greater GIPA — not an abstract
concept but real MIPA as there will be no effective
response without it;

aIncreased information about how HIV is and is not
transmitted;

a Persistent and public engagement on HIV & AIDS in
general and as a human rights issue;

aSpaces where people can reflect and share
experiences, fears and questions openly;

a Help for communities to identify what stigma looks
like in their local context in order to better challenge
it; and

aSupport for policies, programmes and laws that
protect and promote the rights of people in general
and people living with HIV &/or AIDS in particular.
The United Nations General Assembly Special Session
on HIV/AIDS (UNGASS) target most ignored is that
by 2005 all countries will have done an audit of their
policies and laws in place. This must be followed up.

Stigma and acts of discrimination are

not always based on a desire to hurt
— we often stigmatise inadvertently.




VSO-RAISA Regional Conference, Pretoria, South Africa, October 2005

Summary and themes
from the conference

Alan Smith, VSO’s Regional Programme
Manager for southern Africa and HIV & AIDS
goal leader lead the final plenary session,
where a number of key points were
highlighted. Participants commented on:

Simplicity vs complexity

Stigma seems deceptively simple but it is
complex to address — attitude change is a
long, multi-factorial process. There are no
black and white solutions. People living with
HIV &/or AIDS have to go in communities,
even if these communities are prejudiced and
discriminatory. Stigma and discrimination have
to be faced, even if it is discomforting for us.

Other challenges we face that appear

to be contradictory:

— Is there an emergency response even if we
accept that stigma mitigation is a long haul?

— How do we balance respect for
confidentiality and yet promote disclosure?

— How do we normalise HIV & AIDS yet
respect unique circumstances and
challenges?

— How do we balance a holistic approach in
a climate of intense medicalisation of HIV
& AIDS (for example ARV provision)?

— How do we get women and men in high
profile positions to lead by example and
get tested for HIV without trivialising what
can be a difficult process for people who
are less resourced?

GIPA/MIPA

There is still a lack of meaningful involvement
of people living with HIV &/or AIDS. Sometimes
this is because people living with HIV &/or AIDS
do not always have the skills that employers
need. Perhaps older people would like to men-
tor others — this mentoring and bonding could
encourage continuity as well. It is worth noting
that the International HIV/AIDS Alliance has
started a mentoring programme to help with
skills building and job sharing.

Balance of presentations

Some participants noted that at the conference
there was an over-emphasis on the academic
perspective as opposed to field experience.
Whilst many participants were both field
workers and ‘experts’ in their field, there was
a feeling that academics were given more of a
platform than partners working on the ground.
In future conferences, the balance could
perhaps be redressed with a focus on mutual
learning between academics and field workers.
Academics could learn from on-the-ground
experience and apply this to their policy/
academic work. Partners may value learning
from each other and building their capacity
through sharing with fellow field-workers, as
well as receiving a more policy and academic
level overview.

Gender

How do we find a balance between getting
greater involvement of men in HIV & AIDS
prevention and care while at the same time
empowering women who have borne the
greater brunt of stigma and discrimination?

Religion

Even if a person living with HIV &/or AIDS,

or anyone affected, experiences stigma and
discrimination in a faith setting, it is never easy
to walk away from or reject the faith world
when this world has been the main source of
support, friendship and community.

Culture

Culture is both a vehicle for resistance and
change. It is critical that we engage openly with
cultural institutions and mechanisms to move
forward on stigma and discrimination.

Children and young people
The situation of children and young
people affected by HIV & AIDS stigma and

discrimination is of particular concern and more

work needs to be done to mobilise resources,
leaders and institutions to go beyond rhetoric
and good intentions. Not doing so could have
dire consequences.
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Follow up activities — the way forward

>

Delegates were reminded that, ‘Every moment
we spend talking is a moment wasted if we do
not see action’ (Nelson Mandela), and pledged
commitment to the following activities.

The Malawi delegation committed to:

— Sharing information with partners who couldn’t come
to the conference (through newsletter, reports etc);

— Organising a national conference on stigma
and discrimination for partners, volunteers and
stakeholders — partners who attended the regional
conference will be facilitators; and

— Reviewing strategies for combating HIV & AIDS stigma
and discrimination based on the learning acquired.

The Mozambique delegation committed to:

— Taking something back to increase awareness of
issues for people living with HIV &/or AIDS;

— Incorporating both internal and external stigma issues
in programme planning;

— Increasing involvement of men;

— Building on the partnership with Plus News (start
publishing articles in Portuguese); and

— Building on the partnership with the International
HIV/ AIDS Alliance and participating in the stigma and
discrimination workshop to be held in November.

The Namibia delegation committed to:

— Sharing and disseminating information and learning
from the conference

— Looking into doing a presentation on the conference
at the next IBIS meeting

— Look at ways of continuing networking

— Setting up an exchange with Zambia

— Advocating for the theme of the next conference to
be ‘sexuality.’

The South Africa delegation committed to:

— Building on the links made with other organisations,
for example the Universities of Cape Town and
Pretoria, and Abdi Ismail will be talking with Lynde
Francis regarding involving the Islamic faith in their
religious coalition in Zimbabwe;

— Having an exchange between the lkageng Itireleng
AIDS Ministry and the International HIV/AIDS Alliance
on issues to do with orphans and other vulnerable
children and stigma;

— Exploring memory workshops with ASRU from UCT;
and

— Maintaining and developing links with various organi-
sations — including the Nelson Mandela Foundation
regarding use of the movie ‘Yesterday’ as an aware-
ness raising tool and translating it into other languag-
es (Zambia and Zimbabwe expressed a keen desire to
follow this up).




The Zambia delegation committed to:

— Building on lessons on MIPA and particularly greater in-
volvement of children — looking at policy issues involved
in this and how they can lobby and advocate for more;

— Strengthening collaborations among partners within
Zambia e.g. working with the International HIV/AIDS
Alliance;

— Holding a national workshop on stigma and
discrimination;

— Implementing tools learnt to combat stigma;

— Involving more young people in programming; and

— Strengthening advocacy activities amongst partners
focusing on stigma, discrimination, gender and
HIV & AIDS.

The Zimbabwe delegation committed to:

— Strengthening national level networking around some
of the things learnt at the conference, e.g. arrange
training on the Stigma Toolkit;

— Setting up a group communications list so partners
can keep in touch;

— Utilising the newly established Partners Zimbabwe
e-forum to share with others on the conference;

— Exploring the possibility of developing a joint
proposal focusing on inter-partner exchanges;

— Utilising one of SAfAIDS' monthly discussion forums
for RAISA partners to share what they learnt at the
conference;

— Distributing the conference report widely to ensure
learning is shared; and

— Linking their national conference theme to stigma.
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Plenary address: Closing remarks

Dr Kenneth Kaunda, Former Zambian President
(Zambia)

Dr Kaunda said he was honoured and privileged to be at

the conference, noting the presence of many foot soldiers

in the fight against the HIV & AIDS pandemic. He was

particularly pleased that a fellow Zambian citizen, First Lady

Maureen Mwanawasa, had addressed the conference and he

commended her for her leadership in community work.
Stigma and discrimination are at the core of all efforts in

the fight against HIV & AIDS and failure to address it could

reverse gains in the pandemic. Dr Kaunda spoke of his own

experience of losing his 30-year-old son to AIDS.

‘When he died, we decided that we
should make public the cause of death of
our son. VWe took this decision in order
to help society to stop stigmatising people

suffering from AIDS-related illnesses.

As a result, over the years a number of people have
come out in the open to declare their status. Similarly many
NGO'’s have intensified public awareness campaigns on the
dangers of HIV & AIDS.

Dr Kaunda called for decisive action on stigma and
discrimination as they cause fear, preventing people from
seeking professional help and getting tested for HIV. People
should be encouraged to make use of VCT, get counselling
to live positively and healthily and access drugs if they are
HIV positive. Those who are found to be HIV negative can be
counselled to remain that way.

One way to fight stigma and promote VCT was to
involve leaders in society, well-known personalities and
sportsmen and women. As people of influence they need
to lead by example and should volunteer to be tested, he
said. Dr Kaunda himself had tested publicly in 2002 and was
found to be HIV negative. If he had been found to be HIV
positive he would still have made his status public, using it to
intensify the fight against HIV & AIDS.

HIV & AIDS had the capacity to affect all sectors of
development whether it be in agriculture, mining, tourism
or in public service in general. Zambia has lost many young
men and women to HIV & AIDS, in whom the country has
invested at great cost. Dealing with this impact, and other
consequences of HIV & AIDS, required a commitment to the
eight Millennium Development Goals to be met by the year
2015. One of them is the commitment to begin to reverse
and to halt the spread of HIV & AIDS.

‘WWe cannot hope to achieve that goal if
we do not address the question of stigma
of the infected and the affected.

In Dr Kaunda'’s view, the presentations at the conference
had clearly demonstrated society’s determination to deal
with the issue of stigma urgently and effectively. There
is a need to intensify public awareness campaigns in all
countries, reaching even the most remote rural villages.
There is also a need for co-operation between governments
at national, regional and international levels.

Dr Kaunda ended by highlighting that, if colonialism and
apartheid could be overcome, so could HIV & AIDS. This
needed committed volunteers, many foot soldiers, a non-
complacent attitude and above all, maintaining hope.
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Concluston

This was a highly successful conference. Delegates partici-
pated in all the sessions, conversations went on well into the
night, diverse points of view were aired, enthusiasm to chal-
lenge stigma and discrimination was generated and some
consensus about the way forward was reached.

While HIV & AIDS-related stigma is complex and
dynamic, it is not insurmountable. Many inspiring stories
were told and the presentations were rich in solutions and
strategies. What is clear is that an integrated, multi-level and
multi-sectoral approach is needed for these strategies to be
more effective. It is critical that people and organisations
speak to each other and that they act on the commitments
they made on the last day.

Ultimately, the voices and stories of people living
with HIV &/or AIDS are core to stigma work. We should
all be inspired by these stories, some sad, some joyful, to
strengthen our commitment to this work.

Feedback from the evaluation forms:

The format gave confidence to share — it was
friendly and participatory;

It was a tight programme, and sometimes there
was limited time for discussions;

Need more emphasis on skills building;

Great to share experiences and learn what other
organisations do;

Need more efforts to create linkages between
organisations working in the region to be
continued after the conference;

Good level of critical analysis;

Alot of learning — a real eye opener;

Great to have the presence of the dignitaries — it
added value to the conference;

Fantastic conference — good topics covered; and
Good to hear people talking about this conference
being the best they have ever attended!

“The conference was excellent... the way
RAISA is structured is different from
others: it really reaches the peolole on

the ground. Other programmes only claim
to reach the grassroots, but RAISA is

there with the people!
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